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Abstract
Care home residents were vulnerable to severe effects from Covid-19 infection and experi-
enced high mortality, especially early in the pandemic. In response, many countries intro-
duced visiting restrictions to limit transmission. These often proved extensive and
prolonged, drawing fresh attention to issues of autonomy and human rights in long-
term care. We conducted in-depth interviews with 27 family carers in England with rela-
tives living in a care home during the pandemic. Adopting a relational autonomy lens,
conceptualised using the capability approach, we examined how family carers considered
their relatives’ capabilities to have been impacted by visiting restrictions and how rela-
tional support could be strengthened. Family carers were concerned for their relative’s
fundamental capabilities, including physical health, emotional well-being, and feeling con-
nected to significant others. Capability deprivations were associated with family separ-
ation, ‘adapted’ visits that were inappropriate for their relative’s needs, and lack of
opportunity for family carers’ to provide emotional support, help staff identify their rela-
tive’s emotional and physical needs, monitor care standards or advocate for their relative.
Optimising relational support during a public health emergency requires effective collab-
oration between care homes and family carers. Specific measures include (1) ensuring
there is clarity, a sense of shared purpose, clear accountability and confidence in visiting
restrictions, (2) providing family carers regular, personalised updates about their relative
using a range of digital communication tools, (3) allowing choice about visiting arrange-
ments where possible, and ensuring visits are appropriate for residents with dementia and
(4) ensuring that family carers feel welcomed, involved and enabled to resume in-person
visits at the earliest opportunity. Consultation with care homes, families and residents, and
workforce and digital readiness should be prioritised.
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Introduction
Care home residents were especially vulnerable to severe effects from COVID-19
infection and experienced high levels of mortality, particularly in the early stages
of the pandemic (Bone et al., 2020; Schultze et al., 2022). Reflecting this, many
countries introduced care home visiting restrictions to limit transmission. While
arrangements varied between countries, restrictions were often extensive and pro-
longed (Barber et al., 2022). The extent of these restrictions, relative to those in
wider society, has drawn fresh attention to rights-based approaches to care, in
which care home residents are viewed not just as passive recipients of care but as
active rights-holders (Emmer De Albuquerque Green et al., 2022) with the concept
of autonomy fundamental to such approaches.

We conducted in-depth qualitative interviews with 27 family carers of people,
predominantly with dementia, living in a care home in England during the pan-
demic with a view to understanding how residents’ autonomy was impacted by
restrictions and how it could be supported in such challenging circumstances.
We focused on the idea of ‘relational autonomy’, which understands autonomy
to be realised and supported, or limited, by relationships and social arrangements.
Following Mackenzie (2014), we conceptualised relational autonomy using the
capability approach (Sen, 1974, 1979a, 1979b).

Our findings contribute to a small international literature about family carers’
experiences of care home restrictions (Hartigan et al., 2021; Nash et al., 2021;
Chu et al., 2022, 2023; Cornally et al., 2022; Giebel et al., 2022; Hanna et al.,
2022; Chirico et al., 2023; Dolberg et al., 2023; Herron et al., 2023). To meet policy
needs during the pandemic, these were commonly rapidly conducted and descrip-
tive, and four papers drew upon two datasets, in the United Kingdom (UK) and
Canada. Uniquely, our study examines family carers’ experiences within a concep-
tual framework that draws upon human rights concepts and, specifically, that of
relational autonomy. This concept is increasingly seen as key for long-term care
research and policy but remains significantly under-developed (Gómez-Vírseda
et al., 2019). Our study is also one of few in long-term care employing the capability
approach (Pirhonen, 2015; Melander et al., 2018; van Loon et al., 2018), addressing
calls for wider application of this approach within ageing research (World Health
Organization, 2015; Archard et al., 2023).

Background
Care home visiting restrictions in England during the COVID-19 pandemic

During the initial months of the pandemic, care home visiting in England was lim-
ited to online or window ‘visits’, with few potential exceptions, e.g. visiting at end of
life. In-person visits, when permitted, involved restrictions such as Perspex screens,
physical distancing, use of personal protective equipment (PPE), named visitors
and appointment systems. These visits were sometimes confusing and distressing
for care home residents with dementia (Dixon et al., 2023), who account for around
80 per cent of residents (Banerjee, 2022). Residents also had to self-isolate following
outside visits, including hospital appointments. From March 2021, care homes
could designate family carers, ‘essential care-givers’, enabling them to visit regularly
subject to observing staff protocols (Rights for Residents, 2022). However, not all
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care homes did so and restrictive policies or so-called ‘blanket bans’ were common
(Dixon et al., 2023). In January 2022, national guidance recommended unrestricted
visiting, although reports continued of care homes excluding or limiting visitors
(UK Parliamentary Joint Committee on Human Rights, 2022). Concerns were
expressed, including in a prospective legal challenge and a UK Parliamentary
Joint Committee report, that visiting restrictions were disproportionate and inad-
equately respected human rights (Rimmer, 2020; Liddell et al., 2021; Low et al.,
2021; UK Parliamentary Joint Committee on Human Rights, 2021).

The importance of autonomy in frameworks of human rights and bioethics

Autonomy involves being able to live one’s life without undue imposition and in
accord with one’s beliefs, values and preferences (Christman, 2020). It underpins
multiple rights in the Human Rights Act (1998) including to life (Article 2), liberty
and security (Article 5) and a private and family life (Article 8) (Samanta and
Samanta, 2005), and is one of the FREDA principles (alongside fairness, respect,
equality and dignity) that summarise key values from the Act for UK-based
health and care practitioners (Curtice and Exworthy, 2010). Autonomy is also
the foremost principle, alongside beneficence, non-maleficence and justice, in the
main framework of bioethics used within Western health and care systems
(Beauchamp and Childress, 2001). Restrictions to usual autonomy may be justified
in the context of a public health or other emergency but should be proportionate,
subject to regular review and undertaken in consultation with those whose rights
are affected (Hepple et al., 2007; Chetty et al., 2012; Spadaro, 2020). Respect for
autonomy is especially important in long-term care settings given residents’ high
levels of dependence and potential vulnerability (Collopy, 1988; McCormick,
2011; Birtha et al., 2019; Care Quality Commission, 2019a; Knapp et al., 2021;
van Loon et al., 2021; UK Parliamentary Joint Committee on Human Rights, 2022).

The limitations of traditional autonomy concepts

Traditionally, respect for autonomy is a liberal concept, emphasising individual
freedom and non-interference. While the concept has been useful for protecting
people from coercion or unwarranted paternalism, it has also been criticised for
being under-socialised (i.e. taking insufficient account of social context), excluding
or marginalising people who are dependent or lack decisional capacity, and focus-
ing on episodic decision-making rather than the overall circumstances of people’s
lives (Agich, 1990; Nuffield Council on Bioethics, 2009; Cahil, 2018; Davy, 2019;
Moilanen et al., 2021; Wolfe et al., 2021; Stoljar, 2022). It has also been deemed
‘ill-suited’ to navigating situations of infection risk during the COVID-19 pan-
demic, where individual choices and preferences have necessarily been subordi-
nated to public interests (Jeffrey, 2020; Gómez-Vírseda and Usanos, 2021).

