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ABSTRACT
Objectives  To explore the impact of COVID-19 on 
postdiagnostic dementia care and support provision in 
England and Wales.
Design  Qualitative research using semistructured 
interviews, via video or telephone conferencing.
Setting  Services providing postdiagnostic support across 
health, social care and the third sector.
Participants  21 professionals previously recruited to an 
ongoing research programme on postdiagnostic dementia 
care (or colleagues, if unavailable).
Results  Key themes identified from the data were: 
challenges caused by COVID-19; responses to those 
challenges, including a widespread shift to remote 
working; and effects of COVID-19 on future postdiagnostic 
support. Challenges included changing and sometimes 
conflicting guidelines; a lack of access to support; 
identifying and responding to emerging needs; emotional 
and physical impact of COVID-19; and balancing 
COVID-19 risk with other risks such as deterioration. 
Some dementia services closed, while others adapted and 
continued to provide support thus potentially widening 
existing inequalities. There were also some unintended 
positive outcomes, including improved cross-sector and 
multidisciplinary working between professionals.
Conclusion  Delivering postdiagnostic dementia support 
during COVID-19 required essential adaptations. While 
some changes were detrimental to service users, others 
were identified as potentially beneficial and highly likely 
to become the new ‘norm’, for example, use of blended 
approaches, combining virtual and face-to-face work, 
thus allowing more flexible, integrated care. Our data 
have implications for policy and practice to improve the 
response to the lingering effects of COVID-19 as well as 
creating service provision that is more resilient to future 
pandemics or other periods of disruption.

BACKGROUND
Before the COVID-19 pandemic, one aim of 
global dementia policy was to improve postdi-
agnostic care and support,1–5 which is defined 
here as ‘holistic, integrated continuing care 
in the context of declining function and 
increasing needs of family carers’.1 Guide-
lines in England and Wales recommend all 

people living with dementia and their fami-
lies are provided with support following 
diagnosis, including antidementia medi-
cations, cognitive stimulation therapy and 
carer psychoeducation.2 An annual dementia 
review in primary care is also recommended.6 
However, even prior to COVID-19, consider-
able geographical inequalities existed in post-
diagnostic support in England and Wales.7–9 
COVID-19 disrupted many health and social 
care services, and diverting resources from 
non-COVID care resulted in referral and 
treatment backlogs,10 including in dementia 
care.11 Such disruption had a disproportionate 
effect on people living with dementia.5 11–13 
The UK went through several ‘lockdowns’ to 
reduce the spread of COVID-19 with promo-
tion of the use of personal protective equip-
ment (PPE), social distancing and restrictions 
on travel and mixing between households14; 
thus, services for people living with dementia 
were forced to suspend or adapt provision. 
Many care homes, in which 70% of residents 
have dementia, reduced social activities and 
stopped visitor access.11 People living with 
dementia were encouraged by government 
to ‘shield’ (ie, remain in their homes) as 
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range of different health and third-sector services.
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members of a vulnerable group,11 and there is evidence 
that COVID-19 mortality and morbidity disproportion-
ately affected them.12

Several recent studies15–18 investigated the impact 
of COVID-19 on people affected by dementia. They 
found that restrictions had negative psychological and 
emotional effects,15 17 18 as well as reportedly exacerbating 
dementia symptoms and speeding decline.15–18 Studies 
of professionals providing dementia care in the UK and 
elsewhere19–21 have reported challenges implementing 
COVID-19 restrictions,19–21 adapting to new ways of 
working without necessary support and training20 21 and 
balancing the well-being of professionals with provision 
of quality care.19 While these studies provide important 
insights, no study to our knowledge has explored in-depth 
the experiences of dementia professionals from across 
disciplines and sectors. The aim of this paper is to explore 
a range of professionals’ experiences of commissioning 
and providing postdiagnostic dementia support in 
England and Wales during the COVID-19 pandemic, with 
a specific focus on identifying challenges and solutions.

METHODS
We used qualitative semistructured interviews to explore 
views and experiences of key professionals as part of 
an ongoing research programme (PriDem).22 23 The 
overall aim of PriDem was to develop a new intervention 
to improve postdiagnostic dementia care and support 
through a process of literature reviews, qualitative studies 
with people with dementia, carers and professionals and 
co-design; the present study aimed to explore changes in 
services during COVID-19 and ensure that the developing 
PriDem intervention was suitable for a post-COVID-19 
care landscape.

