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Abstract

Background
Infection prevention guidance is essential to the safety of older people receiving care, but its
implementation may be difficult when recommendations do not account for the cognitive, behavioural
and sensory needs of people living with dementia. We explored how healthcare professionals and family
caregivers received, communicated and adapted infection-related guidance during the COVID-19
pandemic, and what their experiences suggest for future dementia care.

Methods
We conducted semi-structured interviews via Microsoft Teams with 10 healthcare professionals and 10
family caregivers in the UK between August 2024 and February 2025. Interviews explored experiences of
accessing, interpreting and communicating infection-related guidance. Data were examined using
reflexive thematic analysis.

Results
Three themes described receiving, sharing and adapting guidance. Participants reported frequent
changes, delayed or unclear messages and limited dementia-specific advice. Isolation, visiting
restrictions and mask wearing were described as difficult to implement when they conflicted with
cognitive needs, established routines or emotional wellbeing. Professionals and caregivers often
interpreted and adapted generic guidance themselves. Participants valued trusted and timely
information, individually tailored explanations, concise language, visual and audio materials, and
accessible repositories of verified resources.

Conclusions
Participants’ accounts reveal a gap between general infection prevention recommendations and their
practical use in dementia care. Guidance designed with people affected by dementia, caregivers, and
frontline professionals, and offered in accessible formats with proportionate implementation options,
may support more feasible, person-centred responses to future outbreaks. The effectiveness of such
approaches requires evaluation.

Background
People living with dementia may face particular challenges when infection prevention measures require
them to understand, remember and act on unfamiliar instructions. Cognitive impairment, behavioural
changes, and sensory difficulties can affect how information is communicated and how precautions are
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implemented in everyday care [1, 2, 3]. These challenges are especially relevant in care homes and other
settings where close contact, personal care and shared spaces are integral to daily life [4]. Infection
prevention guidance therefore needs to be considered not only as a statement of recommended
practice, but also as information that people with dementia, family caregivers and care staff must be
able to use.

A central challenge for dementia care is the potential mismatch between general infection prevention
recommendations and the circumstances in which care is provided. Measures that seem straightforward
in public guidance, such as isolation, distancing, or wearing face coverings, may be hard to explain or
apply to someone who needs frequent reassurance, close personal support, or familiar routines. When
guidance does not explain how to respond in these circumstances, family caregivers and frontline
professionals may bear responsibility for interpretation. This raises questions about feasibility,
consistency and the balance between infection risk and person-centred wellbeing.

The COVID-19 pandemic brought these tensions into sharp focus. People living with dementia
experienced increased risks of adverse COVID-19 outcomes, while families and care services faced
changing restrictions and substantial disruption [5, 6, 7, 8]. Research has documented the pressures care
workers faced and the difficulties of applying rapidly changing guidance [9, 10]. Yet understanding how
guidance moved from national communication to individual care decisions remains important for
improving preparedness for future infectious outbreaks.

The issue extends beyond the accessibility of written materials. Usable guidance must reach people
promptly, provide clear, trustworthy information, and adapt to different cognitive abilities, communication
preferences, and care environments. The need to protect against infection may also conflict with
maintaining relationships, autonomy and emotional wellbeing. These competing considerations make
both family caregivers' and professionals' experiences important sources of insight into how
recommendations are interpreted in practice.

Previous work has highlighted communication needs in dementia and the effects of pandemic
restrictions [3, 11, 12]. Our study focuses specifically on the pathway from receiving infection-related
guidance to communicating and adapting it in dementia care. By examining this process from
professional and family perspectives, we sought to identify where participants found generic guidance
insufficient and which practical supports, they found useful.

We therefore explored retrospective accounts of COVID-19 and other infection-related guidance among
healthcare professionals and family caregivers in the UK. The study aimed to understand the challenges
of applying recommendations in the context of dementia and to identify considerations for more
accessible, feasible and person-centred infection prevention communication in care homes and
community settings.

Research objectives:
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1. Explore the experiences of healthcare professionals and family caregivers in receiving, interpreting,
and communicating COVID-19 and other infection-related health guidance to people living with
dementia.

2. Identify practical requirements and implementation supports that enable effective communication
of health guidance to people living with dementia.

3. Identify adaptations to the content and delivery of guidance that make infection-related advice
usable for people living with dementia, taking account of cognitive, behavioural, and sensory
challenges.