The development of relational autonomy concepts in theory and practice

There is wide agreement that more relational models of autonomy are needed, in
which autonomy is understood as realised and supported, and sometimes limited,
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through relationships and social arrangements. Practically, support for autonomy
can include emotional or practical support, advocacy, personalised care, constitu-
tive personal relationships and supportive social arrangements (Mackenzie,
2014). The concept of relational autonomy, however, remains under-developed,
theoretically diverse and non-unified, with systemisation or clarification of the con-
cept’s main characteristics lacking (Delgado, 2019; Gómez-Vírseda and Usanos,
2021). A focus on relational and social contexts also means that relational
autonomy needs to be conceived in a way that is flexible and adaptable to different
contexts and settings (Gómez-Vírseda et al., 2019; Moilanen et al., 2021).

Relational autonomy is also under-developed in law and practice, although
aspects of the concept are increasingly reflected in guidelines and regulatory stan-
dards for long-term care. For example, in the UK, the Care Quality Commission
(2019b), the independent regulator of health and social care in England, states
that residents’ family and personal relationships, and privacy, should be respected
and that family members should be able to help plan care for, and support, their
relative. However, some have questioned the force of these standards. Framed
largely in terms of ‘person-centred care’ (Care Quality Commission, 2022) and ‘dig-
nity’ (Care Quality Commission, 2023), they have been criticised for being contin-
gent on ‘the enlightenment of policy makers’ and ‘the goodwill of practitioners’
rather than grounded in ideas of rights and citizenship (McCormick, 2011;
Butchard and Kinderman, 2019). Similar challenges are observed internationally
(European Network of National Human Rights Institutions, 2017; Birtha et al,
2019). Arguably, this lack of force was evidenced by how readily these standards
fell away during the pandemic. For example, in the UK, the Care Quality
Commission paused its regulatory activities in care homes early on and was consid-
ered by a UK Parliamentary Joint Committee insufficiently responsive to families’
concerns about visiting policies (UK Parliamentary Joint Committee on Human
Rights, 2021). Similar limitations were seen internationally. In the United States
of America, for example, processes for responding to complaints raised by residents
or family members and regulatory visits to nursing homes by state surveyors and
ombudsmen were completely suspended.1

Conceptualising relational autonomy using the capability approach

To conceptualise relational autonomy for this study, we use the capability approach.
Catriona Mackenzie (2013) argues that this provides the strongest foundation for
conceptualising relational autonomy. The capability approach is a normative frame-
work of social justice originally developed by Sen (1974, 1979a, 1979b). It frames
autonomy in terms of people having sufficient meaningful opportunities (capabil-
ities) to do and be what they value (functionings), while taking account of the per-
sonal, relational, social and environmental factors (conversion factors) that restrict
or support such capabilities (Robeyns, 2005; Robeyns and Morten-Fibieger, 2023).
These conversion factors are especially important to consider for potentially vul-
nerable populations who, without relational, social and other support, may be
unable to achieve important functionings at all (Nussbaum, 2003). Mackenzie
draws also upon Elizabeth Anderson’s capability-based theory of democratic equal-
ity (Anderson, 1999) to argue that systematic inequalities in capabilities
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fundamentally impact people’s participation as citizens, thus emphasising the
importance of a rights-based understanding of autonomy.

Aims and objectives

In this study, adopting a human rights-based perspective, we address the following
research questions:

• How did family carers of care home residents in England experience care
home visiting restrictions during the COVID-19 pandemic?

• How was resident autonomy (conceived of relationally, in terms of capabilities
and from the perspective of family carers) impacted by care home visiting
restrictions?

• How can the autonomy of care home residents and family care-givers be
supported, including in challenging circumstances such as those of the
COVID-19 pandemic?

Methods
Research design and conceptual framework

We conducted qualitative research based on in-depth interviews with 27 family
carers of people living in a care home, predominantly with dementia, in England
during the COVID-19 pandemic. Interviews with family carers were conducted
online since the circumstances of the pandemic mitigated against in-person inter-
views. While data from residents would have been helpful, this was not feasible to
collect because of the impact of pandemic-related restrictions and challenges of
method given the high prevalence of dementia amongst care home residents.
We used a relational autonomy lens, conceptualised using the capability approach.
This informed our research questions, data collection and analysis, with the aim of
facilitating, ‘well-nuanced distinctions’ between phenomena, actions and measures
‘that support and that undermine autonomy’ (Entwistle et al., 2010: 741). Following
Corbin and Strauss (2008), our ontological position is relativist and our epistemo-
logical position pragmatic.

The study formed part of a larger study, which also involved in-depth research
with care home managers. We were advised by a well-appointed advisory group
comprising care home managers, providers of health services to care home resi-
dents, and representatives of care home providers and dementia and service-user
charities. We were also advised by an experts-by-experience group comprised of
four family carers with a close relative living in a care home during the pandemic,
who were supported by the study’s involvement manager.

Sampling and recruitment

We recruited a purposive sample of 27 family carers through multiple routes. These
included Care England (a national membership organisation of care home provi-
ders); 120 care homes participating in associated research (Dixon et al., 2023);
the study’s involvement manager and experts-by-experience group; multiple large
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care home groups; a range of representative organisations and charitable groups;
and a public call-out on X (formerly known as Twitter), which was retweeted by
partners over 70 times. In the absence of a sampling frame, multiple sources for
recruitment help to ensure range and diversity. Those expressing interest in partici-
pation (N = 46) were screened in relation to criteria against which we sought max-
imum variation, including gender, relationship to resident, geographical area, type
and size of care home, ethnicity and LGBTQI+ status. We also recorded resident’s
dementia status, length of residency and whether alive or deceased at the time of the
interview. Using methods informed by interpretive grounded theory, recruitment
was undertaken iteratively, alongside data collection and analysis. Those meeting
criteria were provided an information sheet, invited to ask questions and, if willing,
an online interview was scheduled. Ethical approval was provided by the HRA
Social Research Ethics Committee.

Data collection

Interviews were conducted online between August 2022 and February 2023, mostly
with two researchers (one leading), to allow shadowing and facilitate rapid reflec-
tions. Interviews ranged between 54 and 80 minutes and were audio-recorded
with permission. A topic guide was developed with input and advice from the
experts-by-experience group. This was used to ensure coverage but employed flex-
ibly to allow participants to discuss issues of salience in ways that made sense to
them, and to permit in-depth and responsive probing. For the full topic guide,
see the Appendix. The period of interest covered March 2020 up until January
2022. Interviewers were trained and experienced in conducting sensitive and poten-
tially distressing interviews, including online (Thunberg and Arnell, 2022).

