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Summary of Findings
DIAGNOSIS

50
100
100
22
50
100

Half of respondents
(50%) waited less than
three months for their
first appointment to see
a neurologist (from GP
referral).
However 22% waited
more than 6 months.

Half of respondents (50%)
reported that were not
provided with information
about relevant support
groups/patient organisations
at the time of diagnosis

100
57
34
100
52
100
57
100

INFORMATION ON MEDICATIONS
More than half (57%) felt that
their diagnosis had been
communicated appropriately
with over a third (34%) responding
that it had been done somewhat
or very inappropriately.
Half of respondents (52%)
reported that they did not feel
they were provided with
sufficient information about
their condition at the time of
diagnosis and that they would have
wanted to receive this at the time.
57% reported that they were
provided with sufficient time
to ask questions when they were
diagnosed.

Over half of respondents reported
being given advice or information
on medications during their
appointment

56
100

Just over half (56%) reported
that this information helped
them to understand what
the medications were for

OVERALL EXPERIENCE
OF NEUROLOGY
SERVICES

54
100

54% of respondents
reported their overall
experience of neurology
services as excellent or
good

100
60
47
100
100
90
84
100

Two thirds of respondents (60%)
reported that the information
provided helped them to
understand when and how to
take medications

Less than half (47%) agreed that
this information helped them to
understand any side effects and
what to do if they had any concerns

The majority of respondents
(90%) reported that they had
never missed an outpatient
appointment.
The majority (84%) of respondents
reported that they had never been
invited to comment on their
experience of neurology services.

EXPERIENCE AT MOST RECENT APPOINTMENT

29
100
75
100
3

Just under one third (29%)
of respondents waited less
than 30 mins for their
appointment (from the
time on the appointment
letter). Only 13% had to wait
more than two hours
The majority of respondents
(75%) reported that they
were given sufficient
time to discuss their
symptoms/treatment

100
76
73
100
91
100
70
100

The majority (76%) felt that the
reasons for any treatment were
communicated clearly to them
The majority (73%) felt that that
their questions were answered
clearly and they had sufficient
privacy (91%) during the
appointment
Over two thirds (70%) reported
being satisfied or very satisfied
with their appointment overall.

Summary of Recommendations
While the overall experience of neurology patients is
positive, their concerns around provision of information
and communication of diagnosis need to be addressed
Neurology centres should aim to have information on
relevant patient organisations/support groups available
in order that patients can avail of this information if they
so choose.
There is a need to address the concerns of neurology
service users around the communication of their
diagnosis, including the provision of sufficient information
at the time of diagnosis

Pressure on staffing and other resources within
neurology services is clear from the comments of
respondents, with concern at long waiting times
between appointments. Investment in neurology
services is critical in order to address significant deficits
in staffing and other resources nationwide.
More research in this area is required, as part of an
integrated approach across the health services to
implementing the learning from patient experience.
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Over 800,000 people in Ireland
have a neurological illness

Introduction

• Patient Experience Survey of Primary Care Teams
(2016)4

This survey, carried out by the Neurological Alliance
and designed in partnership with the Neurology Clinical
Programme, represents the first structured attempt to
obtain the views of service users on their experience
of outpatient neurology services. The aim was to
establish a baseline on patient experience and identify
potential areas of focus for service improvement. The
Neurological Alliance wishes to acknowledge the
considerable contribution made by all respondents to
what was a lengthy and time consuming survey.

