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manage to keep going pretty well with the help of the NHS and modern drugs, and
my wife Jane.”
Sandie Downer, Somerset
"I have been adjusting to life with Functioning Neurological Illness for the past ten
years .Whilst I am not wheelchair bound, my power chair is one of the resources I
use to get out and about and enjoy life!"

“Too many times over the course of my condition
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1.

Summary of the report

This report represents the views expressed by people who have a long-term
neurological condition (LTNC) or who care for someone with a LTNC, and who
participated in a survey conducted by the Somerset Neurological Alliance (SNA).
(They are referred to in this report as “patients”, but all have LTNCs.) It gives a
picture of what services they have accessed and their views about:








getting a diagnosis
rehabilitation
information available to them
support services
what they value about services
what they dislike about services
what they think should be improved

The findings of our survey are complemented by the inclusion of some material
providing a national context and some ‘non-survey information’ from other sources
in Somerset.

Key Findings
1. What works well:
The survey contained many positive remarks about current services, including:

 75% of respondents said they valued some aspect(s) of NHS services in
Somerset.

 67% of patients felt their condition was diagnosed in a reasonable time (82% of
Parkinson’s Disease patients), and 64% said they didn’t encounter problems
getting a diagnosis (78% of Parkinson’s patients)

 72% of patients had received rehabilitation services (95% of patients with a
brain injury and 93% of those who had a stroke)

 90% of patients who accessed rehab services were referred by a healthcare
professional

 58% of patients were offered information on their condition at the point of
diagnosis (67% of Parkinson’s patients)

 More patients received information from healthcare professionals than from
other sources
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 A significant majority of those who engaged with a specialist nurse thought very
highly of them and the support they give

 Most of those who used them valued services provided by third sector
organisations

 The (shadow) Somerset CCG has shown it is prepared to work/consult with

Somerset LINk and this should carry forward to Healthwatch Somerset. The
CCG has also signalled it will be reviewing neurological services in the next two
years.

 The NHS in Somerset is responding to calls for more condition-specific, and
locally delivered physiotherapy services by planning to pilot a joint NHS and
sports centre model at some venues in the county in 2013.

2. What could be improved:
The valuable information provided by the respondents led us to the following
general and key findings:
1.

Most patients have both good and bad things to say about neurological
services in Somerset.

2.

1 in 3 patients (33%) felt that their condition was not diagnosed in a
reasonable time.

3.

1 in 4 patients (28%) have not received any rehabilitation.

4.

44% of patients felt that the rehabilitation that they received did not
meet their needs.

5.

1 in 3 patients (35%) said they were not given information on their
condition at the time of diagnosis.

6.

Over 1 in 2 patients (54%) said they were not given information about
support organisations at the time of their diagnosis.

7.

1 in 4 patients (28%) said that poor communication was the thing they
most disliked about services in Somerset.

8.

Many patients feel that appointment processes are poor and need
improving.

9.

Services are not joined up and professionals do not always talk to
each other.

10. Patients feel that many healthcare professionals do not possess enough
knowledge and understanding about neurological conditions.
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And finally… we found that patients are full of ideas for improvements to
services!

Recommendations
The report presents the following recommendations:
1.

Review and audit neurological provision in Somerset, including:



looking at the amount of funding allocated to neurological services ,and
assessing the number and geographic cover of specialist nurses to
ensure there is capacity to meet the needs of patients.

2.

Set up and support a “Neurological Network for Somerset”.

3.

Reduce waiting times for diagnosis.

4.

Improve appointments: waiting times, access and communication.





5.

Make appointments easier for patients to remember;
Flag patients’ notes if patients have specific needs around neurological
conditions;
Consider introducing a ‘Patient Passport’ to provide an overview of
services a patient is accessing;
Introduce flexibility into the length of consultation sessions with
healthcare professionals
Improve information and access to personalised rehabilitation.




6.

Explore how information could be distributed to all GP surgeries
explaining self-refer pathways for patients wanting physiotherapy.
Patients who are discharged from the physiotherapy services are
given an ‘instant access’ card so they can self-refer back into
services.
Ensure personalised rehabilitation services that are appropriate for
the individual patient.

Improve information and communication.


Improve communication and information provision at the point of
diagnosis

7.

Compile and publish a Somerset Directory of Neurological
Services.

8.

Involve patients and carers in all service reviews


Empower patients to be ‘involved patients’

9.

Design services that are intelligent and ‘joined up’.

10.

Train health and social care staff about neurological conditions.
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2. Introduction
Somerset Neurological Alliance (SNA)
SNA was formed in January 2012 as a sub-group of the Somerset LINk with the
aim:
“to champion the needs of people with neurological conditions and their
families and carers living in Somerset.”
Its objectives are:







To enable the health and social care needs of people with long-term
neurological conditions and their families/carers living in Somerset to be
clearly identified.
To provide a voice for people affected by neurological conditions in
Somerset.
To provide a key point of patient/user/carer contact for health and social
care agencies in Somerset on generic neurological issues.
To engage with health and social care commissioners and support services
to ensure that service commissioning is based on the needs and experience
of people with neurological conditions and their families/carers.
To monitor the delivery and quality of services, feeding back to service
commissioners and providers.
To lobby and campaign for improved health, social care and support
services, working in collaboration with other organisations with common
objectives.

Current membership of SNA comprises people who have a LTNC, their carers and
representatives of third sector organisations which provide support services.
In the short/medium term, it was agreed the Alliance would be a sub-group of the
Somerset Local Involvement Network (LINk)1. The intention is, in the medium/long
term, that it will become a stand alone membership based voluntary organisation
affiliated to the (national) Neurological Alliance2.
What is a long-term neurological condition (LTNC)?
A LTNC is defined as: disease, injury or damage to the brain, spinal cord or
peripheral nervous system3. 267 neurological conditions recognised by the
University College London Hospitals are listed in Appendix 1. The needs of people
with LTNCs are wide-ranging and impact on a number of different sectors,
including health, social services, employment, transport, housing and education.
1

Somerset LINk acts as a ‘voice’ for patients in receipt of health and social care services. In April
2013 the LINk will be superseded by Somerset Healthwatch.
2
The Neurological Alliance is the ‘lead’ for a collective of more than 70 national and regional brain
and spine organisations working together to make life better for 8 million people in England with a
neurological condition
3
The National Service Framework for Long Term Conditions, Department of Health, 2005
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Based on a population for Somerset of 530,200 in 20124, and the national
prevalence of LTNCs according to data produced by ‘Neuronavigator’5, it is
estimated there are 99,232 people with a LTNC in the county and the predicted
numbers by condition-type are depicted in table 1, below:
Condition
Aphasia
Acquired Brain Injury
Acquired Spinal Cord Injury
Ataxia
Cerebral Palsy
Charcot-Marie Tooth Disease
Dementia & Early Onset Dementia
Dystonia
Encephalitis
Epilepsy
Essential Tremor
Huntington's Disease
Hydrocephalus
Migraine
Motor Neurone Disease
Multiple Sclerosis
Muscular Dystrophy
Myasthenia Gravis
Narcolepsy
Neurofibromatosis
Parkinson's Disease
Post Polio Syndrome
Progressive Supranuclear Palsy
Spina Bifida
Stroke
Syringomyelia
Tourette's Syndrome
Transverse Myelitis
Tuberous Sclerosis
Others:
Total:

National
Prevalence*
0.37%
0.18%
0.07%
0.01%
0.17%
0.04%
1.18%
0.06%
0.40%
0.77%
0.50%
0.02%
0.01%
13.22%
0.02%
0.16%
0.05%
0.02%
0.16%
0.04%
0.20%
0.40%
0.05%
0.02%
0.50%
0.01%
0.05%
0.00%
0.01%

Expected
Number in Somerset**
1,962
970
371
53
901
201
6,256
329
2,100
4,083
2,651
85
53
70,092
85
870
265
85
848
207
1,050
2,100
281
122
2,624
42
265
5
69
207
99,232

Table 1

N.B. Further information on the national context and local non-survey information is
provided in Appendices A and B respectively.
4

Somerset County Council website.
Neuronavigator: an online neurological commissioning support tool designed by NCS, a
collaborative grouping of the Epilepsy Society, the Multiple Sclerosis Society, Motor Neurone
Disease Association and Parkinson’s UK
5
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3. Background

& Methodology

Background
The Somerset Neurological Alliance decided it would conduct a survey of people in
Somerset who have LTNCs. It was anticipated this would provide the necessary
first hand ‘benchmarking’ information upon which the Alliance could advocate with
authority on behalf of those it seeks to represent and to form a basis for its work
going forward.
A survey form was devised and agreed by Alliance members; a copy is at
Appendix 2. A separate (optional) demographic information form was also made
available to participants; a copy is at Appendix 3.
The survey ran from May to October 2012.

Methodology
The Survey
The survey was publicised and made available to people with a LTNC and/or their
carers by:






distribution by members of the Alliance;
online via the Somerset LINk website and e-news;
online via links from SNA member organisation websites;
mailing to members of Parkinson’s UK local support groups in Somerset;
being publicised in the local broadcast and print media.

All the completed survey forms were analysed by the Somerset LINk.
Some people who have a LTNC have difficulties with writing, and as a
consequence the contents of a very small number of forms that were completed by
hand were hard to interpret. In these instances it was possible to register at least
some of the information provided, but where this was not achieved for an answer
to a particular question it has been treated as unanswered.
In most public surveys, including this one, many questions are ‘skipped’ by
respondents so, dealing with these few instances in this manner is akin to the
respondent having ‘skipped’ the answer (because some survey forms were
completed anonymously it has not been possible to contact respondents to clarify
answers).
Respondents were also invited to complete the demographics form. While
respecting the personal and sensitive nature of this information, it has been used
to inform the research. None of the information received has been used in a way
that can lead to the identification of an individual.
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The survey form asked contributors to indicate if they wanted a copy of this report
and/or if they would like to join a mailing list for the SNA. This was seen as an
opportunity of involving more people with LTNCs and their carers with the SNA and
of providing them with information about the work of the Alliance. Contact details
given for these reasons will not be used for any other purpose.
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4. Survey Results
Overview
253 survey forms were completed. We believe this is a good sample size and
enables us to suggest that, collectively, the views are representative of people who
have a LTNC in Somerset.
The response rates to individual questions is presented in Appendix 4.
It is not possible to identify how individual respondents received or sourced the
survey - no ‘marker’ was placed on survey forms and this information was not
asked of those who completed online. No monitoring was made of the number of
hard-copy survey forms that were despatched (save those to Parkinson’s UK
support group members), so the response rate is not known.
A specific mailing was made to 430 Parkinson’s UK local support group members;
this explains the high number of respondents who have that condition (127 or
50%). Consequently the constituency of the sample group is not proportionately
representative of people living with LTNCs in Somerset and their views and
experiences could disproportionately influence the outcomes of some questions.
This will not, however, affect the generic outcomes as all respondents have a
LTNC.
Because the number of participants with Parkinson’s constitutes a statistically
significant grouping, the Alliance has decided to also produce a report dedicated to
the responses from those patients.
Responses to the survey have been recorded and analysed on the basis of the
answers given. No checking or editing of what people said – medically or otherwise
- has been undertaken. This is primarily because the compilers of this report are
lay people and not clinicians (something that should be borne in mind when
reading this report) and because we believe it is important that the messages
(positive, negative or indifferent) are reported as given.
Where questions sought a ‘free text’ response the answers have been grouped
into themes in order to include and present them in a structured way.
With the exception of Question 1, which specifically asks participants what
neurological condition they have, this report has assessed the outcomes of the
various questions in two ways. Firstly, it treats neurological patients and conditions
generically. That is to say, unless otherwise stated, no attempt has been made to
distinguish between conditions that contributors to the survey had, or how the
various outcomes impact on different condition types. However, where it is
considered useful to do so, condition specific data is provided and to facilitate this,
in a manageable way, four ‘sample conditions’ are used, i.e. brain injury, Multiple
Sclerosis (MS), Parkinson’s Disease and Stroke.
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Demographic information
180 individuals completed the demographic information form (in whole or in part),
which is 71.1% of the total respondents.
176 of that number (97.8%) said they were white and of the remainder one of each
said they were Caribbean, East European/Jewish, Indian, or Irish (0.6% each).
91 (52.0%) said they were female and 84 (48.0%) male. 1 person said they were
transgender and 3 preferred not to say. (Fig. 2)
What is your gender?

Female
52%

Male
48%

Fig.2

The age groups of those respondents who completed the demographic form were:
What is your age?
Under 15

0.0%

15-24

2.2%

25-44

10.0%

45-64

36.1%

65-79

39.4%

80 or over

11.1%

Prefer not to say

0.2%

Table 2
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What is your age?
45%
39%

40%

36%

35%
30%
25%
20%
15%

11%

10%
10%
5%

2%

0%

0%
0%
Under 15

15-24

25-44

45-64

65-79

80 or over Prefer not
to say

Fig. 3
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4.1 About you (or the person you care for)
Question 1:

What neurological condition(s) do you have?
Respondents were asked to tick against a list of conditions (those shown in ‘What
is a long-term neurological condition?’ in section 3 above) and/or provide details of
any ‘other’ condition(s) they have been diagnosed with. Respondents had the
following conditions in the list that was provided (see table 3 and Fig. 4):
What neurological condition(s) do you have? Please tick all that apply.

Alzheimers / dementia

3.7%

Ataxia

2.3%

Brain injury

9.7%

Brain tumour

0.9%

Encephalitis

1.4%

Epilepsy

5.1%

Huntingdon’s

1.4%

ME

3.7%

Migraine

8.8%

Motor Neurone Disease

1.4%

Multiple Sclerosis

12.9%

Myasthenia Gravis

0.9%

Parkinson’s

58.5%

Progressive Supranuclear Palsy

0.5%

Stroke

7.4%

Other (please specify)

24.5%

Table 3
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What neurological conditions do you have?
7.4%

Stroke
Progressive Supranuclear Palsy

0.5%
58.5%

Parkinson’s
Myasthenia Gravis

0.9%
12.9%

Multiple Sclerosis
Motor Neurone Disease

1.4%
8.8%

Migraine
ME

3.7%
1.4%

Huntingdon’s

5.1%

Epilepsy
Encephalitis

1.4%

Brain tumour

0.9%
9.7%

Brain injury
Ataxia
Alzheimers / dementia

0%

2.3%
3.7%
10%

20%

30%

40%

50%

60%

70%

percentage of total responses

Fig. 4

In addition, a total of 56 ‘other’ conditions were reported, of which 3 respondents
said they were awaiting diagnosis.
Many contributors stated they had more than one condition; these have all been
captured and this accounts for why there are more conditions than respondents.
The wide spread of condition types enables this research to be seen as
representing a broad sample of people with a LTNC in Somerset.
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Question 2:

How long have you had this condition? (When
symptoms started, or you were given the diagnosis,
whichever was the earliest).
How long have you had this condition? (When symptoms started, or
you were given the diagnosis, whichever was the earliest).

under a year

2%

1 - 5 years

30%

over 5 years

68%

Table 4

How long have you had this condition? (When
symptoms started, or you were given the diagnosis,
whichever was the earliest.)
und e r a y e a r
2%

over 5
years
68%

1 - 5 years
30%

Fig. 5
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4.2 Getting the diagnosis
Question 3:

From the date of your first visit to your doctor or
hospital, how long did it take for you to be given a
definite diagnosis?
From the date of your first visit to your doctor or hospital, how long
did it take for you to be given a definite diagnosis?

under 3 months

39%

3 - 6 months

15%

6 - 12 months

12%

over a year

25%

I have never had a definite diagnosis

9%

Table 5

From the date of your first visit to your doctor or
hospital, how long did it take for you to be given a
definite diagnosis?

over a year
25%
6-12 mo nths
12%
3-6 mo nths
15%

I have never
had a definite
diagnosis
9%

und e r 3
mo nths
39%

Fig. 6

There is a wide spread of how long it took patients to be given a diagnosis. 54%
received one within 6 months, 37% took over six months and 9% were awaiting a
diagnosis.
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Applying the responses to the four sample conditions provides the following
outcomes:

Condition

Up to 6
months

6-12
months

1 year +

No definite
diagnosis

All LTNCs

55%

12%

25%

9%

Brain Injury

68%

0%

21%

11%

Multiple
Sclerosis

27%

15%

50%

8%

Parkinson’s

70%

12%

15%

3%

Stroke

62%

15%

15%

8%

Table 6

.
This data indicates the diagnostic profile for patients with MS is at odds with that
experienced by others. Most of the MS patients (65%) had to wait more than 6
months for a diagnosis whereas 55% of all patients received a diagnosis in less
than 6 months.
For comments about the outcomes of questions 3 – 5, see within question 5.

