
Epilepsy & Behavior 90 (2019) 228–232

Contents lists available at ScienceDirect

Epilepsy & Behavior

j ourna l homepage: www.e lsev ie r .com/ locate /yebeh
‘I hate wasting the hospital's time’: Experiences of emergency
department admissions of Australian people with epilepsy
Chris L. Peterson a,d, Christine Walker b,d, Honor Coleman c,d,⁎
a School of Humanities and Social Sciences, La Trobe University, Melbourne, Australia
b Chronic Illness Alliance, Melbourne, Australia
c Melbourne School of Psychological Sciences, The University of Melbourne, Melbourne, Australia
d The Epilepsy Foundation, Melbourne, Australia
⁎ Corresponding author at: the Epilepsy Foundation, M
E-mail address: hColeman@epilepsyfoundation.org.au

https://doi.org/10.1016/j.yebeh.2018.11.018
1525-5050/© 2018 Elsevier Inc. All rights reserved.
a b s t r a c t
a r t i c l e i n f o
Article history:
Received 28 October 2018
Revised 18 November 2018
Accepted 18 November 2018
Available online 17 December 2018
Aim: This paper investigates the reasons and extent of hospital emergency department (ED) attendance by peo-
ple with epilepsy in Wave 4 of The Australian Longitudinal Survey 2016–17.
Method:Wave 4 had 393 respondents who completed the survey, which included questions relating to their use
of hospital and healthcare services. Of these, 121 (31%; 82 females) reported one or more admissions to the ED
within the previous 12months. We conducted a mixed methods analysis — using quantitative measures to ex-
plore the type and number of admissions, factors relating to increased admissions, and a qualitative approach
to explore respondent experiences of their admissions.
Results: Over half of the admissions reported were seizure-related, including injuries occurring as a result of sei-
zures. More than 15% of respondents hadmore than four ED visits during the preceding 12months of the survey.
Those who had experienced seizures within the previous 12months, irrespective of frequency, were more likely
to have attended the ED compared with those who had not experienced a recent seizure. Self-reported income
was another major factor in ED use.
Experiences of hospitalization demonstrated frustration at being taken to the ED, loss of autonomy, and experi-
ences of inappropriate care due to poor understanding of epilepsy. Some respondents did not want to waste the
ED time as they felt that a rest was all they needed following a seizure.
Discussion: The rates of hospitalization for seizure-related reasons are in line with the findings of other epilepsy-
related studies, as is the increased hospitalization rate of those from less well-off backgrounds. This study pro-
vided a valuable picture of the opinions and attitudes of people with epilepsy towards their healthcare services.
Conclusion:While this is an analysis of a small cohort, the consistency of reported experiences suggests that ED is
not always felt to be appropriate following a seizure, andmisunderstanding around the appropriate treatment of
epilepsy continues in healthcare services.

© 2018 Elsevier Inc. All rights reserved.
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1. Introduction

Epilepsy is a common neurological condition, characterized by re-
current unpredictable seizures. Estimates of the number of individuals
living with epilepsy across the lifetime have varied between 1 and 4%,
[1–3], which may be as many as 1 in 25 Australians. Despite these
numbers, research investigating the impact of living with epilepsy has
shown that there is limited understanding of epilepsy and its associated
risk factors in the general population, as well as among health
professionals [4,5]. This has important implications for utilization of
healthcare services.
elbourne, Australia.
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Two recent Australian studies found that epilepsy-related hospitali-
zations constitute a substantial cost to the healthcare systemdespite the
fact that epilepsy/seizures has been identified as one of the top ten
avoidable causes of hospitalizations [6,7]. Not only did hospitalization
costs for epilepsy and status epilepticus equate to approximately
$AU80.6million per annum in New SouthWales (not including indirect
costs to patients and their families), but a South Australian survey found
that seizure-related hospitalizationswere higher than those for diabetes
[1,3]. Hospital admissions for epilepsy/seizures are also typically longer
than those for asthma or angina [7].