• Patient Experience Survey 2016: Neurological
Alliance UK5

Methodology
The survey was developed by the NAI in collaboration
with the Neurology Programme Manager based on a
review of a number of existing instruments and reports:
• Outpatient’s Questionnaire (NHS surveys 2011)2
• The National Patient Experience Survey 2017 3

• Neurological Health Services Experience Survey
(2011) Scottish Neurological Alliance6
The survey was hosted by NAI on survey monkey from
October to December 2017. Recruitment took place
through patient organisation websites and social media.
Respondents were questioned about their diagnosis,
their experience at their most recent encounter with
a neurology outpatient service as well as their overall
experience of neurology services. It was made clear
in the flyer and introduction to the survey that other
aspects of care (GP, rehabilitation, inpatient hospital
visits) would not be covered by this survey.
The survey only addressed the experiences of patients
attending adult outpatient neurology services, paediatric
neurology services were specifically excluded and once
again this was highlighted to potential respondents.

Profile of Respondents
Two hundred respondents took part in the survey.

Neurological Conditions in Ireland
Over 800,000 people in Ireland have a neurological illness which accounts
for one in five acute medical admissions and one in eight patient attendances
to a general practitioner. Many of these brain, spinal, nerve and muscle
disorders are increasingly treatable but access to diagnosis and treatment in
Ireland presents a challenge.
The Neurological Alliance of Ireland (NAI) is the national umbrella body for
over thirty not for profit organisations working with people with neurological
conditions. It aims to promote the development of services and supports
for people with neurological conditions in Ireland through advocacy, policy
development, awareness and research.
The Neurology Clinical Programme was established in with the overarching
aim that patients should have equitable access to a high quality responsive
service which provides accurate diagnosis and appropriate management for
all neurological conditions. The programme has developed a National Model
of Care for neurology services1 which was published in 2016.
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Age Range

Percentage of
Respondents

When diagnosed

Percentage of
Respondents

Less than 20 years

2%

Less than 1 year ago

9%

20-40 years

28%

1-5 years ago

40%

40-60 years

60%

6-10 years ago

20%

60+ years

10%

More than 10 yrs ago

31%

Figure 1:
Neurological
Conditions of
Respondents
The profile of conditions
represented is shown
below. The finding to date
have not been broken
down by condition and
only overall findings across
conditions are outlined in
this report.

Multiple Sclerosis
Epilepsy
Parkinsons
Migraine
Acquired Brain Injury
MND
Progressive Supranuclear Palsy
Stroke
Muscular Dystrophy
Huntingtons
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RESULTS

Waiting Times for First Appointment to
See a Neurologist

PART 1: DIAGNOSIS

100
50
22
100
50
100
57
100

Half of respondents
(50%) waited less than
three months for their
first appointment to see a
neurologist (from GP referral).
However 22% waited
more than 6 months.
Half of respondents (50%)
reported that were not
provided with information
about relevant support
groups/patient organisations
at the time of diagnosis

with over a third (34%) responding
that it had been done somewhat
or very inappropriately.
Half of respondents (52%)
reported that they did not feel
they were provided with
sufficient information about
their condition at the time of
diagnosis and that they would have
wanted to receive this at the time.

57% reported that they were provided with sufficient time to ask questions
when they were diagnosed.

Figure 2:
Waiting time first
appointment with
neurologist
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100
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More than half (57%) felt that
their diagnosis had been
communicated appropriately

Less than 3 months
3-6 months
6-12 months
More than 12 mths
Don’t Know/Cant remember

Overall %

% Public

% Private

Less than 3 months

50

48

55

3-6 months

16

12

21

6-12 months

12

12

12

More than 12 months

11

15

6

Don’t know/can’t remember

11

13

6

How do you feel about the way you were told you had a
neurological condition?

