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Patient and Caregiver Perceptions of Acute Seizure Medications and the Rapid and Early 
Seizure Termination (REST) Approach: Qualitative Interviews

EXPERIENCE WITH AURAS
Aura or early symptoms at the very beginning of seizuresa

For a copy of this poster, use your smartphone to scan the QR code or contact UCBCares®

Phone: +1-844-599-CARE (2273)
Email: UCBCares@ucb.com

Many participants reported they could confidently predict seizures based on auras. Most participants reported using or administering a benzodiazepine as an acute medication for PS. Most participants felt that REST is a feasible 
approach and suggested it could provide relief with being able to act earlier before seizures progress. REST could be a beneficial and fast-acting approach to prevent seizures becoming PS or progressing in severity.

Among people with epilepsy (PwE) and caregivers of PwE, what is the experience 
of prolonged seizures (PS) and acute medications and the level of understanding 
and perception of the Rapid and Early Seizure Termination (REST) paradigm?

Participants included PwE aged ≥18 years, with a diagnosis of epilepsy/epilepsy syndrome who had experienced ≥1 PS (≥2 minutes) in the prior 
12 months and caregivers (aged ≥18 years) of PwE (aged ≥12 years). Participants took part in qualitative interviews regarding experiences with 
auras, epilepsy concepts, experience and unmet needs of acute medications, and perceptions of the REST paradigm. 

Experience with auras

40%

(N=53)

Most frequent definition 
of PS (N=53)d

Knowledge of epilepsy 
concepts

Aura/early symptoms 
experienced/observed 
at the very beginning 
of most or all seizures

Methods
• Participants included PwE aged ≥18 years, with a diagnosis of epilepsy or an epilepsy 

syndrome, and who had experienced ≥1 PS in the prior 12 months (defined as either a 
tonic-clonic or motor type seizure [lasting ≥2 minutes]; a non-motor seizure with impaired 
awareness or an absence seizure [lasting ≥2 minutes]; or a non-motor seizure when still 
aware [lasting ≥5 minutes]), and caregivers (aged ≥18 years) of PwE (aged ≥12 years) 
from France, Italy, Poland, Spain, the United Kingdom (UK), and the United States (US). 

• Participants took part in 60- to 90-minute qualitative interviews regarding experiences with 
auras, epilepsy concepts, experience and unmet needs of acute medications, and perceptions 
of the REST paradigm. 

• PwE answered questions/gave feedback regarding their own experiences; caregivers’ 
experiences/observations were their own and caregivers were not answering on behalf of PwE.

• Interviews were recorded and analyzed using formal qualitative coding techniques. 

Results
PARTICIPANTS’ CHARACTERISTICS AND SEIZURE EXPERIENCE
• 53 participants took part in qualitative interviews: 18 PwE aged ≥18 years, 18 caregivers of 

adult PwE (aged ≥18 years), and 17 caregivers of adolescent PwE (aged ≥12 to <17 years).
• 83% of participants were female; median (25th percentile [Q1], 75th percentile [Q3]) age was 

47 (40, 51) years. 
• Nine participants each were from France, Italy, Poland, the UK, and the US; 8 were from Spain.

Sociodemographic characteristics and seizure history

Overall
(N=53)

Adult PwE 
(aged ≥18 

years)
(N=18)

Caregiver of 
adult PwE
(aged ≥18 

years)
(N=18)

Caregiver of 
adolescent PwE

(aged ≥12 to 
≤17 years)

(N=17)
Age of participant, median (Q1, Q3), years 47 (40, 51) 47 (30, 54) 50 (42, 56) 46 (39, 50)
Female, n (%) 44 (83) 11 (61) 17 (94) 16 (94)
Most common seizure types,a n (%)

Generalized or bilateral seizures/
tonic-clonic 35 (66) 9 (50) 13 (72) 13 (76)

Focal seizures without loss of awareness 22 (42) 7 (39) 8 (44) 7 (41)
Focal seizures with loss of awareness 20 (38) 7 (39) 8 (44) 5 (29)
Generalized or bilateral seizures non-motor 13 (25) 6 (33) 3 (17) 4 (24)
Unknown onset with present visible 
physical movement, jerks, or body stiffness 6 (11) 2 (11) 3 (17) 1 (6)