The link between poor seizure control and increased healthcare
costs, as a result of both direct and indirect causes, is a consistentfinding
in the literature. Direct causes may include the seizure itself and/or sta-
tus epilepticus while indirect causes can include increased risk of inju-
ries for patients with poorly controlled seizures [1,8]. Unnecessary
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emergency department (ED) admissions for seizures or for seizure-re-
lated injuries represent preventable hospital admissions. To date, re-
search has suggested that hospitalizations can be reduced by
improving seizure control, through mechanisms such as the use of
newer antiepileptic drugs (AEDs), improved quality of management in
primary health, aswell as better patient education, counselling, and sei-
zure-management support [9,10]. However, in order to gain a better un-
derstanding of unnecessary hospital admissions, it is important to take a
person-centered approach to include the perspective of people living
with epilepsy on necessary versus unnecessary hospitalizations.

The aim of this study was to better understand the needs of people
with epilepsy in health services and related support services. To this
end, we investigated ED admissions among Australian people living
with epilepsy, who participated in the Australian Longitudinal Survey
of Services and Equipment for Epilepsy, 2016/17. In this article,we pres-
ent an analysis of a subgroup of respondents to this survey to explore a
sample of individuals' experiences of ED admissions, including their
concerns of the appropriateness of the presentations and their sug-
gested alternatives.

2. Methods

The 2016/17 Australian Epilepsy Longitudinal Survey was distrib-
uted to participants of the Australian Epilepsy Research Register
(AERR). The AERR is an Australian-wide register run by the Epilepsy
Foundation that is open to adults 18 years of age or older who have ep-
ilepsy or a seizure disorder as well as parents/guardians, or carers/
friends of a person with epilepsy/seizure disorder. Participation in the
survey ‘waves’ is voluntary.

This study represents an initial analysis of Wave 4 of the Australian
Epilepsy Longitudinal Survey, which also includes three previous
surveys (2006, 2010, and 2013). Data from Waves 2 to 3 have been re-
ported elsewhere [5,9,11,12]. Wave 4 had 393 respondents from a sam-
pling frame of 1328, giving a response rate of 29.6%. Data were collected
via regular mail-out or online survey (via Survey Monkey) for those
with a current email address. The survey collected sociodemographic
and seizure information, as well as respondents' perspectives on living
with epilepsy and the use and evaluation of epilepsy specific equipment
and services, and health-related quality of life (HRQOL). Ethics approval
was gained from Deakin University Human Ethics (2013— 011), and all
participants gave informed consent.

2.1. Data analysis

The analysis was undertaken with the statistical package IBM Corp
Released 2013 SPSS Statistics for Windows 22.0. Frequencies, cross tab-
ulations, and t-tests were performed as well as correlations. All are pre-
sented with the appropriate measure of strength of effects (Gamma,
Cramer's V, and Cohen's d).

Open-ended responseswere transcribed into NVivo 11 and analyzed
using a basic content analysis approach. Basic content analysis is used to
empirically identify common recurring themes in qualitative data. The
data were initially analyzed and coded at the sentence level. Codes are
then compared and contrasted to allow for categorization into common
themes. Open-ended responses were coded separately by researchers
(CW, CP, and HC), themeswere discussed, and a consensuswas reached
for final presentation [13].

3. Results

The overall (Wave 4) sample (n = 393) had a mean age of 42.02
years (SD= 17.30), and over half were female (65%). Of these, 330 an-
swered the question relating to ED visits, with 62 missing cases. There
was a lower proportion of females in the final sample compared with
those who did not respond, but no other significant differences were
found between the final responders and the missing cases.
3.1. Factors associated with ED visits

One hundred and thirty-one (39.7%; missing = 35) had been in-
jured by a seizure in the previous three years. Of these, 92 (70.2%) re-
quired hospital treatment during this period, and 69 (52.7%) also had
an ED admission during the previous 12 months.