Question 4:

Did you feel that your condition was diagnosed within a
reasonable time?
Did you feel that your condition was diagnosed within a reasonable
time?
Yes

67%

No

33%

Table 7
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Do you feel that your condition was diagnosed
within a reasonable time?

no
33%
yes
67%

Fig. 7

This is a question that seeks a subjective response, e.g. one individual might feel 6
months was a short time while another that it is too long, but the responses provide
a valuable insight into patient perception about service standards in Somerset in
this regard.
Applying the responses to the four sample conditions provides the following
outcomes:
Condition

Yes

No

All LTNCs

67%

33%

Brain Injury

74%

26%

Multiple Sclerosis

54%

46%

Parkinson’s

82%

18%

Stroke

62%

38%

Table 8: Did you feel that your condition was diagnosed within a reasonable time?

This data tends to support the more generic position, i.e. most patients felt their
diagnosis was given within a reasonable time. Again, those with MS were out of
step, with nearly half responding, “No”.
For comment regarding these outcomes and how they can be read with those of
questions 3 and 5, see under Q5 below.

Somerset Neurological Survey

16

“It is a very difficult condition to diagnose, at the time I felt very
frustrated that I was not getting any info although my condition was
getting worse over the two years it took to diagnose, but I now know
why - because the Doctors have to be 100% sure.”
– Motor Neurone Disease patient

Question 5:

Do you consider that you have encountered problems
getting a diagnosis?
Do you consider that you have encountered problems getting a
diagnosis?

Yes

36%

No

64%

Table 9

Do you consider that you have encountered
problems getting a diagnosis?

yes
36%
no
64%

Fig. 8

Again, this is a subjective question, but as for the previous one, the answers give a
snapshot of patient opinion/perception.
These perceptions (responses to questions 4 and 5) are broadly in alignment, i.e.
about two thirds feel they were diagnosed within a reasonable time and hadn’t
encountered problems getting a diagnosis. Because over half (55.1%) were
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diagnosed within 6 months (Q3) it can be interpreted that most patients consider a
diagnosis within 6 months is acceptable, but anything longer is not. While this
indicates an acceptable level of service for the majority, a significant minority
(32.8%) felt their diagnosis took too long and that they experienced problems
getting one.
Participants in the survey were given an opportunity to explain their ‘tick box’
answer to Q5 and 91 (40.0% of the 230 respondents) did so. These can be
‘themed’ as follows:





misdiagnosis by a GP:14 (15.2% of respondents)
misdiagnosis by a consultant: 13 (14.1%)
difficulty seeing, or it took too long to see, a consultant: 26 (28.3%)
other (incl. not yet diagnosed, statistically insignificant, not relevant): 38
(41.3%)

These headline statistics can, of course, mask some important underlying
considerations. The nature of some conditions means a definite diagnosis might be
given more promptly, e.g. stroke or acquired brain injury. There could be good
medical, or other, reasons why a diagnosis was not achievable within a shorter
period, e.g. rare conditions or for patients with more than one condition, or for
conditions which can only usually be diagnosed after all other possible causes of
symptoms have been ‘ruled out’. A few respondents said that after many tests and
attempts at elimination of various conditions it had taken several years for doctors
to come up with a diagnosis. Others have expressed frustrations about what they
consider to be incompetence on the part of health care professionals in this
context.
There can be consequences of a prolonged period before a diagnosis is given to
the patient, e.g. that they will be experiencing the symptoms (which can be
distressing and/or painful) for longer than necessary and that controlling a
condition will become more challenging. From a patient perspective it would be
worthwhile investigating further why individual diagnoses take longer than six
months and whether it would be possible to introduce practices that could reduce
this time-frame.
Applying the responses to the four sample conditions provides the following
outcomes:
Condition

Yes

No

All LTNCs

36%

64%

Brain Injury

37%

63%

Multiple Sclerosis

46%

54%

Parkinson’s

22%

78%

Stroke

36%

64%
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Table 10: Do you consider that you have encountered problems getting a diagnosis?

This information indicates that while the majority across all condition-types didn’t
encounter problems, those with Parkinson’s Disease are likely to be more satisfied
with the diagnostic process – significantly more so than those with MS, where
nearly half experienced a problem(s).
That the overall picture (that about one third have encountered difficulties) is not
acutely different for those with the four sample conditions suggests the broad,
generic, findings are consistent for most condition-types. What is surprising, from a
non-clinical viewpoint, is that those with conditions which might be considered to
be more straightforward to diagnose (e.g. stroke, brain injury) still take a long time
to diagnose in some cases.

Question 6:

Have you been referred to a consultant neurologist, or
any other consultant specialising in your condition, at
any point?
Have you been referred to a consultant neurologist, or any other
consultant specialising in your condition, at any point?

Yes

89%

No

11%

Don't know / can't remember

1%

Table 11
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Have you been referred to a consultant neurologist,
or any other consultant specialising in your condition,
at any point?

No
11%

Don't know /
can't remember
1%

Yes
88%

Fig 9

Given the nature of the conditions that respondents have, it is unsurprising that
such a high proportion have been referred to a consultant neurologist. Because the
survey form didn’t provide an opportunity to do so, there is no explanation why
some weren’t.
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4.3. Rehabilitation
Question 7:

Have you received rehabilitation?
(e.g. Physiotherapy, Occupational Therapy, Speech and Language Therapy,
Psychological Therapy such as counselling)
Have you received rehabilitation (e.g. Physiotherapy, Occupational
Therapy, Speech and Language Therapy, Psychological Therapy such
as counselling).

Yes

72%

No

28%

Not sure

0%

Table 12

Have you received rehabilitation?

No
28%

Yes
72%

Fig. 10

Applying the responses to the four sample conditions provides the following
outcomes:
Condition

Yes

No

Not Sure

All LTNCs

72%

28%

Nil

Brain Injury

95%

5%

Nil

Multiple Sclerosis

83%

17%

Nil
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Parkinson’s

67%

32%

1%

Stroke

93%

7%

Nil

Table 13: Have you received rehabilitation (e.g. Physiotherapy, Occupational Therapy,
Speech and Language Therapy, Psychological Therapy such as counselling)?

These responses are in line with the generic ones, but with patients of some
condition-types receiving a very high amount of rehabilitation treatment –
particularly those who have suffered a stroke or brain injury. However, about a
third of people with Parkinson’s reported they had not accessed rehabilitation
services.

Question 8:

Who referred you for rehabilitation?
(If yes to question 7)
Who referred you for rehabilitation?

GP (doctor)

38%

Consultant

52%

Myself

11%

Table 14

If yes, who referred you for rehabilitation?

Consult ant
52%

GP
(doct or)
37%

Myself
11%

Fig. 11

(N.B. there were more nominations than those who answered “yes” to Q7
because some were referred by more than one source)
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Some opted for ‘other’ and these included those who said they had been referred
by either a MS or Parkinson’s specialist nurse provided by the NHS (9.1% of
respondents), or through a privately paid for service or by a family member.
The overwhelming majority (81.1%) were referred via an NHS professional. That
11% self-referred or were referred by a family member is a significant minority.
Applying the responses to the four sample conditions provides the following
outcomes:

Condition

G.P.

Consultant

Self

All LTNCs

38%

52%

11%

Brain Injury

21%

74%

5%

Multiple Sclerosis

39%

44%

17%

Parkinson’s

32%

54%

14%

Stroke

46%

39%

15%

Table 15: If yes (to Question 7), who referred you for rehabilitation?

This data suggests that the referral path varies between the condition-types.

Question 9:

Did your rehabilitation meet your needs?
(e.g. in good time, a long enough course of rehabilitation; were you able to
re-refer as needed?)

Did your rehabilitation meet your needs?

Yes

56%

No

44%

Table 16
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Did your rehabilitation meet your needs?

No
44%
Yes
56%

Fig. 12

Participants were given the opportunity to explain why their rehabilitation had or
had not met their needs; 87 did so (all said it had not). The explanations can be
grouped into the following themes:








rehab was not specialised enough/specific to their needs/condition: 16 (18.4%
of respondents)
rehab is usually provided on a short-term basis and needs to be ongoing: 14
(16.1%)
what was needed was only available if the patient paid for it: 8 (9.2%)
Lack of contact/follow-up/communication: 8 (9.2%)
the patient had to ‘chase’ for rehab: 3 (3.4%)
it takes too long to set up (between referral and starting): 3 (3.4%)
various individual and statistically divergent views: 35 (40.2%)

Applying the responses to the four sample conditions provides the following
outcomes:

Condition

Yes

No

All LTNCs

56%

44%

Brain Injury

60%

40%

Multiple Sclerosis

63%

37%

Parkinson’s

66%

34%

Stroke

46%

54%

Table 17: Did your rehabilitation meet your needs? (e.g. in good time, a long enough
course of rehabilitation; were you able to re-refer as needed?)
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This more detailed information suggests that the generic data is applicable across
all condition-types. But stroke patients are less likely to find rehabilitation services
meet their needs.
The authors met with some physiotherapy staff in the NHS in Somerset who said
that some patients don’t understand that they can self-refer to rehab services.
While writing this report, the authors have also been made aware of a county-wide
initiative by the NHS and local authorities to provide local physical activity groups
that are specifically tailored and designed to the needs of neurologically affected
clients. This is in addition to the services currently offered through the ProActive
scheme. It is a way of increasing the opportunity for this group of clients to engage
in physical activity, through a supported and tailored programme. It is anticipated
that February 2013 will see a pilot stage of the project commence. Pump primed
(cash injection) funding has been identified, but longer-term financing has not been
determined.
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Rehabilitation …
“If hadn't complained - Dad was in a home – I was told community help
would be given but took several phone calls to get it. He would have
walked if things had been done right at the start.”
“Parts of it helped but I was discharged as there was no more they could
do for me. I now attend a private physiotherapy Pilates class which really
helps me keep mobile.” - Fibromyalgia patient
“Local physio department had none/very limited knowledge of ME thus
pushing me too hard and fast causing mini relapse as didn't listen or
understand when said I wasn't coping with exercises given plus amount
expected to do.”
“Not specialist enough. Too little known about the extent of the brain
injury.” – Brain injury and Hydrocephalus patient
“No specific physiotherapy for Parkinson's - just a general physiotherapist.”
“I went to an OT workshop at the hospital which closed. Workshop gave
practical rehab, social contact & emotional support. Also I went to the
hydro pool, which also closed. The physio & OT have been a great help
with limited resources.” – Brain injury patient
“My husband was transferred to Wincanton Community Hospital for
physiotherapy. The physiotherapist went on maternity leave last year and
he hasn't been contacted since.” – Dementia patient carer
“Physiotherapy was difficult because it was not possible to predict when
the Parkinsons "off" periods would make it possible. If I was "off" at the
time of the appointment it was useless.”
“I can't afford to pay for private rehabilitation for much longer and no other
rehab is available locally.” – Parkinson’s patient
“I had short spells of physiotherapy and Speech Therapy, but I feel that I
would have benefitted (and perhaps still would) if continuing therapy was
available” – Parkinson’s patient
“The fantastic service from the specialist MS physiotherapist is no longer
available as his role has gone. I was able to get further follow up help as
required through direct access to him. I must ask the specialist MS nurse
how to access physiotherapy services - or maybe it is now through the
GP?!” – MS patient
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More comments on Rehabilitation…
“[I have had some physiotherapy] for short periods, but my main
problem is pain control. I have recently been to pain clinic where some
programs where suggested to me and when I decide one I am told they
can’t fund it.”
- M.S. patient
“Considering my initial condition and my prognosis my rehabilitation has
been remarkable. However this has been largely due to my family and
friends - in the early stages of my recovery the consultant was blunt and
quite rude about my prospects to my family - no-one’s needs met there!”
– Brain injury patient
“I deal with my changing needs due to my condition. I have to fight for
provision at times.”
– Post Polio syndrome patient
“Back in the 1960's & 1970's when a consultant said that I needed
therapy I was given it. Now it is rationed by the NHS and the
physiotherapists tell the neurologist what can be done or paid for. That
must be wrong.”
- Generalised Dystonia patient
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4.4 Information
Question 10:

At diagnosis, were you offered/given information on
your condition?
At diagnosis, were you offered / given information on your condition?

Yes

55%

No

35%

Yes, but didn't want any information at
the time.

3%

don't know / don't remember

7%

Table 18

At diagnosis, were you offered / given information on
your condition?

no
35%

y e s , b ut
d id n' t wa nt
a ny info a t
the time
3%

yes
55%
d o n' t k no w /
d o n' t
re me mb e r
7%
Fig 13

While over half said they were offered or given information about their condition at
the point of diagnosis, over a third said they weren’t. This appears to constitute an
alarmingly high proportion of uninformed patients.
It is possible that because of the nature of some neurological conditions, patients
may have forgotten or not fully understood all that was being said to them. Any
patient (neurological or not) may not have ‘taken in’ all they were being told at a
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potentially sensitive/emotional meeting, and if so, this figure might be artificially
high. However, participants were given an opportunity to say they don’t know or
don’t remember (and some did so), so there is no reason to assume most
answered in other than an informed way.
A few patients mentioned that they went into a meeting with their GP/consultant
intending to come away better informed and didn’t, either because information
wasn’t forthcoming, they didn’t have an opportunity to ask questions or because
they forgot to do so or didn’t have the confidence to ask (many) questions. In
recognition that seeing a doctor about what is invariably the most important factor
in the patient’s life (either at point of diagnosis or otherwise), some form of aide
memoir for patients/carers would assist the process. A “Questions to ask your
Doctor” leaflet/booklet could help to overcome this situation and contribute to the
call for better communication from healthcare professionals. Similarly, conditionspecific ‘Frequently Asked Questions’ literature, which could be given to patients
and carers would assist – and could prompt patients/carers in planning for their
meetings with doctors and other professionals. Other useful publications by the
NHS are available on their website6. Each could point readers to other sources of
information; e.g. websites and literature for non-IT users. But none of these should
replace the need for a quality face-to-face exchange between the doctor and
patient; they should be seen as supplementary or supportive means of
communication.
The patient experience of a meeting with a healthcare professional should be a
supportive, informative and respectful one. It should be a two-way dialogue with
the onus on the professional to help the patient/carer to get the most from
consultation.
At the time of drafting this report (December 2012), the NHS Somerset website
page dedicated to neurological conditions was under construction and stated it was
“last modified: 11/06/2010” so it was not possible to ascertain what information it
might hold. While this is a gap in information provision, it is hoped it will be a useful
resource for patients and carers when it becomes available.
Applying the responses to the four sample conditions provides the following
outcomes:

Condition

Yes

No

Yes, but
didn’t want
it at the
time

Don’t
know/
don’t
remember

All LTNCs

55%

35%

3%

7%

Brain Injury

40%

30%

5%

25%

Multiple Sclerosis

44%

52%

0%

4%

Parkinson’s

67%

24%

4%

5%

Stroke

71%

29%

0%

0%

Table 19: At diagnosis, were you offered/given information on your condition?
6

http://www.networks.nhs.uk/nhs-networks/sha-shared-decision-making-andinformation-giving/project-outputs
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The above table illustrates a picture of inconsistency. It is very disquieting that over
half of MS patients weren’t given information at the time of being given their
diagnosis – in contrast to nearly three quarters of Stroke victims saying they were.
It is, perhaps, understandable that a quarter of those with a brain injury didn’t know
or couldn’t remember if they were offered information.

Question 11:

At diagnosis, were you given information about
organisations that could provide you with information,
advice or support?
(e.g. voluntary organisations/charities, housing, employment services)

At diagnosis, were you given information about organisations that
could provide you with information, advice or support?

yes

37.9%

no

54.3%

yes, but didn't want any information at
the time.

4.7%

don't know / don't remember

3.0%

Table 20

At diagnosis, were you given information about
organisations that could provide you with information,
advice or support?
y e s , b ut
d id n' t wa nt
a ny info a t
the time
5%

no
54%

yes
38%

d o n' t k no w /
d o n' t
re me mb e r
3%

Fig. 14
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Most patients said they were not offered or given information about support
services at the point of diagnosis. This is a concerning statistic. At a highly
emotional and vulnerable time for many (if not most) it is, on the face of it, worrying
that they are not provided with this information. The previously mentioned
qualification about patient recall applies in this instance too, but the same
safeguards applied, i.e. contributors had options of saying they didn’t know or
couldn’t remember. That such a clear message emerges indicates there is
deficiency in this aspect of patient care and this is a concern.
Applying the responses to the four sample conditions provides the following
outcomes:

Condition

Yes

No

Yes, but
didn’t want
it at the
time

All LTNCs

38%

54%

5%

3%

Brain Injury

30%

60%

5%

5%

Multiple Sclerosis

28%

60%

12%

Nil

Parkinson’s Disease

47%

44%

5%

4%

Stroke

21%

71%

7%

Nil

Don’t
know/don’t
remember

Table 21: At diagnosis, were you given information about organisations that could
provide you with information, advice or support?

People with Parkinson’s appear to fare slightly better than the average in this
aspect. But, 44% of them are poorly served. 71% of people who have had a stroke
said they were given no information.