Data analysis

Interviews were professionally transcribed verbatim and analysed thematically
using NVivo software and methods informed by interpretive grounded theory
(Corbin and Strauss, 2008). While relevant concepts (e.g. dimensions of relational
autonomy discussed in the literature) informed initial coding, these prior categories
and concepts did not determine or restrict coding or analysis, which was primarily
inductive. We employed ‘open’ coding, with data coded descriptively at a high level
of granularity, and then various levels of ‘axial’ coding, grouping open codes in
ways that illuminated relationships between them. Axial coding was undertaken
using strategies suggested by Corbin and Strauss, including asking what, why and
how questions, and identifying phrases or concepts that stood out as significant
(Corbin and Strauss, 2008). Both researchers coded data. Analytical notes were gen-
erated within NVivo and frequent meetings were used to resolve and develop the
coding structure and associated conceptual ideas. Using a process of constant com-
parison, new data were used to develop the analysis, with codes generated or
adjusted as necessary. A codebook was produced and regularly updated. While
this iterative ‘grounded’ approach allowed for ongoing adjustments to sampling
and interview strategies, the strategy of sampling for maximum variation was main-
tained throughout and the flexible and in-depth nature of the interviews meant that
no specific adjustments to the interview strategy were necessary. The constant
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comparative method adopted, however, did enable the researchers to approach later
interviews with a rich and evolving understanding of emerging themes and with
increased theoretical and analytic sensitivity. Analysis and interpretation of the
data were also discussed in a meeting with the study’s advisory group and
experts-by-experience group.

Findings
The achieved sample (see Table 1) reflected considerable diversity across many of
the sampling criteria, including size, type and location of care home. However, des-
pite targeted calls and outreach to relevant organisations, we were able to recruit
only one non-White family carer and no LGBTQI+ participants. Most participants
were female and children of residents, and most of the care home residents they
cared for had dementia.

Family carers identified a range of fundamental capabilities that they wanted
their relative, and often other residents, to be able to maintain during the pan-
demic. These included:

• Good physical health, wellbeing and function.
• Emotional wellbeing.
• A sense of connection with family.
• Having material needs and wants met.

Family carers saw themselves and care home staff as having separate and over-
lapping roles in supporting these capabilities. These are discussed in more depth
and in context in the following sections. In summary, however, family carers’ con-
tributions included emotional connection and being an important and constitutive
part of their relative’s life; relationships with staff were generally not considered a
substitute for residents’ relationships with their own spouses, children and other
close persons. Many family carers augmented the day-to-day care and support pro-
vided by staff, sometimes noting that, even outside the pandemic, care homes are
constrained in the level of care they can provide by financial, regulatory, organisa-
tional and staffing pressures. Because of their relationship and personal knowledge
of their relative, family carers also saw themselves as best placed to provide emo-
tional reassurance to their relative, and help staff identify emotional and physical
needs and develop tailored care strategies. They also commonly saw themselves
as having an important role in monitoring care standards, promoting their relative’s
best interests and acting as their advocate. Family carers described a range of exem-
plary care from care home staff, and commonly recognised the challenging condi-
tions in which they worked. However, they also often expressed wide-ranging
concerns about whether their relative’s fundamental capabilities were, or could
be, sufficiently supported during the pandemic without their visits.

We identified four factors that were important for family carers in their role as
care supporters for their relative during the pandemic. These were:

• Clarity, a sense of shared purpose, clear accountability and confidence in
visiting restrictions.
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Table 1. Achieved sample

N

Gender of family carer:

Male 5

Female 22

Gender of care home resident:

Male 9

Female 18

Dementia diagnosis of resident:

Dementia 24

No dementia 3

Relationship of family carer to resident:

Child 20

Spouse 6

Sibling 1

Other 0

Size of care home:

0–20 1

21–30 2

31–40 5

41–60 8

61–80 6

81–100 4

100+ 1

Type of care home:

Nursing 7

Residential 7

Mixed 13

Region of care home:

London 3

South East 11

South West 1

Midlands 3

North West 5

North East 4

(Continued )
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• Family carers having access to regular, personalised updates about their
relative using a range of digital communication tools.

• Allowing choice about visiting arrangements where possible, and ensuring
visits are appropriate for residents with dementia.

• Feeling welcomed, included and enabled to resume in-person visits at the
earliest opportunity.

We first discuss the capabilities that family carers wanted for their relative, focusing
on how these were made more vulnerable by the pandemic and the associated visit-
ing restrictions. We then discuss factors that influenced, positively or negatively,
whether family carers were able to feel reassured that their relative’s capabilities
were, or could be, sufficiently supported.

Capabilities

Good physical health, wellbeing and function
Due to visiting restrictions, family carers had less opportunity to monitor their rela-
tive’s physical wellbeing or become involved in day-to-day health-care decisions.
They were also less able to assist with routinised, daily support. Nutrition was a
common concern in dementia, and family carers who had previously done so
were unable to bring in special food items, take their relative out to eat or support
them at mealtimes. Some residents were thought to have lost weight as a result:

There weren’t enough carers when everybody’s in individual rooms to help feed
them, so mum wasn’t getting fed, and the food wasn’t appetising. I used to take
her out for lunch to get food down her which obviously I couldn’t do.
(Participant 1)

Table 1. (Continued.)

N

Ethnicity of family carer:

White 26

Non-white 1

Length of residence in care home (years):

≤1 2

<2 years 6

2 – <5 years 10

5 – <10 years 7

> = 10 2

Resident alive or deceased at time of interview:

Alive 16

Deceased 11

Note: N = 27.
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With exceptions, organised physical activities for residents had ceased or been
reduced, limiting opportunities for exercise. Family carers also described adapted
visits (e.g. behind Perspex barriers) that presented health and safety risks:

That was probably the most terrifying because someone brought Mum into the
room and left. Mum stood up, wandered, tripped over the microphone wire.
They very quickly, after that, someone came and stayed in the room.
(Participant 2)

Family carers were also less able to monitor and address poor standards of physical
care. When limited in-person visits were possible, family carers reported examples
of finding their relative being left in bed or sat in a wheelchair for long periods,
decline in food standards, poor grooming and hygiene, and residents not having
their own clothes.

Emotional wellbeing
Where care homes provided good quality care and plentiful opportunities to social-
ise, residents with dementia were not necessarily distressed and some remained
apparently unaware of the pandemic:

I didn’t honestly see any difference in her at all, she was pretty much exactly the
same as she was when she’d gone in. It was like the whole thing had never hap-
pened. (Participant 3)

However, other family carers reported that their relative experienced distress. The
most discussed source of emotional distress for residents with dementia involved
physically distanced visits (e.g. gardens, gazebos, window visits, Perspex screens)
and visits involving masks and other PPE:

He [resident’s spouse] was two metres behind the screen at one side and she [the
resident] was two metres at the other and the staff just popped her in, left her and
walked off, and she just cried the whole time. (Participant 4)

This was compounded if residents experienced perceptual difficulties, poor hearing
and/or short-sightedness:

He [registered blind resident] wasn’t allowed to touch me and I wasn’t allowed to
touch him. I shall probably cry now – he’d sometimes put his hand out to touch
me and they’d pull, you know, the care assistant, not nastily, they’d just move it
away. (Participant 5)

Others reported that their relatives were distressed, because of family separation,
self-isolation following transfer into a care home or a hospital visit, or because of
mental health or behavioural issues:

All I could offer her [wife with psychological and behavioural symptoms of
dementia] was some form of empathy and sympathy and encouragement and
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support, and I didn’t feel that the physical environment [during distanced visit]
helped me do that in any way, shape or form. (Participant 6)

In these varied situations, family carers were especially concerned at being aware of,
or witnessing, their relative’s distress while, at the same time, being unable to offer
them any direct emotional support and comfort.