Methods for this study were chosen for their utility 
in exploring experiences of professionals in relation to 
a specific phenomenon (ie, the COVID-19 pandemic) 
while making data collection as parsimonious as possible, 
following COVID-19 principles set out by the British Geri-
atrics Society.24 This led us to take a pragmatic, ‘code-
book thematic analysis’ approach25 drawing on traditions 
of inductive qualitative research, enabling us to respond 
quickly to emerging issues while minimising burden on 
participants and still providing rich data.

Sample and setting
Commissioners, managers and frontline staff of services 
providing postdiagnostic support in England and Wales 
were eligible to take part. The sampling frame comprised 
professionals who had previously been recruited to the 
PriDem qualitative study before COVID-198 26 27 and who 
had given permission for follow-up contact. If poten-
tial participants were unavailable, a colleague from the 
same service who had not previously been recruited to 
the PriDem study was eligible to take part in their place. 
The sample was purposive and aimed to achieve variety 
across sector (ie, primary care, secondary care, social care 

and third sector), type of service or support provided 
and geographical location. Sample size was restricted by 
availability of professionals and the time-limited nature 
of the project; a target sample size of 20 was selected to 
give scope to recruit participants with varied experiences 
while not placing undue burden on services.

Participants were approached for follow-up via email; 
contact details had either been retained with permission 
during the earlier phase of the PriDem study or, in the 
case of colleagues, were provided by potential partici-
pants who were unavailable. If there was no response after 
two contacts, participants were excluded.

Data collection and analysis
Data were collected between February and May 2021 
by two researchers (AW and MP). A semistructured 
approach was chosen to provide prompts for discussion 
and continuity between interviews while also allowing 
flexibility to explore unanticipated issues raised by partic-
ipants. Topic guides were used to facilitate this, informed 
by COVID-related subjects raised by task-group partici-
pants during PriDem intervention development. Topics 
covered included impacts on: services; staff; people living 
with dementia and carers; commissioning; and future 
provision (see online supplemental file 1). Interviews 
averaged 34 min and were conducted using telephone or 
video conferencing (Zoom or Teams), sometimes jointly 
with other professionals, according to participant prefer-
ence. Interviews were audio recorded, professionally tran-
scribed and checked and pseudonymised prior to analysis 
(AW or MP).

Data management and analysis was assisted by NVivo 
V.12 software. Data were analysed using framework anal-
ysis; this methodology was chosen for its utility in analysing 
semistructured interview transcripts and facilitating 
comparison and contrast.28 Both researchers familiarised 
themselves with the data through listening to recordings, 
followed by reading and rereading transcripts. Initial 
potential codes were then produced and refined through 
discussion to develop a coding frame. Ten per cent of the 
transcripts were dual coded (AW and MP), with agree-
ment checked via NVivo coding comparison tools and 
discrepancies discussed and resolved. Remaining tran-
scripts were single coded, and illustrative quotations were 
identified for each code. A series of data workshops was 
held to compare findings and refine final interpretations 
(AW, MP and LR).

Reflexivity
Two team members (AW and MP) were health services 
researchers with backgrounds in sociology and ethno-
graphic methods, while one was a clinical academic and 
dementia specialist GP (LR); all team members had 
previous experience of carrying out dementia research 
and some also had personal experience of dementia care-
giving. All team members were female. AW had previously 
interviewed some participants during earlier phases of 
the PriDem study, potentially improving rapport, while 
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MP had not been involved in the earlier phases, allowing 
a new perspective on the data. Analysis was undertaken 
using an inductive approach designed to increase focus 
on the data and minimise the influence of the researchers, 
while acknowledging the inherent subjectivity of qualita-
tive data analysis.25

Ethics
Most participants provided written consent via email or 
post, with verbal consent sought before interview for 
those who had not returned consent forms. Participants 
are identified in this paper only via pseudonym.

RESULTS
Eighteen interviews were conducted with 21 profes-
sionals: six commissioners, eight service managers or 
team leads and seven frontline staff. Professionals worked 
in primary care (6), secondary care (9), joint health and 
social care (1) and third sector (5). Services included 
memory assessment services, community dementia 
teams and specialist support services for black, Asian and 
minority ethnic (BAME) people and people with young 
onset dementia. Professional backgrounds of participants 
included general practitioner (GP), dementia specialist 
nurse, occupational therapist (OT) and dementia support 
worker. The geographical spread of the sample was across 
the following UK National Health Service (NHS) regions: 
London (5); Midlands (1); North East and Yorkshire 
(5); North West (2); South East (3); South West (2); and 
Wales (3).