Question 12:

From where do you get your information?
From where do you get your information? (tick all that apply)

GP

27%

Consultant

43%

Specialist Nurse

43%

Charities or groups

43%

Websites

33%

I don’t receive any information

6%
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Other (please specify, or specifiy which charities or groups):

52.5%

Table 22 (because participants were invited to ‘tick all that apply’ there are more information
sources than respondents)

Fro m whe re d o y o u g e t y o ur info rma tio n? (tic k a ll tha t a p p ly )
50.0%
45.0%
40.0%
35.0%
30.0%
25.0%
20.0%
15.0%
10.0%
5.0%
0.0%
GP

Consultant

Specialist
Nurse

Charities or
groups

Websites

I don’t
receive any
information

Fig. 15

115 respondents nominated “other” and these included:




charitable organisations/associations:
media/internet:
family/friends/residential home:

89 (77.4% of respondents)
15 (13.0%)
11 (9.6%)

(many participants completed “charities or groups” or “internet” and/or, as
requested, named the organisation(s) concerned but also entered similar
information within “other” so some of this information will be duplicated)
These responses need to be considered in the context of the answers to Q11, i.e.
that most said they weren’t offered information at the point of diagnosis. The large
number that obtained information from sources other than health care
professionals reinforces the message that information was not provided at
diagnosis, i.e. patients needed to look for it elsewhere.
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Because of the way the survey was structured it is not possible to suggest which is
the primary or preferred source of information. However, it seems that most
patients get their information from various sources. This could be for any of a
number of reasons but, again, might suggest a failure of information provision at
the time of diagnosis drives patients to seek it elsewhere.
It might be that NHS practise in some departments/locations has evolved so that
information about conditions and support are not offered at the time of diagnosis
due to it being a potentially traumatic meeting and the patient isn’t in a state to
receive supplementary information. However, that many said they were given
information indicates inconsistency of practise.
Applying the responses to the four sample conditions provides the following
outcomes:
Condition

G.P.

Consultant

Specialist
Nurse

Charities

Websites

No info

All LTNCs

27%

43%

43%

43%

33%

6%

Brain Injury

37%

25%

6%

69%

19%

6%

Multiple
Sclerosis

20%

32%

36%

48%

48%

12%

Parkinson’s

29%

53%

62%

40%

25%

3%

Stroke

39%

31%

15%

23%

23%

15%

Table 23 From where do you get your information? (tick all that apply)

As for all condition-types, the sources of information are diverse and multi-faceted.
Some rely on specialist nurses, but these are not available for all patients. MS and
Stroke patients have told us they are more than twice as likely to receive no
information than patients with other diagnoses. Those with a brain injury or MS are
more likely to turn to charities for information.

“I have not yet received a diagnosis so do not have any information. I am not
due to be seen again until May 2013 so that effectively leaves me in limbo.
Not good enough.”
- Undiagnosed (dementia-like impairment) patient
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4.5

Services

Question 13:

What services do you use?
What services do you use? (tick all that apply)
Health services
(For example: GP or doctor, hospitals, clinics,
physiotherapy.)

93%

Social care services
(For example: social worker, carers’ services, care
in the home, support worker, care assistants.)

32%

Voluntary services
(For example, support groups, advocates, day
services, services run by charities, charity
websites and helplines.)

41%

Table 24

What services do you use?
100%

93%

90%
80%
70%
60%
50%
41%
40%

32%

30%
20%
10%
0%
Health services

Social care services

Voluntary services

Fig. 16
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Applying the responses to the four sample conditions provides the following
outcomes:

Condition

Health

Social
Services

Voluntary
Sector

All LTNCs

93%

32%

41%

Brain Injury

74%

53%

74%

Multiple Sclerosis

100%

24%

44%

Parkinson’s

98%

32%

39%

Stroke

100%

15%

31%

Table 25: What services do you use?

Unsurprisingly, most access health services. Use of the other categories is much
more variable. Nearly three quarters of brain injury patients rely as much on the
voluntary sector as statutory health services. It is interesting to note that those with
brain injuries and stroke, which for various reasons might be thought to have
similar needs, place such a different reliance on Social Services and the voluntary
sector.
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Question 14:

What do you value/most like about the services you
use?
The 188 respondents to this question said that what they valued/liked most were
services provided by:
















Specialist Nurses:
Consultant:
G.P.:
Parkinson’s UK:
Meeting/being with fellow sufferers:
NHS hospital clinics:
Physiotherapy:
Headway:
Social Services (incl. care services):
Occupational Therapy:
NHS and NHS Direct:
Speech Therapy:
Alzheimer’s Society
MS Society:
Others:

57 (30.3%)
38 (20.2%)
36 (19.1%)
26 (13.8%)
18 (9.6%)
14 (7.4%)
13 (6.9%)
12 (6.4%)
11 (5.8%)
9 (4.8%)
5 (2.7%)
5 (2.7%)
4 (2.1%)
3 (1.6%)
23 (12.2%)

(Some nominated more than one service so there are more services/service
providers than respondents)
This question calls for a subjective answer. The large proportion of people with
Parkinson’s who contributed to the survey will ‘skew’ the figures in that, for
example, they have made reference to the value they place on specialist
Parkinson’s nurses and Parkinson’s UK. It is therefore necessary to look beyond
the ‘headline’ figures and assess what patients with the various conditions are
saying.

“All the medical people involved are very helpful & friendly. GPs &
consultants, NHS Direct, Parkinson’s Society, OTs & Mediquip through
Social Services.”
– Parkinson’s Disease and Migraine patient

“ I have had OUTSTANDING service from the NHS.”
– Familial/Essential Tremor patient
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All (75.5% of respondents) said they valued some aspect of NHS services, which
is a positive endorsement. However, 62 participants (24.5% of all respondents)
didn’t answer this question so it is possible they chose not to because they didn’t
like much about services (NHS or otherwise).
Treating charities as a collective grouping would give them an approval rating of
23.9%, and mean they are the most appreciated – after specialist nurses.
Applying the responses to the four sample conditions provides the following
outcomes and repeats the diverse range of things that patients most valued.
Among the most frequently mentioned were (in order of number of mentions):





Those with a brain injury mentioned: Headway charity, being in the company of
fellow sufferers, carers and G.P.
Those with MS mentioned: G.P., specialist nurse, MS Society, Social Services
Those with Parkinson’s Disease mentioned: Parkinson’s specialist nurse,
Parkinson’s UK, Consultant, G.P.,
Those with stroke mentioned: G.P., rehabilitation services, Stroke Association

These results give a positive endorsement of individual charities and specialist
nurses and provide a clear message that support offered by those with knowledge
of the patient’s specific condition is what is most valued – across condition-types.
GPs feature prominently too, despite calls elsewhere in the survey for them to
acquire more condition-specific knowledge. Similarly, rehabilitation services are
well received, despite many suggesting they are sometimes not providing
condition-specific services.
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“What do you like most about the
services you use?”
“All the medical people involved are very helpful & friendly. GPs &
consultants NHS Direct, Parkinson's Society, OTs & Mediquip through
Social Services.”
“I belong to the Parkinson's Society and they offer help + support in all
aspects of Parkinson’s. Also receive their magazines every 3 months
which keeps me informed of changes, breakthroughs. I use the society
social worker to help fill in forms etc. and belong to local support group all these groups offer excellent support. The Parkinson Nurse is also
excellent and will always try to help.”
“Occupational Therapists came to my home to see what aids I would
benefit from using - and supplied them, i.e. a "perching stool" a "sholley"
a walking aid that helps me get about WHEN I can walk! (which isn't
often).
- Parkinson’s Disease patient
“Having ready access to my local consultant with the back-up of an
experienced team. In my case Yeovil Hospital backed up by Frenchay.
Local Parkinson's Group”.
“Care Assistants. Some good, some poor!”
- Encephalitis and Parkinson’s Disease patient
“I have had OUTSTANDING service from the NHS.”
- Familial/Essential Tremor patient
“Opportunity to be able to contact Parkinson’s Specialist Nurse for
support and advice whenever necessary which I consider to be a vital
facility.”
“The third sector (in my experience) is providing the care, concern and
practical advice/assistance which is absent from primary health and
social care. I have more trust and confidence in the voluntary services
than I do for the statutory services. Economic impacts are now affecting
the third sectors resources. GPs have been over keen to consign me to a
life on benefits.”
“Nothing!”
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Question 15:

What do you least like about the services you use?
145 of the 253 respondents (41.1%) answered this question. Because this is an
‘open question’ it attracted a variety of responses and these fell broadly into the
following ‘themes’:













poor communication from health service professionals to patients: 19 (16.1% of
respondents)
appointment issues: 19 (16.1%)
the attitude of some NHS staff was poor: 15 (12.7%)
services provided by Social Services inconsistent / difficult to access: 15 (12.7%)
GPs and other NHS staff don’t have enough knowledge about individual
conditions: 14 (11.9%)
there is no Parkinson’s Nurse in my area: 12 (10.2%)
services are not local enough: 11 (9.3%)
services aren’t ‘joined up’: 7 (5.9%)
insufficient support for carers: 4 (3.4%)
care home services not sufficiently responsive to those with LTNCs: 3 (2.5%)
services too expensive: 3 (2.5%)
other: 16 (13.6%)

N.B. 27 respondents said they weren’t dissatisfied with anything so these have
been discounted for the purposes of this question and the percentages given
above are of 118 people, i.e. 145 – 27 = 118. Some people identified more than
one issue so there are more ‘themes’ (138) than respondents (118).
There is a diverse range of aspects of service provision that people with LTNCs
are dissatisfied with. Because there is no single aspect that has been identified by
a clear majority of people, it suggests that individuals either have differing views or
expectations, that services vary from place to place or that individual service
providing professionals give different levels of ‘customer satisfaction’ – none of
which were captured in the survey.
There are two aspects of dissatisfaction that can be loosely grouped as
communication or interpersonal issues, and they both feature among the most
prolific of reasons.


Firstly, 16.1% of people with a LTNC cited poor communication from
healthcare professionals as a negative aspect of service delivery. This
included references to most levels and types of service deliverers, and was
experienced by people with varying condition-types. It embraced those who
said they were given insufficient information about their condition at the point of
diagnosis or felt it took too long to produce post consultation reports.



Secondly, 15 (12.7%) said the attitude of staff was poor. Again this was
across people with various conditions, but of these, 4 (26.7%) suffered with MS
and 3 (20.0%) were migraine sufferers. Most (7 or 46.7%) reported that the
manner/attitude of their consultant was poor.
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Because two thirds of respondents to the survey had been experiencing their
condition for more than 5 years it is particularly noteworthy that a significant
minority of dissatisfied patients have acquired these negative views about poor
staff communication and attitudes over years rather than following a one-off
experience, an initial feeling or an isolated instance.
Practical and functional aspects of health service delivery also feature among the
reasons for dissatisfaction, and include:







concerns about appointments – it takes too long to get one, not enough time
with consultant or need to see him/her more often, it takes too long between
referral and appointment with a consultant or rehab services. Patients
sometimes make extraordinary efforts to keep an appointment. They might
need to travel long (return) distances which are expensive and time-consuming,
entail coordination of patient/carer commitments and/or overcoming
mobility/disablement issues. They are often a major event for an individual (and
sometimes the carer) who has made considerable effort to arrive on time only
to find they are required to wait. Poor appointment practices can have
tremendous implications for patients and carers;
GPs and other staff don’t have enough knowledge about individual conditions.
Awareness training for staff would be beneficial for staff and patients;
services are not local enough – travel time and cost implications;
services aren’t joined up – some personnel don’t know who to refer a patient to,
NHS staff don’t know enough about third sector support services, some rehab
services are difficult to access;
no local Parkinson’s Nurse – this was mentioned by several in the context that
a valued resource was not replaced when the incumbent retired.

Applying the responses to the four sample conditions provides the following
outcomes. Among the most frequently mentioned were (in order of the number of
respondents who said it):





Those with a brain injury mentioned: patronising attitude of the consultant, lack
of knowledge of some staff, podiatry service – poor re follow-up appointments,
poor communication/information;
Those with MS mentioned: poor attitude of consultant, ineffective MS nurse,
poor communication between doctors and departments, some G.P.s and
nurses have limited knowledge;
Those with Parkinson’s Disease mentioned: appointment issues, lack of a
specialist Parkinson’s nurse, services aren’t local enough;
Those with stroke mentioned: poor communication, appointment issues, poor
carers, bad diagnoses.

There is a degree of commonality between condition-types, e.g. the prominence of
alleged poor attitudes by consultant(s) and ineffectiveness of specialist nursing
referred to by some MS patients and a lack of a specialist Parkinson’s nurse and
that services are not local enough, cited by some patients with Parkinson’s. The
matters that appear in responses from different patients with different conditiontypes include communication issues and appointment issues.

Somerset Neurological Survey

40

“What do you like least about the
services you use?”
“My neurologist, Dr X, as soon as I walk into his room he starts checking
his watch. This gives you the feeling that you have to rush and that he
just wants me out of his door asap. He has what seem to be standard
answers (for neurologists) to any questions which I put to him. He is also
very patronising and doesn’t appear to care about his patients. His
parting remark to me on one occasion was “I know you are very
concerned about your (condition), but I’m not because I know more about
it than you do”.”
- brain injury patient
“It is not very joined up. No-one knows who to refer you to. And nothing
local.”
– Parkinson’s Disease patient
“They try to help, but knowledge is problem nobody seems to know
enough about Parkinson - except consultant at hospital”
“No consistency with social workers - always changing.”
“Alongside many others I least liked the consultant and specialist nurse.
The service was appalling.”
- Multiple Sclerosis patient
“Don't feel supported by the consultant. Always been a negative
experience seeing him. Therefore, are never considered for any new
treatments. Not good enough.”
- Multiple Sclerosis and migraine patient
“Feeling that the doctors have stuck a label on me and it is now up to me
to do the rest.”
- Parkinson’s Disease and migraine patient
“Consultant X, always appears to be preoccupied ‘hums and hars’ then
says oh well I will see you in 6 months.”
“Everything is tickety boo! No problems at all.”
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Question 16:

What change to services would make the biggest
improvement for you?
162 respondents made 212 suggestions about the improvements they would like.
Of these, 22 (15.7%) made no suggestions so the percentages below are of 140
respondents (162 – 22 =140).These fell into the following categories (irrespective
of condition type):




















More/better information/communication is needed: 29 (20.7% of respondents)
a local Parkinson’s Nurse: 28 (20.0%)
appointment issues should be resolved: 12 (8.6%)
more local services: 11 (7.8%)
awareness training for GPs and other health care professionals: 11 (7.8%)
better communication/support with/for relatives/carers: 7 (5.0%)
more and/or free hospital transport: 7 (5.0%)
a progressive treatment plan/programme:6 (4.3%)
regular physiotherapy: 6 (4.3%)
more listening, less being told: 6 (4.3%)
more money for neurological services: 5 (3.6%)
continuity of care (same professionals at appointments): 4 (2.9%)
access to medication when I need it most: 3 (2.1%)
better ‘joined up’ services: 3 (2.1%)
better attitude from staff: 3 (2.1%)
more home visits: 6 (4.3%)
ability to administer own (established) medication when in hospital: 3 (2.1%)
more research into neurological conditions: 3 (2.1%)
other (mostly single issue responses): 37 (26.4%)

As for the responses to Q15 (what do you least like about services), there is a
diverse range of things about service provision that people with LTNCs would like
to see changed/improved. Because there is no single matter that has been
identified by a clear majority of people, it suggests either that individuals have
differing needs (e.g. depending on their condition and/or personal circumstances),
that existing service provision varies from place to place or that individual service
providing professionals give different levels of ‘customer satisfaction’ – none of
which were captured in the survey.
The most common change called for is for more/better communication and/or
information provision. This complements the finding that these factors were least
liked about current services (Q 15 above) and was broadly identified by people
across condition types. Respondents cited a need for more information before
surgery, after surgery, about support services and a need for a local point of
contact for information among their reasons for wanting this.
Almost as many wanted a local Parkinson’s Nurse. As has been mentioned before,
this particular response will feature near the top of the list because a
disproportionate number of respondents have Parkinson’s. However, 28 patients
who called for this account for 22.0 % of those with Parkinson’s. A high proportion
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of these respondents had experienced the services of a specialist Parkinson’s
nurse, missed it when the post-holder left and were concerned the vacancy may
not be filled. Many people with Parkinson’s said the support of, and access to, a
specialist nurse was a key factor in their overall satisfaction with services.
The third highest rated service improvement requested was for issues around
appointments to be resolved. Again this was not specific to condition types. The
primary matters behind this call were: people wanted more contact/appointments
with ‘their’ consultant, speedier access to a consultant, appointment times to be
honoured (particularly if the patient has to travel a long distance to see a
consultant) and an opportunity to obtain a second/third opinion about
diagnosis/medication. Some patients said that their memory was affected by their
condition and that to reduce the number of failed appointments (when the patient
doesn’t attend) it would be useful for all parties if a process of sending appointment
reminders were introduced.
Cumulatively, requests that had a direct financial implication for patients, i.e. for
more local services, more and/or free transport, more home visits and more money
allocated to neurological services account for 16.4% of the desired service
improvements.
It is feasible to establish links between some of the other ‘themed’ changes, e.g.
requests for more Parkinson’s nurses and more/better information could have a
common basis, i.e. that a Parkinson’s Nurse is seen as a good source of
information. Awareness training for NHS staff could also contribute to better
information provision, and better ‘joined up’ services, for example.
Applying the responses from those with the four sample conditions provides the
following outcomes, which demonstrate a diverse range of things that patients
would like changed. Among the most frequently mentioned were (in order of
number of mentions):





Those with a brain injury mentioned: more/better communication and
information, provision of more caring neurologist and other staff, more transport
provision;
Those with MS mentioned: more listening to the patient, more information on
support services;
Those with Parkinson’s Disease mentioned: a need for a local Parkinson’s
nurse, more information; and
Those with Stroke mentioned: more information and better communication,
appointment issues, attitude of staff.