A sense of connection with family
Family carers were often concerned about losing a sense of connection with their
relative, their relative feeling abandoned or forgetting them, or the loss of time
together, especially given many residents’ limited life expectancy. Some found sep-
aration from a spouse, in particular, hard to accept:

The care staff can go and see her, but I can’t go and see her. Emotionally, it’s not
easy. It’s a pining sort of thing because you’re kept apart. (Participant 7)

However, some were less concerned about visiting regularly. These included those
in situations where their relative with dementia seemed content:

There were still people there, you know, with the staff, making them busy and
doing things. It didn’t really matter so much who it was. (Participant 3)

It also included those with poor relationships and, for some, a reduced pattern of
visits continued even when restrictions had eased. Others welcomed time-limited
visits as they found these less pressured:

It kind of gives me that excuse not to stay for too long because she gets tired and
finds it hard to speak. (Participant 8)

Nonetheless, family carers commonly described wanting to feel they were
part of their relative’s life, could protect them from harm and influence their life
positively:

I still wanted to have an impact on [name’s] life, you know, I made sure that he
had plenty of nice clothes, he had treats, you know. We decorated his room and
tried to make things nice, even though I’m sure it didn’t have much impact
upon him. (Participant 9)

For most, being with their relative at the end of life was especially important, to
offer comfort but also as a fundamental relational value. Family carers commonly
described supportive arrangements for end-of-life visiting:

I said, ‘I’m not going home now, I’m staying’, and she said, ‘You can’t’, and I said,
‘I’m staying, and my daughter’s staying’, and they accepted it. We had mattresses
in his room and we stayed with him till he died, and the staff on the two days
before he died were absolutely brilliant. (Participant 10)
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However, they also described a lack of advance clarity about what visits would be
permitted, who could attend, what was and was not allowed during a visit, and
how their relative’s end of life would be managed.

Having material needs and wants met
The capability of residents being able to have their material needs and wants met
was not a significant theme but did feature in some family carer accounts. Some
described taking food and personal items to the care home although, because
they could not deliver the items to their relative directly, occasionally wondered
if these had reached their relative. Sometimes their relative’s clothes and possessions
wore out without their realising, and purchasing and fitting new items was
challenging:

It’s a horrid feeling because you can’t see the condition of their clothing, so to get a
phone call to say, ‘can you try and get your mum new slippers because she’s put a
hole in the toe?’ because I wouldn’t never let it get to that point. (Participant 11)

There were also examples of non-standard forms of spending to meet residents’
material needs. For example, family carers sometimes bought technology for the
home (e.g. a tablet, telephone extension) using their own personal money, and in
one case, care home staff had purchased toiletries for residents using their own per-
sonal money without seeking or expecting reimbursement from residents, families
or the care home.

Other residents and families being able to have the same capabilities
While, exceptionally, family carers described supportive relationships with other
families through the pandemic, generally they saw less of other residents and
their families during this time. Nonetheless, family carers often expressed concern
that other residents and families have similar capabilities to those they wished for
themselves and their relative. For example, some said they avoided calling so staff
could concentrate on providing care to other residents:

You knew they were under pressure and it’s taking time away from looking after
people to have to answer the phone and take the phone to mum. (Participant 12)

Family carers also sometimes expressed support for measures to protect other resi-
dents or sympathised with residents in more challenging situations.

Factors influencing whether family carers felt their relative’s capabilities were, or
could be, sufficiently supported

Clarity, a sense of shared purpose, clear accountability and confidence in visiting
restrictions
Family carers were initially reassured by government guidance being followed and
trusted that visiting restrictions were ‘for the best’. There was also wide acceptance
of the need for ongoing precautions to limit transmission. However, over time, a
lack of clarity and shared purpose, unclear accountability, and declining confidence
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in the effectiveness and proportionality of restrictions caused concern and often
distress, and placed strain on relationships with care homes.

Occasionally, family carers described there being clear accountability, with their
relative’s care home distinguishing between national guidance and their own care
home-specific response:

We were getting emails saying this is the latest government guidance, this is what
we think about it, do we agree, do we not agree, you know, and why we’re doing
this. (Participant 13)

More commonly, however, family carers were uncertain about how much discretion
care homes had, were confused by frequent changes, or described inconsistencies
between care home policies and the national guidance or government announce-
ments. There were also local inconsistencies. A family carer of a blind and deaf resi-
dent reported that local regulators advised that she should have special visiting
arrangements, while the care home manager reportedly insisted, ‘no, it’s nothing
to do with them, it’s what the government say. You can’t see your dad any more
than anybody else’. In other cases, care homes appeared internally inconsistent
or unsupportive of their own rules:

Whatever carer told you was the rules, whoever you spoke to on the phone, none
of them really knew, they were just guessing. (Participant 14)
[The care home] were happy I’d challenged it because they didn’t agree with the
policy themselves, saying it’s the Health Authority. (Participant 1)

Family carers commonly questioned the prioritisation of infection control over
other potential risks and harms, especially as the pandemic progressed:

Who decided that level of risk assessment, that COVID went above everything
else? (Participant 2)

This could cause family carers concern about whether other aspects of their rela-
tive’s wellbeing were being fully considered. For example, one family carer received
a letter saying residents would no longer mingle and, given that most residents had
dementia, she worried that her mother would be locked in her room. Some noted
that many residents had very limited life expectancy, leading one respondent to ask,
‘“keep safe”, for what?’ Family carers also increasingly doubted whether restrictions
on family visiting were effective at limiting transmission. Many thought risks of
transmission from staff were under-estimated and insufficiently discussed:

It was all about the safety of the other residents, but all the carers were in Marks
and Spencer’s or wherever they went shopping, so you kind of thought, they
haven’t assessed the level of risk. (Participant 7)

Similarly, they thought risks from visitors were over-estimated, with some arguing
that they personally presented a low risk or noting not all residents had regular visi-
tors anyway. Commonly, policies were also increasingly thought disproportionate
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following the introduction of testing and vaccinations and as restrictions in the
wider community eased:

It was ridiculous you know people were going to the cinema and theatres and
everything and we still weren’t able to just go and visit my mum. So, I think
that was when we became less accepting of what was going on. (Participant 4)

Only in one case did a family carer feel that restrictions had possibly become too
relaxed, with insufficient infection control measures in place within the home to
ensure that she felt protected from catching COVID-19 while visiting.