Methods

Study Design
This study used a qualitative, interpretivist approach, using semi-structured interviews to explore how
healthcare professionals and family caregivers communicated infection-related health guidance,
particularly during the COVID-19 pandemic, to people living with dementia. The study focused on the
implementation pathway from receiving guidance to translating, communicating, and adapting it in
everyday practice across community and care settings.

Participants and Recruitment
Participants were recruited from three sources: Join Dementia Research (JDR), Prolific and social media
advertisements. Participants were required to be over 18 and to have lived in the UK since at least
January 2019. Family caregivers were required to be a caregiver of someone who was diagnosed with
dementia prior to January 2019 to ensure that participants had experience with dementia prior to and
during the COVID-19 pandemic. Healthcare professionals were required to be involved with infection
control as part of their role and to have some contact with people living with dementia or their
caregivers. These eligibility criteria were used to ensure participants could reflect on how guidance was
accessed and applied during periods of rapid change in UK infection control messaging.

Participants were contacted by the first author by email. Participants were given a participant
information leaflet about the study and asked about their availability to take part in an interview. The
study used a convenience sample; data from those invited to participate but who did not respond were
not collected. After completing an interview, participants received £20 as compensation for their time.
Recruitment continued until the research team judged that the dataset provided sufficient ‘information
power’ to address the study aims, given the specificity of the sample and the depth of interviews.

All interviews and transcriptions were carried out by the first author, a female researcher with a PhD in
Health Sciences, a master’s degree in social science research, and experience and training in conducting
individual and group qualitative interviews. No interviewee had met the interviewer prior to being
contacted to take part in the study, and no additional people were present during the individual
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interviews or the focus group. Interviewees were informed that the United Kingdom Health Security
Agency (UKHSA) funded the study and that the project aimed to determine whether health guidance
could be adapted to better meet the needs of people affected by dementia. No repeat interviews were
carried out, and all interviews took place between August 2024 and February 2025. The interviewer
adopted a reflexive stance, consistently using the topic guide while allowing participants to describe how
they interpreted the guidance, the practical constraints they faced, and the strategies they used to
support understanding and adherence.

Data Collection
Interviews followed semi-structured interview guides that differed for healthcare professionals and
family caregivers (see supplementary material, Tables S1 & S2). The interview guide for family caregivers
was developed with assistance from a Patient and Public Involvement (PPI) group comprising nine
people living with dementia and their caregivers, and the interview guide for healthcare professionals
was developed with assistance from a public health professional. The guides were designed to elicit how
infection-related guidance was accessed, interpreted, communicated, and adapted in practice, and what
supported or hindered implementation in dementia care contexts.

Healthcare professionals were asked about their experiences in receiving and implementing infection
control guidance, communicating it to people with dementia and others with communication difficulties,
and communicating it to other healthcare workers. We asked family caregivers about their experiences
during the pandemic and their views on the suitability of COVID-19 guidance for people living with
dementia and their families, including how they translated generic guidance into everyday routines and
managed distress or resistance.

All interviews were conducted online using Microsoft Teams. All healthcare professionals participated in
individual interviews, and family caregivers could choose an individual interview or a focus group, based
on their preferences and availability. Individual interviews lasted 40–60 minutes, and the focus group
lasted about 1.5 hours. Before interviews began, healthcare professionals gave verbal informed consent,
and family caregivers provided written consent. Interviews were audio- and video-recorded and were
transcribed verbatim. We anonymised any identifiable information in the transcripts and assigned
participants a participant number to protect their identities. Healthcare workers were assigned an 'H'
before their number (e.g., Participant H1), and family caregivers were assigned a 'C' before their number
(e.g., Participant C11). Participants were encouraged to provide concrete examples of guidance
materials (e.g., leaflets, webpages, local policies) and to describe the practical steps involved in
communicating and applying them.

This study followed the COnsolidated criteria for REporting Qualitative research (COREQ) checklist to
ensure comprehensive reporting of qualitative methods and findings (Tong et al., 2007; see
Supplementary Table S3).
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Data Analysis
An interpretivist theoretical approach underpins the present study. We used reflexive thematic analysis
to derive themes from the data, following the six stages of reflexive thematic analysis outlined by [21].
The analysis was oriented to understanding the implementation pathway of infection-related guidance in
dementia contexts, including how guidance was received, interpreted, communicated, and adapted in
everyday care. The first author primarily conducted the analysis, with iterative input from the co-authors
through discussion and theme refinement.

