NATIONAL INSTITUTE FOR HEALTH AND CARE
EXCELLENCE

Health and social care directorate
Quality standards and indicators

Briefing paper

Quality standard topic: Transient Loss of consciousness (TLoC)
Output: Prioritised quality improvement areas for development.
Date of Quality Standards Advisory Committee meeting: 4 March 2014

Contents

R |11 0T ¥ Tox 1 T o S P
FZ O 1Y =T V1 SRR
3 Summary Of SUQQESHIONS ......uuiiiieieiiiiiee e e e e e e
4 Suggested IMProVEMENT ArEaAS ..........uuvuiiiiieeeeeeeiiiiee e e e e e e e e e e e e e e eeraa
Appendix 1: Additional iNformation ...
Appendix 2: Key priorities for implementation (CGL109).........ccccccvvvviiiiiiiiiiiiiiieieeennn.
APPENAIX 32 GIOSSANY ... e e e e e e e e e

Appendix 4: Suggestions from stakeholder engagement exercise...............cccceee......




1 Introduction

This briefing paper presents a structured overview of potential quality improvement
areas for transient loss of consciousness (TLoC). It provides the Committee with a
basis for discussing and prioritising quality improvement areas for development into
draft quality statements and measures for public consultation.

1.1 Structure

This briefing paper includes a brief description of the topic, a summary of each of the
suggested quality improvement areas and supporting information.

If relevant, recommendations selected from the key development source below are
included to help the Committee in considering potential statements and measures.

1.2 Development source
The key development source referenced in this briefing paper is:

e Transient loss of consciousness in adults and young people. NICE clinical
guideline 109 (2010).

2 Overview

2.1 Focus of quality standard

This quality standard will cover the assessment, diagnosis and specialist referral of
adults and young people (aged 16 and older) who have experienced a blackout (the
medical term for this is 'transient loss of consciousness' or TLoC for short).

2.2 Definition

TLoC may be defined as spontaneous loss of consciousness with complete
recovery. In this context, complete recovery would involve full recovery of
consciousness without any residual neurological deficit. An episode of TLoC is often
described as a 'blackout’ or a ‘collapse’, but some people collapse without TLoC.
NICE clinical guideline 109 does not cover this situation.

The main causes of TLoC are:
(a) syncope - due to dysfunction of the cardiovascular system
(b) epilepsy - due to dysfunction of the nervous system and

(c) psychogenic seizures - due to dysfunction of the psyche.


http://guidance.nice.org.uk/CG109

TLoC is a symptom, not a disease, the causes of which are varied.

2.3 Incidence and prevalence

TLoC is very common: it affects up to half the population in the UK at some point in
their lives®.

Approximately 3—5% of adults who attend the emergency department do so because
of TLoC and accounts for up to 6% of urgent hospital admissions. It is particularly
common in people aged 65 and over; it has been estimated that up to 23% of this
group experience syncope (Transient loss of consciousness due to a reduction in
blood supply to the brain) over a 10-year period and there is a high rate of
recurrence.

Hospital Episode Statistics for England for the year 2012-13 shows that the number
of people admitted as inpatients with a primary diagnosis for syncope and collapse
(code R55) and unspecified epilepsies (code G40) was approximately 90,000 and
41,000 respectively?.

2.4 Management

The diagnosis of the underlying cause of TLoC is often inaccurate, inefficient and
delayed. There is huge variation in the management of TLoC. A substantial
proportion of people initially diagnosed with, and treated for, epilepsy have a
cardiovascular cause for their TLoC. Some people have expensive and inappropriate
tests or inappropriate specialist referral (unnecessary referral or referral to the wrong
specialty); others with potentially dangerous conditions may not receive appropriate
assessment, diagnosis and treatment.

NICE clinical guideline 109 aims to define the appropriate pathways for the initial
assessment, diagnosis and specialist referral of people who have had TLoC, so that
they receive the correct diagnosis quickly, efficiently and cost effectively, leading to a
suitable management plan.

Clinical reasoning forms an important part of the process of ensuring that people
who experience TLoC receive assessment, advice and treatment that is appropriate
for each individual. Determination of the mechanism for TLoC in an individual
requires collection of evidence (from a detailed history, from clinical assessment and
from appropriate investigations), and interpretation of each piece of evidence in
overall clinical context.

Unlike most NICE clinical guidelines, clinical guideline 109 does not address a
condition, but a symptom. It suggests a pathway to follow to determine the cause of

! Fitzpatrick and Cooper 2006, quoted in NICE costing statement for TLOC clinical guideline 109.
2 Health and Social Care Information Centre. Hospital Episode Statistics, Admitted Patient Care,
England - 2012-13



http://guidance.nice.org.uk/CG109/CostingStatement/pdf/English
http://www.hscic.gov.uk/searchcatalogue?productid=13264&q=title%3a%22Hospital+Episode+Statistics%2c+Admitted+patient+care+-+England%22&sort=Relevance&size=10&page=1#top
http://www.hscic.gov.uk/searchcatalogue?productid=13264&q=title%3a%22Hospital+Episode+Statistics%2c+Admitted+patient+care+-+England%22&sort=Relevance&size=10&page=1#top

the person’s TLoC, advice on appropriate management until a diagnosis is made
and to ensure that the correct referral is made.

The algorithms and pathway are provided in appendix 1.

2.5

National Outcome Frameworks

Tables 1-2 show the outcomes, overarching indicators and improvement areas from
the frameworks that the quality standard could contribute to achieving.

Table 1 NHS Outcomes Framework 2014/15

Domain

Overarching indicators and improvement areas

1 Preventing people from
dying prematurely

la Potential Years of Life Lost (PYLL) from causes
considered amenable to healthcare*

2 Enhancing quality of life for
people with long-term
conditions

Overarching indicator

2 Health-related quality of life for people with long-term
conditions**

Improvement areas

Ensuring people feel supported to manage their
condition

2.1 Proportion of people feeling supported to manage their
condition**

2.2 Employment of people with long-term conditions.

Reducing time spent in hospital by people with
long-term conditions

2.3i Unplanned hospitalisation for chronic ambulatory care
sensitive conditions (adults)

3 Helping people to recover
from episodes of ill health or
following injury

Overarching indicator

3a Emergency admissions for acute conditions that should
not usually require hospital admission.