Personalised and meaningful updates about their relative’s wellbeing
Family carers were not always given regular updates about their relative, leaving
them having to contact the care home. Some said, when they called, they were
told only that their relative was ‘okay’, ‘fine’, ‘comfortable’ or ‘the same’, leaving
them wondering, ‘what does that mean?’ Sometimes this was because staff answer-
ing the phone were not directly providing care to their relative or were agency staff:

When they really had the COVID epidemic in the home, that half of them died,
there were carers who were agency, who didn’t know her, but they were trying to
tell me bits and pieces, which really they couldn’t. (Participant 15)

Family carers particularly valued speaking with the staff who were directly provid-
ing care to their relative. One, for example, chatted using video-conferencing soft-
ware to a staff member, with her mother in the background. She appreciated the
personalised information and seeing her mother, apparently content, without
the stress of trying to interact with her online. Another similarly commented
that she thought speaking to someone caring for her relative would be preferable
to the unhelpful and distressing virtual visits she had attempted:

I wished they would say, ‘Well, what we’ll do is I’ll phone you once a week. Forget
trying to talk to Mum. I’ll phone you, and just talk to you about how her week’s
been.’ (Participant 16)

Being able to see day-to-day life in the home was also especially welcomed. One
family carer described a staff member walking around the care home looking for
her mother while video conferencing on a tablet. This reproduced a sense of an
in-person visit, giving her a wider view of the home:

You could see the progress down the corridor, and she was just sitting in her arm-
chair having a cup of tea, and she seemed fine … then it would pan around and
you could see one or two of the other residents, so you got a bit of background.
(Participant 3)

Another accessed an online ‘Resident Gateway’ portal, with daily photographs and
information about her relative. This worked well and limited her need to call the
home:
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I can log in every day and just see how she is and it’s all her care records are on
there, what she’s done in the day, what she’s eaten, her blood sugar levels, every-
thing. That was really helpful during COVID. (Participant 8)

Family carers also described personalised updates about their relative’s wellbeing
being sent, sometimes informally, by individual care staff using, for example, text
message or WhatsApp.

Flexibility and choice over visiting arrangements
Visiting arrangements were commonly undifferentiated, with approaches deter-
mined by guidance and policies at different points during the pandemic rather
than individual needs. The needs of people with dementia were also thought not
to have been well-considered. Some participants viewed having adapted or dis-
tanced visits as ‘better than nothing’. They valued seeing their relative and gaining
visual reassurance about their wellbeing:

Mum looked quite well. I could see what she was wearing. You know, her hair had
been washed. She looked lovely, just that, you know. (Participant 13)

However, as already discussed, residents with dementia sometimes found these
visits distressing or disorientating, and occasionally they presented health and
safety hazards. Others simply gained little value from them:

Before the pandemic, all I would do was sit and hold his hand, stroke his
face and he would fall asleep, so, there was nothing we could talk about.
(Participant 9)

Sometimes practical arrangements for visits were inadequate. This included tech-
nology failures such as poorly performing microphones. In another case, a visit-
ing room was used for two visits simultaneously, separated by a thin screen,
causing a resident with dementia to become confused about who was talking.
Staff support for visits was not always available but could help residents with
dementia engage with their family carer online and, for in-person visits, help
keep the resident focused, encourage them back if they left or, if necessary,
provide comfort:

He was really good at keeping her focused on the screen and we would end up
having a sort of three-way conversation, and he would be prompting her so she
got something out of it. (Participant 3)

Flexibilities around PPE use and physical distancing were wanted for residents who
did not recognise them wearing a mask or who primarily communicated through
touch:

For goodness’ sake, we had gloves. They can smother her in gel if that’s what they
need to do. Touch, sometimes it’s all people have left. That should’ve been thought
about. (Participant 14)
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These were, however, sometimes allowed informally:

We’re supposed to wear masks, but in his room, I’m allowed to take it off, but if
the manager comes along, I put it back on. When I take the mask off, he recognises
me sometimes. (Participant 5)

Family carers sometimes wanted more choice about where visits took place.
Where they could directly access their relative’s room (e.g. fire escape, garden
entrance), they thought it better to meet there rather than in an uncomfortable
visiting room used by other families. Sometimes they were not allowed to use
the garden, even if preferred and thought safer, and at other times, only
allowed in the garden, even though some residents preferred not, or refused, to
go outside.

Others wanted flexibility regarding young visitors. For example, one family carer
had a daughter with special needs who could not accompany her because she was
slightly under the age limit. Appointment systems varied. Some had a ‘first come,
first served’ approach and, in one home, there were no weekend appointments,
making it difficult for working family carers to visit while, in other homes, staff
ensured that family carers could book appointments to fit their circumstances.
While family carers understood that some choices may not be possible, e.g. because
staff needed to supervise or because of perceived equity, they wanted more perso-
nalised approaches:

I just wish they’d sort of looked at all their residents, like they do in a care plan,
and said, ‘how do we, for this individual person’, not just a kind of banging out,
‘oh we’ve got this new app’. (Participant 16)
Rather than 50 emails, one phone call would have been, ‘let’s talk about [resident’s
name], let’s talk about what’s best for her’, and there was a bit of that. (Participant 13)

Finally, some thought that, in larger homes, it could have been possible to group
residents according to the level of precautions they and families preferred, reflecting
the discretion that people in the wider community were able to exercise.

Feeling welcome and included by staff
Many family carers thought they should have the same access as staff. One
care home initially discussed involving family carers as volunteers but did not
take this forward. When the essential care-giver role was introduced, no family
carer in our sample was informed and those who applied were often initially
refused:

I couldn’t understand the logic when they wouldn’t allow me essential care-giver
status because one of the things that was said, ‘if we give it to you, everybody will
want it’. But that was the whole point. (Participant 14)

While many said they felt that care homes wanted to keep them from coming into
the home, others said that they thought this was because care homes needed more
support and resources to implement the role safely.
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How communications were managed also influenced whether family carers felt
welcome. For example, family carers sometimes described communications as
‘defensive’, ‘formal’, ‘legalistic’ and ‘corporate’:

All of the corporate stuff about how wonderful we are, our processes worked, it
wasn’t our fault, all that. I was like, ‘yeah, I don’t really care, I want to know
how my mum is’. (Participant 17)

Detailed information about restrictions and visiting arrangements was sometimes
thought clear and informative, if voluminous. In other cases, family carers found
communication about practical arrangements lacking or disorganised, and had to
call to enquire about current rules. Some also thought there were more communi-
cations about increasing rather than easing restrictions, around which communica-
tion appeared more ad hoc:

I was a bit upset that there wasn’t an announcement that we could visit. It was you
only heard because I was keeping in contact with other relatives. (Participant 18)

Others felt staff viewed them negatively. One family carer described staff ‘eye-
rolling’ at the mention of families. Another reported receiving an email warning
families not to be verbally abusive or threatening, rather than beginning with the
assumption that most family carers would think that unacceptable. Others felt
they were seen as a nuisance if they advocated for their relative or raised issues
of concern:

That generation, they don’t like to make a fuss, so she won’t press her alarm but
she’ll tell me. Then I feel like I’m a nuisance because I’ve got to go and tell the
nurse. (Participant 8)

When family carers raised concerns, follow-up action was not always taken and in
one case, a manager told a family carer that she and her relative could choose
another home if she was unhappy. However, many said that care home staff
responded constructively when issues were raised:

Nobody was every nasty with me or even short with me, you know they would try
and speak to you about what you were concerned about. (Participant 9)

Some thought that staff preferred not having family carers around, perhaps because
they were so busy, but others worried it could be so that relatives would not com-
plain about declining care standards:

I think it got to the point where they enjoyed not having family members around
noticing what they weren’t doing. (Participant 1)

However, family carers commonly recognised that staff were working under pres-
sure and sometimes commented that families’ expectations about what was possible
were ‘not necessarily rational’.
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There were also various examples of family carers feeling actively included.
For example, some said that staff always contacted them if there was a problem
or to discuss their relative’s care, and felt welcomed back into the home as soon
as it became possible to visit in person:

Obviously COVID has been an extreme example, but the relatives are always sup-
ported and included at all times. You know, when we couldn’t be there in person
we were still involved virtually and by speaking to the staff. (Participant 3)

In one case, a family carer described being unexpectedly invited to attend a local
outdoor trip with her father. Another said that a staff member told her that it was
‘great seeing relatives come back in because it’s a little bit of normality coming
back’. Even where family carers experienced difficulties with the care home and
had concerns about their relative’s care, they sometimes formed good informal rela-
tionships with individual staff members and reciprocated through friendliness,
shows of gratitude and gifts.

Discussion
This study examines family carers’ experiences of visiting restrictions in care homes
in England during the COVID-19 pandemic. Adopting a relational autonomy lens,
conceptualised using the capability approach, we aimed to identify how family
carers perceived their relatives’ capabilities to have been impacted by visiting
restrictions and how relational support for their relative’s capabilities could be
strengthened. Data were collected using in-depth interviews with 27 family carers
in England whose relatives, predominantly with dementia, were living, and in
some cases died, in care homes during the pandemic. Data were analysed themat-
ically using NVivo software and methods informed by interpretive grounded
theory.

The impacts of visiting restrictions on residents’ capabilities

During the COVID-19 pandemic, family carers’ concerns focused on their relative’s
fundamental capabilities: physical health, emotional wellbeing, connection with
family and, to some degree, material needs. These correspond broadly to
Nussbaum’s ‘central capabilities’, which form the foundation for all other capabil-
ities and include capabilities such as life, bodily health, emotion, affiliation and
control over one’s immediate environment (Nussbaum, 2003). Occasionally, family
carers felt confident that these capabilities were, or would be, fully supported des-
pite restrictions. More commonly, however, they reported a range of capability fail-
ures and deprivations.

Family carers believed that residents’ ability to maintain their physical health
was negatively affected by them not being able to monitor their relative’s physical
wellbeing, participate in day-to-day health decisions or provide usual support for
nutrition and mobility. Some residents experienced physical decline, including
loss of weight and function, potentially as a consequence. Falls risks were also
thought to have increased because of changed routines and environments, and
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reduced supervision. Some participants also commented on declining standards of
physical care covering hygiene, grooming and clothing.

The ability of residents (and family carers) to have emotional wellbeing was
affected by family separation and by family carers not being able to offer
in-person support and comfort to their relative. Emotional distress was most
commonly discussed in the context of ‘adapted’ types of visit (e.g. screens, gaze-
bos). These were frequently difficult or distressing for those with dementia, with
insufficient apparent scope for care homes to adapt arrangements in response to
these experiences (Dixon et al., 2023). Not all such visits, however, were distres-
sing. Some family carers were relieved to see their relative, described ‘adapted
visits’ as ‘better than nothing’ and valued being able to evaluate their relative’s
wellbeing first-hand.

The ability to feel connected to family is constitutive of autonomy since people
value connectedness with significant others and not just ‘mere survival as inde-
pendent autonomous persons’ (Voo et al., 2020). Prolonged separation and loss
of time together, especially with spouses and where life expectancy was limited,
was consequently distressing for many. Family carers were also concerned about
their relative feeling abandoned, with research showing care home residents already
vulnerable to loneliness (Gardiner et al., 2020). Family separation, however, was
notably less concerning for family carers with relatives with dementia living in
care homes with adequate staffing, a strong ethos of person- and relationship-
centred care, high levels of continuing within-home socialisation and consistent,
albeit remote, family involvement in residents’ care (Keady et al., 2007). These posi-
tive experiences serve to highlight the importance of optimised relational support.
End-of-life visits were also of fundamental relational importance. These were
largely facilitated in caring and supportive ways, but commonly within a context
of uncertainty about how end of life would be managed and what visits would
be allowed, contrary to good palliative care principles (Kaasalainen et al., 2021;
Sleeman et al., 2022). Supportive arrangements also appeared to sometimes rely
on the discretion of individual staff members rather than policy, potentially reflect-
ing a lack of clarity in government guidance around what constituted, or was per-
missible in, end-of-life visits (Hanna et al., 2022; Dixon et al., 2023).

Finally, material needs (e.g. renewing clothing) occasionally went unmet or were
inappropriately paid for by families (e.g. technology) or staff (e.g. residents’
toiletries).

While there were positive experiences, our findings align broadly with earlier
studies conducted in the UK, Netherlands, Italy and Canada, which identified fam-
ily carers’ feelings of frustration and distress (Chirico et al., 2023; Giebel et al.,
2023) and negative impacts on trust between care homes and families (Chu
et al., 2022, 2023). The importance of family involvement in long-term care set-
tings, particularly in dementia, is widely recognised, both in research (Keady
et al., 2007; Harding, 2017; Hoek et al., 2018; Boumans et al., 2022; van der
Weide et al., 2023) and policy (Carers Trust, 2016; Care Quality Commission,
2022). It is notable, therefore, that our findings suggest the role of families in pro-
viding relational support for care home residents, particularly those with dementia,
appears poorly considered, in government guidance and in care home policies and
communications (Cousins et al., 2021; Chu et al., 2023; Dixon et al., 2023).
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Strengthening relational support for residents’ autonomy (capabilities)

Given the potential vulnerability of care home residents, ensuring adequate rela-
tional support for their autonomy, rights and wellbeing is a critical focus for policy.
It is especially important in the context of a public health emergency such as the
COVID-19 pandemic, where autonomy and rights are widely restricted and
usual forms of relational support for care home residents may be less available
(Jeffrey, 2020). This is highlighted by our research, showing family carers with sig-
nificant concerns for their relatives’ fundamental capabilities. However, translating
concepts such as relational autonomy into practical strategies is challenging
(Butchard and Kinderman, 2019). Our study, drawing upon the perspectives of
family carers, uniquely identifies four factors for optimising relational support
for care home residents’ autonomy, rights and wellbeing in the context of a public
health crisis. These cover (a) ensuring clarity, a sense of shared purpose, clear
accountability and confidence in visiting restrictions; (b) family carers having
access to regular, personalised updates about their relative using a range of digital
communication tools; (c) allowing choice about visiting arrangements where pos-
sible, and ensuring visits are appropriate for residents with dementia; and (d)
ensuring that family carers feel welcomed, involved and enabled to resume
in-person visits at the earliest opportunity. Each of these emphasises the import-
ance of communication and co-operation between care homes and family carers
in a context involving fewer regular face-to-face interactions. These are, conse-
quently, likely to also be of relevance outside a public health emergency.

