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Background
How people respond to the sudden death of a family-member or 
friend with epilepsy is highly diverse both between individuals and 
within individuals over the course of their lives. 

Similarly, the coping mechanisms people draw upon to help them 
manage their grief are highly individualistic and multi-faceted, 
influenced by both formal and informal support structures.

The COVID-19 pandemic has impacted upon all of us but the 
disruption on those bereaved by epilepsy, whose grief-management 
can be inextricably linked to the very things that have been 
disturbed, is far less well understood.

Purpose
This study investigates the experiences of people bereaved by 
epilepsy during the COVID-19 pandemic.

In particular, we seek to explore, and understand, those consistent 
themes that have adversely affected the well-being of the epilepsy-
bereaved at this time. 

Methods and Participation
A qualitative approach with responses to open-ended questions 
provided by 78 people bereaved by epilepsy via an online survey.

Respondent demographics

- 59% parent, 17% son/daughter, 12% spouse/partner

- Mean age 56.7 (low=22, high=87)

- 76% England (25% Midlands, 24% Greater London, 10% North-

East, 10% South-West, 8% North-East), 11% Scotland, 7% 

Wales, 6% Ireland.

Data Analysis
Inductive thematic analysis was conducted independently by three researchers and was analysed collaboratively for consistent themes. 
The following five sub-themes came out from the data in relation to the main theme ‘Well-being’. 

Well-being sub-themes

Reflection and 

rumination

Re-traumatisation ‘Anniversaries 

and rituals’

Grief process Salience of sudden 

deaths in the media

During lockdown, and 

due to the cessation of 

many activities, social 

groups and face-to-

face counselling. 

respondents felt 

‘trapped’ with their 

own thoughts about 

the person who died.  

Respondents reported 

experiencing a ‘re-

awakening’ of the 

trauma they 

experienced at the time 

of the death or an 

‘amplification’ of those 

feelings of loss they are 

learning to live with.

Lockdown prevented 

the bereaved from 

marking key dates. 

Being unable to 

commemorate these 

occasions caused 

considerable distress 

to many respondents.

COVID-19 lockdowns 

have exacerbated grief 

reactions. They have 

disrupted the already 

isolating and 

unpredictable grieving 

process due to lack of 

human contact and 

access to coping 

strategies. 

Constant news of 

sudden death in the 

media evokes painful 

reminders for people 

who have themselves 

experienced the 

sudden death of a 

family member or 

friend in the past.

‘I am always distressed when hearing of sudden death. When 

it's unexpected for families it always has a greater effect on 

me.  This has obviously increased at the moment.’                                    

(Salience of sudden deaths in the media)

‘There is no doubt that Coronavirus adds to anxiety and panic 

attacks, you never get over a son dying but this has bought all 

of it back, feelings of guilt and why.’ (Re-traumatisation)

‘We had arranged several family and friend gathering to honour 

him and his memory on what would have been his 20th birthday.  

All this was stopped due to covid 19.’ (Anniversaries and rituals)

All strategies I'd put in to place to try and help myself, work, 

meeting friends, counselling, grief group. All stopped overnight. I 

live on my own and now on my own with my thoughts. 

(Reflection and rumination)

Now I have no option but just to go home every evening, which I find 

lonely and depressing.  It compounds my grief. Losing a partner suddenly 

to SUDEP is so traumatic and it was so unexpected.  (Grief process)

Conclusions
The pandemic has restricted people bereaved by epilepsy being able to utilize the daily strategies that would normally be protective and helpful in pre-pandemic times. Human connection and physical 
presence are crucial, and the restrictions have removed support and distraction whilst people have been bombarded with news of death and illness daily.

Whilst NICE guidelines recommend clinicians offer condolence, a meeting, and signposting to SUDEP Action, many people do not experience this. Indirectly the pandemic has made these communications 
more difficult still. Those bereaved by epilepsy will carry their grief with them for the rest of their lives, but health professionals and specialist patient organisations can play a significant role in assisting them to 
access the support and help they need. 

http://www.sudep.org/
http://www.epilepsydeathsregister.org/
https://sudep.org/epilepsy-bereavement-and-covid-19-survey
http://www.sudep.org/