First, the researcher read the transcripts multiple times for familiarisation. At this stage, the researcher
listened to the recordings again and made preliminary notes about potential patterns within the data.
The researcher used NVivo 12 to aid in coding the transcripts. The researcher used an iterative coding
approach, revisiting previous transcripts as new concepts emerged and allowing the researcher's
understanding of the data to evolve. Coding attended to both barriers and facilitators to communication
and implementation (for example, characteristics of guidance materials, routes of dissemination, trust
and timeliness, and practical feasibility within care routines).

After coding, the initial themes were constructed by identifying related codes that had shared meaning.
These initial themes were then refined through critical discussions with co-authors to ensure that
themes captured the practical processes and constraints described by participants across settings and
roles. Data saturation was not discussed because it is not compatible with reflexive thematic analysis
[14]. Themes and sub-themes were then named and organised. The researcher drew on relevant
literature throughout the analysis to inform their interpretation of the findings and to consider how the
present work relates to the broader literature. Throughout the analysis, the researcher collected notes in
a reflexivity diary. No member checking of transcripts or findings took place. Given the study's aims and
analytic approach, credibility was supported by a transparent description of recruitment, data collection,
and analytic procedures, along with reflexive documentation and team-based discussion of theme
development.

Ethics
This study received ethics approval from the Birkbeck, University of London Ethics Committee
(Reference: 2324025). All participants provided informed consent prior to participation (verbal consent
for healthcare professionals and written consent for family caregivers). Participants also consented to
the anonymous publication of verbatim quotations, and all identifying details were removed during
transcription and anonymisation.

Results

Participant Characteristics
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A total of 20 participants took part in the interviews, consisting of 10 healthcare professionals (7 female,
3 male) and 10 family caregivers (8 female, 2 male). Of these, 11 participants were recruited via Prolific,
6 via social media advertisements, and 3 via Join Dementia Research. Participants contributed
perspectives across both community and care settings, reflecting the cross-sector context in which
infection guidance was implemented during the pandemic.

The healthcare professional participants represented a range of professional backgrounds. Five
participants (H1-H5) were based in care home settings, two participants (H6-H7) worked in health
protection, two participants (H8-H9) were social workers, and one participant (H10) was a nurse (see
supplementary Table S4 for a summary of participants' professions). This mix enabled comparison
across roles with different responsibilities for receiving, interpreting, and communicating infection
guidance.

Demographic data were not collected to protect healthcare professionals' identities, as their job titles are
already included. Given the small number of participants within some roles, further demographic details
could have increased the risk of deductive disclosure. Demographic data for the family caregivers are
reported in Table 1
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Table 1
Participant Demographic Data

Demographic n %

Age

40–49 3 30%

50–59 5 50%

60–69 1 10%

70–79 1 10%

Gender

Female 8 80%

Male 2 20%

Country of Residence

England 8 80%

Scotland 1 10%

Wales 1 10%

Carer Ethnicity

White British 7 70%

Asian/Asian British 2 20%

Other ethnicity 1 10%

Dementia Diagnosis of Care Recipient

Alzheimer's disease 2 20%

Vascular dementia 4 40%

Mixed dementia 2 20%

Other types of dementia 1 10%

Not sure 1 10%

Relationship to Care Recipient

Spouse/partner 2 20%

Parent/parent-in-law 6 60%

Uncle/aunt 1 10%

Prefer not to say 1 10%
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Demographic n %

Duration of caring (years)

  Mean Range

  6 3–12

Interview findings
A summary of the three themes and their subthemes is presented in Table 2. Participants included
healthcare professionals and family caregivers; however, the theme profiles did not differ significantly
between the two groups overall. Specific examples will be given where experiences diverge between
groups.

Table 2
Summary of the study's themes and sub-themes

Theme Subthemes

(1) Receiving Guidance ● Trust and timeliness

● Lack of dementia-specific guidance

● Length and complexity

(2) Giving Guidance ● Communication skills

● One-size doesn't fit all

● Risk vs. wellbeing

(3) Adapting Guidance ● Adapting the format

● Resource library

● Signposting to further support

● Inclusion

Theme One: Receiving Guidance
Participants described how they accessed and used infection prevention guidance as a practical tool
during the COVID-19 pandemic and during outbreaks in care homes and local communities. Overall, they
reported that guidance was only usable when it was (1) trusted, (2) timely, and (3) clearly relevant to the
setting and to people living with dementia. During the pandemic, some family caregivers and healthcare
professionals described COVID-19 guidance as delayed, frequently changing, and insufficiently tailored
to dementia care, so it failed to consistently meet these requirements. When guidance was unclear or
not fit for purpose, participants reported increased uncertainty and added workload, as carers and staff
had to translate generic advice into workable day-to-day practice. Participants felt that limited access to
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appropriate, dementia relevant guidance constrained the care and support they could provide during this
period.