Onehundred and twenty (36.4%) of thefinal sample of 330had been
sent for any reason to an ED over the previous 12months. Mean age of
those who attended ED was 43 years (SD= 15.39, range: 10–83) com-
pared with 44.02 years (SD = 16.81, range: 4–81) for those who did
not. Differences were not significant (t = 1.901, df = 327, p = .058;
Cohen's d = 0.219, small effect size). There were no significant differ-
ences in age, gender, or education between those who attended an ED
and those who did not. The highest proportion to have an ED visit
were those under 18 years (52.4%), and the lowest proportion was
found for those 65 years and older (20.0%), but this difference was not
significant. While there were more than twice the number of females
to males in the overall sample, proportions attending an ED were com-
parable (men: 38.05% compared with women: 32.5%). Those with a
maximum Year 10 (≥16 years of age) level of education had the highest
proportion of individuals who had visited the ED (Table 1).

Therewas a significant effect of seizure frequency, employment, and
subjective prosperity on ED admissions. Those aged 17 years and older
who were not employed were significantly more likely to be hospital-
ized than those employed, and all those having seizures were signifi-
cantly more likely to be hospitalized than those having no seizures
(Table 1). Those who classified their income level as ‘poor’ or ‘very
poor’ had significantly higher proportions going to an ED than those
who reported they were ‘prosperous’. Effect size ranged from small
(employment status) to large for seizure frequency.

In addition, HRQOLwas significantly lower for thosewhohad been in-
jured by a seizure in the previous three years (M=52.97, SD= 15.56)
compared with those who had not (M= 61.65, SD= 15.71), (t =
−4.12, df=244, p= .000; Cohen's d= 0.56,moderate to large effect).

3.2. Those attending the ED

The following refers to the 120 people who attended an ED in the
previous12 months. Of these, the majority of respondents were from
Victoria (50.8%), followed by New South Wales (30.8%); Queensland
(8.3%); Western Australia (5.8%); Tasmania (1.7%); and South Australia
(0.83%). Two responses were missing (1.7%).

Therewas an average of 2.3 ED visits by the sample in the previous 12
months with just below 40% going only once and four people reporting
over eight admissions. More than 15% had four or more admissions.
This resulted in approximately 272 ED admissions accounted for in the
12 months by 118 people (one outlier omitted and one missing case)
(Table 2). More than 70% were kept for observation before being
discharged.

Of the 272 reported admissions, there were 229 (84.2%; missing=
43) descriptions provided with reasons in attending ED. Approximately
50% (n= 59) of respondentswith ED admissions had a principal reason
of seizure or epilepsy-related problems. This may reflect an underesti-
mation as respondents also reported a number of injuries (e.g., falls,
broken bones) that may be related to the occurrence of a seizure. If
these are included, then up to 64% (n = 77) may have been admitted
for epilepsy-related reasons (Table 3). Unfortunately, the possible pres-
ence of comorbidities makes it difficult to conclude that admissions not
specifically reported as epilepsy-relatedwere related to seizures or inju-
ries caused by seizures as they may have been related to an existing
comorbidity.

3.3. Respondent perspectives of their visits to the ED

Of those who attended an ED for a seizure within the previous 12
months, 11 provided information about the admission and 17 provided



Table 1
Factors in hospitalizations.