Findings are organised into three themes, as shown in 
table 1 and discussed in detail in the following sections.

Challenges for postdiagnostic support
A number of challenges for postdiagnostic support 
emerged during COVID-19, and services were forced to 
come up with creative ways of overcoming them, involving 
a high degree of trial and error.

Changing and conflicting guidelines
Understanding and responding to guidelines from 
various sources, including national and devolved govern-
ment, local councils and NHS organisations, could be 
challenging. Inconsistencies created particular difficul-
ties for services involving workers from more than one 
sector. Staff described this period as ‘stop-start’ due to 
ongoing uncertainty.

Moreover, guidelines were not always person centred or 
appropriate for people living with dementia. Language 
such as ‘lockdowns’ and ‘social distancing’ led to some 
social support services being unnecessarily cautious, as 
the boundaries of ‘social activity’ and ‘support’ could be 
ill-defined or misinterpreted:

[Permission] for support groups of up to 15 people 
has been there for quite a while now, at least since the 
autumn, possibly longer ago than that. But a lot of 
things that our community groups put on for people 
with dementia, just have a very, sort of, human, social 
feel […] [so group facilitators] tend to interpret what 
they can and can't do with those groups and activities 
according to the regulations that govern our social 
lives. […] I think the fact that people talked about 
the second lockdown and the third lockdown doesn't 
help. […] I’ve had to say, ‘you are health and care 
and support. I know it’s got the feel of a social gather-
ing and that’s why it’s nice for people because it feels 
like a social gathering, but this is doing people good’. 
(S016, joint commissioner)

PPE could be confusing or frightening for people 
living with dementia, as well as hindering communication 
through hiding mouth movement and facial expressions. 
Some service users preferred remote contact to visits with 
full PPE:

[Carers] said, ‘There’s no point you coming with your 
PPE because [the person living with dementia] finds 
it really stressful.’ I’ve tried the see-through ones 
[facemasks], but you have to still wear your visor. […] 
you’ve got your aprons and you’ve got your gloves, 
all that, and it’s still, you end up still traumatising the 
patient. (S057, community dementia support team)

Some professionals therefore suggested that policies 
mandating PPE for face-to-face visits should have been 
flexible, especially where physical contact was unnecessary.

Access to support
The reduced availability of staff, either due to furloughs, 
redeployment to COVID-19 care, or their status as clin-
ically vulnerable, additionally affected whether services 
could operate. While some dementia services were able to 
adapt to guidelines and resource challenges, others were 
forced to close entirely at various times, including some 
memory assessment services. Services providing group 
social interaction and meaningful activity were particu-
larly vulnerable to closure due to a lack of space to imple-
ment social distancing. Closures placed extra pressure 

Table 1  Themes and subthemes

Theme Subtheme

Challenges for 
postdiagnostic 
support

Changing and conflicting guidelines

Access to support

Emotional and physical impact of COVID-19

New and heightened risk

Immediate 
response to 
challenges

Adapting practice to new and emerging needs

Additional support for staff

Use of technology and remote working

Effects of 
COVID-19 
on future 
postdiagnostic 
support

Impact on funding and commissioning

Unmet need

Retaining changes made during COVID-19
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on other services, including crises arising from reduced 
social contact and support networks; problems providing 
support where people with suspected dementia had not 
yet received a diagnosis; reduced access to support and 
advice for staff in other sectors; and inappropriate refer-
rals to dementia services:

[The dementia service has] had two referrals for 
hands […] it’s [an] OT problem to look at the con-
tracture, and a nursing problem to look at the [hand] 
hygiene. But it’s all come to us, hasn’t it, and it’s 
strange […] how we’ve become seen as a Jack of All 
Trades. (S056, community dementia support team)

Transitions for people living with dementia living 
in the community needing admission to hospital or a 
care home, either permanently or for respite, were also 
affected. Reduced or no visiting to relatives living in care 
homes was identified by professionals as a major impact 
of COVID-19.