4 Ensuring that people have
a positive experience of care

Overarching indicator

4b Patient experience of hospital care

Improvement areas

Improving people’s experience of outpatient care
4.1 Patient experience of outpatient services

Improving people’s experience of accident and
emergency services

4.3 Patient experience of A & E services

Improving children and young people’s experience of
healthcare

4.8 An indicator is under development

Alignment across the health and social care system
* Indicator shared with Public Health Outcomes Framework (PHOF)
** Indicator complementary with Adult Social Care Outcomes Framework (ASCOF)



https://www.gov.uk/government/publications/nhs-outcomes-framework-2014-to-2015

Table 2 Public health outcomes framework for England, 2013-2016

Domain Objectives and indicators

4 Healthcare public health and | Objective

preventing premature mortality | Reduced numbers of people living with preventable ill
health and people dying prematurely, while reducing the
gap between communities

Indicators
4.3 Mortality rate from causes considered preventable*

4.13 Health-related quality of life for older people
(Placeholder)

Alignment across the health and social care system
* Indicator shared with NHS Outcomes Framework (PHOF)



https://www.gov.uk/government/publications/healthy-lives-healthy-people-improving-outcomes-and-supporting-transparency

3 Summary of suggestions

3.1 Responses

In total 14 stakeholders responded to the 2-week engagement exercise held

between 6 and 20 January 2014, this includes 4 stakeholders who responded but did

not suggest any areas for quality improvement.

Stakeholders were asked to suggest up to 5 areas for quality improvement.
Specialist committee members were also invited to provide suggestions. The

responses have been merged and summarised in table 3 for further consideration by

the Committee.

Full details on the suggestions provided are given in appendix 4 for information.

Table 3 Summary of suggested quality improvement areas

Suggested area for improvement

Stakeholders

Initial assessment of TLoC including urgent referral for

cardiac assessment

AA, STARS,
e Gathering information about the event and initial RC, BN,
decision-making SCM
e Risk assessment and access to a 12-lead
electrocardiogram (ECG) to rule out obvious cardiac
disease or an underlying cardiac arrthymias
e Red flags: people requiring urgent assessment and
treatment
Specialist cardiovascular assessment and diagnosis
e Syncope during exercise RC, BCS,
e Ambulatory electrocardiogram (ECG) AA, STARS, MLtd,
o Tilt test BCS, SCM
e Implantable loop/event recorders
Information for people with TLoC BN
e Driving advice
Additional areas
e Triage AA, STARS
e Ambulance involvement and referral pathways EMAS NHS Trust,
MLtd, RC, SCM

Electroencephalogram (EEG)

Use of nurse led implant services
Ambulance crew training

Identification of cause of TLoC in young people

AA, Arrhythmia Alliance
BN, Association of British Neurologists
BCS, British Cardiovascular Society




Suggested area for improvement

Stakeholders

EMAS NHS Trust, East Midlands Ambulance Service NHS Trust
MLtd, Medtronic Limited

RC, Resuscitation Council (UK)

STARS, Syncope Trust and Reflex anoxic Seizures
SCM, Specialist Committee Member




4 Suggested improvement areas

4.1 Initial assessment

41.1 Summary of suggestions

Initial assessment of TLoC including urgent referral for cardiac assessment

Stakeholders highlighted that there is often inaccurate, inefficient and delayed
diagnosis of the underlying cause of TLoC which leads to inappropriate referrals and
tests.

Stakeholders highlighted the need for correct initial assessment of people who have
had a suspected TLoC to diagnose the underlying cause early and provide the
appropriate treatment and care pathway.

Areas of importance highlighted by stakeholders within the initial assessment
include:

1. Gathering information about the event and initial decision-making

2. Risk assessment and access to a 12-lead electrocardiogram (ECG) to rule out
obvious cardiac disease or an underlying cardiac arrthymias

3. Urgent referral for specialist cardiovascular assessment if indicated from red
flag findings

It was noted that all people who experience a TLoC should receive a 12-lead ECG if
after initial assessment there is uncertainty as to the cause of their TLoC. This
applies to emergency services, primary care and secondary care.

Stakeholders highlighted that patients with TLoC who have an ECG abnormality (red
flag) on initial assessment should be referred to cardiology within 24 hours. While
most patients who blackout have uncomplicated vasovagal syncope (please see
definition in glossary-appendix 3) there is a small number in whom the blackout is an
indication of potentially life threatening cardiac disease. An abnormal ECG can
identify such patients, and they warrant urgent cardiac assessment. One stakeholder
also highlighted that history of bleeding as a red flag at initial assessment.

One stakeholder further highlighted the importance of the role of clear cardiac
markers in the initial assessment as they can both reduce unnecessary admissions
and reduce those being sent home with cardiac problems. It was reported that these
markers are beneficial in admitted patients, but are currently unclear in the initial
stages of TLoC assessment.



4.1.2 Selected recommendations from development source

Table 4 below highlights recommendations that have been provisionally selected
from the development source that may support potential statement development.
These are presented in full to inform the Committee’s discussion.

Table 4 Specific areas for quality improvement

Suggested quality improvement area | Selected source guidance
recommendations

Initial assessment of TLoC including Gathering information about the event
urgent referral for cardiac assessment | and initial decision-making

NICE CG109 Recommendation 1.1.1.2
(KPI)

Obtaining patient history, physical
examination and tests

NICE CG109 Recommendations 1.1.2.1,
1.1.22(KPI),1.1.2.3and 1.1.2.4

Red flags: people requiring urgent
assessment and treatment

NICE CG109 Recommendation 1.1.4.2
(KPI)

Gathering information about the event and initial decision-making

NICE CG109 Recommendation 1.1.1.2 (Key Priority for Implementation)

Ask the person who has had the suspected TLoC, and any witnesses, to describe
what happened before, during and after the event. Try to contact by telephone
witnesses who are not present. Record details about:

circumstances of the event

- person's posture immediately before loss of consciousness
- prodromal symptoms (such as sweating or feeling warm/hot)

- appearance (for example, whether eyes were open or shut) and colour of the
person during the event

- presence or absence of movement during the event (for example, limb-jerking
and its duration)

- any tongue-biting (record whether the side or the tip of the tongue was bitten)

- injury occurring during the event (record site and severity)



- duration of the event (onset to regaining consciousness)
- presence or absence of confusion during the recovery period

- weakness down one side during the recovery period.