Item Level n (%) % of level hospitalized p

Age group b18 11(9.2%) [52.4%] Ns
18–42 53 (44.2%) [36.6%]
43–64 51 (42.5%) [37.0%]
≥65 5 (4.2%) [20.0%]

Gender Female 81 (67.5%) [38.0%] Ns
Male 39 (32.5%) [33.3%]

Education ≥Year 10 33 (27.5%) [45.8%] Ns
Years 11–12 18 (15.0%) [30.5%]
TAFE/Trade 20 (16.7%) [33.9%]
Diploma 13 (10.8%) [38.2%]
Tertiary education 36 (30.0%) [34.3%]

Employment (17 years and older) Employed 44 (39.6%) [28.9%] p= .012;
Cramer's V 0.143Not employed 67 (60.4%) [42.7%]

Seizure frequencya None in the last 12 months 21 (21.8%) [15.8%] p= .000;
Gamma −0.482bOne per month 45 (38.1%) [49.3%]

≥One per month 27 (22.9%) [54.0%]
≥One per week 25 (21.2%) [57.2%]

Prosperityb Very poor, poor 16 (13.7%) [55.2%] p= .004;
Gamma 0.257Just getting along 44 (37.5%) [38.9%]

Reasonably comfortable 47 (40.2%) [34.6%]
Very comfortable/prosperous 10 (8.7%) [21.3%]

Note. Ns = Non-significant; TAFE= Technical and Further Education; Year 10= education to ≥16 years old, Year 11–12= Completion of a high school certificate (HSC).
a (missing n= 12).
b (missing n= 3).

Table 3
What was the primary reason leading to the ED hospitalizations per person?

Primary reason for hospitalization Number of primary reasons (%)

Seizures 51 (42.5%)
Epilepsy (3)/status epilepticus (5) 8 (6.7%)
Fallsa 7 (5.8%)
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information about what they considered would have helped them in-
stead of attending anED. Another 27 respondentswhohad not attended
an ED in the previous 12 months also provided information, and their
responses were included, totalling 55 responses. The main themes de-
tailed below relate to loss of autonomy, frustration with poor under-
standing of epilepsymanagement, and consequent stigmatization in ED.

3.3.1. Loss of autonomy and sense of frustration
Participant responses revealed a sense of frustration with their loss

of autonomy in being taken to ED. Some reported that their clinical
needswere not understood, reflecting a poor understanding of epilepsy
in the healthcare system. Such incidences were associated with frustra-
tion with the healthcare system or the personal interactions with staff.
One respondent gave the example of not being allowed to take themed-
ication she carried in the event of status epilepticus:

“I hate being told I need ER for seizures. The hospital would not give me
my seizure meds, so I stayed in status epilepticus for 2 hours when I had
my meds with me in my purse.”

Loss of autonomy and the associated frustration at being taken to ED
often arose as a result of having a seizure in public and the associated
lack of knowledge of bystanders regarding how to manage seizures:

“I hate wasting hospitals' time with standard seizures. I know when I
need to go but others do not.”“The only reason why my brother ended
Table 2
People by number of ED attendances.

Number of ED admissionsa N (%)

1 46 (39.0%)
2 38 (32.2%)
3 17 (14.4%)
4 8 (6.8%)
5 2 (1.7%)
6 3 (2.5%)
8–10 3 (2.5%)
N10 1 (1.8%)
Missing 1
Total 119

a One with 30 visits for borderline personality issues omitted from this
analysis.
up in hospital was due to him having a seizure in public and no-one
knowing what to do.”

These cases reflect general bystanders calling an ambulance in re-
sponse to a seizure. The sense that general “others” do not know how
to respond to seizures was a consistent theme:

“People [who witness] seizures not knowing what to do”.

Some respondents informed those around themwhen to call an am-
bulance in order to increase their autonomy and avoid unnecessary
hospitalizations:

“Whenever I have a seizure I've told my friends and workmates not to
ring an ambulance unless I don't come out of [the] seizure.”