Emotional and physical impact of COVID-19
Working in dementia care during COVID-19 affected 
professionals both emotionally and physically. Many staff 
worked longer hours than usual and some felt that they 
were approaching ‘burnout’. In addition to personal 
experiences with COVID-19, facing more patient deaths 
than usual and addressing the heightened emotional 
support needs of service users was challenging. Staff also 
reported feelings of helplessness when balancing precau-
tion with action:

[…] historically we would have just said, ‘Right, this 
person needs an emergency visit,’ we go out and we 
try to put as much in place as we can. However, if 
that person has got COVID then we cannot just go 
rushing out because then we are putting all our col-
leagues and other people at risk. So we feel quite dis-
abled. (S603, dementia support worker)

Working from home reduced professionals’ access to 
informal peer support such as debriefs with colleagues 
following emotional telephone consultations. Moreover, 
lack of travel time between ‘visits’ either at home or on 
site reduced opportunities for reflexive practice and lead 
to increased pressure:

[…] because we’re continuously on the phones, 
there’s no breaks […] we’ve increased our contacts, 
but I think at the detriment of our health and well-
being because we don’t have any time to just offload. 
Breathe, get coffee and actually offload. (S057, com-
munity dementia support team)

New and heightened risk
Managing risk was challenging for services and service 
users alike. Recognising and treating the symptoms of 
COVID-19 in people living with dementia were identi-
fied as specific areas for improvement. However, while 
managing COVID-19 was important, it was also necessary 

to balance other heightened risks for people living with 
dementia, including increased isolation and worsening 
symptoms. Professionals reported that many families had 
paused in-home services, such as paid home care, because 
of COVID-19 risk. One GP practice had put every patient 
with dementia on the NHS ‘shielding list’, which allowed 
them to gain priority access to some designated services:

[…] we made a decision in the practice a year ago, to 
put all of our patients with dementia on the shield-
ing list. The rationale being that, yes, they were more 
vulnerable, but also, it would be easier for them to 
access the support services that were available. (S043, 
GP commissioner)

However, others reported that defining people living 
with dementia as vulnerable led to overcautiousness with 
some missing out on beneficial interventions such as 
outside exercising, arguing that providing better informa-
tion could have reduced anxiety and encouraged engage-
ment in activities.

Immediate response to challenges
While responses varied widely, there were several exam-
ples of good practice.

Adapting practice to new and emerging needs
Innovative adaptations that allowed services to remain 
open included social distancing indoors, meeting 
outdoors and reallocating existing resources, such as 
assigning volunteers to telephone helplines or one-to-one 
support rather than group support activities:

[We had] peer supporters phoning up people living 
with dementia and their carers and saying, ‘Can we 
have a cup of tea outside your door?’ You know, ‘Can 
we meet to just have a check in, see how things are, 
what you need support with, how we can help you 
in terms of caring?’ […] because people were wor-
ried and frightened about catching coronavirus, and 
a lot of the carers were struggling to come out of the 
house. (S037, NHS commissioner)

Service users’ needs were often different than usual, 
including increased emotional support needs due to 
isolation, and varied across the different phases of lock-
down, requiring reactiveness in everyday practice. In 
some services, prebooked appointments were replaced 
with telephone hotlines, often focusing on hospital admis-
sions avoidance and crisis management. However, this 
type of working was more challenging for staff in terms of 
managing time and workload. Several services combined 
reactive approaches with proactive welfare checks for 
those with the highest levels of need. Reviewing and 
triaging caseloads at the beginning of lockdown enabled 
services to prioritise and identify matters that could have 
been missed:

We rated them [service users] either red, amber or 
green, from just our knowledge of their social set up, 
their care needs and their severity of symptoms […] 
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you'd stumble across that they hadn’t been put on a 
list for getting groceries, they didn’t have anyone who 
could do shopping for them, so we’d kind of have 
to try and get that sorted and signposted one of the 
charities or someone who could help. We came across 
a couple of safeguarding [elder abuse and neglect] 
things. (S046, GP)

Additional support for staff
Some managers put additional support in place for staff, 
including formal check-ins, regular breaks and access to 
counselling, with some prioritising managing staff well-
being over other duties:

I have very much stepped back from patient care and 
I have just been here to support the staff, because the 
staff and just needing that extra support like I have 
never known in my career, and I have managed staff 
for a long time. (S036, memory service manager)

This additional support was valued by frontline 
professionals.