Obtaining patient history, physical examination and tests

NICE CG109 Recommendation 1.1.2.1

Assess and record:
e details of any previous TLoC, including number and frequency

e the person's medical history and any family history of cardiac disease (for
example, personal history of heart disease and family history of sudden
cardiac death)

e current medication that may have contributed to TLoC (for example, diuretics)

e vital signs (for example, pulse rate, respiratory rate and temperature) — repeat
if clinically indicated

e lying and standing blood pressure if clinically appropriate

e other cardiovascular and neurological signs.

NICE CG109 Recommendation 1.1.2.2 (Key Priority for Implementation)

Record a 12-lead electrocardiogram (ECG) using automated interpretation.

Treat as a red flag (see recommendation 1.1.4.2) if any of the following abnormalities
are reported on the ECG printout:

e conduction abnormality (for example, complete right or left bundle branch block
or any degree of heart block)

e evidence of a long or short QT interval, or

e any ST segment or T wave abnormalities.

NICE CG109 Recommendation 1.1.2.3

10



If a 12-lead ECG with automated interpretation is not available, take a manual 12-
lead ECG reading and have this reviewed by a healthcare professional trained and
competent in identifying the following abnormalities.

Inappropriate persistent bradycardia.
Any ventricular arrhythmia (including ventricular ectopic beats).

Long QT (corrected QT > 450 ms) and short QT (corrected QT < 350 ms)
intervals.

Brugada syndrome.

Ventricular pre-excitation (part of Wolff-Parkinson-White syndrome).
Left or right ventricular hypertrophy.

Abnormal T wave inversion.

Pathological Q waves.

Atrial arrhythmia (sustained).

Paced rhythm.

NICE CG109 Recommendation 1.1.2.4

If during the initial assessment, there is suspicion of an underlying problem causing
TLoC, or additional to TLoC, carry out relevant examinations and investigations (for
example, check blood glucose levels if diabetic hypoglycaemia is suspected, or
haemoglobin levels if anaemia or bleeding is suspected; see also recommendation
1.2.2.1 for information about the use of electroencephalogram [EEG]).

Red flags: people requiring urgent assessment and treatment

NICE CG109 Recommendation 1.1.4.2 (Key Priority for Implementation)

Refer within 24 hours for specialist cardiovascular assessment by the most
appropriate local service, anyone with TLoC who also has any of the following.

e An ECG abnormality (see recommendations 1.1.2.2 and 1.1.2.3).
e Heart failure (history or physical signs).

e TLoC during exertion.

11



e Family history of sudden cardiac death in people aged younger than 40 years
and/or an inherited cardiac condition.

e New or unexplained breathlessness.

e A heart murmur.

Consider referring within 24 hours for cardiovascular assessment, as above, anyone
aged older than 65 years who has experienced TLoC without prodromal symptoms.

4.1.3 Current UK practice

NICE costing analysis of clinical guideline 109 predicted increased use of 12-lead
electrocardiogram (ECG) using automated interpretation and referrals for
assessment within 24 hours as a result of implementation of the clinical guideline.
Conversely, it was estimated that improvements in initial assessment have the
potential for fewer inappropriate admissions and tests, and lower risk of
misdiagnosis.

However, no data were identified to estimate current practice in the initial
assessment of TLoC for this briefing report.

12



4.2 Specialist cardiovascular assessment and diagnosis

4.2.1 Summary of suggestions

Syncope during exercise

A stakeholder highlighted that TLoC may be the first indication of inherited cardiac
pathology predisposing to sudden and premature cardiac death. It was reported that
there are a number of features which identify those at high risk and failure to
recognise or ignoring these features will put people at risk of sudden, preventable
death. The most common cause of non-traumatic death in sport was reported to be
cardiac with increased incidence reported.

Ambulatory electrocardiogram (ECG)

Stakeholders highlighted the need for improvements in first-line specialist
investigation for suspected cardiac arrthymias and unexplained syncope (please see
definition in glossary-appendix 3) ambulatory ECG rather than a tilt table test, as per
the NICE guidance.

When investigating syncope, it was reported that physicians still perform short
periods of ambulatory monitoring with low likelihood that this will provide the
information needed to establish a correct diagnosis. This often gives false
reassurance. The key element in establishing the correct diagnosis is recording the
habitual spontaneous episodes. This may require prolonged monitoring. It was
further highlighted that the type of ambulatory ECG should be chosen depending on
the basis of the person’s history in particular the frequency of TLoC episodes.

Tilt test

A stakeholder suggested not to carry out a tilt test for vasovagal syncope; and for
anyone with unexplained syncope to always perform an ambulatory ECG before
arranging a tilt test. The key element is recording a spontaneous TLoC episode and
it was reported that tilt table testing may precipitate a syncopal episode in a
susceptible individual, without this necessarily being the cause of their usual
episodes.

Implantable loop/event recorders

A stakeholder commented that if physicians are to be able to reliably correlate ECG
with symptoms, different periods of ambulatory monitoring are crucial in line with
frequency of symptoms. In particular, the use of implantable loop recorders was
recommended for investigation of infrequent syncope (less than 1 every 2 weeks).

13



Stakeholders highlighted improvements in access to implantable event recorders for
patients with unexplained syncope. They supported these recorders for giving

information in blackout cases where no other investigation can, because they are
capable of monitoring the heart rhythm for up to 3 years. It was suggested that

offering these recorders could also improve the cost effectiveness of TLoC services.

A stakeholder also commented that by including these recorders within the Quality

Standard would positively provide a metric against which CCGs and Provider Trusts

could be measured. This would give an incentive to drive adoption of the guidance

which could then improve the quality of diagnosis for patients with TLoC and

unexplained syncope.

These recorders were also reported as valuable where multi-disciplinary assessment

cannot easily distinguish between very different health conditions such as urine

incontinence, jerking and twitching of limbs and slow recovery after an abrupt

collapse without warning.

4.2.2 Selected recommendations from development source

Table 5 below highlights recommendations that have been provisionally selected
from the development source that may support potential statement development.

These are presented in full to help inform the Committee’s discussion.