“Tests to be completed in a timely fashion and an explanation of what they
could treat as I 'don’t fit into a category' they recognise. I feel they don't
treat the 'man' but a disability..... “
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“What change would you most like
to see?
“Better communication … Neurologist sends letters to me that I can’t
understand as they are copies sent to my GP and couched in medical
professional terms. I need a simple ‘lay-person’ explanation.”
“Have more specialised centres so we don’t have to travel 60 miles to
see specialist consultant at Bristol Frenchay as it is £50 charge for use of
community cars.”
- Parkinson’s Disease patient.
“One-stop shop accessed on diagnosis with clear ongoing medication
advice and support, provision of specialised physiotherapy, seamless
communication between consultant/GP/Parkinson’s nurse/me, ongoing
support for carer. Increased number of consultants with Parkinson’s
specialism.”
“If I could actually feel like someone was there to listen and offer some
real help.”
- Multiple Sclerosis patient
“I would still go to Headway if I had reliable transport.”
- Brain Injury patient
“More 'joined up' information for people with complex conditions. My
husband's epilepsy & Parkinson’s are the result of a severe stroke. I
would have appreciated more info re epilepsy when it occurred, e.g. I
wasn't told that the 'odd spells' my husband was having were epileptic
episodes & I was worried sick.”
“(I would) like to be listened to not told what I need.”
-Multiple Sclerosis patient
“If they would acknowledge for example the fact that given my ongoing
problems of recall I am likely to miss appointments etc in spite of the fact
that such instances are/were an indication of my need for more help”
- brain injury patient
“I did not know there was any services for my condition.”
- Multiple Sclerosis patient
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Question 17:

Do you have any other comments?
Many of the answers to this question have featured, or were similar to, those given
to previous questions and a degree of repetition is evident. Where this applies, the
subject matter has previously been addressed and will not be discussed further in
this section.
80 people answered this question, of which 24 said they had ‘no comment’, so the
research has treated the number of respondents as 56 (i.e. 80-24=56). The figures
given below are as a % of 56.
The responses fall into the following themes:













Services are good: 16 (28.6% of the responses)
General dissatisfaction with NHS services 9 (16.1%)
Lack of information re conditions: 6 (10.7%)
Help needed to liaise with Social Services and with benefit claims: 3 (5.4%)
Concerns about future funding for LTNC services: 3 (5.4%)
Staff have insufficient knowledge: 4 (7.1%)
Need a Parkinson’s Nurse: 3 (5.4%)
Poor attitude of consultant: 2 (3.6%)
Wrong to “lump” a particular condition with others: 2 (3.6%)
NHS should acknowledge ill-treatment by their staff: 2 (3.6%)
Would like to see a comparison of services in Somerset with those in other
areas: 2 (3.6%)
Other: 4 (7.1%)

With the exception of the call for more Parkinson’s Nurses, the respondents are
from across the spectrum of condition types. The largest group (almost a third)
said services are good.
Those that expressed dissatisfaction with the NHS (50.0%) made mention of the
following:









the NHS is stifled by petty rules (a patient with MS and migraine)
GP only offered a painkiller (peripheral neuropathy)
GPs should advise patient where to get best service, i.e. don’t rely on ‘choose
& book’ (MS)
GPs need a register of service providers (Parkinson’s)
GPs need a register of carers (Parkinson’s)
reduce errors by doctors ( Parkinson’s)
a centre of excellence is needed in the region (Parkinson’s)
reduce service changes – consistency needed (Brain injury and epilepsy)

Applying the responses from those with the four sample conditions provides the
following. The most frequently mentioned were (in order of number of mentions):
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Those with a brain injury mentioned (all individual comments): Neuro conditions
don’t appear to ‘score’ as highly as purely physical conditions, delays between
referral and consultant appointment, too much change – need consistency,
Neurologists ‘not up to scratch’, need a mentor/advisor after leaving hospital,
support given is good
Those with MS mentioned (all individual comments): cost of courses is too
great, doctors should advise which hospital is best for patient, patients should
be listened to, believed and respected, supply of equipment is good/efficient,
Government shouldn’t stop DLA, more contact with consultant needed,
concerned about future funding, too many petty rules in NHS
Those with Parkinson’s mentioned: services are good, need more specialist
nurses
Those with Stroke mentioned: needs to be more information for patient/carer
about the condition, social worker is good.
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Any other comments
“After 20 years with the condition we finally have a consultant who is very
pro-active in treating my husband, and is trying hard to find medication that
he can tolerate without too many side effects.”
- Parkinson’s Disease patient
“Because neurology has so many variants I would like to see more specialist
neurologists e.g. MS, PD, Huntingdon’s etc.”
- Parkinson’s Disease patient
“I feel from experience that when you leave hospital you should be assigned
a care liaison worker or something. Someone who you can talk to and who
can visit and give advice on benefits, help and services available to the
patient and carers. I had to find this all out for myself and I really had enough
to cope with without battling to obtain information about so many different
things. I have learned so much and I feel that it is such a shame that there is
no means that I can share/pass this information on to others who find
themselves in the same unfortunate situation that I was in. Perhaps a mentor
scheme is one way forward?”
- Brain injury patient
"Neurology is under funded. There are not enough skilled support workers in
this area. This needs to be addressed."
- Brain Injury and Epilepsy patient
"Many medical professionals in Somerset seem to believe ME is all in the
mind despite it being classed as a neurological illness."
- ME patient
"I was supposed to be referred to the memory clinic but have not received an
appointment. The delays between referral and being seen by a consultant
are too long and trying to get review appointments has proved too difficult to
get and take too long to come through. If I did not have someone trying to
sort out these issues for me, I would not be capable of getting this done
myself."
- Alzheimer's/Dementia patient
"Doctors should ADVISE patients on which is most appropriate hospital
(choose & book system leads patient to chose NEAREST not BEST."
"How about a register of service providers with knowledge of Parkinson's?"
"I consider my Parkinson just a b****y nuisance at present. No idea about the
future."
"It is vital for all GP Practices to have a proper register of Carers."
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Any other comments cont…
"I was diagnosed with Parkinson's 5 years ago. I was happy with the
treatment received during diagnosis, and since at Queensway. Yeovil District
Hospital, all the staff from my consultant Dr, Parkinson Nurse & Nurses have
been both professional and caring. Also my GP has been a great support."
"Because neurology has so many variants I would like to see more specialist
neurologists e.g. MS, PD, Huntingdons etc."
"There seems to be a continuous ethos of change (hospital, social services,
care agency) so that it is like trying to find a steady path through an ever
changing landscape."
- Carer
"Very lonely."

- MS patient

"I had a phone call from 2 organisations and I was confused as to what was
happening. One was through County Hall and the other was Sedgemoor
Community Transport."
- Brain Injury patient
"Some basic guidance notes or references would have been very useful like for example care when entering deep water as higher possibility of
drowning with Parkinson’s. Also a list of possible symptoms - like
breathlessness - that are likely associated with Parkinson’s."
"I feel from experience that when you leave hospital you should be assigned
a care liaison worker or something. Someone who you can talk to and who
can visit and give advice on benefits, help and services available to the
patient and carers. I had to find this all out for myself and I really had enough
to cope with without battling to obtain information about so many different
things. I have learned so much and I feel that it is such a shame that there is
no means that I can share/pass this information on to others who find
themselves in the same unfortunate situation that I was in. Perhaps a mentor
scheme is one way forward?"
- Brain Injury patient
"Dr X is just one of many neurologists I have seen, and his attitudes sadly
typify the norm rather than the exception. In fact in all the years that I have
been seeing neurologists I can only remember one who came up to scratch,
and unfortunately he died several years ago."
"The government treat my condition under the ME umbrella which it is
nothing like!"
- Fibromialgia patient
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Any other comments cont…
"When we needed a new hoist (We previously had our own) it was delivered
within a week. Likewise a rotunda to enable me to transfer. The supply of
equipment is good."
- Migraine and MS patient
"My experience of services in Somerset has been extremely positive."
- Carer
"Thanks to all concerned so far. It has made a great difference to our outlook
from first hearing the diagnosis"
- Parkinson's patient
"At diagnosis we need information about the condition and what to do and
where to go next."
"On the whole I am more than pleased with facilities … but I must add that
I'm an outgoing person who will seek things out, someone more shy may not
do as well as I have."
"Make sure that healthcare professionals are connected with each other so
that if the patient says something to one of them, the others know too. It
would avoid misdiagnose, confusions and time saving."
- Caudia Equine Syndrome patient
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5. Key Findings
What’s working well?

Many patients and carers had good things to say about neurological services,
including the following:

 75% of respondents said they valued some aspect(s) of NHS services in
Somerset.

 67% of patients felt their condition was diagnosed in a reasonable time

(82% of Parkinson’s Disease patients), and 64% said they didn’t encounter
problems getting a diagnosis (78% of Parkinson’s patients)

 72% of patients had received rehabilitation services (95% of patients with a
brain injury and 93% of those who had a stroke)

 90% of patients who accessed rehab services were referred by a healthcare
professional

 58% of patients were offered information on their condition at the point of
diagnosis (67% of Parkinson’s patients)

 More patients received information from healthcare professionals than from
other sources

 A significant majority of those who engaged with a specialist nurse thought
very highly of them and the support they give

 Most of those who used them valued services provided by third sector
organisations

 The (shadow) Somerset CCG has shown it is prepared to work/consult with

Somerset LINk and this should carry forward to Healthwatch Somerset. The
CCG has also signalled it will be reviewing neurological services in the next
two years and introducing a Neurological Network for Somerset.

 The NHS in Somerset is responding to calls for more condition-specific, and
locally delivered physiotherapy services by planning to pilot a joint NHS and
sports centre model at some venues in the county in 2013.
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General findings and suggestions for improvements
1.

Most patients have both good and bad things to say about
neurological services in Somerset.

Responses to our questions indicate that approximately 50 – 75% of respondents
are satisfied with the health services provided. This is a positive endorsement by
most, but it also means a significant minority (25 – 50%) are dissatisfied or want
improvements to be made.
The highest approval rating was given to specialist nurses, followed by the generic
grouping of charities. These were followed by consultants and GPs on an almost
equal footing. It is clear these outcomes are heavily influenced by the
disproportionate number of Parkinson’s patients who completed the survey – but
this doesn’t detract from the fact that these elements are the most appreciated by
people with a LTNC.
However, patients were diverse in their opinions about what they valued and there
was no clear ‘stand out’ service that was cited by a majority. For example, although
they were mentioned by more than most, consultants and G.P.s received an
endorsement from only about 20% of respondents. This needs to be read in
conjunction with the outcomes of the aspects of services that are least liked,
because they feature in that context too.
None of the national research (such as the reports referred to in the ‘Service
standards – the national context’ section of this report – Appendix A) specifically
comment about services in Somerset and cannot, therefore, be used as a
thermometer of what is happening locally in the context of national standards such
as the National Service Framework. This research can assist in that regard; it will
be noted that many of the shortcomings identified at a national level are in
evidence locally.
2.

1 in 3 patients (33%) felt that their condition was not diagnosed in a
reasonable time.

About a third of people, a significant minority, felt it took too long to be diagnosed
(more than 6 months) and that they had problems getting a diagnosis. This could
mean having to experience untreated symptoms longer than necessary and that
the potential to reduce the impact of a progressive condition might be reduced.
Some people with the same condition receive a diagnosis quicker than others.
There might be sound medical reasons for why this happens, and why it might take
longer than the patient anticipates. Patients with MS took longer than most to
receive a diagnosis and most of them felt it took too long and that they had
experienced problems in getting a diagnosis.
A fairly consistent thread that runs through the responses to the survey is that it
can take ‘too long’ after referral by a GP to have a consultation with a Neurologist
and this will contribute to the time it takes to reach a diagnosis.
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Some respondents said that they had experienced instances of misdiagnosis by
GPs and consultants, which can clearly have an impact on the timeliness of a
confirmed diagnosis.
3.

1 in 4 patients (28%) have not received any rehabilitation.

28% of patients have not received any rehabilitation, such as speech and language
therapy or physiotherapy.
It is possible that there is a lack of awareness about the rehabilitation process and
how it works, both among patients and also among healthcare professionals.
4.

44% of patients felt that the rehabilitation that they received did not
meet their needs.

While over half of patients said rehab services met their needs, 44% said they
didn’t. This is a cause for concern. The reasons given vary considerably and many
are fairly subjective. However, many said the services offered were too general
and didn’t meet the specific requirements of them as an individual or their
condition-type. While the former might be difficult to cater for, it is likely that
services are not designed, provided or beneficial to a significant number of
patients.
Encouragingly, steps are being taken in Somerset to tackle this situation. NHS and
sports/leisure centres (local authority and private-sector owned) are working
together to provide more condition-specific and locally delivered physical activity
for those with a LTNC. A pilot is due to start at one venue in February 2013.
A similar proportion felt that rehab was usually provided on a short-term basis and
needed to be ongoing – in line with the long-term conditions of this group of
service-users.
Common elements of many aspects of patient care that are considered to be
lacking were mentioned in relation to rehab, i.e. there was a lack of contact/followup/communication and that it took too long to get things set up (i.e. between the
need being identified/referral made and service commencing). It is not known to
this research if there are minimum standard requirements in these areas but from a
patient’s perspective it would be reasonable to think there should be.
Many patients also thought that rehabilitation that met their needs was not
available on the NHS, and a number of patients told us that they are paying
privately for rehabilitation, including specialist physiotherapy.
5.

1 in 3 patients (35%) said they were not given information on their
condition at the time of diagnosis.

Just over half (55%) of respondents said they were offered or given information
about their condition at the time of receiving their diagnosis; over a third (35%) said
they weren’t.
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52% of patients with Multiple Sclerosis said they did not received information
on their condition at the time of diagnosis.

It is possible the NHS, or some practitioners, aware that many will not absorb such
information at what could be a sensitive and emotional point, choose to give
information at another time and some patients said they obtained information a
little later in the process, e.g. from a specialist nurse. However, because most said
they were given information at the point of diagnosis there is at least inconsistency
of practise – for example, most MS patients said they weren’t provided with
information about their condition.
Many patients were relying on other sources for acquiring knowledge about their
condition and where they can find support services, e.g. through charities –
particularly those which exist for the benefit of people with specific conditions, e.g.
Alzheimers Society, MS Society, Parkinson’s UK and The Stroke Association. This
indicates these patients had no, or insufficient, information about their condition at
the point of diagnosis, or later, from the NHS.
It is worth noting that 33% of patients said that they obtained information from
websites.
6.

Over 1 in 2 patients (54%) said they were not given information about
support organisations at the time of their diagnosis.

Over half of patients said they were not given information about organisations
where they could access information, advice and support at the time of diagnosis.
This suggests there are an alarmingly high proportion of uninformed patients.
71% of stroke patients weren’t told about support organisations at the time
of their diagnosis.

The third sector in particular is praised for the support that it offers for patients,
carers and families. It is essential that information about third sector support –
charities, organisations and local groups – is given to patients and their families as
soon as possible after diagnosis, to ensure that they receive the support they
need, both practical and emotional support as well as peer support.

“The third sector (in my experience) is providing the care, concern and practical
advice/assistance which is absent from primary health and social care. I have more
trust and confidence in the voluntary services than I do for the statutory services.”
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7.

1 in 4 patients (28%) said that poor communication was the thing they
most disliked about services in Somerset.