%

I feel it was done appropriately

57

I feel it was done somewhat inappropriately

18

I feel it was done very inappropriately

16

Don’t know/can’t remember

9

Were you provided with information about relevant support group/
patient organisation at the time of diagnosis

%

Respondent reported they were given this information at the time of diagnosis

27

Respondent reported that they were not given this information but admitted that
they would not want to have received it at that time

13

Respondent reported that they were not given this information but they would
have wanted to receive it at the time

50

Don’t Know/can’t remember

10

Do you feel you were given sufficient information about your
condition at the time of diagnosis

%

Yes

38

No

52

Not sure

6

Don’t know/can’t remember

4

Do you feel you were given sufficient time when you were
diagnosed to ask questions

%

Yes

57

No

32

Don’t know/can’t remember

11
8

RESULTS
PART 2: EXPERIENCE OF MOST
RECENT OUTPATIENT APPOINTMENT
The majority of respondents (76%) had an appointment within the past year.
Only respondents who had been in receipt of services within the past five
years could complete the section of the survey which asked them about their
most recent appointment. (Note that respondents were asked to identify
the neurology centre (hospital) in which their most recent appointment took
place. However, in agreement with the Neurology Programme this data
will only be released to individual centres. The overall sample size means
that the number of responses from individual centres is too small to be
representative).

29
100
75
100

Just under one third (29%)
of respondents waited less
than 30 mins for their
appointment (from the
time on the appointment
letter). Only 13% had to wait
more than two hours
The majority of respondents
(75%) reported that they
were given sufficient
time to discuss their
symptoms/treatment

100
76
73
100
91
100
70
100

The majority (76%) felt that the
reasons for any treatment were
communicated clearly to them
The majority (73%) felt that that
their questions were answered
clearly and they had sufficient
privacy (91%) during the
appointment
Over two thirds (70%) reported
being satisfied or very satisfied
with their appointment overall.

Type of appointment (Most Recent Appointment)

%

First appointment

3

Review

82

Don’t know/can’t remember

1

Other (mainly review, some relapse)

14

Who did they see? (Most Recent Appointment)

%

Neurologist

88

Specialist Nurse

11

Other member of multidisciplinary team

1

Don’t know/can’t remember

0

Were they seen at the time on the appointment letter or what was
the waiting period

%

Less than 30 mins

29

30 mins to 1 hr

20

More than 1 hr

21

More than 2 hrs

13

Seen on time

16

Don’t know/can’t remember

1

Travel time to the appointment

%

Less than 1 hr

48

1-2 hrs

43

2-5 hrs

9

More than 5 hrs

0

Don’t know/can’t remember

0

9
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Overall rating of your experience at your most recent
appointment

%

Very Satisfied

33

Quite Satisfied

37

Not Sure

6

60

Dissatisfied

11

40

Very dissatisfied

13

Follow up appointment scheduled

%

Follow up app scheduled and respondent satisfied at length of time till next
appointment

56

Follow up app scheduled and respondent concerned at length of time till
next appointment

32

No follow up needed

10

Don’t know/can’t remember

2

Figure 3:
Experience at most
recent appointment
Yes

100

No

Not Sure

Don’t Know

80

20
0

Sufficient Time

Clear Communication

Sufficient Privacy

Yes

No

Not Sure

Don’t know/
Can’t remember

Did you feel you were given sufficient
time during the appointment to
discuss your symptoms/treatment?

75

20

5

0

Did you feel that the reasons
for any treatment/action were
communicated clearly to you?

76

18

5

1

Did you feel that answers to any of
your questions were given clearly?

73

20

6

1

Did you feel you were given sufficient
privacy when discussing your
condition/treatment?

92

7

1

0

Experience at Most Recent
Appointment

11

Clear Answers

Were family members present given the opportunity to speak to
the health professional

%

Yes

44

No

14

Not Sure

2

Don’t Know

0

Does not apply (family member not present)

40
12

RESULTS

RESULTS

PART 3: INFORMATION ON
MEDICATIONS

PART 4: OVERALL EXPERIENCE OF
NEUROLOGY SERVICES

50
100
+

56
100

Over half of respondents
reported being given
advice or information on
medications during their
appointment

Just over half (56%) reported
that this information helped
them to understand what
the medications were for

47
100

Less than half (47%) agreed that
this information helped them to
understand any side effects and
what to do if they had any concerns

Information on Medications
Provided During Most
Recent Appointment

Yes

No

Not
Sure

Don’t
Know

Does not apply
(no info on meds
provided at
appointment)

Did the information provided
help you to understand what the
medications were for?