Table 5 Specific areas for quality improvement

Suggested quality improvement area

Selected source guidance
recommendations

Syncope during exercise

Diagnostic tests for different types of
syncope

NICE CG109 Recommendations 1.3.2.1,
1.3.2.2and 1.3.2.3

Ambulatory electrocardiogram (ECG)

Diagnostic tests for different types of
syncope

NICE CG109 Recommendations 1.3.2.4
(KPI) and 1.3.2.9 (KPI)

Tilt test

Diagnostic tests for different types of
syncope

NICE CG109 Recommendations 1.3.2.5
(KPI) and 1.3.2.6

**Tilt tests are not recommended as a first-
line investigation.

Implantable event/loop recorders

Diagnostic tests for different types of
syncope

NICE CG109 Recommendations 1.3.2.4
(KPI) and 1.3.2.10

14



Syncope during exercise

NICE CG109 Recommendation 1.3.2.1

Use the person's history to distinguish people whose exercise-induced syncope
occurred during exercise (when a cardiac arrhythmic cause is probable) from those
whose syncope occurred shortly after stopping exercise (when a vasovagal cause
is more likely).

NICE CG109 Recommendation 1.3.2.2

For people who have experienced syncope during exercise, offer urgent (within 7
days) exercise testing, unless there is a possible contraindication (such as
suspected aortic stenosis or hypertrophic cardiomyopathy requiring initial
assessment by imaging). Advise the person to refrain from exercise until informed
otherwise following further assessment.

NICE CG109 Recommendation 1.3.2.3

If the mechanism for exercise-induced syncope is identified by exercise testing, carry
out further investigation or treatment as appropriate in each individual clinical
context. Otherwise, carry out further investigations assuming a suspected cardiac
arrhythmic cause.

Ambulatory electrocardiogram (ECG)

NICE CG109 Recommendation 1.3.2.4 (Key Priority for Implementation)

For people with a suspected cardiac arrhythmic cause of syncope, offer an
ambulatory ECG and do not offer a tilt test as a first-line investigation. The type of
ambulatory ECG offered should be chosen on the basis of the person's history (and,
in particular, frequency) of TLoC. For people who have:

e TLoC at least several times a week, offer Holter monitoring (up to 48 hours if
necessary). If no further TLoC occurs during the monitoring period, offer an
external event recorder that provides continuous recording with the facility for the
patient to indicate when a symptomatic event has occurred.

e TLoC every 1-2 weeks, offer an external event recorder. If the person
experiences further TLoC outside the period of external event recording, offer an
implantable event recorder.

NICE CG109 Recommendation 1.3.2.9 (Key Priority for Implementation)

For all people with unexplained syncope (including after negative carotid sinus
massage test in those for whom this is appropriate), offer ambulatory ECG (see
recommendation 1.3.2.4). Do not offer a tilt test before the ambulatory ECG.

15



Tilt Test

NICE CG109 Recommendation 1.3.2.5 (Key Priority for Implementation)

Do not offer a tilt test to people who have a diagnosis of vasovagal syncope on initial
assessment.

NICE CG109 Recommendation 1.3.2.6

For people with suspected vasovagal syncope with recurrent episodes of TLoC
adversely affecting their quality of life, or representing a high risk of injury, consider a
tilt test only to assess whether the syncope is accompanied by a severe
cardioinhibitory response (usually asystole).

Implantable loop/event recorders

NICE CG109 Recommendation 1.3.2.4 (Key Priority for Implementation)

For people with a suspected cardiac arrhythmic cause of syncope, offer an
ambulatory ECG and do not offer a tilt test as a first-line investigation. The type of
ambulatory ECG offered should be chosen on the basis of the person's history (and,
in particular, frequency) of TLoC. For people who have:

e TLoC at least several times a week, offer Holter monitoring (up to 48 hours if
necessary). If no further TLoC occurs during the monitoring period, offer an
external event recorder that provides continuous recording with the facility for the
patient to indicate when a symptomatic event has occurred.

e TLoC every 1-2 weeks, offer an external event recorder. If the person
experiences further TLoC outside the period of external event recording, offer an
implantable event recorder.

NICE CG109 Recommendation 1.3.2.10

When offering a person an implantable event recorder, provide one that has both
patient-activated and automatic detection modes. Instruct the person and their family
and/or carer how to operate the device. Advise the person that they should have
prompt® follow-up (data interrogation of the device) after they have any further TLoC.

4.2.3 Current UK practice

On the basis of stakeholder knowledge opinion, ambulatory ECG monitoring
continues to be used inappropriately. No UK data are reported.

®The timing of the follow-up is dependent on the storage on the device and the condition of the
person.

16



According to expert opinion, there has been a significant increase in the use of
implantable recorder devices since the publication of NICE clinical guidance 109 in
2010. No published data on current practice are available. However, a stakeholder
reported analysis of hospital episodes statistics (HES) for England which highlighted
wide variation in implant rates between Clinical Commissioning Groups.

17



4.3 Information for people with TLoC
4.3.1 Summary of suggestions
Driving advice

One stakeholder highlighted the need to improve the quality of driving advice given
to people with TLoC at presentation as current advice was reported to be variable
and often incorrect. This has important legal and road safety implications.

4.3.2 Selected recommendations from development source

Table 6 below highlights recommendations that have been provisionally selected
from the development source that may support potential statement development.
These are presented in full to help inform the Committee’s discussion.

Table 6 Specific areas for quality improvement

Suggested quality improvement area | Selected source guidance
recommendations

Driving advice Information for people with TLoC
NICE CG109 Recommendations 1.5.2.1
and 1.5.2.2

Driving advice

NICE CG109 Recommendation 1.5.2.1

Give advice about eligibility to drive when a person first presents with TLoC*

NICE CG109 Recommendation 1.5.2.2

Advise all people who have experienced TLoC that they must not drive while waiting
for a specialist assessment. Following specialist assessment, the healthcare
professional should advise the person of their obligations regarding reporting the
TLoC event to the Driver and Vehicle Licensing Agency (DVLA)®

4.3.3 Current UK practice

No published studies on current practice were highlighted for this suggested area for
quality improvement; this area is based on stakeholder’s knowledge and experience.

* Please refer to the DVLA for further information.

18


https://www.gov.uk/government/organisations/driver-and-vehicle-licensing-agency

The Driver and Vehicle Licensing Agency (DVLA) in the United Kingdom provides
guidance on fitness to drive for patients with a number of medical ilinesses, including
epilepsy and psychogenic non-epileptic seizures (PNES).