Unknown onset without any visible 
movements of the body or as an absence 3 (6) 1 (6) 1 (6) 1 (6)

Only experiences tonic-clonic seizures 14 (26) 2 (11) 5 (28) 7 (41)
Multiple seizure types 27 (51) 9 (50) 11 (61) 7 (41)
Average number of seizures per month during the prior 12 months, n (%)

<3 12 (23) 6 (33) 2 (11) 4 (24)
3-5 17 (32) 6 (33) 6 (33) 5 (29)
6-10 6 (11) 2 (11) 3 (17) 1 (6)
11-20 5 (9) 2 (11) 2 (11) 1 (6)
>20 13 (25) 2 (11) 5 (28) 6 (35)

Average duration of most common seizure experienced during the prior 12 months, n (%)
<1 minute 4 (8) 2 (11) 1 (6) 1 (6)
1-2 minutes 16 (30) 5 (28) 7 (39) 4 (24)
2-4 minutes 21 (40) 6 (33) 6 (33) 9 (53)
4-5 minutes 6 (11) 3 (17) 2 (11) 1 (6)
>5 minutes 6 (11) 2 (11) 2 (11) 2 (12)

aMore than one category could have been selected. This study was completed before the 2025 updated seizure classification by the International League Against Epilepsy2 was published. 
PwE, person with epilepsy; Q1, 25th percentile; Q3, 75th percentile.

• For caregivers (n=35), median (Q1, Q3) age of the PwE being cared for was 19 (15, 28) years.
• 71% of caregivers were parents and 63% had been caring for a PwE for >10 years. 

Conclusions
• Many participants reported they could confidently predict seizures based on auras. 
• Most participants reported using or administering a benzodiazepine as acute medication for PS.
• Unmet needs of current acute medication were effectiveness (being more effective and/or 

quicker to act) and mode of administration. 
• Most participants felt that REST is a feasible approach and suggested it could provide relief 

with being able to act earlier before seizures progress. 
• This study highlights the unmet need for REST therapies; REST could be a beneficial and fast-

acting approach to prevent seizures becoming PS or progressing in severity.
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• 53% of participants (28/53) perceived a REST medication as quick/fast if it acts in ≤1 minute.

Most mentioned perceived advantages regarding REST (N=53)a

Relief with the idea of being 
able to act earlier before it 

progresses (58%)

‘…if you had a med that you could give 
right away, I think it would kinda

eliminate all of that stress.’
Caregiver of PwE from the US

Less risk of damage to the 
brain from seizures (21%)

‘…the longer a seizure lasts, the more 
cognitive and neurological damage it may be 
doing. The less time a person suffers from a 

seizure the better for his or her brain.’ 
Caregiver of PwE from Spain

Reducing post-ictal effects (15%)

‘…it’s not just a seizure I have that causes me 
difficulty, it’s the days after and the feeling of 
excessive tiredness, not being able to get on 
with my days, having to rest more, so if it 

could stop that as well as an added benefit by 
stopping the seizure.’ PwE from the UK

Less discomfort or physical strain for 
the patient (13%) or less risk of 

hurting themselves (8%)

‘That would prevent me from 
putting myself in a situation of 

discomfort that may just cause a 
seizure.’ PwE from France

• The concept of REST (ie, treating seizures early with a fast-acting treatment) was explained to 
participants, and 15% (n=8/53) indicated they were already treating seizures early.

• 45 participants were not treating seizures early, of whom 67% (n=30/45) perceived REST to 
be a feasible approach.

Most mentioned perceived concerns regarding REST (N=53)a

Side effects (38%)

‘I would need to know the medication first, and 
if I got to know it and understood the side 

effects, like whether it would make me sleep for 
10 hours, then I would consider what’s better.’ 

PwE from Poland
Fear of giving another 

medication as unsure if it 
would progress (15%)

‘…it would be a hard decision to make to 
give it if… if it could have self-terminated. 

And then weigh up any side effects of 
giving that medication as well.’ 
Caregiver of PwE from the UK
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aMore than one category could have been selected; bBuccal option was only available to participants in Europe; cIntranasal spray option was only available to participants in the United States;
dNot using BZPs as acute medication to treat PS. BZP, benzodiazepine; IM, intramuscular; IV, intravenous; PS, prolonged seizures; PwE, person with epilepsy.