56

12

2

0

30

Did the information provided help
you to understand when and
how to take medications?
Did the information provided
help you to understand any side
effects and what to do if you had
any concerns?

13

60
100

Two thirds of respondents (60%)
reported that the information
provided helped them to
understand when and how to
take medications

60

47

9

21

1

3

0

0

30

29

54
100
84
100

54% of respondents
reported their overall
experience of neurology
services as excellent or
good

90
100

The majority of respondents
(90%) reported that they had
never missed an outpatient
appointment.

The majority (84%) of respondents reported that they had never
been invited to comment on their experience of neurology services.

Have you missed any appointments with the neurology services

%

Yes, a number of times

1

Very rarely

8

Never

90

Don’t Know, can’t remember

1

Reasons given for missing appointments with neurology service

%

Too far to travel

1

Not well enough

4

Appointment scheduled at a time that did not suit them

3

Did not have transport

1

Don’t know/can’t remember

0

Does not apply (had not missed appointment)

91

14

Have you ever been asked to comment on your experience of
neurology services before?

%

Yes

11

No

84

Don’t know/can’t remember

5

Rate your overall experience of neurology services

%

Excellent

25

Good

29

Moderate

20

Poor

14

Very Poor

12

Figure 4:
Overall experience of
Neurology Services

Family Member Survey
A separate survey invited family members
to comment on behalf of a person with
a neurological condition. The number of
respondents who completed this survey
was much smaller (34 in total). The questions
were the same, with the phrasing modified
to allow them to comment in relation to a
family member’s experience. The results
were very similar to those for the person
with the condition outlined in this report,
with a tendency to report a more positive
experience in each of the areas examined and
overall, see comparative table below:

Excellent
Good
Moderate
Poor
Very poor

Reporting of Experience:
Person with a condition
& Family Member
Respondents
Overall experience of neurology
services
Experience at most recent
appointment
Sufficient time to discuss
symptoms/treatment
Clear answers to questions
Reasons for any treatment/
action communicated clearly
15

Person with Condition
Sample

Family member Sample

Excellent

Good

Excellent

Good

25

29

35

29

Very
Satisfied

Quite
Satisfied

Very
Satisfied

Quite
Satisfied

32

37

32

50

Yes

No

Yes

No

75

20

75

21

Yes

No

Yes

No

73

20

85

14

Yes

No

Yes

No

76

18

82

14
16

Discussion & Recommendations
Overall patient experience
Many of the findings provide reassurance about the
experience of patients in outpatient neurology services.
Respondents reported moderate or high levels of
satisfaction with important aspects of their experience,
including receiving sufficient time and clear answers to
their questions, clear explanations for any treatment and
sufficient time to ask questions.

A large proportion of respondents also rated their
experience of their most recent appointment, and their
overall experience of neurology services, as positive.
Comments throughout the survey regularly praise
members of the neurology team for their patient-centred
approach, time and dedication in a high pressure
environment.

“PD nurse is an excellent support and
“Neurologist and specialist nurses
always available for support when
were very friendly and informative.
required”
They made me feel very comfortable
every time I had an appointment”
“Neurologists are very helpful and
supportive”
“I like my doctor and how cautious he
is with his approach to the patients. I
“I have had only one appointment as
feel he really listens”
I have only recently been diagnosed
but the care I received was amazing”
“Nurse specialist accessible by
phone is an excellent service”.
“The nurses are fantastic, there are
just not enough of them”
“Having really contacted specialist
nurse and dealt with consultant
“Very approachable, friendly and
I find them very reassuring and
professional”
supporting”
“I was given all the time I needed for
“The MS nurse is a vital link between
questions or concerns”
patient and hospital”
“The ability to see all the different
“My neurology service is excellent,
specialists on the one day cuts
my questions are encouraged”
down on unnecessary travel and is
excellent”
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Issues of Concern
However, the survey findings do raise some issues of
concern. While over half of respondents reported that
their diagnosis had been communicated appropriately,
one third felt that it had been done somewhat or very
inappropriately. Half of respondents reported that they
did not feel they were given enough information on
their condition on diagnosis, even though they would
have liked to receive this information at the time. Half of
respondents reported they did not receive information
on the relevant patient support organisation at the time of
diagnosis and that they would have liked to have received
this information. It is not possible to verify respondents
reports or to extrapolate from the limited data available
as to how their experience could have been improved.
However it is clear that further investigation is required
to understand and address patients concerns when
communicating what is often a life changing diagnosis.