The Association of British Neurologists surveyed its members on the driving advice
they offer patients with PNES, and their awareness of current DVLA guidelines. Of
54 completed responses® 19 were epilepsy specialists. 11/54 respondents were
unaware of any DVLA guidance regarding PNES. Of 43/54 aware of DVLA guidance,
only 7% felt that it was sufficient. 40% of respondents did not recommend any driving
restriction. It was concluded that there is a need to seek consensus on driving advice
amongst clinicians and provide sufficient evidence-based guidance regarding driving
for both patients with PNES and their clinicians. This is a very small study and
therefore the results may be unrepresentative and should be considered with
caution.

Driving requlations and psychogenic non-epileptic seizures: Perspectives from the United Kingdom,
Seizure Journal, Volume 20, Issue 2, March 2011; 177-180

19


http://www.sciencedirect.com/science/article/pii/S1059131110002815

4.4 Additional areas
44.1 Summary of suggestions

The improvement areas below were suggested as part of the stakeholder
engagement exercise however these felt either to be outside the remit of the quality
standard referral and the development source (NICE guidance) or require further
discussion by the Committee to establish potential for statement development.

There will be an opportunity for the QSAC to discuss these areas at the end of the
session on 4 March 2014.

e Triage

A stakeholder reported the need for a triage step for TLoC patients between first
responders and specialist care, when patient history is recorded, an ECG is used to
rule out obvious cardiac disease and a risk assessment is done. It was highlighted
using TLoC triage would help reduce unnecessary hospital admissions,
inappropriate referrals to neurology and prolonged length of hospital stay.

It was also reported by a stakeholder that TLoC patients are frequently misdirected
to incorrect services so therefore neurological, cardiovascular and psychological
causes of TLoC need to be considered together in triage clinics.

**Please note the NICE guideline does not specifically name rapid access
blackout/TLoC clinics. Where appropriate the guideline recommends referral
for a specialist cardiovascular assessment (by the most appropriate local
service) or referral to a specialist in epilepsy.

e Ambulance involvement and referral pathways

A stakeholder highlighted that the ambulance service is often the first on the scene
to patients with TLoC, however they are not best served by the single access point of
the Emergency Department. Non-emergencies may be more appropriately referred
to specialised cardiologists thereby bypassing the emergency department. It was
suggested that this could both benefit the rapid intervention in patient assessment
and treatment and reduce Emergency Department pressure. Anonymised ECG
recordings by the ambulance crews could be sent to an independent cardiologist
specialist for a second opinion and screening. If a concern is highlighted, the patient
could be recalled for further screening or assessment.
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e Electroencephalogram (EEG)

A stakeholder commented that an EEG should not be routinely used in the
investigation of TLoC as they have low sensitivity and poor specificity. It was
reported that undue reliance is placed on obtaining an EEG by non-specialists and
patients after a blackout and the misuse of EEG is well recognised as a major cause
of epilepsy misdiagnosis.

e Use of nurse led implant services

A stakeholder highlighted that quality of access is increased where services for
implantable loop recorders for patients with unexplained syncope are led by nurse
implanters or cardiac physiologists.

e Ambulance crew training

A stakeholder raised that ambulance crews should have a mandatory training
package to identify various TLoC criteria with referral flow charts utilising appropriate
hospital services.

e I|dentification of cause of TLoC in young people

A stakeholder raised that young people involved in sporting activities were
highlighted to be at particular risk with outcome from cardiac arrest in this group
reported to be poor. Recognition of this and the initiation of an appropriate response
was highlighted as important for the management of people with TLoC.

It was suggested that any healthcare organisation responsible for managing young
adults with TLoC should have appropriate policies and procedures to ensure correct
management of these patients to reduce the risk of premature death.
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Appendix 1: TLoC care pathway (NICE full clinical guideline)

Box A
Ask the person who has had the suspected TLoC, and any witnesses, I
to describe what happened before, during and after the event. Try to Use clinical judgement to determine appropriate management and the urgency of treatment if there is:
contact by telephone witnesses who are not present. Record details - a condition that requires immediate action
aboulf “ - the person has sustained an injury as a result of TLoC or
*  circumstances of the event ) - they have not made a full recovery of consciousness
- person’s posturs immediately before loss of consciousness L
- prodromal symptoms (such as sweating or feeling warm/hot} Take patient and witness a LNt of the susp d TLoG [box Al
- appearance (for example, whether eyes were open or shut) and colour

Include paramedic records im your information gathering

of the person during the event
presence or absence of movement during the event (for example, limb-
jerking and its duration)

[

Manage according to

- amy tongue-biting (record whether the side or the tip of the tongue was NO non-TLoC presentation

bitten)
- injury occurring during the ewvent (record site and sewverity)
#  duration of the event {onset to regaining consciousness) YES/UNCLEAR
- presence or absence c_vfmnﬁ.!slnn during the nEELIE pericd ASSESS AND RECORD:
: e ke i AN e e TR - details of any previous TLoC (including number and freguency)

Box B - the person's medical history and any family history of cardiac disease (for example, personal history of heart disease and

If an automated interpretation is not available, the unreported 12-lead ECG family history of sudden cardiac death)
should be reviewed by a healthcare professional trained and competent in [ current medication that may have contributed to TLoC [e.g. diuretics])
dentifying the following abnonmalities & wital signs (for example, pulse rate, respiratory rate and temperature) - repeat if clinically indicated
- Inappropriste persistent bradycardia_ = Iying and standing blood pressure if clinically appropriate
- Ay wentricular arrhythmia (including wentricular ectopic beats). = other cardiovascular and neurological signs
- Long QT (corrected QT > 450 ms) and short QT (corrected QT= 350

o L= = 12 LEAD ECG:
< Brugada syndrome. i i Record a 12-lead ECG using automated interpretation_12-lead ECG — Treat as a red flag if any of the following abnormalities are
- Wentricular pre-excitation (part of Wolff-Parkinson-White syndrome]. reported on the ECG printout:
= Left or right ventricular hypertrophy. = conduction abnormality (e.g. complete right or left bundle branch block or any degree of heart block)
- Abnor'rn.:.l T wane inversion. - a long or short @T interval, or
- Fathological @ waves. = any 5T segment or T wave abnormalities
- Agrial arrhythmia (sustained). If automated ECG unavailable take manual 12 lead ECG (box b)
- Paced rhythm.