Trust and timeliness
Most participants considered the National Health Service (NHS) website, government websites, and the
mainstream media as trustworthy sources for guidance on COVID-19 and other infections. However,
some participants distrusted government and media sources, particularly during the COVID-19
pandemic, which motivated them to seek information elsewhere. This behaviour was particularly
pronounced among those who perceived the government's COVID-19 guidance as insufficiently detailed
or timely. In these accounts, reduced trust and delays shaped how guidance was implemented in
practice, increasing uncertainty and requiring caregivers and staff to fill gaps by searching for additional
sources.

"The media would just make up what they [wanted]. A lot of it was Chinese whispers, hearsay, and I wanted
hard facts […] I used social media to try and ask questions that I didn't feel were being answered really in the
briefings." (Participant C19, Family Caregiver, Individual Interview)

Some participants highlighted that health guidance translated into different languages can be
particularly slow to be released, leaving people more susceptible to misinformation and leading to
infections spreading within specific communities. Participants described delays in accessing translated
resources as reducing the usefulness of guidance during fast-moving outbreaks and increasing reliance
on informal information channels.

"There's a time lag… it can take such a long time to get hold of the [translated] resources to share the
information; by then, whatever infection you've had has gone through a care home, has gone through a
community." (Participant H6, Public Health Manager)

"If it's not being communicated [in their language yet] … they're getting their messages from elsewhere,
which aren't reliable." (Participant C17, Family Caregiver, Individual Interview)

Lack of dementia-specific guidance
Another difficulty healthcare professionals and family caregivers faced was the lack of relevant, practical
guidance for dementia care. Participants described relying on generic public guidance that did not reflect
the realities of caring for someone who could not be left alone, could not understand restrictions, or
required close physical support.

"[The COVID-19 guidance] really didn't work for [carers]… we just had to do stuff for her and… if anybody
didn't like it, then it's like, well, tough, because we can't just leave her. You've just got to do it." (Participant
C15, Family Caregiver, Focus Group)

Healthcare professionals similarly reported that they often received no additional dementia specific
guidance beyond what was available to the public, leaving them to rely on informal judgment and local
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workarounds.

"[I only had access to] the [same] guidance that was given to the public. There was, from memory, nothing
that we got that was written that we had to do and say to people [with cognitive impairments]. We just used
our own common sense, really. Which was crazy, I suppose." (Participant H8, Social Worker)

Participants who worked in care homes reported that standard infection control guidelines were
"impossible" (H3) to implement, and that they would have valued guidance that acknowledged feasibility
constraints and provided practical options for managing infection control procedures, notably isolation,
when working with residents with dementia.

"It wasn't dementia friendly, the guidance, at all… in a unit where we have people living with advanced
dementia who do not understand, are unable to understand infection control procedures that they need to
stay in that room. What should you do to minimise the risk of spreading coronavirus? Guidance about that
could have been helpful." (Participant H5, Care Home Director)

Length and Complexity
Participants shared their views on how the format of health guidance could be adapted to better meet
the needs of the public and healthcare professionals. Across accounts, participants described length
and complexity as practical barriers to implementation, particularly when guidance changed rapidly and
needed to be communicated in time-pressured settings.

For professionals
Healthcare professionals noted that infection control guidance intended for them can be very lengthy,
making it difficult to read during shifts. This was particularly salient during COVID-19, when guidance
was updated regularly, making it difficult for healthcare professionals to keep up to date. Participants
described this as contributing to confusion and inconsistent uptake across staff teams.

"Every single week it was changing, and it was getting very confusing, really. For all of the staff, it was
very confusing." (Participant H1, Senior Carer)

Participants spoke about needing to "interpret" (H3) and "translate" (H6) guidance before sharing it with
their colleagues. This was because it was too long for all colleagues to read in a reasonable time, and
because some language and concepts were too complex for some to understand. In practice, this meant
that implementation relied on local summarising and re-messaging, with potential for variability in what
was emphasised and how quickly it reached frontline staff.