One practical recommendation is that each neurology
service aim to have information on individual patient
organisations on hand to provide to patients so that
patients can choose to access this information, including
at subsequent follow-up appointments.
Comments from individual respondents highlight that
patients are very conscious of pressures on neurology
services. The responses are replete with concerns
that reflect the increasing demands and burden on
staff and concerns about the length of time between
appointments, waiting for scans etc.
The picture that emerges is of a service that is under
tremendous pressure and while it is struggling to
minimise the impact on patients, it is very clear to those
using the services and a significant cause of concern.

Examples of comments include:

“Shortage of staff is a serious problem, as a patient of 20 years, it has got
much worse”
“I worry that waiting times for appointments, MRI s and other tests are taking
much longer, significantly so. The neurologists are frustrated with this too but
continue to provide fantastic care despite increased pressure”.
“Staff are excellent but they can’t give their all as they are totally understaffed”.
“Specialist nurses helped me so much. I can only imagine what their working
conditions are like as they are massively overstretched”
“Lack of a Parkinson’s nurse in my neurology service is a huge gap”
“My neurologist’s hands are tied when requesting tests, e.g. MRI, waiting lists
are horrific”
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Future Work

A national audit of neurology services published in 2015
by the NAI in conjunction with the Neurology Clinical
Programme highlighted significant gaps in staffing and
resources across neurology centres nationwide.7

Hospital Group

Neurology Centers

Ratio neurologist:
population
Recommended
1:70,000

DUBLIN NORTH EAST
1 center. Pop 800,000

Beaumont

1:181,818

DUBLIN MIDLAND
2 centers. Pop 800,000

• St James Hospital
• Tallaght Hospital

1:114,285

SOUTH/SOUTH WEST
3 centers. Pop 850,000

• Cork University Hospital
• Waterford Regional Hospital
• Mercy University Hospital

1:106,250

WEST/NORTH WEST
2 centers. 700,000

• University Hospital Galway
• Sligo Regional Hospital

1:185,185

MID-WEST
1 center. Pop 400,000

• Mid-Western Regional Hospital
Limerick

1:200,000

EAST
2 centers. Pop 1,000,000

• Mater Misericordiae University Hospital
• St Vincents University Hospital

1:147,050

Meanwhile the number of referrals to neurology services continues to grow in addition to activity which is not
captured through existing information systems such as neurology consultations on behalf of patients in other
departments and specialisms.

Figure 6:
OPD waiting lists
Neurology: Outlined
in a presentation by
the Neurology Clinical
Programme March
2018

Steady increase on numbers of patients referred year on year, with 13,218
patients waiting in Jan 2015 compared to 19,884 waiting for the same
month in 2018, an increase of 6,666 additional patients – a 50% increase
over 4 years. In Jan 2010, there were 9217 patients waiting on neurology
OPD services. This is over a 100% increase on numbers waiting over
8 years. This type of growth is unsustainable within existing resources.