Cross-sector advice and support for other professionals 
were also important. One memory service with a well-
established care home liaison team adopted a proactive 
approach to support care home staff:

[…] our care home liaison staff were setting up reg-
ular touch-bases with the care home teams, in many 
ways kind of offering a bit of long-arm supervision. 
They were troubleshooting over the phone, but often 
times it was just care teams phoning up just to say, 
‘Can we talk through stuff?’ wanting someone out-
side the building to understand what their pressures 
were and what was going on for them. (S214, memory 
service manager)

Use of technology and remote working
Perhaps the most widespread solution to COVID-19 
restrictions was technology and remote working. The 
first response was frequently to implement additional 
telephone support, as people living with dementia were 
thought more likely to have access to telephones compared 
with computers, tablets or smartphones. However, web-
based solutions were also implemented. Diverse services 
including case management, diagnostic services and 
support groups were able to continue remotely, which 
had benefits and drawbacks for both service users and 
providers.

Benefits and drawbacks of remote consultation for service users
Potential benefits to remote consultations included 
increased convenience, comfort and control for people 
living with dementia and carers:

A carer yesterday said to me she finds it easier to 
engage, expressing herself about quite difficult and 
emotional issues, on the screen […] If you’re not 
finding it helpful or you want to disengage, you’re 

not going to be faced with social awkwardness think-
ing ‘how do I extract myself now and leave?’ You can 
make an excuse and log off. (S034, team lead, young 
onset dementia service)

Virtual methods allowed services to extend their reach, 
enabling the inclusion of carers who lived at distance or 
had other commitments that reduced their capacity to 
attend face-to-face meetings, as well as more service users 
than they ordinarily would meet due to reductions in 
travel time:

[…] you might be able to make 8 to 10 calls during 
the day, whereas visits, you might only do 3 to 4 visits 
during the day. So, it’s definitely being able to reach 
out more responsively, I would say, and quicker to 
people, and having access, which has been a positive. 
(S015, dementia specialist nurse)

Several services that usually provided home visits imple-
mented a ‘triage’ process to assess which visits were in 
service users’ best interests and should take place and 
which should be carried out remotely. Some elements 
of support, including cognitive assessments, were diffi-
cult to achieve successfully remotely, and others, such as 
diagnosis disclosure or planning for end of life, could be 
unsuitable because of their emotional nature, particularly 
for people living alone. Remote support also reduced 
access to non-verbal cues; professionals felt they did not 
have the ‘full picture’ of what was going on in the life of 
the person, despite being able to see them on the screen:

[…] you don’t always pick up the subtleties of what 
somebody is perhaps not telling you, or the environ-
ment that they are living in. If you can't see all of that 
you only get part of a picture. (S049, dementia spe-
cialist nurse)

There were also concerns around accessibility, espe-
cially for those who did not have a carer to help them. 
Potential problems with telephones included reluctance 
to answer unknown numbers and lack of assistive tech-
nology. Dementia symptoms, such as difficulties with 
memory and concentration, compounded by loss of 
contextual information, eye contact and body language, 
could make remote consultations and meetings confusing 
and tiring. Some professionals were therefore concerned 
that people living with dementia’s voices were marginal-
ised when interacting remotely.

Some families were supported by community-based 
initiatives that provided assistive technology for tele-
phone calls, loaned hardware such as computer tablets 
and/or supported users to download apps and connect 
to meetings; areas where such initiatives had already been 
in place prepandemic were better placed to adapt. Other 
types of support included telephone coaching in advance 
of sessions and using a static joining link to reduce 
complexity. Professionals highlighted that many people 
have also gained confidence and technological skills in 
informal ways during lockdown:
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[…] whereas Nan would have been reluctant to have 
a video call ever, [now] because that’s the only way 
she can see her grandchildren, she’s trying it and ac-
tually become more confident with it. So, when you 
are offering these interventions in different ways, 
people are much more open to it and the confidence 
is building. (S054, memory service manager)

Benefits and drawbacks of remote working for staff
Virtual solutions adapted rapidly along with changing 
needs and guidelines. Different videoconferencing appli-
cations were considered more appropriate for different 
types of interactions, for example, Zoom for group 
activity, Attend Anywhere for individual consultations 
and Teams for interaction between professionals; this was 
usually for reasons of accessibility, usability and security, 
requiring staff to become proficient in several platforms. 
There were additional logistical challenges for services 
that had not previously had infrastructure in place, for 
example, obtaining computers, setting up remote work-
spaces or problems arising from the need to use personal 
equipment for work.