Modes of administration of current acute medications used to treat PSa
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N=53. More than one definition could have been given. Five participants (9.4%) were missed or not asked about what they thought the definition of PS was. aTwo participants provided different 
timings depending on the type of seizure being discussed. PS, prolonged seizure; PwE, person with epilepsy; UK, United Kingdom.

• A specific time frame for the definition of a PS was given by 74% of participants.

aNine participants reported not experiencing any auras or warning signs. PwE, person with epilepsy.

Confidence recognizing an upcoming seizure as prolonged from 
experience with auras

aNine participants reported not experiencing any auras or warning signs. PwE, person with epilepsy.

‘The goal would be to stop the seizure, yeah, 
once it’s got to a point where we’re like, this is 

too long. So, obviously, try and stop it as 
quick ly as possible.’

Caregiver of PwE from the UK

‘To calm me down, so I’m less stressed, and so 
less chance of it progressing into a longer focal 
seizure or even a grand mal seizure because 
stress seems to be a main trigger for me.’

Caregiver of PwE from Poland

aMore than one expectation/goal could have been given. PwE, person with epilepsy; UK, United Kingdom.
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‘I  don’t like the method of administration… 
we always have to carry petroleum jelly with us because 

rectal administration is not comfortable.’
Caregiver of PwE from Poland

‘First and foremost, it should work effectively 
and stop the seizure very quick ly.’

Caregiver of PwE from Poland

‘They last more than 
5 minutes. They are seizures for 

which I have to go to the 
emergency services.’

Caregiver of PwE from Spain

‘Long seizures are the ones 
where there is convulsions, 
but that is likely to lead to 

another one after.’
PwE from France

‘…for us, prolonged wouldn’t 
be unless he hit 15 minutes, 

which I know is unusual.’
Caregiver of PwE from the UK
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67%
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aExtremely confident, very confident, or confident; bFrom participants’ experience with auras; cNine participants reported not experiencing any auras or warning signs; dMore than one definition could have been given; eMore than one expectation/goal could have been given; fOf 45 participants who were not treating seizures early; gMentioned by >10% of participants; more than one answer could have been given. BZP, benzodiazepine; PS, prolonged seizures; REST, Rapid and Early Seizure Termination.

aMore than one answer could have been given. PwE, person with epilepsy; REST, Rapid and Early Seizure Termination; UK, United Kingdom; US, United States.

aMore than one answer could have been given. PwE, person with epilepsy; REST, Rapid and Early Seizure Termination; UK, United Kingdom.

Dose-related concerns: multiple seizures would result in multiple doses per day (9%), interactions with other 
drugs (8%), developing tolerance (6%), is there a dosage limit (2%), or fear of becoming dependent on it (2%)

PwE, person with epilepsy.
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aExperienced or observed by PwE or caregivers. PwE, person with epilepsy.

PwE, people with epilepsy; REST, Rapid and Early Seizure Termination.

• 87% of participants used or administered a benzodiazepine as an acute medication for PS.

Background
• Rapid and Early Seizure Termination (REST) is essential to prevent seizures becoming 

prolonged seizures (PS) or progressing in severity.1
• REST is a new management paradigm that encompasses the acute treatment of ongoing 

seizures, with the aim of being rapid (quick onset of action) and early (used as close to 
seizure onset as possible).1

• However, among people with epilepsy (PwE) and caregivers, awareness of the REST 
paradigm and perceptions around acute (on-demand) medications are not well known.

Objective
• To understand the experience of PS and acute medications among PwE and caregivers 

of PwE and assess the understanding and perceptions of the REST paradigm via 
qualitative interviews.


	Patient and Caregiver Perceptions of Acute Seizure Medications and the Rapid and Early Seizure Termination (REST) Approach: Qualitative Interviews


<<

  /ASCII85EncodePages false

  /AllowTransparency false

  /AutoPositionEPSFiles true

  /AutoRotatePages /None

  /Binding /Left

  /CalGrayProfile (Dot Gain 20%)

  /CalRGBProfile (sRGB IEC61966-2.1)

  /CalCMYKProfile (U.S. Web Coated \050SWOP\051 v2)

  /sRGBProfile (sRGB IEC61966-2.1)