ADDITIONAL TESTS:
Box C - If there is suspicion of an underying problem causing TLoC, or additional to TLoC, carmy out relevant examinations amd

= ECG abnormality (as specified in Box B) investigations (for example, check blood glucose levels if diabetic hypoglycaemia is suspected, or haesmoglobin levels if
= Heart failure [history or physical signs) anaemia or bleeding is suspected).
- TLoC during exertion - do not tinely use electroencephalogram (EEG) in the investigation of TLoC (see pg. 2 Suspected Epilepsy box)
- Family history of sudden cardiac death under 40 years andlor inherited

cardiac condition ol If there is a condition that requires
- Mew or unexplained breathlessness immediate action, use clinical judgement
- Heart murmur an a diagnosi to determine appropriate management
Consider referring within 24 hours for cardiovascular assessment , as abowve, of uncomplicated faint o and the urgency of treatment

anyone aged clder than B85 years who has experienced TLoC without

situational syncope be — —vES
prodromal symptoms. T
e |
Refer for specialist cardiovascular assessment
Box D S

Make a diagnosis of, uncomplicated faint when: — —— S |_n . h-:_nurs ~ See p'_g 2 X
& There are no features that suggest an altemative diagnosis ___.___AND If the presentation is not to the GP, the . Provide patient information and advice 2
=  there EI'EFB:JNI'ES SUIQQESﬁVe;f l;l_'lmﬂ‘ﬂiffaﬁ_\lid faint m:i:ich healthcare professional should: \“- (If the person presents to the ambulance service,

h:: hrz;rf'r:r: Egmadsh:lp::-n% :';;"' =Es m."*mh === ﬂ"f | take to the Emergency Department; transfer all

Prowoking factors (such as pain or a medical procedure). record to their GP records with the person)

Prodromal symptoms (such as sweating or fesling \

inform the GP about the diagnosis
directly if possible;

N o : - if an F_CGhassndl’:-eenrenﬂrded,ﬂle Any cause fo
Make a diagnosis of situational syncope when:

e clinical or social
[+ there are no features from the initial assessment that suggest an alternative GP should arrange an ECG (and its - = -
diagnosis_._........AND interpretation as described in Concern:

& syncope is clearly and consistently prowoked by straining during micturition recommendation Box B ) within 3.
{usually while standing) or by coughing or swallowing. ‘da

/ot before TLoC).
warm ore ) TSEND FOR FURTHER ASSESSMENT See pg 2

vez | (If the person presents to the ambulance service, 2
take to the Emergency Department; transfer all
records with the person )




Suspected orthostatic hypotension on the basis of the initial
assessment when:

= there are no features suggesting an altemative diagnosis, and

= the history is typical

Further Assessment and Referral

Refer all people with TLoC (apart from the exceptions below)
for a specialist cardiovascular assessment by the most
appropriate local service. Exceptions are:

people with a firm diagnosis after the initial assessment of:

Measure lying and standing blood pressure (with
repeated measurements whilst standing for 3 minutes)

rthostatic hypotension is
confirmed?

orthostatic hypotension is confirmed, consider

ikely causes, including drug therapy, and
anage appropriately (for example, see ‘Falls:

b 4

= uncomplicated faint

=  sgituational syncope

= orthostatic hypotension

and people whose presentation is strongly suggestive of
epileptic seizures.

Advise people waiting for specialist cardiovascular assessment.

=  What they should do if they have another event.

= [If appropriate, how they should modify their activity (for
example, by avoiding physical exertion)

=  They should not drive prior to seeing cardiovascular
assessment

Suspected epilepsy - Refer people who present with

one or more of the following features (that is, features that

are strongly suggestive of epileptic seizures) for an

assessment by a specialist in epilepsy; the person should

be seen by the specialist within 2 weeks (see The

epilepsies: the diagnosis and management of the

epilepsies in adults and children in primary and secondary

care [MICE clinical guideline 20]).

= A bithen fongue.

= Head-fuming to one side during TLoC.

. Mo memory of abnormal behaviour that was witnessed before,
during er after TLoC by somecne else.

= Unusual posturing

=  Prolonged limb jerking (note that brief seizure-like actwity can
often occur during uncomplicated faints)

= Confusion following the event

= Prodromal deja vu or jamais vu (see ghossary)

Consider that the episode may not be related to epilepsy if any of the

followi

= ;Eudruualmuhﬂunumermsimshmbeen
abolished by sitting or lying down.

= Sweafing.

= Prolonged standing that appeared to precipitate TLoC

. Pallor during the episcde

EEG should not be used routinely in the invesfigation
of TLoC [see CG20]

Offer advice to people waiting for a specialist
neurological assessment for their TLoC [see CG20]

e assessment and prevention of falls in older
people’ [MICE clinical guideline 21]).

Specialist cardiovascular assessment

HISTORY AND EXAMINATION

Carry out a specialist cardiovascular assessment as follows.

- Reassess the person's:
- detailed history of TLoC including any previous evenis
- medical history and any family history of cardiac disease or inherited cardiac condition
- drug therapy at the time of TLoC and any subsequent changes.

- Conduct a clinical examination, including full cardiovascular examination and, if clinically appropriate,

measurement of lying and standing blood pressure.
- Repeat 12-lead ECG and examine previous ECG documentation.

]

Oin the basis of this assessment, assign the persan to one of the following causes of suspected syncope:
suspected siructural heart disease
suspected cardiac arhythmia
suspected neurally mediated, or
unexplained.

Offer further testing see page 3 or other tests as clinically appropriate.
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disease cause?

uspected structural hea

Investigate appropriately {e.g. cardia

Also consider investigating for cardiac
arrhythmic cause or orthostatic hypotension

C imaging).

For peaple with
‘exercise- induced syncope,
did syncope occur
during exercise?

Offer ambulatory ECG

The type of ambulatory ECG
offered should be appropriate to
the person's history of TLoC, in
particular frequency of TLoC.
[box 1]

DO NOT OFFER TILT TEST AS
FIRST LINE INVESTIGATION

Suspected neurally
mediated syncope

k

DO NOT OFFER TILT TEST

if this diagnosis is established from initial

assessment

If syncope occurred
shortly after stopping
exercise avasovagal
cause is more likely

investigationfireatment
as clinically appropriate

Carry out further

Offer urgent (within 7 days) exercise
testing, unless there is a possible
contra-indication (such as suspected
aortic stenosis or hypertrophic
cardiomyopathy requiring initial
assessment by imaging). Advise the
patient to refrain from exercise undil
advised otherwise following further
assessment.