In addition to patient-facing work, professionals used 
videoconferencing to support cross-service and cross-
sector working, facilitating multidisciplinary team meet-
ings, care home ward rounds and networking and training 
events:

These meetings were not happening before, or they 
used to happen once a month in a boardroom some-
where. If you trudged over there and spent hours 
finding parking before you got into the meeting, 
all that kind of nonsense which sort of beat the pur-
pose. That sort of thing [meeting] is happening far 
more now. I am far more aware of who my counter-
parts in local authority are. So, if I need to raise ques-
tions or get answers I know where to go. (S059, GP 
commissioner)

However, working remotely could reduce informal 
networking opportunities.

Effects of COVID-19 on future postdiagnostic support
Participants thought the negative effects of COVID-19 on 
dementia care were likely to be ongoing and long lasting. 
However, many professionals also felt there were positive 
changes that could be integrated into future practice.

Impact on funding and commissioning
COVID-19 had a financial effect on dementia services; 
NHS funds had been diverted to efforts to manage COVID-
19, and local authority and third-sector funds were also 
negatively affected. However, some additional funding 
streams became available, such as those to support digital 
participation or services set up to support people during 
COVID-19. Commissioners thought that policy decisions, 
such as priority being given to COVID-19 recovery and 
vaccine programmes, may have ongoing implications for 
postdiagnostic support:

I think the changing politics and the chang-
ing environment within the CCG (NHS Clinical 
Commissioning Group) and new prime minister and 
all the rest of it, new priorities, has made a difference 
[…] I’ve lost people who were up to speed with what 
I was doing. I feel as I’m having to start all over again. 
(S043, GP commissioner)

Unmet need
With the reduction in service provision, professionals 
expressed concern about unmet dementia support needs. 
Those attending services once they reopened were found 
to be more advanced in their dementia due to a combina-
tion of delays in diagnosis, lack of proactive support and 
the effects of isolation:

[…] my bigger worry is, is just how much unmet need 
is going to start to emerge as we’re coming out of lock-
down […] we’re starting to see now people present-
ing at much more crisis points because they’ve been 
kind of rumbling along for a long time without seek-
ing help, so I suspect it’s actually going to be much 
worse in the coming year. (S050, GP commissioner)

Where resource for dementia services had been repri-
oritised to COVID-19 responses, there were concerns 
that this had not yet been assigned back to dementia 
services. There was also concern over the lasting effects of 
COVID-19 and long COVID, particularly exacerbation of 
symptoms in people with existing dementia or potential 
new forms of memory loss. As these issues were emerging 
and not fully understood, this was an example of the need 
for adaptability and responsiveness to ongoing change 
during COVID-19.

Retaining changes made during COVID-19
Several professionals reported that COVID-19 had acted 
as a catalyst for innovation and changes in attitudes, 
including of some commissioners and providers of 
dementia support. Barriers such as reluctance to provide 
remote services were reduced, enabling changes that had 
previously been considered impossible:

I think there were some very—what’s the word?—
some sort of sacred cows [among clinicians in de-
mentia services] […] A bit of, ‘We can't possibly do it 
in that way,’ and then, suddenly, they had to. Then, 
suddenly, they think, ‘Actually, that has worked quite 
well.’ So, in some ways, it has been a bit of an engine 
for innovation. (S708, NHS commissioner)

Professionals from all sectors identified changes they 
wished to retain, particularly ‘blended’ approaches to 
remote working that would enable people living with 
dementia and/or carers to choose in-person or virtual 
meetings:

If people [in the group] still want to keep music ses-
sions online and meet [face-to-face] on Thursdays, 
because our music sessions are on Mondays, then we 
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will probably just keep those virtual. But depending 
on what the client is going to want, really. I can’t de-
cide on that, so it will be up to them. (S047, BAME 
dementia service manager)

While some staff expressed concerns and hesitancy 
around blended working, these were mainly concerns 
around online provision and suitability of platforms for 
providing dementia support. Other changes that service 
managers felt could be taken forward included the idea 
of triaging their caseloads to identify needs of people 
living with dementia and carers and plan future contacts.