For the general public
Some participants believed that health guidance aimed at the general public can also be too complex,
and more care should be taken to ensure health information is easy to understand. Participants
emphasised that jargon and acronyms limited accessibility, particularly for families trying to apply
guidance while supporting someone with cognitive impairment.
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"Another thing is they use a lot of acronyms [in health guidance], they use a lot of jargon… simple
instructions, that's what people need. They don't need pages of jargon." (Participant C19, Family Caregiver,
Individual Interview)

However, one participant noted that striking the right balance between simplicity and enough detail to
ensure people understand what they need to know could be difficult. This tension was framed as an
implementation challenge: guidance needed to be brief enough to use while still providing sufficient
detail for safe decision-making.

"We need a better understanding of how much information is actually needed by people. Because if it's too
long, it's not good enough. Like, they're going to get bored. If it's too short, people are in danger, because
they don't have enough information to keep them safe." (Participant H6, Public Health Manager)

Theme Two: Sharing Guidance
Participants discussed their experiences with sharing health guidance with people living with dementia
in healthcare and community settings. Both healthcare professionals and family caregivers highlighted
the need to develop communication skills in order to effectively communicate with people living with
dementia, as well as the importance of treating each person with dementia as an individual. However,
participants reported challenges with communicating COVID-19 guidance to people with dementia,
especially for those with advanced dementia. This theme reports the barriers and facilitators around
successfully communicating guidance to people living with dementia.

Communication skills
Participants described the need to develop communication skills for interacting with people with
dementia. Communication techniques that facilitated effective communication included accessing
training and advice, developing patience, being mindful of individual impairments, and treating people
with dementia with respect.

Participants spoke about the need for repetition when communicating about health guidance with
people living with dementia, which could be frustrating for caregivers and health professionals. They
emphasised that patience helps reduce distress and foster understanding.

"Talk to them in very, very simple language. You sometimes have to repeat yourself as well and just be
patient." (Participant C20, Family Caregiver, Individual Interview)

Healthcare professionals discussed the importance of training in communication techniques and the
opportunity to receive guidance from more experienced colleagues. Family caregivers valued support
from professionals and dementia organisations around communication skills.

"I think it's just regular ongoing training. It's something that you've got to keep up with… and utilising the
disability champion." (Participant H10, Nurse)
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"Some presentations and talks that people [from charities] have given… about how to even talk to [people
living with dementia]… through those I've gained a lot of knowledge." (Participant C20, Family Caregiver,
Individual Interview)

Some participants spoke about the importance of treating people living with dementia respectfully by
not automatically assuming they are incapable of understanding something. They discussed the
importance of giving people the "best chance" (H9) to understand health guidance by explaining it in
multiple ways.

"It's all about… talking to them sensibly, you know, sometimes people I think seem to feel that someone's
got dementia, and they haven't got a great memory, they equally lack in intellect. So, people sometimes treat
them like they're children. So, it's about respecting them as an individual and explaining something."
(Participant H4, Care Home Manager)

If at that point the person living with dementia still doesn't understand the health guidance, decisions will
ultimately need to be made on their behalf based on their best interests.

"[It's important] not to just assume that everyone with dementia can't understand, but likewise that you
shouldn't bother to try. But recognising that it's not always going to be successful, so you do need certain
skills to negotiate that issue… in the best possible way," (Participant H3, Care Home Manager)

Being mindful of impairments
As people living with dementia have cognitive impairments, it is important to understand how to
communicate in a way that is mindful of this. Participants described how they had to learn to shorten
and simplify information to help the people they care for understand health guidance. Some participants
discussed how creating written reminders can enhance communication and understanding for
individuals living with dementia who experience memory impairments.

"I find with people with dementia, it's having something in hard copy format that they can keep going back
to… because obviously they read it, they potentially understand it in that moment. But if you ask them half
an hour later, [they've forgotten]." (Participant H9, Social Worker)

Hearing and visual impairments are also common in this population, which, along with cognitive
impairments, can exacerbate communication difficulties. Being mindful of these impairments by using
communication techniques or adjusting the format of health guidance, for example, providing
information in large fonts or an audio version, can help information be communicated effectively.