  /CannotEmbedFontPolicy /Warning

  /CompatibilityLevel 1.3

  /CompressObjects /Off

  /CompressPages false

  /ConvertImagesToIndexed true

  /PassThroughJPEGImages true

  /CreateJobTicket false

  /DefaultRenderingIntent /Default

  /DetectBlends true

  /DetectCurves 0.0000

  /ColorConversionStrategy /sRGB

  /DoThumbnails false

  /EmbedAllFonts true

  /EmbedOpenType false

  /ParseICCProfilesInComments true

  /EmbedJobOptions true

  /DSCReportingLevel 0

  /EmitDSCWarnings false

  /EndPage -1

  /ImageMemory 1048576

  /LockDistillerParams false

  /MaxSubsetPct 100

  /Optimize true

  /OPM 1

  /ParseDSCComments true

  /ParseDSCCommentsForDocInfo true

  /PreserveCopyPage true

  /PreserveDICMYKValues true

  /PreserveEPSInfo true

  /PreserveFlatness false

  /PreserveHalftoneInfo false

  /PreserveOPIComments false

  /PreserveOverprintSettings true

  /StartPage 1

  /SubsetFonts true

  /TransferFunctionInfo /Apply

  /UCRandBGInfo /Remove

  /UsePrologue false

  /ColorSettingsFile ()

  /AlwaysEmbed [ true

  ]

  /NeverEmbed [ true

  ]

  /AntiAliasColorImages false

  /CropColorImages false

  /ColorImageMinResolution 300

  /ColorImageMinResolutionPolicy /OK

  /DownsampleColorImages true

  /ColorImageDownsampleType /Bicubic

  /ColorImageResolution 600

  /ColorImageDepth -1

  /ColorImageMinDownsampleDepth 1

  /ColorImageDownsampleThreshold 1.00000

  /EncodeColorImages true

  /ColorImageFilter /DCTEncode

  /AutoFilterColorImages true

  /ColorImageAutoFilterStrategy /JPEG

  /ColorACSImageDict <<

    /QFactor 0.15

    /HSamples [1 1 1 1] /VSamples [1 1 1 1]

  >>

  /ColorImageDict <<

    /QFactor 0.15

    /HSamples [1 1 1 1] /VSamples [1 1 1 1]

  >>

  /JPEG2000ColorACSImageDict <<

    /TileWidth 256

    /TileHeight 256

    /Quality 30

  >>

  /JPEG2000ColorImageDict <<

    /TileWidth 256

    /TileHeight 256

    /Quality 30

  >>

  /AntiAliasGrayImages false

  /CropGrayImages false

  /GrayImageMinResolution 300

  /GrayImageMinResolutionPolicy /OK

  /DownsampleGrayImages true

  /GrayImageDownsampleType /Bicubic

  /GrayImageResolution 600

  /GrayImageDepth -1

  /GrayImageMinDownsampleDepth 2

  /GrayImageDownsampleThreshold 1.00000

  /EncodeGrayImages true

  /GrayImageFilter /DCTEncode

  /AutoFilterGrayImages true

  /GrayImageAutoFilterStrategy /JPEG

  /GrayACSImageDict <<

    /QFactor 0.15

    /HSamples [1 1 1 1] /VSamples [1 1 1 1]

  >>

  /GrayImageDict <<

    /QFactor 0.15

    /HSamples [1 1 1 1] /VSamples [1 1 1 1]

  >>

  /JPEG2000GrayACSImageDict <<

    /TileWidth 256

    /TileHeight 256

    /Quality 30

  >>

  /JPEG2000GrayImageDict <<

    /TileWidth 256

    /TileHeight 256

    /Quality 30

  >>

  /AntiAliasMonoImages false

  /CropMonoImages false

  /MonoImageMinResolution 1200

  /MonoImageMinResolutionPolicy /OK

  /DownsampleMonoImages true

  /MonoImageDownsampleType /Bicubic

  /MonoImageResolution 600

  /MonoImageDepth -1

  /MonoImageDownsampleThreshold 1.00000

  /EncodeMonoImages true

  /MonoImageFilter /CCITTFaxEncode

  /MonoImageDict <<

    /K -1

  >>

  /AllowPSXObjects false

  /CheckCompliance [

    /None

  ]

