
Caring during lockdown: 
Challenges and opportunities for 

digitally supporting carers

Dr Warren Donnellan | Dr Matthew Lariviere

Presenter
Presentation Notes
A report on how digital technology can support informal carers during the ongoing COVID-19 pandemic. 



Caring and the Covid-19 Pandemic
• In April 2020, about one-third of adults reported giving help or 

support to someone they did not previously support before the 
pandemic.1 One-third also reported giving more help than prior to 
the pandemic.1

• Carers UK2 estimated 9.1m total carers in the UK increasing to 
approximately 13.6m during the first lockdown.

• In Caring Behind Closed Doors, Carers UK received 5,904 
responses to their survey about caring during the pandemic.

• Nearly two-thirds of respondents (64%) were unable to take 
breaks from caring during the initial pandemic period.3

• Nearly three-quarters (74%) felt exhausted and worn out 
during the same period.3

• Nearly one-third (30%) reported having a sufficient network 
of support during the lockdown.3 

• Nearly half (48%) felt unable to keep in contact with 
neighbours, families and friends.3
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The Project: Caring During Lockdown
• Researchers from Universities of Sheffield and Liverpool 

partnered with Mobilise on an ASPECT/ESRC-funded study.
• Study explored:

• What specific challenges are carers facing during the 
national lockdown and other restrictions in response 
to COVID-19?

• What resources are carers drawing on to manage and 
adapt to these challenges?

• How effective is the Virtual Cuppa in reducing carers’
challenges and identifying novel resources over this 
time period?

• What are the emergent challenges for using Virtual 
Cuppas?

• Mobilise shared transcripts from daily Cuppas with research 
team from 20th March – 28th July 2020.

• Dataset corresponded to about 49 hours of Cuppas involving 
a total of 118 participating carers. Each Cuppa had between 
1 and 16 carers with a mean average of 6.

• Research team analysed transcripts thematically using an 
adapted framework approach.4, 5
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Mobilise also shared survey data with the research team to help us understand the demographics of participants. They received responses from 30 of the 118 participating Cuppas. While we cannot draw any statistically significant conclusions from this data, it does reflect the trend of new people taking on carer roles and the increased frequency and intensity of care work.
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Research 
Question 1

What specific challenges are carers
facing during the national lockdown 
and other restrictions in response to 

COVID-19?
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Uncertainty and loss 
of control
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My biggest fear, because she has mixed 
dementia, is that by the time it is all 

lifted, my Mum will have forgotten me. 
(25/3/2020)

I feel as though I’m on a wave, you know, 
and you do not know where that wave is 

going to throw you next… I’m sort of 
bracing myself to see where we go next. 

(23/4/2020) 

Presenter
Presentation Notes
In the early stages of lockdown, the carers experienced a great deal of uncertainty and anxiety in terms of what the lockdown would mean for them and their loved ones’ functioning. For example…The theme of uncertainty carried all the way through the Cuppa period; carers felt as uncertain in the later Cuppas as they did in the earlier Cuppas. As time passed, the carers’ uncertainty led to a perceived loss of control and autonomy and increased apprehension about what the future held. The following carer used the following analogy to capture her experience…



Lack of (or conflicting) 
information
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They’ve told me to isolate from my house as 
well. But no one sent me a medical, it’s only 
what the nurse had been telling me. I don’t 

know what to do best for my husband or 
myself. So um, I’m fairly confused. 

(12/5/2020) 

We go back to normal, what’s that gonna be 
like? My job might be open, but my support 
networks might not be… I sort of go, are we 
fully back? Are we not back? What if I can’t 

go back straight away? (8/5/2020)

Presenter
Presentation Notes
These feelings of uncertainty and loss of control were exacerbated by a perceived lack of information from the national government. The following carer highlights her specific concerns over returning to work…Other carers reported feeling confused by conflicting information from different sources, for example…



Social isolation and 
loneliness
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We can’t hug anybody. Nobody. It’s just 
the loneliness you feel between the four 

walls. (5/5/2020) 

It’s like a prison. The walls are closing in. 
(26/3/2020)

Presenter
Presentation Notes
In addition to feelings of uncertainty, the carers felt restricted by government-sanctioned measures such as social distancing and shielding. In the early stages of lockdown, many carers reported social isolation and feelings of loneliness. The following carer captures her experience of restriction and isolation using another analogy…A key consequence of this isolation and loneliness was a desire for social interaction. The following quote illustrate the carers’ desire for affectionate contact and proximity from loved ones that they could not see:



Blurring of 
responsibilities
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I have a ‘dual role’. I’m a carer for my 
mum. She doesn’t live with me. so that’s 

a bit stressful… I also work for a carer 
support agency (1/5/2020)

There’s no kind of physical divide… and it’s 
kind of all merging into one… so, for me, it’s 
about managing that work from home and 

making sure that I’ve got time for everything, 
including that ‘work life balance’. 

(15/5/2020) 

Presenter
Presentation Notes
The ‘dual role’ of carer and wife/husband, or carer and daughter/son, has always been challenging to negotiate. However, the national lockdown and increased time spent at home posed additional challenges to the carers. For example, the following carers describe how the line can blur between work, home and care…



Fatigue, burden and 
burnout
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I couldn’t figure out whether I was ok 
and just tired… what would make it 

better for me is having more arms, more 
legs, more time and more of me really. 