Syncope
mechanism
jdentified 2

Suspected
arrhythmia

ecurent TLo
impacting adversely on
quality of life OR
presenting high
risk of injury?

Consider tilt test only to
assess whether vasovagal

syncope is accompanied by
severe cardioinhibitory
response (usually asystole).

Offer carotid
sinus massage
in a confrolled
environment®.

* with ECG
reconding and
resuscitation

equipment
available

Syncope

or hypotension
reproduced 7

due to bradycardia an

Unexplained cause

—no—p)

YES

Confirm carotid

sinus syncope

k.

Offer ambulatory ECG

The type of ambulatory ECG
offered should be appropriate to
the person's history of TLoC, in
particular frequency of TLoC.
[baox 1]

DO NOT OFFER TILT TEST
BEFORE AMBULATORY ECG

[GORT

For people who have:

- TLoC at least several times a week, offer Holter monibaring (up ta 48 howrs if necessary). if no further TLoC oecurs during the
manitoring penod, affer an external event recorder that provides continuous recording with the facility for the patient to indicate when a
symipiomatic event has acoumed.

TLoC every 1-2 weeks, offer an external event recorder”. If the parson experiences further TLoC outside the period of external event
recording, offer an implantable event recordear.

TLoC infreguently, (less than once every 2 weeks): offer an implantable event recorder. A Holter monitor should not usualy be offered
unless there is evidence of 3 conduction abnomality on the 12-ead ECG.

*Excludes ewent recorders that do not perform continuous ECG manitoring (and thersfore are not eapable of documenting cardiac rhythm at

the mament of TLoC).

When offering a person an implantable event recorder, provide one that has both patient-activated and autematic detection modes. Instruct
the person and their family andior carer how to operate the device. Advise the person that they sheuld have prompt™ follow-up (data
interrogation of the device) after they hawve any further TLoC.

""The timing of the follow-up is dependent on the storape on the devics and the condition of the person.

If the cause remains uncertain or the person has not responded to treatment

Consider PNES or Psychogenic pseudo-syncope if a person has persistent TLoC and i, for

example,
- the nature of the event changes over time

- there are multiple unexplained physical symptoms

- there are unusually prolonged events
Refer for neurclogical assessment

Advise people who have experienced TLoC to fry to record mﬂmrewenls{fwexa:wle.aﬁd&u

recording or a detailed witness account of the event) parti

a history is difficult

icul if the diagnosis is unclear or taking

If, after, further assessment the cause of TLoC remains uncartain or the person has not responded
to treatment, consider other causes of TLoC. including the possibility that more than one pathology

may co-exist, for example lctal amythmias
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Appendix 2: Key priorities for implementation (CG109)

Recommendations that are key priorities for implementation in the source guideline
and that have been referred to in the main body of this report are highlighted in grey.

Initial assessment

Ask the person who has had the suspected TLoC, and any witnesses, to describe
what happened before, during and after the event. Try to contact by telephone
witnesses who are not present. Record details about:

- circumstances of the event
- person's posture immediately before loss of consciousness
- prodromal symptoms (such as sweating or feeling warm/hot)

- appearance (for example, whether eyes were open or shut) and colour of the
person during the event

- presence or absence of movement during the event (for example, limb-jerking
and its duration)

- any tongue-biting (record whether the side or the tip of the tongue was bitten)
- injury occurring during the event (record site and severity)

- duration of the event (onset to regaining consciousness)

- presence or absence of confusion during the recovery period

- weakness down one side during the recovery period.

e Record a 12-lead electrocardiogram (ECG) using automated interpretation. Treat
as a red flag (see recommendation 1.1.4.2) if any of the following abnormalities

are reported on the ECG printout:

- conduction abnormality (for example, complete right or left bundle branch
block or any degree of heart block)

- evidence of a long or short QT interval, or
- any ST segment or T wave abnormalities.

e Record carefully the information obtained from all accounts of the TLoC. Include
paramedic records with this information. Give copies of the ECG record and the
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patient report form to the receiving clinician when care is transferred, and to the

person who had the TLoC.

Refer within 24 hours for specialist cardiovascular assessment by the most
appropriate local service, anyone with TLoC who also has any of the following.

An ECG abnormality (see recommendations 1.1.2.2 and 1.1.2.3).
Heart failure (history or physical signs).
TLoC during exertion.

Family history of sudden cardiac death in people aged younger than 40 years
and/or an inherited cardiac condition.

New or unexplained breathlessness.

A heart murmur.

Consider referring within 24 hours for cardiovascular assessment, as above, anyone
aged older than 65 years who has experienced TLoC without prodromal symptoms.

Diagnose uncomplicated faint (uncomplicated vasovagal syncope) on the basis of
the initial assessment when:

(@]

there are no features that suggest an alternative diagnosis (note that brief
seizure activity can occur during uncomplicated faints and is not necessarily
diagnostic of epilepsy) and

there are features suggestive of uncomplicated faint (the 3 'P's) such as:

Posture — prolonged standing, or similar episodes that have been prevented
by lying down

Provoking factors (such as pain or a medical procedure)

Prodromal symptoms (such as sweating or feeling warm/hot before TLoC).

Further assessment and referral

Refer people who present with one or more of the following features (that is,
features that are strongly suggestive of epileptic seizures) for an assessment by
a specialist in epilepsy; the person should be seen by the specialist within 2
weeks (see 'The epilepsies: the diagnosis and management of the epilepsies in
adults and children in primary and secondary care [NICE clinical guideline 20]).

A bitten tongue.
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Head-turning to one side during TLoC.

No memory of abnormal behaviour that was witnessed before, during or after
TLoC by someone else.

Unusual posturing.

Prolonged limb-jerking (note that brief seizure-like activity can often occur
during uncomplicated faints).

Confusion following the event.
Prodromal déja vu, or jamais vu (please definition in glossary- appendix 3).

Consider that the episode may not be related to epilepsy if any of the
following features are present.

Prodromal symptoms that on other occasions have been abolished by sitting
or lying down.