  /PDFX1aCheck false

  /PDFX3Check false

  /PDFXCompliantPDFOnly true

  /PDFXNoTrimBoxError false

  /PDFXTrimBoxToMediaBoxOffset [

    0.00000

    0.00000

    0.00000

    0.00000

  ]

  /PDFXSetBleedBoxToMediaBox false

  /PDFXBleedBoxToTrimBoxOffset [

    0.00000

    0.00000

    0.00000

    0.00000

  ]

  /PDFXOutputIntentProfile (U.S. Web Coated \050SWOP\051 v2)

  /PDFXOutputConditionIdentifier (CGATS TR 001)

  /PDFXOutputCondition ()

  /PDFXRegistryName (http://www.color.org)

  /PDFXTrapped /False



  /CreateJDFFile false

  /Description <<

    /ENU ([Based on 'EPG UPLOAD'] [Based on 'EPG UPLOAD'] [Based on 'HighResolution_NoCrops'] [Based on 'HighResolution_NoCrops'] [Based on 'HighResolution_NoCrops\\0501\\051'] [Based on 'HighResolution_WithCrops'] [Based on '[PDF/X-1a:2001]'] Use these settings to create Adobe PDF documents that are to be checked or must conform to PDF/X-1a:2001, an ISO standard for graphic content exchange.  For more information on creating PDF/X-1a compliant PDF documents, please refer to the Acrobat User Guide.  Created PDF documents can be opened with Acrobat and Adobe Reader 4.0 and later.)

  >>

  /Namespace [

    (Adobe)

    (Common)

    (1.0)

  ]

  /OtherNamespaces [

    <<

      /AsReaderSpreads false

      /CropImagesToFrames true

      /ErrorControl /WarnAndContinue

      /FlattenerIgnoreSpreadOverrides false

      /IncludeGuidesGrids false

      /IncludeNonPrinting false

      /IncludeSlug false

      /Namespace [

        (Adobe)

        (InDesign)

        (4.0)

      ]

      /OmitPlacedBitmaps false

      /OmitPlacedEPS false

      /OmitPlacedPDF false

      /SimulateOverprint /Legacy

    >>

    <<

      /AddBleedMarks false

      /AddColorBars false

      /AddCropMarks false

      /AddPageInfo false

      /AddRegMarks false

      /BleedOffset [

        0

        0

        0

        0

      ]

      /ConvertColors /ConvertToRGB

      /DestinationProfileName (sRGB IEC61966-2.1)

      /DestinationProfileSelector /UseName

      /Downsample16BitImages true

      /FlattenerPreset <<

        /PresetSelector /HighResolution

      >>

      /FormElements false

      /GenerateStructure true

      /IncludeBookmarks false

      /IncludeHyperlinks false

      /IncludeInteractive false

      /IncludeLayers false

      /IncludeProfiles false

      /MarksOffset 0

      /MarksWeight 0.250000

      /MultimediaHandling /UseObjectSettings

      /Namespace [

        (Adobe)

        (CreativeSuite)

        (2.0)

      ]

      /PDFXOutputIntentProfileSelector /DocumentCMYK

      /PageMarksFile /RomanDefault

      /PreserveEditing true

      /UntaggedCMYKHandling /UseDocumentProfile

      /UntaggedRGBHandling /LeaveUntagged

      /UseDocumentBleed false

    >>

    <<

      /AllowImageBreaks true

      /AllowTableBreaks true

      /ExpandPage false

      /HonorBaseURL true

      /HonorRolloverEffect false

      /IgnoreHTMLPageBreaks false

      /IncludeHeaderFooter false

      /MarginOffset [

        0

        0

        0

        0

      ]

      /MetadataAuthor ()

      /MetadataKeywords ()

      /MetadataSubject ()

      /MetadataTitle ()

      /MetricPageSize [

        0

        0

      ]

      /MetricUnit /inch

      /MobileCompatible 0

      /Namespace [

        (Adobe)

        (GoLive)

        (8.0)

      ]

      /OpenZoomToHTMLFontSize false

      /PageOrientation /Portrait

      /RemoveBackground false

      /ShrinkContent true

      /TreatColorsAs /MainMonitorColors

      /UseEmbeddedProfiles false

      /UseHTMLTitleAsMetadata true

    >>

  ]

>> setdistillerparams

<<

  /HWResolution [2400 2400]

  /PageSize [612.000 792.000]

>> setpagedevice