(10/6/2020)

Even though he’s not here in presence he still 
takes up an awful lot of my energy and my 
time… my brain is fried and I can’t think… I 

just need to have some ‘me-time’. 
(23/7/2020) 
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Presentation Notes
All of the above challenges take an emotional toll on the carers taking part in the Cuppas. Towards the end of the Cuppas, there is a clear cumulative impact of four months worth of restrictions and increased caregiving responsibilities. This led to feelings of fatigue in the carers, for example…Increased fatigue was associated with increased feelings of burden and burnout in the carers, as the following carer describes during one of the latter Cuppas…In summary, the carers reported significant challenges during the first COVID-19 lockdown period. Perceived lack of information and social restrictions had a cumulative impact on carers’ sense of certainty, control and levels of motivation. Over time, this took an emotional toll on the carers leading to feelings of exhaustion and burden. The following section explores the various ways in which the carers managed and adapted to the challenges identified in this section.



Research 
Question 2

What resources are carers drawing 
on to manage and adapt to these 

challenges?
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Routine
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To get back to a routine gives us a sense 
of control. Out of the chaos a little bit 

that we feel that we’re in at the 
moment… my pick is swapping my 
morning swim for a morning walk. 

(25/3/2020)

Routine is key for us at the moment. 
We’ve got like a semi-structure if you 
like. But if something doesn’t happen, 
that’s ok. If we’ve got that structure, it 

keeps us sane. (26/3/2020) 

Presenter
Presentation Notes
For example, despite feeling demotivated in the early part of lockdown, the carers established a new set of routines. The following two quotes illustrate how establishing structure and new routines helps carers to regain a sense of control…



Positivity and optimism
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Although this is a very real situation, 
there is some home and it’s not all doom 

and gloom. (25/3/2020)

What keeps you going is the light at the 
end of the tunnel. (28/3/2020) 

Caring During Lockdown: Launch Event 2020

Presenter
Presentation Notes
Gradually, the carers started to use more active methods of dealing with the lockdown. For example, some carers began to accept the lockdown and viewed their situation more positively and optimistically…



Humour
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How do I switch off? I tend to have a 
little word with my boyfriend and he 

makes me laugh and that helps me relax 
before I go to bed. So I like doing that. 

He’s my therapy. (28/4/2020)

That was very funny. That good laugh is 
gonna be good for us, isn’t it? Keep the 

anxiety levels low. They’re getting lower. 
So that’s good. (8/6/2020) 

Presenter
Presentation Notes
The carers were not only able to stay positive but many were able to use humour to deal with the challenges they were facing. This reflected the fact that the Virtual Cuppa was a safe environment where the carers could be themselves. Humour was an essential resource for the carers throughout the whole lockdown period, as illustrated by the following quotes…



Going outside 
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I think Tuesday’s supposed to be 
beautiful. So I’m going to be doing things 
in my garden tomorrow. If the weather 

allows anyway. (4/4/2020)

I haven’t been out for about four weeks, 
which is really, really bad. So for me, 

getting up this morning, I was like… I’m 
gonna be really productive. So I went for 

a walk. (14/4/2020) 

Presenter
Presentation Notes
Spending time outside with nature, whether that be in a home garden or on a government-sanctioned walk around the park, was a common way for carers to manage their stress levels, for example…



Peer support and community
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We are on a community Facebook page full of 
‘moaners’. Generally when somebody wants to say 

something, we say look, this person needs help. 
(31/3/2020)

I think that’s what’s keeping me going actually is just 
knowing that the community is pulling together out 

there and properly falling over themselves trying to do 
stuff. I feel that if I need something, there’s a 

multitude of people I can rely on.  (21/3/2020) 

Presenter
Presentation Notes
Peer support in particular became one of the most crucial resources for the carers around this time. The lockdown made face-to-face support between carers impossible but that did not stop the carers from helping each other out online. The following carer describes the nature of this peer support…This sense of community had a profound effect on the carers’ wellbeing and spurred them on to continue looking after their loved ones, as the following quote illustrates…



Research 
Question 3

How effective is the Virtual Cuppa in 
reducing carers’ challenges and 

identifying novel resources over this 
time period?
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Sharing info about 
resources
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“ I love the ideas that come out of this. I always 
come out of these calls, very inspired, very 

energised, very motivated to do something. So like, 
for example, have a chat about different resources 

because one of the things we come up with the 
other day. Oh, I’ve got this to share and this and 

that. And I always come away going, yes. You know 
what, we’re gonna put this together or do this or 
try this. And so we’ve come away inspired. I think 

that’s the big thing for me.” 
(09/04/2020)



Space for reflection 
and perspective
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“ I know people are trapped in their house a lot 
because of the virus. But this is the ideal 
opportunity to work with your partner to get 
things done. And one thing I do with my husband 
because he’s had a stroke, it takes him a while to 
get dressed. So this is ideal for him to take as long 
as he wants to get clothes on to get dressed to 
get washed. So it’s a good learning opportunity. 
And we could do exercise together. So it’s getting 
to know your partner a bit more at this time.
(03/04/2020)



Making connections
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“ I think face to face contact is really good 
because the people you are meeting in the 
supermarket, you can’t get close enough. And 
you don’t know them. And you’ve got nothing in 
common with them. At least I’m here. We’ve got 
something in common. And we can support each 
other. I think it’s really important that we stay 
connected. Yeah.” (17/04/2020)



Belonging to a 
community
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“Facilitator: “What emotion are you 
leaving with? Or what do you want 
to leave behind?”