Unnecessary admissions could also undermine autonomy and inde-
pendence by disrupting the individual's ability to carry on with their
Heart 6 (5.0%)
Mental health (including anxiety and depression) 6 (5.0%)
Epilepsy medicationa 4 (3.3%)
Broken bonesa 4 (3.3%)
Migraine 3 (2.5%)
Toe injury 3 (2.5%)
Gall bladder 3 (2.5%)
Dizziness 2 (2.5%)
Asthma 2 (2.5%)
Kidney pain 2 (2.5%)
Dehydration 2 (2.5%)
Allergies 1 (0.8%)
Head injuriesa 1 (0.8%)
Spraina 1 (0.8%)
Black eyea 1 (0.8%)
Other (including gastro, miscarriage etc.) 8 (6.7%)
Missing responses 5 (4.2%)
Total 120

a May be the result of a seizure.
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activities. For example, a respondent who was discharged in the early
hours of the morning was unable to call friends or family to collect
her, heightening the experience of reliance on others.

3.3.2. Dissatisfaction with ED epilepsy management
Frustration at loss of autonomy was compounded when people felt

that information they gave to ED staff about their condition was ig-
nored. Respondents emphasized that their lived experience of epilepsy
helped themunderstandwhether their seizurewas “a standard seizure”
or a “normal seizure,” and as a result, whether or not they needed emer-
gency treatment. One respondent who had been taken to hospital by
ambulance explained that this was unnecessary:

“…I didn't have a cluster of seizures or that my heart slowed down (it
has previously after big seizures). My husband and I told the ambulance
and the ED doctor I just needed to sleep it off.”

Some respondents experienced felt stigmawhen their seizures were
reportedly confused with being ‘disabled’, having a mental illness, or
with substance abuse.

“Also have on my notes that I am disabled. Training of staff who think
we are drug addicts.”

For some respondents, however, there was recognition that an ED
admissionmight be appropriate depending on the circumstances. Previ-
ous experience of significantly lowered heart rate or injury during a sei-
zure or family experience of sudden unexpected death in epilepsy
(SUDEP) prompted respondents to consider the necessity of ED admis-
sions in some instances.

“…I've told my family, friends and workmates not to ring an ambulance
unless I don't come out of seizure.”

On those occasions, when staff experienced in epilepsymanagement
were not available, respondents felt it was important for staff in atten-
dance to listen to them and take their experience into account.

“[The] Hospital [should] liaise with my Neurologist promptly for advice
OR review”

3.3.3. What would have worked instead of being taken to ED
Respondents who had experienced what they considered inappro-

priate hospital admission or ED attendance suggested better ways to
deal with seizures when there was no injury or other identified risks.
Going home to rest was a consistent theme, as was self-management
of medications and being allowed enough time to recover undisturbed.

“Allow me time to recover and make my own way home.”“Just to go
home to bed”“Leave me in a quiet spot for twenty minutes. I will come
around with a headache.”

Access to medicines was seen as important to recovery and keeping
someone out of ED. One person arranged to be taken to the General
Practitioner. A carer considered “time could have been better spent” ad-
ministering the person's medication, also drawing attention to the carer
experience of loss of autonomy within the healthcare system.

“Cold wet towel pressed on his forehead helps plus Lamictal, Topamax
and Epilum EC500 and Panamax.”

4. Discussion

This study used amixedmethods approach to explore the profiles of
Australian people with epilepsy who were presented to an ED in the
previous 12 months. Our sample had a higher rate of hospitalizations
(39.7%) compared with previous studies from the UK and Australia,
which have indicated hospitalization rates of up to 18% [1,3,14,15].
One reason for this may be that we included individuals under the age
of 18 years, and children with epilepsy have been found to have higher
rates of hospitalizations compared with adults [1,3]. In line with this,
those under 18 years of age had the highest proportion of ED visits albeit
not at a significant level. Overall, themean age of our samplewas higher
than that of previous Australian studies, but the trend towards more
hospitalizations for those under 18 compared with those in the 65
years or older group was consistent with the findings of Mitchell et al.
[3]. Contrary to Mitchell et al.'s findings [3], the hospitalization rate for
EDs in this study was slightly higher for females than males in the cur-
rent study.