19,884
17,222

13,218

13,648

The ability to generate meaningful recommendations
from this survey is constrained by the significant
limitations of both the sample size and the methodology
including reliance on a self-selected sample and on self
reports which make it impossible to verify the information
being put forward. Individual clinical programmes,
including the neurology clinical programme, would
benefit from a system-wide approach to measuring
patient experience and utilising the findings to drive
service improvement. There are already examples of
this being rolled out in individual areas of the health
service, the first nationwide patient experience survey
of inpatient care was carried out in 2017 and a patient
experience survey of primary care teams was conducted
in 2016. A similar initiative across outpatient services
would be beneficial, even more so if surveys could
eventually be rolled out to capture patient experience
within individual specialities such as neurology.

It is recognised that patients do not experience
outpatient neurology services in isolation, but as part
of an overall framework of service provision which can
include inpatient care, primary care, long term and
palliative care services. The value of the HSE Patient
Narrative Project , which commenced data collection in
2017, is that it aims to systematically collate the stories
(or narratives) of people using Irish health services in
order to drive the development of integrated care across
different areas of service provision.
Patient experience surveys are a potentially important
tool in understanding and improving the experience of
service users but there is a responsibility on all those
involved in the planning, administration and delivery
of health services to ensure that the findings translate
into meaningful improvements in both experience and
outcomes for patients.

List of NAI members
Acquired Brain injury Ireland
Alzheimer Society of Ireland
An Saol
Aphasia Ireland
Ataxia Ireland
Aware
Bloomfield Health Services
Cheshire Ireland
Chronic Pain Ireland
Dystonia Ireland
Enable Ireland
Epilepsy Ireland
Headway
Huntington’s Disease Association of Ireland
Irish Heart Foundation

Irish Hospice Foundation
Irish Motor Neurone Disease Association
Migraine Association of Ireland
Move4Parkinsons
Multiple Sclerosis Society of Ireland
Muscular Dystrophy Ireland
Neurofibromatosis Association of Ireland
North West MS Therapy Centre
Parkinson’s Association of Ireland
Polio Survivors Ireland
PSPA Ireland
Syringomyelia Support group of Ireland
Spinal Injuries Ireland
Spina Bifida Hydrocephalus Ireland
The Rehab Group

Associate Members
Irish Association of Speech and Language Therapists
Myaware

Jan 15

Jan 16

Jan 17

Jan 18

Despite the efforts of staff working in the service, it is clear from respondents’ comments that patients are acutely
conscious of the pressure on neurology services and concerned at the potential impact on them in terms of waiting
times and access to diagnostics etc.

19

References:
1. Model of Care for Neurology Services (2016) National Clinical & Integrated Care Programmes, HSE, RCPI
2. Outpatient Department Survey (2011) NHS Surveys http://www.nhssurveys.org/surveys/588
3. National Patient Experience Survey (2018) HSE, HIQA, Department of Health https://www.patientexperience.ie/
4. P
 atient Experience Survey of Primary Care Teams (2016) Health Services Executive https://www.hse.ie/eng/services/list/2/primarycare/patient-experience-survey/hse-patient-experiencereport-2016.pdf
5. T
 he Invisible Patients: Revealing the State of Neurology Services (2015) Neurological Alliance UK http://www.neural.org.uk/store/assets/files/495/original/Invisible_patients_-_revealing_the_
state_of_neurology_services_final_14_January_2015_.pdf
6. Neurological Health Service Experience Survey (2016) Scottish Neurological Alliance http://www.scottishneurological.org.uk/content/res/NAS_Health_Experience_Survey_Report.pdf
7. S
 ummary Report on National Survey of Neurology Services (2015) Neurological Alliance of Ireland http://www.nai.ie/assets/22/E622B527-41E1-4471-9EFDAE484E1745B2_document/
NAI_Report_on_National_Services_2015_C.pdf

20

Neurological Alliance of Ireland
Coleraine House
Coleraine Street
Dublin 7
CHY 14889
www.nai.ie
01 8724120
Find us on Facebook
Follow us on Twitter @nai_ireland