DISCUSSION
This paper reports an in-depth qualitative study to 
describe the experiences of a wide range of profes-
sionals—service commissioners, managers and frontline 
staff—providing postdiagnostic dementia care in England 
and Wales during COVID-19. A number of challenges 
arose, necessitating adaptations to services including 
reductions in face-to-face work and widespread adop-
tion of technology. Many of these changes were refined 
through ‘trial and error’, with services required to be 
creative and resourceful. While some changes were detri-
mental to service users, others were potentially benefi-
cial, with staff feeling these may become the ‘new norm’. 
Chief among these was a blended approach involving 
both remote and face-to-face work, allowing flexible, 
convenient and tailored care, with improved choice and 
enhanced opportunities for carer involvement. Addi-
tional benefits to services and staff included improved 
professional development opportunities and better inte-
gration between services and sectors. Other examples of 
good practice included triaging caseloads and attending 
to professionals’ emotional and physical support needs.

The challenges identified were consistent with 
other studies of professionals from different contexts, 
including ambiguity around guidelines,20 21 the difficulty 
of balancing COVID-19 risk and restrictions with good 
quality care19 20 and the emotional impact of COVID-19 
on professionals.19 20 However, while some of the chal-
lenges we identified were unique to COVID-19, others 
were exacerbations of existing barriers to good postdi-
agnostic support, including poorly managed cross-sector 
working and care transitions, inequalities in access to 
specialist support and limited anticipation and planning 
for future needs.8 Services where existing challenges had 
been addressed pre-COVID-19 experienced fewer disrup-
tions. Ongoing challenges included unmet need in people 
living with dementia29; participants expected that these 
effects would be felt for many months to come, even once 
restrictions had been lifted. This is congruent with other 
research suggesting that COVID-19 and resulting isola-
tion had both increased emotional support needs15 17 18 
and worsened dementia symptoms.15–18

Our results add to the evidence that older people and 
many people living with dementia can use technology,30 31 

as improvements in the ability and confidence of both 
staff and service users in the use of technology is a poten-
tial ongoing effect of the response to COVID-19. Consis-
tent with the findings of a recent review,32 facilitators for 
virtual working included support from a carer and/or 
group organiser and accessibility of technology. However, 
professionals identified some specific challenges to using 
technology with some service users, echoing findings 
from people living with dementia and carers.15 A blended 
approach, rather than a wholesale shift to remote 
working, was therefore seen as the most likely result for 
future postdiagnostic support.20 Blended working would 
enable services to work more flexibly and responsively to 
the needs of service users and provide opportunities for 
more people to engage; however, the risk of marginal-
ising the voices of people living with dementia should be 
considered when deciding which approach is suitable and 
acceptable to them, especially where there are conflicting 
preferences between people living with dementia and 
carers. In order to facilitate blended approaches and 
help mitigate remaining challenges, including chal-
lenges specific to dementia, continuing training in digital 
literacy should be incorporated into existing recommen-
dations about education and support for people living 
with dementia and carers,2 as well as the development of 
dementia-friendly approaches to technology.31

Strengths and limitations
One strength of this study was that it formed part of a 
larger study of postdiagnostic support in England and 
Wales, allowing us to contextualise changes. Interviews 
were retrospective, capturing changes that had happened 
over time. Participants were geographically diverse and 
from a range of different health and third-sector services. 
Limitations include a relatively small sample size with 
limited social care input. However, this reflects the small 
number of social care services included in the sample 
from the original study26; recruitment of new partici-
pants was constrained by services remaining closed or at 
reduced capacity during the recruitment period.

Implications for practice and policy
Our data demonstrate that positive lessons can be 
learnt to improve the response to the lingering effects 
of COVID-19 and create service provision that is more 
resilient to future pandemics or other periods of disrup-
tion. First, addressing existing challenges to postdiag-
nostic support, such as integration between services 
and sectors, could help services and professionals better 
cope with crises and reduce inequalities of provision. 
Second, services that continued to function during 
COVID-19 learnt to manage persistent uncertainty by 
generating and embracing creative solutions, including 
rapid uptake of new technologies, leading to benefits 
for both service providers and users. Better support and 
training are still needed to enable professionals, people 
living with dementia and carers to make best use of tech-
nology within usual care; the increased uptake of remote 
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working in this period has prepared the groundwork for 
blended working approaches to become the ‘new norm’, 
although it is important to ensure that this is appropriate 
for people living with dementia. Finally, it is vital that 
future pandemic policy and healthcare action plans adopt 
a more person-centred and flexible approach to risk 
management for subgroups of the population like people 
living with dementia where the risks of COVID-19 infec-
tion should be balanced with other risks such as isolation, 
as with other aspects of dementia care and support.

Twitter Alison Wheatley @AlisonLWheatley, Marie Poole @mariepoole77 and on 
behalf of the PriDem study team @PriDemProject
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