While the AERR is a national initiative, it should be noted that the
majority of respondents were from Victoria and New South Wales,
where the register was initiated. As such, our findings may not accu-
rately capture the rates of hospitalizations of states or territories in Aus-
tralia that have a higher proportion of individuals living in rural or
remote areas. This is important to consider, given the high rates of hos-
pitalization among indigenous Australians, which has been linked to
suboptimal AED use [16].

Unspecified epilepsy and ‘other generalized idiopathic epilepsy syn-
dromes’ accounted for 70.6% of hospitalizations in Mitchell et al.'s study
[3]. In this study, nearly 54% of ED admissions in a 12-month period
were for seizures, or epilepsy-related issues, including status epilepti-
cus. A further N13% of ED admissions were due to complications with
epilepsymedication or to possible injuries resulting from seizures, total-
ling 67.2% of admissions potentially due to epilepsy. Confirming Mitch-
ell et al.'s findings of a disadvantaged hospitalization status [3], the
highest proportion of those hospitalized in our study came from
“poor/very poor” financial situations with lower levels of education.

The extent of ED presentations in this group suggests that further re-
search is required to establish whether it was appropriate care or re-
lated to lack of access to primary care including after-hours care and
adherence [17]. In line with the findings of Noble et al. [18], a general
lack of knowledge regarding epilepsy could be a factor in ED presenta-
tions. Many of our participants felt that the community, or general
“others”, lacked an understanding of seizures, and their immediate re-
course was to call an ambulance. Noble et al. also found that people
with epilepsywhoattended theEDexperiencedmore frequent seizures,
higher levels of anxiety, and had lower knowledge of epilepsy and its
management themselves [19].

The relationship between seizures, comorbidities, healthcare utiliza-
tion and individual wellbeing is complex. For example, people with ep-
ilepsy feel that their condition is poorly understood in the community
and in the broader health services, which affects their quality of life. A
study of health service utilization in people with epilepsy in Tasmania
found that individuals with higher psychological distress had signifi-
cantly increased attendance at general practitioners, specialists, and
EDs [20].

The current study demonstrates that many people with epilepsy ad-
mitted to ED for a seizure considered that this process led to a sense of
disempowerment, where they experienced loss of autonomy and frus-
tration. Respondents considered this to occur more as a result of a lack
of understanding on behalf of the public and health professionals than
their own management skills. There was a strong need identified of
finding more appropriate ways to deal with a seizure both in the com-
munity and in ED. We acknowledge that, in some instances, this may
be difficult to implement. An advice for someone who witnesses a
stranger have a seizure, particularly in the absence of knowledge of
any preexisting medical conditions, is to call an ambulance. Similarly,
a qualitative study of UK paramedics' experiences found that para-
medics felt most seizure admissionswere not clinically necessary, how-
ever, because of limited seizure training and lack of backgroundmedical
information, patients were transported to the ED out of precaution [18].
Having said that, recognition of the individual's lived experience of ep-
ilepsy and knowledge of their own treatment needs is important —
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those living with epilepsy should be part of the solution to improving
services.

While those reporting on hospitalizations and ED admissions was a
small subset of the overall Wave 4 sample, this study demonstrates that
lack of epilepsy knowledge in both the wider community and among
healthcare professionals creates stress for both people with epilepsy and
their carers specifically through a process of disempowerment.

5. Conclusion

The importance of patient-centered research and clinical practice is
being increasingly acknowledged in themedical field where consumers
can identify gaps in services, gaps in both health professional and con-
sumer understanding, and seek ways to collaboratively address them
[21]. As such, studies that include both quantitative and qualitative
data are critical in guiding best practice.

Better understanding of seizures and their management, where the
voice of the person with epilepsy is heard, will contribute to the appro-
priate use of ED for people with epilepsy, reducing healthcare costs, and
contributing to thewell-being of people with epilepsy, bymeeting their
needs better. In addition, the special needs of thosewho are lesswell-off
and those who do not have some of the protective aspects of employ-
ment need to be considered in the ED utilization of those with epilepsy.
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