A consistent grievance – across the condition-types - is that statutory health
services are poor at communicating and providing information to patients and
carers. This includes consultants and GPs, who each also featured among the
most valued of service providers; which, perhaps, demonstrates a complexity of
the situation and is an example of where many people had positive and negative
experiences – sometimes with the same service.
The doctor delivering the diagnosis can influence patient (and carer) expectations
and, consequently, satisfaction rates; if information isn’t provided then, they should
explain why not and when, and by whom, it will be, so patients and carers can
better manage their expectations.
There were a number of differing aspects of poor communication - verbal/written,
style of delivery (e.g. attitude, use of overly technical/medical language), timeliness
(e.g. long waits for written reports following a meeting with a consultant). A high
level of frustration about generally poor standards of communication was
expressed.
Better use of written material would be beneficial, e.g. leaflets/booklets themed
around ‘Questions to ask my GP’, ‘Questions to ask my consultant’, a ‘Neurological
Conditions Information’ booklet (good examples are those available in
Gloucestershire7 and Wiltshire8) and ‘How to be a good patient’. Other useful
publications by the NHS are available on their website9.These could usefully be
complemented by a similar publication aimed at non-specialist health care
professionals that would describe symptoms and where patients can access
further information and support. All of these should also be available online where
they can easily be maintained and kept up to date.
Because ‘poor communication’ was a common feature in responses to differently
themed questions this needs addressing. It is something that clearly underscores
many of the negative experiences encountered by those with a LTNC and
undoubtedly impacts on patient (and carer) satisfaction levels in various areas of
interaction with health service provision. 28.8% of people said poor
communication/staff attitude was something they disliked about services in
Somerset. There can be little doubt that if communication issues were resolved
patient satisfaction rates would improve. ‘Better communication’ was the most
often cited response to the question about what would improve services for
patients in Somerset.
8.

Many patients feel that appointment processes are poor and need
improving.

7

http://www.glosna.org.uk/pages/getbest.htm
http://www.wiltshire.nhs.uk/Downloads/Publications/leaflets/NHS-Neurology-booklet.pdf
9
http://www.networks.nhs.uk/nhs-networks/sha-shared-decision-making-and-informationgiving/project-outputs
8
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Many patients had experienced problems with appointments. This too was ‘across
the board’ and applied to GP surgeries, consultants and rehabilitation services, for
example.
Patients reported that appointments processes can be complex and unreliable,
waiting times are often too long, and appointments don’t provide patients with
sufficient ‘quality time’ with health care professionals.
Patients experienced complicated systems, said it takes too long to get an
appointment with a consultant or with a rehab service following referral and that
consultation times with GPs and consultants were not long enough. Some
complained that appointment times slipped – after the patient had made efforts to
arrive on time only to be kept waiting.
9.

Services are not joined up and professionals do not always talk to
each other.

Issues relating to a lack of knowledge about conditions by health care staff
(including GPs), that services aren’t delivered locally enough, services aren’t
‘joined up’ and that there are insufficient specialist nurses featured prominently.
These things that are least liked are not just following a ‘one off’ bad experience,
they have been expressed by patients/carers who have been receiving services
linked to their LTNC for over a year – and in the majority of cases, for more than
five years. As such, these are disturbing critiques of the services in Somerset and
they need to be addressed.
10.

Patients feel that many healthcare professionals do not possess
enough knowledge and understanding about neurological conditions.

Many respondents commented that GPs and other healthcare professionals
displayed a lack of knowledge about neurological conditions and called for
awareness training. While it is acknowledged that the diagnostic premise is based
on a generalist referring to a specialist, it is likely that if a GP is more/sufficiently
aware of some of the symptoms that might be detected at the time of initial
presentation it could lead to a speedier referral and/or diagnosis. It is likely that a
resource which complements such training, like a ‘Neurological conditions
information booklet’, also available online, aimed at health care professionals and
containing information about symptoms and where patients can access
information, for example, would make a positive contribution.
… and finally…. patients are full of ideas for improvements to the services!

When asked what changes to services would make the biggest improvement,
responses were wide-ranging but generally reflected the least liked features of
services, i.e. patients and carers wanted their bugbears addressed.
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Calls for better communication, tackling appointment issues, providing more
specialist nurses and delivering more services locally were requested most and are
addressed above.
Cumulatively, requests that had a direct financial implication for patients, i.e. for
more local services, more and/or free transport, more home visits and more money
allocated to neurological services accounted for 16.4% of the desired service
improvements.
When asked for additional comments, almost a third of respondents said that
services were good, but half remarked on a variety of negative things.
As stated previously, the various national reports (referred to Appendix A) are not
specific to Somerset. However, it will be noted that many of the findings of our
research are an echo of the national picture. We urge against any inclination to
treat the outcomes of our research with any complacency on the basis that
Somerset may not be any worse than many other areas. We anticipate other areas
will be striving to achieve the 11 QRs in the NSF.
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6. Recommendations
Many patients and carers had good and bad things to say about neurological
services. While the body of the report reflects what respondents said, it should be
borne in mind that most of the recommendations capture those aspects which
would benefit from further revision or need improving. We believe these are all
supported by the feedback within the survey, but the reader should appreciate that
many positive comments about existing services were made and these will not
necessarily have fed through into the recommendations.
We recommend service commissioners and providers in Somerset should:
1.

Review and audit neurological provision in Somerset

It is very encouraging that the CCG in Somerset has signalled an intention to
conduct a review of neurological services within two years. We hope that they will
consider the responses to this survey and our key findings and recommendations,
as a part of that review. We also urge the CCG to work to finalise the review and to
implement its findings in time to meet the ‘deadline’ for achieving all the ‘Quality
Requirements’ set by the NSF, i.e. 2015.
We believe a critical element of such a review must be to assess performance in
Somerset against the National Service Framework for Long term conditions, with a
view to meeting the 11 Quality Requirements. The aim should be to ensure
patients in the county are receiving a service that is at least that recommended as
the national minimum. If this is done, it would, at a stroke, answer many of the
criticisms of those surveyed in Somerset – because it is evident most of their
concerns are addressed in the NSF. Indeed, we feel that most of our other
recommendations would be ‘covered’ by such a review – but it does need to
ensure all the local issues are addressed.
As well as identifying gaps in services and what could be improved, learning from
these sources should enable identification of good practise valued by patients and
carers so they can be protected and developed.
This review should include looking at the amount of funding allocated to
neurological services in Somerset. This should be undertaken in the context that
expenditure in Somerset is currently at the lower end of per capita spending
nationally and should determine whether working practices can be made more
efficient within the current budget or if more funding is required to improve service
delivery – in line with the above recommendations.
This review should include reviewing the number and geographic cover of
specialist nurses to ensure there is capacity to meet the needs of patients
Specialist nurses, where they are provided, are well regarded by those they serve.
While it is acknowledged it would be impractical to provide a specialist nurse for all
condition-types, consideration should be given to enhancing the existing level of
cover – both in terms of capacity and in specialisms.
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2.

Set up and support a “Neurological Network for Somerset”:

Neurological Commissioning Support Ltd. (NCS) (a joint initiative of the Epilepsy
Society, MS Society, MND Association and Parkinson’s UK) recommends the
introduction of Neurology Networks of health and social care professionals,
commissioners and volunteer sector organisations (see Appendix A). The
Somerset CCG has signalled they will be doing this locally and we would
encourage them to facilitate this as soon as possible – and, as part of that
approach, for the Network to work with the SNA to bring in the patient and carer
voice at all levels.
3.

Reduce waiting times for diagnosis.

1 in 3 patients felt that their condition was not diagnosed in a reasonable time.
While recognising that certain neurological conditions cannot be easily or quickly
diagnosed, this is a significant percentage of patients who feel that things ‘could
have been done better’.
(Bearing in mind that many of the patients who responded to this survey have had
neurological conditions for many years, the data provided in this survey can be
further interrogated to ascertain whether satisfaction rates about length of
diagnosis have varied over time – i.e. whether this general rate of dissatisfaction is
still the case for patients who have only recently experienced neurological
conditions. The Somerset Neurological Alliance is happy to help with this
analysis.)
Patients without a diagnosis may be caused significant anxiety and the lack of a
diagnosis may also prevent the patient and their family from accessing support
services.
4.

Improve appointments: waiting times, access and communication.

The non-medical aspects of the process should be investigated, for example,
implementing changes that would reduce appointment waiting times or making
appointment times more flexible.
Make appointments easier for patients to remember:
Many patients feel that appointment processes are poor and need improving.
Issuing reminders for appointment times, for example by SMS text, may help
patients for whom memory loss is a symptom of their condition (for example, for
brain injury patients). This would reduce the number of DNAs (Did Not Attends)
and reduce patients’ and carers’ anxieties around appointments. Many dental
service providers are routinely sending out SMS (text) reminders to patients.
Flag patients’ notes if patients have specific needs around neurological
conditions, for example, where memory impairment (particularly short-term) may
be a problem for patients, particularly with brain injuries. Where this is the case,
ensure that patients are given written information during the appointment where
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possible, including information leaflets and dates of follow-up appointments with
explanations about what these appointments are for. Flagging of instances of dual
diagnosis would enhance outcomes for patients and provide health professionals
with essential information. Non-neurological health and social care services
should be made aware of any specific needs of those with a LTNC that they see
and flagging would assist in this context too.
Consider introducing a ‘Patient Passport’
The introduction of a LTNC patient ‘Passport’ which includes details of the patient,
their condition(s), appointments, medications and what to do in the case of an
emergency has been introduced in some areas and should be explored for
Somerset. An alternative is an arrangement similar to the ‘Orange Card’ used in
mental health services and which contains key information for patients, such as
emergency contact numbers, and quick access to patient information for medical
professionals.
Introduce flexibility into the length of consultation sessions with healthcare
professionals (particularly, consultants, GPs, specialist nurses and rehabilitation
service providers). The aim should be that individual patients have quality time that
is not rushed, enables dialogue that (where possible) meets individual expectations
and are frequent enough to meet patient and clinical needs.

Decisions about how much time should be allotted to a consultation should include
consideration of the individual patient’s verbal communication abilities,
comprehension and memory so that an appropriate amount of quality time is
available.
5.

Improve information and access to personalised rehabilitation.

1 in 4 patients (28%) have not received any rehabilitation and 44% of patients felt
that the rehabilitation that they received did not meet their needs.
We recommend that information is distributed to all GP surgeries to explain
that patients can self-refer for physiotherapy. Having spoken to local
healthcare staff, including GPs and community physiotherapists, it is clear that
there is a lack of knowledge among healthcare staff about how patients can access
rehabilitation. There are misconceptions among both staff and patients about
patients needing to be referred for physiotherapy by consultants or GPs. Patients
are able to refer themselves to physiotherapy.
We recommend that patients who are discharged from the physiotherapy
service are given an ‘instant access’ card comprising information and contact
details for the community physiotherapy service. This will ensure that patients
understand that they can self-refer back to the service when they feel they need to
do so.
Ensure personalised rehabilitation services that are appropriate for the
individual patient. Where possible, rehabilitation should be designed and
delivered in condition-specific ways, be provided as locally as possible (e.g. at
community hospitals or other local, accessible, venues like sports or community
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centres – or if necessary, at the patient’s home), be available for as long as the
patient can benefit from them and should be flexible enough to meet individual
needs.
6.

Improve information and communication.

Improve communication at the point of diagnosis
1 in 4 patients (28%) said that poor communication was the thing they most
disliked about services in Somerset.

We have previously said failures in communication and information provision are
probably the most criticised aspects of service delivery and that if resolved are
likely to significantly improve patient, carer and public satisfaction rates.
At the point of diagnosis all patients should be given information about their
condition and a treatment plan agreed, or patients should be informed this will be
done at an agreed time very soon after. This should happen in a way that meets
individual patient/carer preference.
7.

Compile and publish a Somerset Directory of Neurological Services.

1 in 3 patients (35%) said they were not given information on their condition at the
time of diagnosis. Over 1 in 2 patients (54%) said they were not given information
about support organisations at the time of their diagnosis.
In other PCT areas (including Cornwall and Swindon), a local Neurological
Directory has been written and published. This directory includes information about
local Neurological Services, Frequently Asked Questions and contains information
about local and national charities and organisations that support patients and
carers affected by neurological conditions. It is distributed across neurological
services and to all GP surgeries. It is comprehensive but also patient-focused and
can be given to all patients, particularly at the time of diagnosis if not before.
This information could also be updated and distributed by Local Healthwatch,
under its new “information and signposting” role that will be effective from April
2013.
The Somerset Neurological Alliance is willing to work with the NHS in Somerset to
help compile this directory.
8.

Involve patients and carers in all service reviews

Whenever services are reviewed, changed, commissioned or introduced, patients
and carers’ views must be taken into account. We recommend that full impact
assessments are properly and thoughtfully investigated before any services are
changed or commissioned and that the views of patients, carers and those who
support them are taken into account, with an aim of ensuring a patient-centred
service.
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This is a requirement of the NHS Constitution.
Empower patients to be ‘involved patients’
Appropriate means of communication should be used which are ‘user friendly’, in
plain language and delivered as soon as possible. This could include maximising
the use of FAQs and booklets such as ‘Questions to ask my GP’, ‘Questions to ask
my consultant’, ‘How to be a good patient’ and a Somerset Neurological Services
Directory. It could also include information about patients’ rights under the NHS
Constitution, particularly with regards to patients’ right to be seen by a consultant
within 18 weeks after referral.
9.

Design services that are intelligent and ‘joined up’

Patients and carers are often frustrated at the lack of communication between
services, in particular between health and social care services and between health
professionals. Patients often complain about ‘having to tell their story’ repeatedly to
a variety of professionals. While it is understood there are sometimes
confidentiality and data protection issues to be addressed, there needs to be a ‘can
do’ mindset about information sharing and collaborative working that leads to
better outcomes for patients and their carers.
The Reablement Project that is being rolled out across areas of Somerset is
currently exploring more efficient ways of meeting patients’ needs with a small,
cross-service team of professionals who share information about patients in order
to empower them to live independently where possible. Lessons from the
Reablement Project will undoubtedly be useful for considering how to join-up
services across the health and social care landscape.
10.

Train health and social care staff about neurological conditions.

Patients feel that many healthcare professionals do not possess enough
knowledge and understanding about neurological conditions. Health and social
care staff should receive awareness-raising training about neurological conditions.
The Somerset Neurological Alliance is happy to help with this work, for example,
by providing patient-trainers to speak to staff.

Somerset Neurological Survey

61

7. What happens next?
We don’t want this report to be positively received - but then put on a shelf to
gather dust. The subject matter is too important for a considerable number of
patients and carers for that to happen.
We will send this report to the Somerset Clinical Commissioning Group for their
feedback and to help inform their commissioning work. We look forward to hearing
their views on the report, and hearing their responses to our recommendations.
We will be publishing a report dedicated to the responses to our survey by those
with Parkinson’s Disease. We will also be reporting on the views of those with a
brain injury based on focus groups conducted by Headway Somerset during 2012.
These reports will complement this one and together they should provide a
comprehensive insight to the views of neurological patients in the county.
We are encouraged that the Somerset CCG has engaged with us in the
preparation of this report (and in other ways too) and has confirmed that it will be
conducting its own review of neurological services. It has made a start with a
review of acute stroke services. We believe our survey and its findings can make a
significant contribution to the wider neurological review and we hope the CCG will
agree.
The Somerset CCG has, too, signalled its intention to form a ‘Neurological
Network”. If this is to be a multi-disciplined grouping of healthcare professionals,
third sector support and patient representative groups, commissioners and service
providers, with a ‘can do’ approach, it could serve as a catalyst for action and
become the driving force behind the CCG’s review.
The Somerset Neurological Alliance would be delighted to play its part going
forward and will do all it can to ensure the valuable insight given by the
respondents to its survey is not lost.
All those respondents to the survey who requested a copy of this report will be
provided with one. We hope they too will use it as a tool with which to base their
own calls for service improvements or to secure the protection of those services
they value.
We hope Healthwatch Somerset, after it is formed in April 2013, will take on the
baton from Somerset LINk: support the ongoing development of the Somerset
Neurological Alliance and engage with the Somerset CCG to protect the services
that are valued and help improve outcomes for patients and carers.
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Thank you for reading our report!
It is very encouraging that the (shadow) CCG in Somerset has signalled an
intention to conduct a review of neurological services within two years. We hope
that they will consider the key findings from this survey and our recommendations,
as a part of that review.
We also urge the CCG to work to finalise the review in close partnership with
patients at all levels. The Somerset Neurological Alliance will be very happy to help
in any way that we can.
The Somerset Neurological Alliance
January 2013
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Appendix A:

The national context: Service Standards
The National Service Framework

The National Service Framework for Long term Conditions (NSF)10 stipulates 11
‘Quality Requirements’ (QRs) to improve treatment, care and support from
diagnosis to end of life for people with a LTNC . These QRs are reproduced at
appendix 5. They underline the need for appropriate, integrated services planned
and delivered around individual needs, and to support people to live independently
with a good quality of life. The NSF set a target for providers to meet the Quality
Requirements by 2015.
In 2008 the Department of Health produced a summary of resources, tools and
guidance that are available to local commissioners and service providers to
support local delivery of the NSF11.
Mid-way through the implementation period, the NHS Reform plans were
considered by some to be diverting attention away from the requirements of the
NSF and a grouping of third sector organisations worked together to publish their
assessment of progress towards the 11 Quality Requirements12. Their key findings
are in appendix 6. They surveyed ten sites and found that no Primary Care Trust
(PCT) had met any of the 11 QRs. Somerset PCT was not among the sites
surveyed.
In late 2011 the National Audit Office (NAO) published a report13 assessing
whether value for money has been achieved through investment in LTNCs since
the introduction of the NSF in 2005. Although it focused on only some neurological
conditions, its key findings are relevant and include:






the NSF lacks clear leadership which has resulted in poor implementation;
quality of care remains poor in a number of key areas;
access to services varies significantly from region to region;
diagnosis times vary considerably; and
current spending on neurological services does not represent value for money.