Ensuring clarity, a sense of shared purpose, clear accountability and confidence in
visiting restrictions
Family carers were commonly unclear about how much discretion care homes had
and were confused by frequent changes and apparent inconsistencies, e.g. between
care home policies and government guidance or announcements, or advice from
local regulators. Family carers sometimes also reported inconsistent information
given by different staff in the same care home. These findings concerning clarity
and accountability reflect those in earlier research with care home managers
(Dixon et al., 2023). Family carers also described how care home communications
tended to focus disproportionately on compliance with restrictions rather than on
how their relative would be supported. This could cause concern and distress and
place strain on family carers’ relationships with care homes (UK Parliamentary
Joint Committee on Human Rights, 2021; Giebel et al., 2022).

As the pandemic progressed, family carers also increasingly considered the mea-
sures disproportionate and questioned their effectiveness, citing the cumulative
negative effects on residents’ wellbeing, the introduction of testing and vaccination,
and the easing of restrictions in the wider community, including for care home
staff. Public health considerations can justify limiting rights, including adapting
how care is provided in the context of over-stretched services, but such restrictions
should be time-limited and proportionate (Hepple et al., 2007; Spadaro, 2020). Lack
of resources alone is insufficient defence for limiting rights. Determining whether
restrictions are proportionate requires a clear understanding of the likely impacts of
restrictions and the ethical dilemmas involved, with an onus on government to
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communicate clearly how these considerations will be balanced (Phua, 2013;
Spadaro, 2020; Nihlén Fahlquist, 2021). Those whose rights are most affected
should also be consulted (Chetty et al., 2012). Our research suggests that these
deliberations were lacking or insufficiently communicated (UK Parliament Joint
Committee on Human Rights, 2021; Dixon et al., 2023). When developing and
implementing infection control measures, the impact on residents and families
should always be explicitly considered and care homes and representatives of fam-
ilies and care home residents should be directly involved in national or other assess-
ments of their feasibility and acceptability (Dixon et al., 2023). Importantly, Nihlén
Fahlquist (2021) argues that better conceptualisation of how relational autonomy
can be supported in the specific context of infectious disease, where there are com-
peting ethical demands and complex interdependencies, will also be helpful in
informing discussions about proportionate measures.

Family carers having access to regular, personalised updates about their relative using
a range of digital communication tools
We found that access for family carers to regular and personalised updates about
their relative was commonly lacking. This could leave family carers anxious and
having to call the care home for sometimes limited information. While pressures
on staff time are likely to have contributed to this, responding reactively to individ-
ual phone calls did not appear more efficient and family carers were worried
about drawing staff away from providing direct care to residents. Video-conferencing
with relatives with dementia was particularly challenging and sometimes distressing
for family carers, particularly when residents were left unattended, e.g. with a
propped-up iPad, by staff. Our data, however, also included good practice examples.
These included family carers video-conferencing with staff directly caring for their
relatives, video-conferencing calls providing a wider view of life in the care home,
and relative’s online portals providing on-demand up-to-date information, includ-
ing photographs and care notes, about individual residents.2 Research should
explore the challenges and opportunities for implementing measures such as
these more routinely, as well as to prepare for future public health emergencies.
The use of digital care records and associated family portals, in particular, is likely
to be supported by the national introduction of shared care records (NHS England,
2022; Brown, 2023) and development of a national minimum dataset for care
homes (Towers et al., 2023).

Allowing choice about visiting arrangements where possible, and ensuring visits are
appropriate for residents with dementia
Visiting arrangements were largely undifferentiated, rather than personalised and
reflective of individual needs, most notably the specific needs of people with
dementia. This may have reflected inflexibility in national guidance and from
local regulators, a lack of focus in national guidance on the needs of residents
with dementia and staffing pressures (Dixon et al., 2023). Research for understand-
ing opportunities and how challenges can be best managed would be helpful.
Digital tools such as appointment booking systems may have an important role
to play.
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Ensuring that family carers feel welcomed, involved and enabled to resume in-person
visits at the earliest opportunity
Earlier research found that some care home managers saw benefit in involving
volunteers and essential care-givers at an early stage but did not necessarily feel suf-
ficiently supported to do so (Dixon et al., 2023). The UK Parliament’s Joint
Committee on Human Rights (2021) also questioned whether such roles should
have been enabled earlier, given pressures on staff and the risk anyway of staff
transmission. Evidence from our study strongly supports this view as well as evolv-
ing proposals to give health and care service users the right to a care supporter at all
times.3 However, understanding the support that care homes need to manage care
supporters and volunteers safely in the context of a public health emergency will be
important, particularly in light of the significant pressures we know that care home
managers experienced during the COVID-19 pandemic (Dixon et al., 2023).4

The toneof care home communicationswas also important to families. This includes
avoiding overly legalistic and defensive communications, as well as giving greater
emphasis to how family carers could remain involved, remotely or in person, rather
than focusing primarily or exclusivelyonhowaccesswould be restricted.Other research
suggests that defensive communications probably reflected stresses experienced as a
result of limitations in national guidance and local regulation, staff pressures and pre-
existing structural weaknesses in social care systems (Curry et al., 2023; Dixon et al.,
2023). Notably, the involvement of family carers was often facilitated through the dis-
cretionary efforts of individual care staff. A relational autonomy approach also draws
attention to the challenges involved in currentmodels of congregate living forolder peo-
ple and raises questions about the quality of care in the absence of family scrutiny for
people living with dementia (Wikström and Emilsson, 2014; Knapp et al., 2021).

Strengths and limitations

This study’s strengths include in-depth, conceptually informed analysis with data
drawn from interviews with family carers with a wide range of different character-
istics and whose relatives resided in homes of different sizes and types across
England. However, we achieved limited ethnic minority and no LGBTQI+
representation. Targeted research with these groups into experiences of care
home infection control measures is merited. A further limitation is that the per-
spectives of residents or staff are not represented in our findings. Interviews took
place some months after restrictions were significantly relaxed in early 2022.
This may have affected recall, but interviews were flexibly conducted to focus on
issues of most salience, and therefore likely to be most memorable, to participants.
Speaking to family carers after restrictions were relaxed also minimised potential
ethical issues associated with conducting research while significant restrictions
were in place and gave family carers the opportunity to better reflect on their
experiences and, for some, manage experiences of subsequent bereavement.