One size doesn't fit all
Participants emphasised that everyone living with dementia is an individual and will differ in their ability
to understand health guidance and the communication strategies that will be most useful when
interacting with them. As a result, participants described communication as an iterative process, shaped
by the person’s symptoms, preferences, and context.
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"There's no one [size] fits all with dementia. It affects people in so many different ways that you definitely
have to spend time with that person, really, to work out which bit of information is going to be best for
them." (Participant H9, Social Worker)

Therefore, it may not be possible to create a single piece of guidance on communicating health
information to people affected by dementia, as it may not be applicable to everyone. Instead, it is
essential to consider the individual and tailor advice to help them understand. Participants suggested
that guidance is most useful when it offers flexible principles and practical options, rather than a single
fixed script.

"I don't know if we need the guidance on feeding back information to [people living with dementia] because I
think everyone is such an individual, they're never going to be able to write that because what they're saying
for one person might be different for someone else." (Participant H1, Senior Carer)

For professionals, having the opportunity to get to know a patient and build rapport helps them
communicate about health guidance more effectively. Furthermore, obtaining communication advice
from the patient’s family members or other professionals who have had more contact with them is
valued, where possible. This was described as supporting more consistent communication across staff
and settings.

"Speaking [to their family] beforehand about how best to communicate. Is there anything that could make
them more comfortable? Is there anything that I could say or do that's going to do that's actually going to
frighten them?" (Participant H10, Nurse)

Risk vs. Wellbeing
Participants reported that during the COVID-19 pandemic, people living with dementia often became
distressed due to social isolation, disruption to their routines, and difficulty understanding what COVID-
19 was and why the guidance was in place. Participants framed this as a practical tension in
implementing restrictions while maintaining person-centred care.

"He was a very sociable person and was not able to go out and mix with people, which was, I think, affecting
him mentally. He lost a lot of his freedom… he must have felt very depressed." (Participant C18, Family
Caregiver, Individual Interview)

Many participants spoke about the difficulties they experienced when sharing COVID-19 guidance with
people living with dementia, as even after exhausting many different communication techniques to try to
explain it, some were just not able to understand. As a result, participants had to make judgements
about how best to keep the people they cared for safe and well, as they lacked the capacity to manage
their own safety. However, strictly enforcing COVID-19 restrictions was distressing for people with
dementia who did not have the capacity to understand why the limits were being imposed. For example,
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one participant spoke about how her mother, who was in a care home, could not understand why her
family were not visiting her.

"When we started having telephone calls with mum, all we would get from her was that we'd abandoned her
in this place. We didn't love her anymore… I don't think we as a family… will ever come to terms with that. I
think it's left a mental health scar on all of us." (Participant C19, Family Caregiver, Individual Interview)

In some circumstances, participants described allowing the people they cared for to engage in
behaviours that risked exposing them to COVID-19, as stopping them would be too detrimental to their
wellbeing. These accounts illustrate how carers sometimes prioritised immediate wellbeing over strict
adherence when guidance felt unworkable.

"At the end of the day, he was his own person, and I could not stop him if he wanted to go out in the middle
of the night… there was no, there was no telling him." (Participant C14, Family Caregiver, Focus Group)

Participants spoke about the need for flexibility in health guidance when it comes to people living with
dementia, as it is not always possible to follow guidance without causing substantial distress in this
population. They emphasised that dementia-inclusive guidance should support proportionate decision-
making and acknowledge the need to balance infection risk with psychosocial harm to practice person-
centred care.

"Communication was hell; it was very, very difficult. So, the residents asked [if we could remove masks]. We
conducted a survey with the residents, staff members, and relatives. The majority of people preferred to
remove masks, so that's what we did." (Participant H5, Care Home Director)

"With people with dementia, especially in a care home setting, [there] is always a negotiation of what, you
know, what harm and risks are there and what benefits are there … it's not proportional or reasonable to
enforce [a] guideline if it's going to cause undue distress or harm." (Participant H3, Care Home Manager)

Theme Three: Adapting Guidance
Participants expressed frustration with the lack of information adapted into a format suitable for people
living with dementia. This theme centres on participants' views of how health guidance could be adapted
to better meet this population's needs. Participants described a gap between generic materials and what
was usable in dementia care, which often required carers and staff to create local workarounds.

Participants described how materials designed for the general population failed to consider the
behavioural, sensory, and physical realities of dementia care. Access to an adapted format is beneficial
because it makes it more likely that someone living with dementia can read and understand the
guidance independently. It can also help healthcare professionals and family caregivers explain health
information to individuals living with dementia, as they can review the materials together. Participants
emphasised that adapted formats supported communication in practice and reduced reliance on ad hoc
translation by carers and frontline staff.
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Adapting the format
Participants discussed a range of practical ways to make health guidance more accessible and
meaningful for people with dementia, including:

1. Ensuring the text is concise and uses simple language. Acronyms and "big medical words" (H8) should
be avoided as much as possible.