The House of Commons Public Accounts Select Committee examined services for
people with neurological conditions in 2012. It found that the NSF has not worked
and has left patients with poorly co-ordinated care and a lack of integration
between services. It reiterated the NAO view that implementation of the NSF
10

The National Service Framework for Long-term Neurological Conditions, Department of Health,
2005
11
The National Service Framework for Long-term Neurological Conditions, National Support for
Local Implementation, 2008
12
National Service Framework for Long Term Neurological Conditions, Halfway through – are we
halfway there?, MS Society, Motor Neurone Disease Association and Parkinson’s UK, 2010.
13
Services for people with neurological conditions, the National Audit Office, December 2011.
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lacked leadership at national and local levels, with a consequence there was a lack
of impetus, focus and direction. It also found that the DH lacked the data to
measure effectiveness of services for people with neurological conditions and that
the quality of services varies around the country, with some areas (not specified)
having insufficient expertise. It said individual care is often poorly coordinated, with
only 22% of people with Parkinson’s disease, Multiple Sclerosis and Motor
Neurone Disease having a personal care plan14.
In August 2012 The Neurological Alliance and MHP Communications conducted a
review of neurological services in England & Wales15 in the context of how they will
be impacted by upcoming changes to health and social care services. Their view of
the national picture is a pessimistic one. It comments that spending on neurological
services varies considerably across the country (see Fig 1 below). Somerset falls
towards the lower end of the national spectrum in terms of per capita expenditure.
It identifies that whilst there are pockets of good practice in neurological services,
these are inconsistent and often fail to be replicated across the country.
Their report says:
“Meeting the needs of the eight million people with a neurological condition
in England will be a crucial test case for the success of the Government’s
health and social care reforms. These reforms are intended to free up
clinicians to focus on what matters most to patients, ensuring that the
convenience of organisational boundaries does not come before the needs
of patients and carers.
There is real potential that the quality of care for people with neurological
conditions could be undermined under the new system for the same
reasons as in previous years, most importantly through the absence of
robust accountability and incentive mechanisms. It is very concerning that
so few of the high level outcome measures identified in the NHS Outcomes
Framework (see below) relate to neurological conditions. Other important
mechanisms such as the Commissioning Outcomes Framework – which will
shape the priorities of clinical commissioning groups – also fail to give
neurology an appropriate profile. “

14

www.parliament.uk
Intelligent Outcomes: Applying the health and social care reforms to improve outcomes for
people with neurological conditions. Neurological Alliance & MHP Health Mandate, August 2012.

15
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Figure 1: Total expenditure on neurological conditions per 100,000 population across PCTs,
16
2010/11

A summary of the key findings, recommendations and conclusion appear at
appendix 7. The report calls on the Government, the NHS Commissioning Board
and health and social care professionals to seize this important opportunity to
undertake the urgent action necessary to improve the lives of the one in six people
in England with a neurological condition. Its key recommendations include:


the appointment of a lead public health observatory for neurology;

16

Intelligent Outcomes: Applying the health and social care reforms to improve outcomes for
people with neurological conditions. Neurological Alliance & MHP Health Mandate, August 2012.
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the development of neurology indicators for inclusion in the NHS and Adult
Social Care Outcomes Frameworks (see next paragraph); and
the development of a national survey for people with neurological conditions.

The NHS Outcomes Framework 2013/14

In November 2012 the DH published The NHS Outcomes Framework 2013/1417. It
contains five ‘domains’ which set out the desired outcomes in specific areas of
activity. The domains are reproduced in appendix 8 While it will be noted others
have some significance to people with a LTNC, Domain 2 is concerned with
‘Improving quality of life for people with long-term conditions’, and specifically
requires measurement of the following, which have relevance to LTNCs, at Clinical
Commissioning Group level:








Proportion of people feeling supported to manage their condition [domain
2.1]
Employment of people with long-term conditions [2.2]
Unplanned hospitalisation for chronic ambulatory care sensitive conditions
(adults) [2.3.i]
Unplanned hospitalisation for (asthma), (diabetes) and epilepsy in under
19s [2.3.ii]
Health-related quality of life for carers [2.4]
Estimating the diagnosis rate of people with dementia [2.6i]
Effectiveness of post-diagnosis care for people with dementia in sustaining
independence and improving the quality of life. [2.6ii]

Data for most indicators within the Outcomes Framework, which will be used to
measure performance against the domains, will be published by the Department of
Health ahead of the April 2013 commencement of the Outcomes Framework.
The Department of Health has also issued Outcome Frameworks for Public Health
and Adult Social Care which have been aligned to the Outcomes Framework to
encourage collaboration and integration with the intention of achieving a more
holistic approach. The Department of Health has stated its intention to publish a
document explaining how the three frameworks will complement each other.
Neurological Commissioning Support (NCS)

Neurological Commissioning Support Ltd (NCS) provides not-for-profit
commissioning support to health and social care service commissioners. Their
team is made up of neurology experts from both NHS and voluntary sector
backgrounds.
Recipients of a Department of Health innovation grant, they have been working
successfully with Primary Care Trusts, Clinical Commissioning Groups and
commissioning support services to improve their neurology commissioning and
supporting commissioners to provide quality, cost efficient care and improving
17

The NHS Outcomes Framework 2013-14. www.dh.gov.uk/health/2012/11/nhs-outcomesframework
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outcomes for patients. This is done by offering services including; data
profiling, audit and gap analysis, process mapping, service modelling and redesign and integrated care pathway development.

“NCS’s input and support has made a significant difference to our
understanding of commissioning of neurology services and
supplied us with the tools and understanding we need to take
action on those decisions. We commend both their approach and
expertise, and would recommend to colleagues and peers that this
same approach be utilised elsewhere.”
Julie Gardner, Service Development Manager, NHS Surrey
(from the NCS report, ‘Improving the quality of neurology care’)

“NCS’s input and support has made a significant difference to our understanding of
commissioning of neurology services and supplied us with the tools and
understanding we need to take action on those decisions. We commend both their
approach and expertise, and would recommend to colleagues and peers that this
same approach be utilised elsewhere.”
Julie Gardner, Service Development Manager, NHS Surrey (one of the areas NCS
have worked in)

Partnered with MS Society, Parkinson’s UK, MND Association and Epilepsy
Society, NCS have a good perspective on patient involvement. Their partner
charities represent people with a neurological condition. NCS has access to a
range of patients, and can manage the patient involvement process for a CCG.
NCS launched their ten point plan for better commissioning at the NHS Alliance
in 2012. This is a guide for commissioners.It explains how to
1. Know your population to reduce unplanned admissions
2. Get smart with data
3. Promote the self care agenda
4. Ensure neurology is in your local JSNA
5. Promote better medicines management
6. Introduce integrated, multidisciplinary teams
7. Focus on end of life care for neurology
8. Link into or develop local neurology networks
9. Work with the voluntary sector to improve patient outcomes
10. Educate your workforce in neurology
NCS are running a series of free ‘effective and efficient neurology’ roadshows
across the country to raise awareness of effective neurology provision and
commissioning. They are aimed at CCG leads, services managers and all local
commissioners, health and social care managers and clinicians.
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The authors of this report have liaised with NCS about the key findings that have emerged
from our survey. NCS would welcome working with NHS Somerset Clinical Commissioning
Group to see how they could offer support to achieve the CCGs organisational objectives,
and ensure efficient, economic and high quality services for local people with neurological
conditions. They are also keen to deliver one of the ‘effective and efficient neurology’
workshops in Somerset.

The NHS Constitution

The NHS Constitution describes the values and principles of the NHS. All hospitals
and healthcare organisations that provide NHS services in England are required,
by law, to take account of the Constitution. It sets out the rights of patients and the
public and pledges to achieve them, and also explains what the NHS asks of
patients. The Constitution has a varied and wide remit which includes the following
in regard to all patients:







a legal right to a maximum waiting time of 18 weeks from a GP referral to the
start of treatment by a consultant;
a right to be involved in decisions when the NHS is planning new services or
making changes to existing services;
a right to view their own patient records;
to be treated with dignity and respect and to have privacy;
convenient, easy access to services; and
information about local and national healthcare services.

The draft Care & Support Bill

At the time of drafting this report (December 2012) the Government has published
a draft Care & Support Bill which is out for public consultation. If/when legislation is
passed it is likely to have consequences for the support and care services
available to people with a LTNC.
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Appendix B:

Non-Survey information
The survey was complemented by accessing other reports, research and
information held by relevant organisations in Somerset. This has been used where
it can add value, for example in comparing the outcomes of this research with
other projects or mentioning what the NHS and others are doing in Somerset. In all
cases where this occurs, the source has been referenced.

The Somerset Clinical Commissioning Group (CCG)
The NSF was published in March 2005 with a 10-year implementation period and
sets the national standards which service commissioners and providers should be
achieving for patients with a LTNC by 2015. There is a high level of pessimism
nationally on this matter (as outlined above), but those critiques are not specific to
Somerset. As such, the authors of this report asked the (shadow) Somerset
Clinical Commissioning Group (CCG) what action had been taken locally in
response to the NSF, where they believed the county stood in measuring up to the
11 Quality Requirements and what action was currently in train, or planned. Their
response (November 2012) is summarised below:
‘NHS Somerset/Somerset Clinical Commissioning Group is working with
Parkinson's UK and other stakeholders to develop Parkinson's services in
Somerset. The Somerset Clinical Commissioning Group has committed to
undertake a review of Parkinson's services across the county, as part of a
wider review of all neurology services within the next two years. Work
is currently taking place to develop a Job Description and Business Case
document for submission to Parkinson's UK for two year funding for a new
post, which will be based in the community. This post will work closely with
the two acute hospital based specialist nurses and work on a "pilot" basis,
recognising that the experience from the new post/service will then inform
the neurology review and the best model for the future.
A neurological network is also going to be established across the county
which will facilitate cross-organisational working to ensure that there is a
network approach in designing services to drive improvements forward. The
detail of the network is still to be decided.
In the early days of the PCT we undertook pathway mapping with the Long
Term Neurological Conditions Group to map the pathway for people with
acquired brain injury and traumatic brain injury. The Long Term Neurological
Conditions group was a local implementation team for the National Service
Framework when Somerset PCT first came into being. At the time it had
representation from a number of voluntary organisations, including the SW
Neurological Alliance. It was disbanded a number of years ago when the
Long Term Conditions QIPP (Quality Improvement Prevention &
Productivity) programme came into being. The pathway mapping work
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resulted in a draft acquired brain injury and traumatic brain injury pathway.
This work was not taken further to develop referral criteria at the time for a
number of reasons. Firstly the project resource came to an end and
secondly this work programme was not prioritised at the time due to other
work streams in respect of long term conditions such as the enhanced care
hub and reablement project.
Some further work was commenced to develop criteria for admission /
referral for rehabilitation depending on the level of dependency and
complexity for each individual patient. More recently we have restarted this
work with a focus on the neuro rehabilitation ward at Taunton and Somerset
NHS Foundation Trust to develop the pathway for those patients requiring
longer term rehabilitation in a community setting to consider development of
life skills, reintegration into the community and further therapy. The proposal
being considered is the development of a virtual ward using specialist
settings in the independent sector in Somerset where patients could be
supported through a virtual ward team approach with a clear plan and
agreed health outcomes. The current work programme for neuro
rehabilitation is at an early stage so there are no terms of reference. We
have undertaken some initial scoping and are considering how we might
develop this further.
Somerset was one of six pilot sites that participated in the Quality Neurology
Project which was a study being conducted by the Social Policy Research
Unit at the University of York. We completed the (QNP) audit tool18 through
the Local Implementation Team and it was discussed at meetings. The LIT
has now been disbanded (see above). A performance assessment for long
term conditions and older people was completed for NHS South West in
August 2010. No further assessments have been completed since then.’
NHS Somerset is conducting a county-wide consultation of patients, public and
professionals about acute stroke services, between November 2012 – February
2013.

Musgrove Park Hospital (Taunton & Somerset NHS
Foundation Trust)
The PALS19 at Musgrove Park Hospital (MPH) in Taunton (the largest hospital in
Somerset) helpfully provided us with information for this report. They received 31
neurology-related concerns and 10 complaints from patients in the twelve months
to September 2012. This compares with 19 concerns and 8 complaints for the
previous twelve month period and represents a 52% increase overall. However,
there was a decrease of 46% for the second quarter of 2012, compared with the
18

The audit tool is the “Neuronavigator” developed by the three third sector organisations referred
to in footnote 5. Although the research findings do give outcomes and an agreed action plan for
each of the six participating sites, none are identified so it is not possible to review the outcomes for
Somerset.
19
Patient Advice and Liaison Service – available at every NHS Hospital in England & Wales and
provides information about services and addresses commendations, concerns and complaints of
patients, carers and relatives.
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first quarter of the year. During the twelve months to September 2012 neurology
‘concerns’ and formal ‘complaints’ have included the following topics:










length of wait for referral
length of wait for results
request for more support and advice
explanation for cancelled appointment
unhappy with length of wait for appointments
results not received
length of wait for referral to another hospital
request for more information regarding stroke service
side effects of medication

The most common concerns were length of wait for appointments and the most
common complaints were about the length of wait for results or appointments.
The PALS team at MPH says the hospital does learn from concerns/ complaints,
for example, “action plans” are written and procedures are improved in all areas of
the hospital; there is integrated learning from ward to board. The Musgrove
Improvement Network supports teams in making improvements to patient
pathways and learning the tools and techniques to do this effectively.
The hospital as a whole receives an average in excess of 4,500 ‘thank you’ letters
and commendations a year. The PALS team have informed us that they do not
centrally record all of the neurology commendations/thanks received as most are
sent direct to wards and departments but those received have included the
following:




a stroke patient was impressed with the inpatient care and attention she
received;
a dementia patient’s family found staff very helpful, friendly and obliging; and
a father described his daughter’s care as “excellent”.

Headway Somerset
Headway Somerset20 provides support and services for patients affected by head
injuries. The charity has, through its ‘Shaping Our Lives’ programme, garnered the
views of a number of its clients about health and social care issues. This was done
at events throughout the county in 2012, and through some` individual stories.
These were forwarded to the Somerset LINk where they were independently
reviewed and a report21 was produced which outlined the ‘messages’ from
Headway’s client-group. The key findings were:

20

Headway Somerset is an independent charity, affiliated to Headway UK. It provides social and
cognitive rehabilitation for adults with brain injury and support and respite for their families through
three Brain Injury Outreach Units based in Bridgwater, Henton, near Wells and Yeovil.
21
Shaping our Lives project; Messages from adults in Somerset with a brain injury about services
available to them: Report and recommendations, Somerset LINk (to be published in 2013)
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People with a brain injury have had both good and poor experiences of
health and social care services.



Communication with, and information provision to, patients and carers is
poor.



Insufficient consultation time is allotted to patients with a brain injury.



Appointment procedures can be improved



Knowledge levels of some non specialist health care professionals should
be increased



Continuity of services is lacking



Rehabilitation services should be condition or patient specific



Support for carers and families should be enhanced

Details of the conclusions and recommendations from the Headway programme
are given at appendix 9.

The (shadow) Somerset Health & Wellbeing Board
The (shadow) Somerset Health & Wellbeing Board has published its draft strategy
and priorities for 2012-15; although these are for wider application, they embrace
neurological considerations:




people, families and communities take responsibility for their own health and
wellbeing;
families and communities are thriving and resilient; and
Somerset people are able to live independently for as long as possible.

The Board, through district councils, conducted a series of public consultations on
their draft strategy in the summer of 2012. Feedback included the following, which
are relevant to neurological services:




GPs should be aware of local support groups for people with long term
conditions so they can signpost effectively;
provision of support and training for informal carers (of people with Dementia);
is required, and
more accessible and co-ordinated information on what support is available, and
how to access it, is required.

Community Physiotherapy/GPs
Somerset LINk staff met with some community physiotherapists who expressed
concerns that patients do not understand that they can 'self-refer' to physiotherapy
once they have come to the end of a course of treatment. Patients seem to think
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that they need to be re-referred via their GP or consultant, and this means that
patients are reluctant to bother. Somerset LINk staff also spoke informally to some
GPs about this, and they said they did not know that patients were able to selfrefer.