Conclusion
In a public health emergency, care home residents may be more vulnerable to the
primary threat, in this case, the COVID-19 virus. In England, managing this
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vulnerability was prioritised in government guidance and actions. However, public
health measures to manage transmission and protect vital services, such as visiting
restrictions, may also impact residents’ other capabilities, including the ability to
sustain physical health, emotional wellbeing and connection with significant others.
The concept of relational autonomy draws attention to how these capabilities
depend significantly on relational support, from care staff, families and others.
Supporting the network of relationships around the resident can therefore help
limit capability deprivations. We identified four specific measures to enhance rela-
tional autonomy in the context of a public health emergency: (a) ensuring clarity, a
sense of shared purpose, clear accountability and confidence in visiting restrictions;
(b) family carers having access to regular, personalised updates about their relative
using a range of digital communication tools; (c) allowing choice about visiting
arrangements where possible, and ensuring visits are appropriate for residents with
dementia; and (d) ensuring that family carers feel welcomed, involved and enabled
to resume in-person visits at the earliest opportunity. Limitations to residents’
usual rights should be proportionate and take account of their greater vulnerability
to capability failures and deprivations. Infection control measures should be devel-
oped and implemented in consultation with care homes, families and residents,
and the competing ethical considerations involved should be clearly communicated
and regularly reviewed. Workforce and digital readiness should be prioritised.
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Notes
1 See https://thehill.com/opinion/civil-rights/494337-addressing-the-crisis-in-long-term-care-facilities/.
2 See https://www.nationalcareforum.org.uk/wp-content/uploads/2020/09/Wellbeing-Resilience-5.pdf.
3 See https://bills.parliament.uk/bills/3470.
4 Seehttps://enrich.nihr.ac.uk/blogpost/the-right-to-a-care-supporter-new-research-from-kings-college-london/.
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Appendix: Topic guide
This topic guide provides an overview of key topic areas that the Visit-id study aims to investigate in inter-
views with family carers of people living in residential care settings during the COVID-19 pandemic. It is
designed to be used flexibly. Interviews will cover the key topic areas outlined in this guide but the depth in
which the different areas will be discussed, the order in which they are covered, and the range of follow-up
questions will vary between interviews.

The aim of interviews is to understand family members’ views and experiences of care home visiting
policies with an emphasis on relevant ethical values, including support for residents’ wellbeing and capabil-
ities and concepts of autonomy and relational autonomy, and exploring trade-offs and prioritisation of dif-
ferent values and concerns.

Thank participant for sharing their signed consent form and check whether they have any further ques-
tions about the study.

Ask permission to record the conversation.
Recap briefly that participation is voluntary and they can choose not to answer particular questions

or withdraw at any time, that the information they provide will be treated confidentially and that no

Ageing & Society 27

https://doi.org/10.1017/S0144686X24000059 Published online by Cambridge University Press

https://plato.stanford.edu/entries/feminism-autonomy/
https://doi.org/10.1017/S0144686X24000059


one other than the research team will listen to or see their data, and that they will not be identified in any
report.

Introduction
• Can you tell me about your relative living/who lived in a care home (i.e. relationship
to you, health condition, etc.)?

• Can you tell me about the care home your relative lives/lived in (e.g. type of home –
nursing, residential, dementia specialist)?

• How long has your relative lived/did your relative live in the care home?
• How comfortable in the care home was your relative prior to the pandemic?
• What was your relationship with the care home like prior to the pandemic?
• What was the frequency of visiting/type of visit prior to the pandemic (e.g. giving
care, keeping company, etc.) (e.g. distance travelled to visit, constraints, typical
times, frequency, intensity, activities undertaken and meaning e.g. how far physical
visiting viewed as an essential part of a commitment, as a family, to care for one
another)

• Were you aware of a visiting policy at that time (written or otherwise, or even
unspoken or informal rules)? What was it, as far you were aware?

Communication of policies
• During the pandemic, how were you informed about the care home’s visiting policy
(or policies)? What was good and bad about how this was done?

• How were you kept updated about changes to the visiting policy? What was good
and bad about how this was done?

• Were you provided with, or did you see, a written visiting policy, or was it commu-
nicated verbally or in some other way?

• Who [position] communicated with you? Was it the same person throughout the
pandemic or different people?

• With regard to communication of the visiting policy, what do you think has worked
well and less well?

• Do you know who you would (have) contact(ed) about the visiting policy if you
(had) wanted to ask questions or discuss it?

• Did you seek information, advice or support from anywhere?

Reflections on visiting policy
• Did you find the visiting policy (or policies) during the pandemic easy to under-
stand, fair and proportionate? Please say why.

• Did families feel that the correct aspects of their relative’s care were prioritised? How,
if at all, did this change over time?

• As far as you are aware, was a blanket approach taken or were individual circum-
stances taken into consideration in the visiting policy?

• Were there any other points that you think the care home should have thought about
when writing its visiting policy?

• How did you stay in touch with your relative, if at all? Were you given alternatives to
in-person visits to keep in touch with your relative? Were these effective? How were
you informed about these?

28 J Dixon and E Stubbs

https://doi.org/10.1017/S0144686X24000059 Published online by Cambridge University Press

https://doi.org/10.1017/S0144686X24000059


Factors that influenced the visiting policy
• What factors do you think influenced the care home’s decisions about their visiting
policy?

• Are you aware of any constraints or limitations that the care home has experienced
with regard to their decisions about their visiting policy?

• How, if at all, do you think the care home could have improved its visiting policy?
• What trade-offs did they perceive there to be? How did their relative’s care home
make these trade-offs? What did they think of this?

Consideration of views of residents and families in developing the visiting policy
• Were the thoughts and views of residents, you and other families considered when
the care home wrote its visiting policy (or policies), as far as you are aware?

• If yes, how was this done? What went well and less well? If no, how would you have
liked to be involved in the development of the policy?

• How, if at all, do you think residents and their families helped to influence/shape the
visiting policy?

Implementing the policy
• Do you think that the care home has implemented their visiting policy consistently,
appropriately and fairly?

• As part of implementing the visiting policy, were you offered testing? How quickly
was this enabled? Did/does your vaccination status play a role in visiting?

• How many people are currently visiting your relative? What is the frequency of
visits?

Your relative’s views
• Was, as far as you know, your relative consulted about the visiting policy?
• From conversations you may have had with your relative, what were/are their views
on the care home’s visiting policy, to the degree that you know (e.g. did they think it
was easy to understand, fair and proportionate, and why)?

• Did they, as far as you are aware, think the care home implemented the visiting pol-
icy consistently, appropriately and fairly?

Closing
• What would you say your relationship with the care home and with the staff is like
now?

• What do you think should happen to visiting if the UK infection situation deterio-
rates further and/or in event of another pandemic infection?

• If you could give advice to other families facing a similar situation in future, what
would that be?

Thank participant for sharing their views and experiences.

Cite this article: Dixon J, Stubbs E (2024). Family carers’ experiences of care home visiting restrictions dur-
ing the COVID-19 pandemic: a relational autonomy perspective. Ageing & Society 1–29. https://doi.org/
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