"Nobody's going to sit and read a four-page document, but they will read something that's a page long, large
font, easy to understand, and just tells me exactly what they need to know." (Participant H4, Care Home
Manager)

2. Using images to help convey concepts and make them more visually appealing. Pictures may also be
easier to understand for those who have difficulty reading.

"I think the pictures kind of are just easier to understand for people. And I think it grabs their attention a little
bit more as well." (Participant H1, Senior Carer)

3. Making videos can be helpful for individuals with difficulty reading, as they may be more engaging
than written materials, and can be revisited by those with memory impairments.

"Make it a video [so they can watch repeatedly] … I can't stay all the time to keep repeating things."
(Participant H8, Social Worker)

However, caution is needed when adapting health guidance to ensure that, while materials are simple
and easy to understand, they are not perceived as childish or patronising.

"There's a lot of easy-read information out there, and it tends to be a bit too simplistic and a bit old-
fashioned. It's all line drawings that have been done, you know, 30 years ago… it's very childish, and we don't
have to treat them like that." (Participant H8, Social Worker)

Resource library
Participants reported difficulty locating health materials that had already been adapted for people with
dementia. As one public health registrar remarked,

"Unless these things are very clearly signposted and advertised, it can be quite challenging to pick them up."
(Participant H7, Public Health Registrar)

This often resulted in participants either lacking the necessary resources, creating their own, or relying
on online materials of uncertain legitimacy. Having access to a library of resources adapted for people
living with dementia, vetted and approved by trusted health authorities, would save healthcare workers
time and support more consistent delivery across settings.
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"If there were a bank of information forms in different formats that was available somewhere on some
platform, that would be fantastic […] rather than us having to try and make something because it takes a lot
of time." (Participant H4, Care Home Manager)

Participants also highlighted the need for better signposting to wider support, such as dementia
charities, which could provide both emotional reassurance and practical advice to caregivers.

"[I needed] more support for me, as the carer, just to kind of feel less that I'm alone in the situation, just
some reassurance… maybe that is where charities could come in." (Participant C12, Family Caregiver,
Focus Group)

Inclusion and co-production

Inclusion in development
Many participants felt that the practical realities of dementia care were not sufficiently understood by
those developing infection-control guidance. Some healthcare professionals spoke about how they
thought it was not "feasible" (H6), "practical" (H5), or "realistic" (H10) to implement the COVID-19
guidance with patients living with dementia, particularly in care home settings where residents frequently
walked around, required close contact, or were unable to understand isolation rules. Some felt this was
because those developing guidance may lack experience in providing care to people living with
dementia.

"It was just not possible on my floor with dementia, with the number of staff and the amount of people
walking around, their guidance wasn't really realistic." (Participant H1, Senior Carer)

Participants expressed that there should be opportunities for healthcare workers to provide feedback on
guidelines, to make the people developing guidance aware of some of the complexities involved in
implementing guidance in settings with people living with dementia.

"The guidance was being dictated by people that were sitting in the offices, not seeing what's going on in
the front line… that's why it's important to have people from the frontline [at] the table to help [make] the
right decisions." (H5, care home director)

Digital exclusion
Finally, participants drew attention to the digital divide affecting many older adults and people living with
dementia. Guidance that was predominantly available online was inaccessible for those without digital
literacy or internet access. As one family caregiver put it,

"We should explore all channels to cater for people across all age groups… everybody doesn't use tablets or
smartphones or the internet. That generation is still around, so we need to think of them as well."
(Participant C20, Family Caregiver, Individual Interview)
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Participants called for a multi-channel communication strategy that includes print, radio, and television
to reach those excluded from digital sources. These accounts emphasised that equitable
implementation depends not only on content, but also on dissemination routes that reach people in their
everyday lives.

Discussion
This qualitative study explored how healthcare professionals and family caregivers received,
communicated and adapted infection-related guidance for people living with dementia. Across three
themes, participants described a recurring gap between the content of general recommendations and
the realities of dementia care. Their accounts suggest that the usability of infection prevention guidance
depends not only on the accuracy of its recommendations but also on whether it offers workable options
for people with cognitive, behavioural and sensory needs. The findings are particularly relevant to
geriatric care because infection prevention decisions occur alongside obligations to preserve dignity,
relationships and emotional wellbeing.