Summary of non-survey information
The information/data from Musgrove Park Hospital and Headway Somerset, the
feedback from the Health & Wellbeing Board consultation, the EDS conference
and our informal meetings with physiotherapists and GPs (all referenced above)
are broadly in line with the outcomes of our research and give added weight to
what patients and carers said in our survey.

Somerset Dementia Strategy
One significant ‘live’ policy document relating to neurological services which has
been published locally is the ‘Somerset Dementia Strategy’.22 It followed the
release of a national dementia strategy23 which produced 17 objectives intended to
make significant improvements in the quality of services to people with dementia.
The focus of the Somerset strategy is to:




raise awareness and understanding of dementia within the general public;
ensure there is early diagnosis, support and intervention for people with
dementia and their carers; and
provide a higher quality of care to enable people to live well with dementia.

Issues around diagnosis, support and intervention for people with LTNCs are
addressed in our report and responses from people with Alzheimer’s
Disease/Dementia were received. Their responses about diagnosis and other
aspects are provided in Appendix 10 as a way of offering comment about whether
the strategy is working for them (i.e. via the questions posed in this survey, which
were not specific to the strategy) – but the number of respondents is small (8
individuals).

22

Somerset Dementia Strategy (2009-12), NHS Somerset and Somerset County Council, July 2010
Living Well with Dementia: A national dementia strategy (2009-12), Department of Health,
February 2009
23
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SWANO research
Members of SWANO24 have, in some cases with partners, conducted surveys of
neurological service users and carers in the region, including Cornwall and Isles of
Scilly25 Gloucestershire26 and Swindon & Wiltshire27. Their findings are broadly in
line with those of this report.

24

South West Association of Neurological Organisations; a grouping of Neurological Alliances in
South west England (including SNA).
25
Taking Stock and Moving Forward: An audit of neurological services across Cornwall and the
Isles of Scilly, a report commissioned by and for the use of Can-d0 and NHS Cornwall and Isles of
Scilly
26
An Audit and Review of Neurological Services across Gloucestershire, 2012: a report
commissioned by, and for the use of NHS Gloucestershire, Gloucestershire County Council,
Gloucestershire Neurological Alliance, MS Society, Motor Neuron disease Association, Parkinson’s
UK and (affiliate partner) Epilepsy Society
27
Swindon and Wiltshire Neurological Users Survey Report: Swindon and Wiltshire Neurological
Alliance, 2012.
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Appendix 1
List of Neurological conditions (University College London Hospitals
website)

A
Acoustic Neuroma
Adrenolukodystrophy (see
leukodystrophy)
Agnosia
Aicardi Syndrome
AIDS
Alexanders Disease (see
leukodystrophy)
Alper's Disease
Alzheimer's Disease
Amyotrophic Lateral Sclerosis
Aneurysm
Angelman Syndrome
Ankylosing Spondylitis
Aphasia
Apraxia
Arachnoid Cyst*
Arachnoiditis
Arnold Chiari Malformation
Asperger's Syndrome
Astrocytoma
Ataxia
Ataxia telangiectasia
Autism
B
Batten Disease
Behcet's Disease
Bell's Palsy
Binswanger's Disease
Bipolar Disorder
Blastomas
Blepharospasm
Blindness
Brain injury
Brain tumour
Brown-Sequard Syndrome
C
Canavan Disease
Carpal Tunnel Syndrome
Cancer
Cauda Equina
Central Pain Syndrome **
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Cerebellar Ataxia
Cerebellar Hypoplasia
Cerebral Aneurysm
Cerebral Arteriosclerosis (see stroke)
Cerebral Atrophy
Cerebral Palsy
Charcot-Marie-Tooth Disease
Chronic Fatigue Syndrome
Chronic Inflammatory Demyelinating
Polyneuropathy
Chronic Pain
Coffin-Lowry Syndrome
Continence problems
Corticobasal degeneration
Craniosynotosis
Creutzfeldt-Jakob Disease
Cushing's Syndrome
D
Dandy Walker Syndrome
Deafness
Dementia (see also Alzheimer's
disease and Creuzfelt-Jacob
Disease)
DeMorsiers Syndrome (see SeptoOptic Dysplasia)
Depression
Dermatomyositis
Devic's Syndrome
Diabetic Neuropathy
Duchenne muscular dystrophy
Dyslexia
Dysphasia
Dyspraxia
Dystonia
E
Ehlers Danlos Syndrome
Ekborn Syndrome (see Restless Leg
Syndrome)
Encephalitis
Encephalomyelitis
Ependymoma
Epilepsy
Erectile dysfunction
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Erythromelalgia
F
Fabry's Disease
Facial paralysis
Fahr's Syndrome
Familial Spastic Paraplegia
Fecal Incontinence
Fibromyalgia
Fowler's Syndrome
Friedrich's ataxia

G
Gaucher's Disease
Gerstmann's Syndrome
Gilles de la Tourette
Gliomas
Glossopharyngeal Neuralgia
Guillain Barre Syndrome
H
Haemangioblastoma
Hallervorden-Spatz Disease
Head Injury
Headache
Hemifacial Spasm
Hereditary Motor and Sensory
Neuropathy
Hereditary Spastic Paraplegia
Holoprosencephaly
Huntington's Disease
Hydrocephalus
Hydromyelia
Hypotonia and Hypertonia
I
Inclusion Body Myositis
Incontinence
Intracranial Aneurysm
Isaac's Syndrome
J
Joubert Syndrome
K
Kearns-Sayre Syndrome
Kennedy's Disease (see Spinal
Muscular Atrophy)
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Kleine-Levin Syndrome
Klippel-Feil Syndrome
Klippel-Trenaunay-Weber Syndrome
Kluver-Bucy Syndrome
Korsakoff's Syndrome
Krabbe Disease
Kuru
L
Labyrinthitis
Lambert-Eaton Myasthenic Syndrome
Landau-Kleffner Syndrome
Laryngeal Dystonia
Leber's Hereditary Optic Neuropathy
Leigh's Disease
Lennox-Gastaut Syndrome
Lesch-Nyhan Syndrome
Leukodystrophy
Lewy Body Dementia
Lissencephaly
Lou Gehrig's disease (see Amytrophic
Lateral Sclerosis)
Lupus
Lyme Disease
M
ME (see Myalgic Encephalomyelitis)
Medulloblastoma
Megalencephaly
Meige Syndrome
Melkersson-Rosenthal Syndrome
Meniere's disease
Menkes Disease
Meralgia Parasthetica
Meningioma
Meningitis
Mental Health
Metachromatic Leukodystrophy (see
leukodystrophy)
Microencephaly
Miller Fischer Syndrome
Migraine
Mitochondrial Myopathy
Moebius Syndrome
Motor Neurone Disease
Moya moya
Mucolipidoses
Mucopolysaccharidosis
Multifocal Motor Neuropathy
Multi-infarct dementia

77

Multiple Sclerosis
Multiple system atrophy
Muscular Atrophy
Muscular Dystrophy
Myalgic Encephalomyelitis
Myasthenia Gravis
Myoclonus
Myotonia
Myotonic Dystrophy
N
Narcolepsy
Neural tube defects
Neuralgia
Neuroacanthocytosis
Neurofibromatosis
Neuroleptic Malignant Syndrome
Neuronal Ceroid-Lipofuscinosis (see
Batten disease)
Neurosarcoidosis
Neurotoxicity
Niemann-Pick Disease
Norrie Disease
O
Occipital Neuralgia
Ohtahara Syndrome
Oligodendroglioma
Olivopontocerebellar Atrophy
Opsoclonus Myoclonus
Optic Atrophy
Optic Nerve Diseases
P
Paraplegia
Paresthesia
Parkinson's Disease
Paroxysmal Choeothetosis
Parry-Romberg Syndrome
Pelizaeus-Merbacher Disease
Peripheral Neuropathy
Periventricular Leukomalacia
Peroneal Muscular Atrophy (see
Charcot-Marie-Tooth Disease)
Peroneal Muscular Dystrophy
Pick's Disease
Pineal Region Tumours
Piriformis Syndrome
Pituitary Tumours
Polio
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Polymyositis
Porphyria
Posterior Cortical Atrophy (also see
Alzheimer's Disease)
Post-Polio Muscular Atrophy
Post-Traumatic Stress Disorder
Post-Viral Fatigue Syndrome
Postural Tachycardia Syndrome
Primary Lateral Sclerosis
Progressive Bulbar Palsy (see Motor
Neurone Disease)
Progressive Multifocal
Leukoencephalopathy
Progressive Muscular Atrophy (see
Motor Neurone Disease)
Progressive Supranuclear Palsy
Pseudotumour Cerebri
R
Ramsay Hunt Syndrome
Rasmussen's Encephalitis
Refsum Disease
Repetitive strain injury
Restless Leg Syndrome
Rett Syndrome
Reye's Syndrome
S
Sandhoff Disease
Schilder's Disease
Schizencephaly
Schizophrenia
Scoliosis
Seizure (non-epileptic)
Septo-Optic Dysplasia
Shy-Drager Syndrome
Sjogren's Syndrome
Sleep Apnea
Soto's Syndrome
Spasmodic Torticollis
Spasticity
Spina Bifida
Spinal Injuries
Spinal Muscular Atrophy
Spinal Tumours
Spine Disorders
Spondylosis
Steele Richardson Olszewski
Syndrome
Stiff Person Syndrome
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Striatonigral Degeneration
Stroke
Strumpell-Lorrain Syndrome
Sturge-Weber Syndrome
Subacute Sclerosising
Panencephalitis
Sub-arachnoid haemorrhage
Sydenham Chorea
Syncope
Syringomyelia
Systematic Lupus Erythematosus
T
Tardive Dyskinesia
Tay-Sachs Disease
Telangiectasis
Tethered Cord Syndrome
Thoracic Outlet Syndrome
Thyrotoxic Myopathy
Tics
Tinnitus
Todd's Paralysis
Tourette Syndrome

Transient Ischemic Attack (TIA) (see
Stroke)
Transverse Myelitis
Tremor
Trigeminal Neuralgia
Tuberous Sclerosis
U
Urinary incontinence
V
Vertigo
Von Hippel-Lindau Disease
W
Wernicke's Encephalopathy
Whipple's Disease
William's Syndrome
Wilson's Disease
Z
Zellweger Syndrome

* This condition was added to the list by a member of the Somerset
Neurological Alliance.
** As above.
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Appendix 2
Survey Form

Have your say!
… about neurology services in Somerset
About this survey
Who is this survey for?
This survey is for anyone in Somerset
who has a neurological condition. It can
be completed by yourself or your carer.
What is a neurological condition?
Neurological conditions result from
damage to the brain, spinal column or
nerves, caused by illness or injury.
Neurological conditions include Multiple
Sclerosis (MS), epilepsy, stroke, acquired
brain injury, Parkinson’s, Motor Neurone
Disease (MND), Huntington’s,
encephalitis, myasthenia gravis, muscular
dystrophy, and many other conditions.
What will happen to the results of this
survey?
The results of this survey will be
published in a public report which will be
shared with health and social care
commissioners in Somerset.

Who has created this survey?
This survey is being distributed by the
Somerset Neurological Alliance (SNA). The
Alliance is a group of patients and carers who
are affected by neurological conditions.
I would rather speak to someone!
If you would prefer to answer these questions
over the phone, please telephone the
Somerset LINk office on 01458 250674.
Please note: This survey is being distributed by
various organisations in Somerset – please only
complete the survey once!
For more information:
You can also complete this online at
www.somersetneuro.org.uk

About you (or the person that you care for)
1. What neurological condition(s) do you have? Please tick all that apply.
 Alzheimers / dementia
 Migraine
 Ataxia
 Motor Neurone Disease
 Brain injury
 Multiple Sclerosis
 Brain tumour
 Myasthenia Gravis
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 Encephalitis
 Parkinson’s
 Epilepsy
 Progressive Supranuclear Palsy
 Huntingdon’s
 Stroke
 ME
 Other (please specify): …………………………………………………………
If you have more than one condition/diagnosis, please answer the following questions
with your main condition in mind:
2. How long have you had this condition? (When symptoms started, or you were
given the diagnosis, whichever was the earliest).
 under a year
 1 - 5 years
 over 5 years

Getting the diagnosis
3. From the date of your first visit to your doctor or hospital, how long did it take for
you to be given a definite diagnosis?
 under 3 months
 3 - 6 months
 6 - 12 months
 over a year
 I have never had a definite diagnosis
4. Did you feel that your condition was diagnosed within a reasonable time?
 Yes
 No
5. Do you consider that you have encountered problems getting a diagnosis?
 Yes
 No
If you would like to do so, please explain your answer:

6. Have you been referred to a consultant neurologist, or any other consultant
specialising in your condition, at any point?
 yes
 no
 don't know / don't remember

Rehabilitation
7. Have you received rehabilitation (e.g. Physiotherapy, Occupational Therapy,
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Speech and Language Therapy, Psychological Therapy such as counselling).
 Yes
 No
 Not sure
8. If yes, who referred you for rehabilitation?
 GP (doctor)
 Consultant  Myself
________________

 Other:

9. Did your rehabilitation meet your needs? (e.g. in good time; a long enough course
of rehabilitation; were you able to re-refer as needed?)
 Yes
 No
If you would like to do so, please explain your answer:

Information
10. At diagnosis, were you offered / given information on your condition?
 yes
 no
 yes, but didn't want any information at the time.
 don't know / don't remember
11. At diagnosis, were you given information about organisations that could provide
you with information, advice or support? (e.g. voluntary organisations/charities,
housing, employment services)
 yes
 no
 yes, but didn't want any information at the time.
 don't know / don't remember
12. From where do you get your information? (tick all that apply)
 GP
 Consultant
 Specialist Nurse
 Charities or groups (Please state which:
______________________________)
 Websites
 Other (Please state:
______________________________________________)
 I don’t receive any information

Your view of services that support you with your neurological
condition
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13. What services do you use? (tick all that apply)
 Health services (For example: GP or doctor, hospitals, clinics,
physiotherapy.)
 Social care services (For example: social worker, carers’ services, care in the
home, support worker, care assistants.)
 Voluntary services (For example, support groups, advocates, day services,
services run by charities, charity websites and helplines.)
14. What do you value / like most about the services you use?
(Please say which services you are talking about!)

15. What do you least like about the services you use?
(Please say which services you are talking about!)

16. What change to services would make the biggest improvement for you, living with
a long-term neurological condition?

17. If you have any more comments, please write them here:

Thank you for completing this survey!
If you would like to receive a copy of the final evaluation report, please include your contact details
below:
Name:
Address:
(If you would like a copy by
post)

Email address:
(If you would like a copy by
email)

If you would like to join the mailing list for the Somerset Neurological Alliance, please tick this box: 
(We’ll send you an occasional email newsletter if you have an email address, or via the post if not.)
Please send this survey in the FREEPOST envelope provided (no stamp needed) or post it to: FREEPOST
RSAC-KSRE-CZCE (no stamp required), Somerset LINk, 2, Bowden's Business Park, Hambridge, Taunton,
TA10 0BP.
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Appendix 3
Demographic Information Form

Demographic questions
You don’t have to answer these questions, but completing this
questionnaire will help us to ensure that our services reach as
many parts of the community as possible.
Age:

Ethnic Group: White









Under 15
15-24
25-44
45-64
65-79
Prefer not to say

Disabled
Not disabled

Irish
Other white background

Ethnic Group: Black or Black British





Caribbean
African
Other black background

Ethnic Group: Asian or Asian British

Prefer not to say

Carer: I consider myself to be:





White

80 or over

Disability: I consider myself to be:









I am a carer
I am not a carer
I prefer not to say






Indian
Pakistani
Bangladeshi
Any other Asian

Ethnic Group: Mixed
What is your gender: (E.g. Male/female):

Do you, or have you ever, identified as Trans or
Transgender?