Sweating before the episode.
Prolonged standing that appeared to precipitate the TLoC.

Pallor during the episode.

Do not routinely use electroencephalogram (EEG) in the investigation of TLoC (see
‘The epilepsies: the diagnosis and management of the epilepsies in adults and
children in primary and secondary care' [NICE clinical guideline 20]).

Specialist cardiovascular assessment and diagnosis

e Carry out a specialist cardiovascular assessment as follows.

(0]

(0]

Reassess the person's:

detailed history of TLoC including any previous events

medical history and any family history of cardiac disease or an inherited
cardiac condition

drug therapy at the time of TLoC and any subsequent changes.

Conduct a clinical examination, including full cardiovascular examination and,
if clinically appropriate, measurement of lying and standing blood pressure.

Repeat 12-lead ECG and obtain and examine previous ECG recordings.
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On the basis of this assessment, assign the person to one of the following
suspected causes of syncope.

Suspected structural heart disease.
Suspected cardiac arrhythmic.
Suspected neurally mediated.

Unexplained.

Offer further testing as directed by recommendations 1.3.2.1 to 1.3.2.10 or other

tests as clinically appropriate.

For people with a suspected cardiac arrhythmic cause of syncope, offer an
ambulatory ECG and do not offer a tilt test as a first-line investigation. The type of
ambulatory ECG offered should be chosen on the basis of the person's history
(and, in particular, frequency) of TLoC.

For people who have:

TLoC at least several times a week, offer Holter monitoring (up to 48 hours if
necessary). If no further TLoC occurs during the monitoring period, offer an
external event recorder that provides continuous recording with the facility for
the patient to indicate when a symptomatic event has occurred.

TLoC every 1-2 weeks, offer an external event recorder. If the person
experiences further TLoC outside the period of external event recording, offer
an implantable event recorder.

TLoC infrequently (less than once every 2 weeks), offer an implantable event
recorder. A Holter monitor should not usually be offered unless there is

evidence of a conduction abnormality on the 12-lead ECG.

Do not offer a tilt test to people who have a diagnosis of vasovagal syncope on initial

assessment.

For all people with unexplained syncope (including after negative carotid sinus
massage test in those for whom this is appropriate), offer ambulatory ECG (see
recommendation 1.3.2.4). Do not offer a tilt test before the ambulatory ECG.
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Appendix 3: Glossary
A comprehensive glossary of terms is given in the full quideline.

Cardiac arrthymia An arrhythmia is an abnormality in the heart's rhythm, or
heartbeat pattern.

Convulsive syncope Loss of consciousness caused by transient insufficiency of
blood supply to the brain accompanied by jerky or posturing movements, generally
involving the limbs.

Déja vu An intense sensation that what is happening for the first time has already
occurred previously. This is common particularly in adolescence, but may be a
manifestation of a partial seizure” (rather than “occurring immediately before an
epileptic seizure).

ECG (electrocardiogram) A test which records electrical signals from your heart
and check for any problems.

EEG (electroencephalogram) A test which records the brain's electrical activity.

12-lead ECG A test which records the heart's electrical signals obtained by attaching
electrodes in ten standard positions on the limbs and the surface of the chest. This
provides a display of the electrical activity of the heart viewed from 12 different

directions.

Ambulatory ECG A test which records the electrical activity of your heart when the

person is walking about (ambulatory) and doing normal activities.

Implantable event recorder Small implantable device capable of monitoring and
storing ECG recordings of the heart's rhythm. It is also known as an

implantable/insertable loop recorder.

Jamais Vu A feeling of lack of familiarity, that what should be familiar is happening

for the first time; it is usually abnormal, it doesn’t commonly occur in healthy people.

Red flags For this guideline, the term 'red flags' indicates that the person is
considered to be at high risk of a serious adverse event and should be referred for

urgent specialist assessment.
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Situational syncope A form of neurally mediated syncope occurring in certain
specific situations (for example, cough syncope, micturition syncope, or swallowing

syncope).

Syncope Transient loss of consciousness due to a reduction in blood supply to the

brain.

Tilt test A test in which a patient is exposed to passive head-up tilt, during which

they have beat-to-beat measurement of heart rate and blood pressure.

Transient loss of consciousness (TLoC) Preferred term for a blackout.

Triage The process of determining the priority of patients' treatments based on the
severity of their condition.

Vasovagal syncope A form of neurally mediated syncope. This is often, but not
always, triggered by circumstances such as pain, prolonged standing (especially in a
warm environment), or emotional stress. This commonly presents as an identifiable
‘uncomplicated faint” but can present as sudden unprovoked syncope.
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Appendix 4: Suggestions from stakeholder engagement exercise

ID |Stakeholder [Suggested key |Why is this important? Why is this a key area for quality Supporting information
area for quality improvement?
improvement
East Midlands |Ambulance The Ambulance Service is often |On numerous levels, this could benefit the |Incidental findings are often discovered
001 |Ambulance involvement and |the first on scene to a TLoC rapid intervention in patient assessment  |in the pre hospital environment and
Service NHS [referral referral pathways for patients and treatment but also to reduce the national screening could be supported
Trust pathways are not best served by the single |pressure in the ED. by ambulance clinician involvement and
access point of the Emergency |Ambulance crews have the ability to send |inclusion.
Department. ECGs through telemetry for confirmation to
Non emergency and incidental |the cardiology department in a referral The East Midlands Ambulance Service
findings may be more access capacity. Ambulance crews should |is currently conducting an ECG
appropriately referred to have a mandatory training package to evaluation until May 2014, forwarding
specialised cardiologists identify various TLoC criteria with referral |anonymised ECGs taken from ages 14
bypassing the ED. flow charts utilising appropriate hospital to 35 year olds in the emergency pre
services. hospital environments to specialist
Copies of the ECGs by ambulance crews |cardiologists for review, screening and
should be duplicated and archived. The reassessment if required.
ECG will be anonymised and sent to an Please contact Mr Gareth J Mallon on
independent cardiologist specialist fora  |07854686192 for further details.
second opinion and screening. If a concern
is highlighted, the patient could be recalled
for further screening or assessment.
002 |Arrhythmia TLoC The first step in assessment of a|There are at least 75,000 patients in The Manchester Heart Centre started
Alliance assessment patient with TLOC is for first England who are misdiagnosed with it's Specialist Nurse Lead