The first contribution concerns translating national guidance into everyday care. Participants described
guidance that changed frequently, arrived late or lacked dementia-specific detail. As a result, staff and
families relied on their own judgement to interpret restrictions and communicate them to others. Similar
difficulties with rapidly evolving guidance have been documented among care workers [9, 10]. Our
findings highlight an additional problem: when recommendations do not describe feasible adaptations
for dementia, responsibility for resolving uncertainty shifts to individuals who may have limited time or
access to specialist support. This should not be interpreted as evidence that all local adaptations were
unsafe; rather, it identifies an area in which clearer guidance and implementation support may be
valuable.

A second contribution is the tension between infection risk and person-centred wellbeing. Family
caregivers and professionals described situations in which isolation, visiting restrictions or face
coverings caused distress or were difficult to explain to a person with dementia. Participants sometimes
considered flexibility necessary to preserve wellbeing, particularly where restrictions disrupted familiar
relationships or routines. Previous literature has reported psychosocial consequences of isolation and
the importance of person-centred dementia care [11, 7, 15]. The present accounts suggest that future
guidance should acknowledge these competing risks and offer clear, proportionate decision-making
options, rather than assuming a single approach works for every individual. The interviews do not
establish which adaptations would minimise infection risk, and clinical and public health assessments
would be required to determine these options.

A third contribution concerns the format and dissemination of information. Participants valued short
explanations, respectful language, visual or audio materials and opportunities to repeat information, but
reported difficulty finding verified resources suitable for dementia care. Digital-only access and
translation delays could compound these difficulties. The suggestion of a curated resource library is
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therefore not simply a request for more leaflets: it reflects a need for reliable, accessible materials that
can be located quickly and adapted without repeated duplication of work. Participants also called for
frontline staff and people affected by dementia to be involved in guidance development. Co-production
and usability testing are plausible next steps, although the present study did not evaluate their
effectiveness [16, 17].

Strengths and Limitations
A strength of this study is its inclusion of complementary perspectives from 10 healthcare professionals
and 10 family caregivers, with participants describing practical experiences across care homes and
community settings. Reflexive thematic analysis allowed attention to the meaning and context of those
experiences. Several limitations warrant consideration. Recruitment relied on a convenience sample, and
the relatively small numbers within professional roles limit transferability to other services and
populations. People living with dementia did not participate as interviewees, although people affected by
dementia contributed to developing the caregiver interview guide through patient and public
involvement. Interviews took place in 2024–2025 and relied on retrospective accounts of the pandemic,
making recall and hindsight relevant. Individual interviews and a caregiver focus group may also have
shaped what participants felt able to disclose. We did not measure infection outcomes, comprehension
or the effectiveness of proposed adaptations, and recommendations should therefore be treated as
hypotheses for future development and evaluation.

Implications for policy and practice
For geriatric services, the findings point to a need to treat accessibility and feasibility as integral to
infection prevention guidance rather than as optional additions. Developers of national and local
recommendations could provide concise versions alongside detailed clinical documents, make
alternative formats available promptly and specify practical considerations for people who cannot
understand or tolerate standard measures. In care homes, implementation support should include
scenarios addressing isolation, visiting, personal care, and balancing infection protection with distress.
Such guidance should be consistent with current clinical and public health requirements and should not
be taken as permission to disregard essential precautions.

Communication training for professionals, access to trusted dementia-specific resources and
consultation with families may help staff tailor explanations to individual needs. Participants’
suggestions also support exploring a curated library of verified materials, available through both digital
and non-digital routes, with clear ownership and processes for updating content. Future work should co-
produce and test candidate resources with people living with dementia, family caregivers, care home
staff and infection prevention specialists. Evaluation could examine acceptability, comprehension,
implementation burden and the consequences for wellbeing and infection-related decision-making.

Conclusions
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In this UK qualitative study, healthcare professionals and family caregivers described substantial
practical challenges in applying general infection prevention guidance to dementia care. Participants
often had to interpret and adapt information themselves while navigating cognitive and sensory needs,
unfamiliar restrictions, and the risk of distress. These experiences show why dementia-inclusive
communication requires attention to both the content of guidance and the circumstances in which it is
used.

Future infection prevention planning should consider timely, accessible materials, feasible
implementation options and the involvement of people affected by dementia and frontline professionals
in guidance development. The proposed approaches warrant co-production and evaluation before claims
can be made about their effects on adherence, wellbeing or infection outcomes.
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