Yes
No
Prefer not to answer the
question
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White and Black Caribbean
White and Black African
White and Asian
Any other mixed background

Ethnic Group: Other





Chinese
Eastern European/Jewish
Any other ethnic group (please state)
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Appendix 4
Response rates to individual questions

Question

1
2
3
4
5
6
7
8
9
10
11
12
13
14
15
16
17

Respondents
who
answered
253
231
234
229
230
234
235
157
170
232
232
217
217
187
143
161
76
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% of total

100%
91%
92%
91%
91%
92%
93%
62%
67%
92%
92%
86%
86%
74%
56%
67%
30%

Respondents
who ‘skipped’
question
0
22
19
24
23
19
18
96
83
21
21
36
36
66
110
92
177

% of total

0%
9%
8%
9%
9%
8%
7%
38%
33%
8%
8%
14%
14%
26%
44%
33%
70%
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Appendix 5
National Service Framework for Long-term Neurological Conditions: Quality
Requirements

An overview of the quality requirements
QR1: A person centred service

QR1 underpins all the other QRs. The delivery of this ‘core’ requirement will
improve the coordination of services and address many of the key issues service
users and voluntary organisations have identified. These include information and
the need for a holistic, integrated, interdisciplinary approach to care planning,
review and service delivery involving a range of agencies.
QR2 and QR3: Prompt diagnosis, appropriate referral and treatment

QR2 and QR3 set out how people with long term neurological conditions are
identified and referred to appropriate specialist healthcare services as quickly and
with as few intermediate steps as possible. Prompt action at this stage can reduce
neurological damage, slow down the rate of disease progression, increase survival
rates and improve the person’s quality of life. In particular, these QRs aim to
ensure that:
a. there is early recognition of neurological symptoms both in primary care and
acute and
emergency settings;
b. people who present with neurological symptoms are referred to specialist
services quickly and the care pathway allows direct referral to a specialist in
accordance with locally agreed protocols;
c. people receive a prompt diagnosis;
d. people receive emergency care from staff with appropriate neurological and
resuscitation skills and facilities;
e. appropriate treatment is jointly agreed with individuals and begins as soon as
possible;
f. people receive safe and effective medicines, the use of which has been jointly
agreed between healthcare professionals and the person.
QR4 to QR6: Rehabilitation, adjustment and social integration

Neurological conditions can result in profound life changes. Skilled rehabilitation
teams can help people make major physical, emotional, social and environmental
adjustments so they can become more independent and enjoy a better quality of
life. Rehabilitation can also prevent deterioration and secondary complications
such as pressure sores.
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Multidisciplinary teams of health and social care professionals usually deliver
rehabilitation. These teams can work in different ways depending on the setting
and person’s needs:
a. Multidisciplinary working: some teams consist of a group of different
professionals working alongside one another towards a common goal, for example,
a review clinic offering a thorough reassessment of needs by a multidisciplinary
team. Their interventions are delivered in parallel rather than in close collaboration.
b. Interdisciplinary working: this involves teams taking a more integrated
approach. They work together towards a set of agreed goals, often undertaking
joint sessions. Team members have a fuller understanding of other members’ roles
and skills and can work together in a holistic way, ensuring the various treatments
complement each other. This approach is often seen in settings where staff are
able to collaborate on a regular basis, for example, working in specialist neuro
rehabilitation teams, either in inpatient rehabilitation units or in the community.
QR4 addresses early and specialist neuro rehabilitation in the context of inpatient
or residential settings, with planned, coordinated transfer to the community and
reaccess
as needed. QR5 addresses rehabilitation at home and in the community. It
includes supporting people as they adjust to change and take part in leisure and
other social activities. QR6 addresses work and vocational rehabilitation. It
includes supporting people to remain in, begin or return to employment or other
occupational activity.
QR7 to QR11: Lifelong care and support for people with long term
neurological conditions, families and carers

People often live with their condition for decades, so providing well coordinated,
Long term support is at least as important to their quality of life as prompt
diagnosis and early treatment of the condition.
Many people find it difficult to maintain an independent life, particularly in the face
of increasing disability. This can lead to long term social and psychological
difficulties for them and their families and carers. Providing personal care, support,
equipment and accommodation planned around their needs and wishes can help
them to retain their independence and remain in their own homes.
QR7 addresses the provision of equipment and home adaptations.
QR8 addresses assessment of personal care and support. The assessment needs
to take account of the person’s physical, cognitive, psychological and emotional
difficulties. It also needs to cover family circumstances, religious, cultural and
ethnic needs. People’s preferences about care setting, the scope for help and
support to prevent deterioration, social isolation and increased dependence will
also be important.
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QR9 addresses the need for palliative care services for people in the advanced
stages of neurological conditions and the importance of enabling people to make
choices about end of life care.
QR10 addresses the need to offer information, advice and support to families and
carers.
QR11 addresses the provision of care in other settings, for example, during
treatment for
Non neurological health problems. Good planning can ensure that the
management of the
neurological condition and the person’s self care are not compromised.
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Appendix 6
National Service Framework for Long-term Neurological Conditions: ‘Halfway
through – are we halfway there?’: Key findings:
• Achieving quality standards: From all sites surveyed not one PCT has fully met a
single NSF Quality Requirement (QR) and only 13% of PCTs had met evidence based
markers (EBM).
• Information: People are not receiving even the basic information they need to
manage their condition appropriately. Most services still do not have a single point of
contact for people to find information about managing their condition, and access to
the services they require. Many people spend significant amounts of time trying to
locate information sources or simply give up searching.
• Workforce: There are insufficient numbers of health and social care staff with
specialist training in neurology who are competent to manage the needs of the 8
million people living with a neurological condition. The lack of understanding of the
needs of these people has led to excessive and costly length of stays in hospital or
inappropriate emergency admission.
• Integrated services: The care needs of people living with a long-term neurological
condition span health and social care, but these services are not, on the whole,
integrated. Information is also key to integrated working but record sharing (which
could facilitate integration between social, primary and secondary care) was not
commonplace.
• Transitions: People are regularly ‘falling through the care net’. Most services do not
have documented transitional arrangements for moving between services such as
from younger person’s services to adult services.
• Inequality: Whilst services state that all treatments are available, these are often
part of a postcode lottery for service users, and frequently given too late to have
maximum effect.
• Perverse financial incentives: Financial incentives prevent ongoing support and
monitoring in long-term neurological conditions. For example, neurologists and elderly
care physicians are encouraged to discharge individuals who would really benefit from
regular follow up of their condition to minimise complications arising.
• Maintaining independence: Access to rehabilitation and timely provision of
equipment is a major issue. Rehabilitation can ensure individuals are independent and
remain productive in the workforce, providing better quality of life for them, and reaping
cost benefits in the long term.
• Emergency and out of hours care: Many areas are not providing sufficient out of
hours care 24/7, resulting in unnecessary hospital attendances and admissions. This
is particularly the case with end of life care.
• Commissioning: Neurology service commissioning is vary variable and difficulties
arise because of a lack of understanding of neurological conditions and appropriate
services to meet need, particularly around rapidly progressive conditions such as
motor neurone disease (MND).
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Appendix 7
Intelligent Outcomes: Applying the health and social care reforms to improve
outcomes for people with neurological conditions, August 2012 - Summary of
key findings, recommendations and conclusions

Summary of key findings and recommendations
Key findings
1. Early evidence suggests that policy levers for improving care in the new NHS
landscape are not being mobilised to support improvements to neurological
services. This is despite neurological services being responsible for more than 5%
of overall NHS expenditure, making it the eighth highest programme budgeting
category (from a total of 23) in terms of spending5 . Five of the six key policy
levers, including national outcomes strategies and the Commissioning Outcomes
Framework, are not currently being used to improve services for people with
neurological conditions. There is therefore an important opportunity to raise the
quality of neurological care through use of the relevant policy levers

2. There is significant variation in PCT expenditure on caring for people with
neurological conditions across the country, according to the latest available data.
The highest expenditure was in Central Lancashire PCT, which spent £11.37m per
100,000 population, whilst Haringey Teaching PCT spent £4.31m per 100,000
population6
3. On average, a third of PCT expenditure on neurological conditions falls within
non-elective and emergency care. This is a higher proportion than for mental
health disorders, circulatory problems and cancers, which are the three areas of
highest overall spend in the NHS. This suggests that there is an opportunity to
bring down this high proportion of spending on emergency neurological care
4. There is nearly a seven-fold variation in the proportion of expenditure on nonelective inpatient care and urgent/emergency care on neurological conditions
across the country7. Half of PCTs spend more than a third of their total
expenditure for neurological conditions on non-elective inpatient care and
urgent/emergency care. In some PCTs, including Wandsworth, Sunderland and
Liverpool, more than 50% of the budget for neurological conditions is spent on
non-elective, urgent and emergency care8
5. Less than 1% of the Commissioning for Quality and Innovation (CQUIN)
indicators utilised by trusts in 2010/11 were in the area of neurology. Just 22 of the
4,794 indicators listed for that period were within the neurology category and all of
these related specifically to neurological rehabilitation9
Recommendations
NB: At this early stage in the NHS reform programme, the respective
responsibilities of the Department of Health and the NHS Commissioning Board
are still emerging, with many responsibilities not due to transfer from the
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Department to the Board until 2013. To reflect this, recommendations aimed at the
Department of Health and NHS Commissioning Board are grouped together.
The Department of Health and NHS Commissioning Board should:
1. Work with the neurological community to develop outcome measures that can
be used to drive improvements to services for people with neurological conditions,
using the measures suggested in this report as a starting point. A summary of
these suggested measures can be found in Annex 2

2. Adopt a targeted approach to drive improvements to neurological services,
potentially in the form of a national neurological outcomes strategy and
commissioning support pack setting out how each policy lever should be applied in
practice
3. Ensure that there is dedicated neurology clinical leadership and full
accountability for the quality of neurological services at a national level to drive
much-needed improvements to neurological services
4. Work with a lead public health observatory for neurology to develop key
indicators and quality metrics relating to neurological services that can be included
in the NHS and Adult Social Care Outcomes Frameworks
5. Develop neurology-specific patient reported outcome measures (PROMs) that
can reach beyond current provisions in measuring the quality of life of people with
neurological conditions
6. Ensure that the planned strategic clinical network for neurological conditions
provides the necessary neurological expertise to inform each stage of the
commissioning process on an equitable basis across the country and supports the
delivery of integrated, cost effective care, and that it is sufficiently resourced to do
so
7. Commission the development of a national survey for people with neurological
conditions to gather insights into the care experienced by patients and to be used
as the basis for patient experience measures for inclusion in future iterations of the
NHS and Adult Social Care Outcomes Frameworks
Public Health England should:
8. Appoint a lead public health observatory for neurology to lead the way in
gathering information about the outcomes that matter in neurology
The NHS Information Centre for Health and Social Care should:
9. Disaggregate the outcome measures in the NHS Outcomes Framework
according to geography, demography and disease so that progress in specific
disease areas, such as neurological conditions, can be measured and prioritised
The National Institute for Health and Clinical Excellence (NICE) should:
10. Incorporate a range of quality metrics relating to neurological conditions into
NICE quality standards and the Commissioning Outcomes Framework
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Clinical commissioning groups should:
11. Make use of quality incentives, such as the Commissioning for Quality and
Innovation (CQUIN) scheme and year-of-care tariffs to drive improvements to
neurological services
Health and social care providers should:
12. Utilise quality accountability tools, such as quality accounts, to drive local
improvements to neurological services and to demonstrate the action they are
taking to raise the quality of services
Conclusion
We are hopeful that, by working closely with health and social care professionals,
people with neurological conditions, and their carers and families, the Department
of Health, NHS Commissioning Board and wider NHS will be able to devise a way
forward for neurological services that is truly capable of delivering the quality
improvements that are so urgently needed.
Meeting the needs of the eight million people with a neurological condition in
England will be a crucial test case for the success of the Government’s health and
social care reforms. Neurological services have for too long not been given due
focus and attention. This has resulted in unacceptable variation in outcomes and
unacceptably high costs for the NHS. There are currently worrying signals that this
pattern could be repeated in the new NHS landscape.
Rather than going down the same path, the Government should work with NHS
commissioners and providers, and the wider neurological community, to harness
the opportunity presented by the health and social care reforms to deliver muchneeded improvements to neurological services and to gain greater control over
costs. Ensuring the delivery of high quality neurology services will be vital in
meeting the Government’s vision for an NHS that is focused on improving
outcomes and supporting greater integration of services.

Responding to the shift in the focus of the NHS to improving outcomes, this report
has sought to articulate the outcomes which matter most to people with
neurological conditions and to suggest how these can be translated into quality
indicators for NHS and social care services. Our recommendations are intended to
ensure that NHS resources are directed towards investing in quality and not paying
for the cost of failure, as has happened in the past.
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Appendix 8
The NHS Outcomes Framework 2013/14
The 5 Domains:

Domain 1
Domain 2
Domain 3
Domain 4
Domain 5

Preventing people from dying prematurely;
Enhancing quality of life for people with long-term conditions;
Helping people to recover from episodes of ill health or following
injury;
Ensuring that people have a positive experience of care; and
Treating and caring for people in a safe environment; and protecting
them from avoidable harm.
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Appendix 9
Headway (Somerset) report – Conclusions and Recommendations
Conclusions

1. People with a brain injury have had good and poor experiences of health and
social care services.
2. Communication with, and information provision to, patients and carers are poor.
3. Insufficient consultation time is allotted to a patient with a brain injury.
4. Appointment procedures can be improved
5. Knowledge levels of some non specialist health care professionals should be
increased
6. Continuity of services is lacking
7. Rehabilitation services should be condition or patient specific
8. Support for carers and families should be enhanced
Recommendations
1. Review the methods and styles of communication between health care
professionals and patients and their carers and supporters
2. Give patients and their carers good and timely information about their specific
condition, how it might affect them and their family and where and how they can
access support services
3. Enable non specialist NHS staff who come into contact with neurological
patients and their carers to have a good basic knowledge of the various
conditions and where to access up to date information
4. Explore ways of improving appointment procedures
5. Develop ways of creating more integrated and ‘joined up’ services
6. Make rehabilitation services condition and patient specific
7. Introduce a ‘user friendly’ support service for carers and families
8. Assess performance in Somerset against the National Service Framework for
Long term conditions, with a view to meeting the 11 Quality Requirements.
9. Conduct periodic patient/carer surveys.
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Appendix 10
Responses from people with Alzheimer’s Disease/Dementia
Question 2: How long have you had this condition? (When symptoms
started, or you were given the diagnosis, whichever was the earliest).





under a year: 0%
1 – 5 years: 57.1%
over 5 years: 42.9%

Question 3: From the date of your first visit to your doctor or hospital, how
long did it take for you to be given a definite diagnosis?







under 3 months:
28.6%
3 – 6 months:
28.6%
6 – 12 months:
Nil
Over a year:
28.6%
I have never had a diagnosis: 14.3%

Question 4: Did you feel that your condition was diagnosed within a
reasonable time?




Yes:
No:

57.1%
42.9%

Question 5: Do you consider that you have encountered problems getting a
diagnosis?




Yes:
No:

57.1%
42.9%

Question 6: Have you been referred to a consultant neurologist, or any other
consultant specialising in your condition, at any point?





Yes:
71.4%
No:
28.6%
Don’t know/don’t remember:
Nil

Question 7: Have you received rehabilitation (e.g. Physiotherapy,
Occupational Therapy, Speech and Language Therapy, Psychological
Therapy such as counselling)?





Yes:
No:
Not sure:

37.5%
62.5%
nil

Question 8: If yes (to Question 7), who referred you for rehabilitation?



GP:
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Consultant: 33.3%
Self:
33.3%

Question 9: Did your rehabilitation meet your needs? (e.g. in good time, a
long enough course of rehabilitation; were you able to re-refer as needed?)




Yes:
No:

33.3%
66.7%

Question 10: At diagnosis, were you offered/given information on your
condition?






Yes:
37.5%
No:
50.0%
Yes, but didn’t want any information at the time:
Nil
Don’t know/don’t remember:
12.5%

Question 11: At diagnosis, were you given information about organisations
that could provide you with information, advice or support? (e.g. voluntary
organisations/charities, housing, employment services)






Yes:
37.5%
No:
37.5%
Yes, but didn’t want any information at the time:Nil
Don’t know/don’t remember:
25.0%

Question 12: From where do you get your information? (tick all that apply)









GP:
Consultant:
Specialist Nurse:
Charities or groups (please state which):
Websites:
Other:
I don’t receive any information:

Nil
28.6%
42.9%
28.6%
28.6%
Nil
28.6%

Question 13: What services do you use? (tick all that apply)





Health services (For example: GP or doctor, hospitals, clinics,
physiotherapy): 71.4%
Social care services (For example: social worker, carers’ services, care in
the home, support worker, care assistants): 42.9%
Voluntary Services (For example: support groups, advocates, day services,
services run by charities, charity websites and help lines): 57.1%

Question 14: What do you value/most like about the services you use?

The 188 respondents to this question said that what they valued/liked most were
services provided by:
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Charities:
Consultant:
GP:
Hospital:
Physiotherapist:
Social Services:

50.0%
12.5%
12.5%
12.5%
12.5%
12.5%

Question 15: What do you least like about the services you use?






G.P. Surgery (lack of carers’ champion/specialist nurse): 25.0%
Lack of information for carers (from G.P. and hospital): 25.0%
Day Centre not geared to needs (as younger patient aged 63 years): 25.0%
Had no contact with services: 25.0%

Question 16: What change to services would make the biggest improvement
for you, living with a long-term neurological condition?






Better communication (letters in non-medical professional terms/with carer):
40%
More information at time of diagnosis (about condition): 20%
More ‘joined up’ services (e.g. patient and carer’s appointments/events at
same time and venue, so carer can attend while patient at appointment):
20%
Provision of a supporter who understands patients’ needs: 20%

Question 17: If you have any more comments, please write them here:





Neuro conditions don’t ‘score’ as highly as physical ones: 33.3%
Too long between G.P. referral and consultant appointment: 33.3%
Alzheimer’s society is very good: 33.3%
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