Carer: “I’m leaving with an awful lot of 
love. Okay. Yeah, I think that we are a 
community and I think we all support 
each other.” (14/05/2020) 



Developing resilience
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“Right now, I have to say I appreciate this group
and the I came on quite, quite low sort of 
thinking about oh gosh, what’s [son] going to be 
doing for two solid days? He’s lost those days of 
when he’s not out and I’m gonna lose my respite. 
You know, it’s literally lifted me because I came 
on quite low and I’ve been enjoying the laughter.” 
(27/07/2020)



Research 
Question 4

Emergent challenges for using virtual 
cuppas
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Problems accessing 
Cuppas
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“ It [Zoom] drove my goddaughter mad because 
we were trying to set it up. She was going to help 
me, but I couldn’t get any further. And that 
makes me feel so I need to do, but I put it down. I 
thought oh, I’m not letting this I’ve got it on all 
three things, you know, my phone on their 
laptop.” (04/06/2020)



Accepting technical 
problems
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“ One thing we’ve all learned is that it never works 
smoothly, no matter how clever you are. Everybody 
and I think as a population, people generally are less 
worried about that. It’s not work. You know, this 
isn’t all work. It’s not a business meeting that we’re 
having here. And people are quite patient with the 
technology and people give it a go and more and 
more people now just go I’ve never done this before. 
Oh, it’s worked.” (28/07/2020)

Presenter
Presentation Notes
Even on the last day the team accessed, people still experienced technical problems.Carers accepted that there would occasionally – andinevitably - be technical problems. However, withpatience other Cuppa participants and the Carer Coachcould often help people fix these technical problems.As it appears few people consistently and repeatedlyexperienced technical problems with the Virtual Cuppa,this could signal that Cuppas upskilled the digital skillsand literacy of carers.



Conclusions
• Lack of information and social restrictions impacted carers’

sense of certainty, control and levels of motivation. Over 
time, this led to feelings of exhaustion and burden.

• Carers quickly adapted to mitigate these challenges through 
new routines and positive strategies, such as humour and 
self-care. Carers provided support to those in need; not just 
their loved ones, but also other carers in their community. 

• Virtual Cuppas provided a means for carers to exchange 
practical information about caring during the lockdown. 
Gradually, carers developed friendships and a sense of 
belonging to a community with other carers through Cuppas.

• Despite occasional technical problems, Virtual Cuppas
appeared to exceed its capacity as a platform to share 
available resources for carers during the national lockdown. It 
became a resource in its own right to develop resilience.
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Recommendations

• Invest in additional support for carers during national crises

• Invest in innovations and infrastructure that can keep us 
connected. 

• Develop digital literacy programmes for carers.

• Create future digital support for carers that can bridge 
analogue and digital communities and support networks.

Presenter
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• Invest in additional support for carers duringnational crises, such as a global pandemic andlockdown, which restrict their access to traditionalsupport services and peer support. Carers play apivotal role in the provision of unpaid support forindividuals with disabilities, chronic and terminalillnesses. They need support to ensure they cancontinue to support others.• Invest in innovations and infrastructure that cankeep us connected. Virtual Cuppas highlightedthe importance of trusted relationships andcommunity during periods of profound uncertainty.In the absence of face-to-face interactions, manypeople relied on digital technology to ensurethey remained in contact with family, friendsand colleagues. However, not all individuals haveaccess to the hardware, software or infrastructure(4G/5G, broadband, etc.) to maintain theseconnections. Technology not only helps us remainconnected with people closest to us but it enablesus to connect in new ways and create novelcommunities as illustrated with Virtual Cuppas.• Develop digital literacy programmes for carers.Some of the participants in the Virtual Cuppas usedZoom and webcams for the first time as a resultof their participation in Mobilise’s system. If theGovernment and local authorities will continue toinvest in digital technology to support carers, thenthey must also ensure carers have appropriateinstruction and training to use the hardware andsoftware.• During lockdown, we witnessed a marked uptakeof digital technology in health and care; Mobilise’sVirtual Cuppas represents one case of this. However,to ensure digital technology remains relevant andfit for purpose as local restrictions ease, businessesand commissioners must ensure they have thoughtabout sustainable options for their products andservices, for example, create future digital supportfor carers that can bridge analogue and



Thank you for your attention.

With special thanks to the Mobilise carer community 
for sharing their experiences.

We gratefully acknowledge Dr Lily Sepulveda, Sarah 
Gibson, and Paige Butcher for their support with data 

analysis.

This study was supported by ASPECT and the 
Economic and Social Research Council.
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