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ABSTRACT

Aim: To explore barriers and enablers to providing pressure ulcer care experienced by family carers of older adults.

Design: Qualitative interview study informed by the Theoretical Domains Framework.

Methods: Semistructured interviews with a purposive sample of adult family carers of persons aged 65 years and above who had
a Category 2 or above pressure ulcer. Participants were identified from district nursing caseloads in England. Data were analysed
using the Framework Approach.

Results: Twenty-seven carers participated. Frequently performed pressure ulcer care behaviours included ensuring adequate nutrition
and hydration; initiating, facilitating and coordinating professional care; managing incontinence/moisture; helping with repositioning
and mobility; and keeping the wound clean/covered. Key influences on behaviour were reported in the domains of Knowledge, En-
vironmental Context and Resources, Social/Professional Role and Identity, Beliefs about Consequences, Emotion and Beliefs about Ca-
pabilities and Skills. Carers recognised the importance of pressure ulcer care, felt committed to their relative’s welfare and saw the benefit
of their input. Key barriers included a lack of information and training, difficulty accessing healthcare resources and the emotional
impact of caregiving. Support from health professionals and from family and friends was an enabler of care.

Conclusion: Family carers play a significant role in pressure ulcer care but face challenges in doing so. We highlight the
complexity of tasks they perform and identify a broad range of barriers and enablers to pressure ulcer care.

Summary incontinence and moisture; keeping the older person

« What does this paper contribute to the wider global moving; and keeping the wound clean and covered.

clinical community o Key barriers to providing pressure ulcer care included
a lack of early information and skills training, difficulties
navigating care services and the emotional demands of
providing care. Availability of pressure ulcer equipment
and support from health professionals, family and
friends, where available, were important enablers of care.

o We highlight the complex nature of pressure ulcer care
and report the wide range of pressure ulcer care be-
haviours that family carers perform. These included
ensuring adequate nutrition and hydration; initiating,
facilitating and coordinating professional care; managing
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o We make recommendations for how healthcare providers
can address carers’ information and support needs.

« Implications for the profession and/or patient care.

o Pressure ulcer care pathways should consider the in-
formation and support needs of family carers.

« Impact.

o Our findings will inform the co-production of an in-
tervention to support family carers of older people with
pressure ulcers.

» Reporting method.

o The Consolidated Criteria for Reporting Qualitative Re-
search (COREQ) checklist was followed.

« Patient or public contribution.

o Four patient and public members advised on the funding
application, recruitment materials and methods, and data
interpretation.

1 | Introduction

Pressure ulcers are defined as localised injury to the skin and/or
underlying tissue usually over a bony prominence due to pres-
sure or pressure in combination with shear [1]. Factors con-
tributing to pressure ulcer development include limited mobility,
impaired sensation, cognitive impairment, poor nutrition, un-
managed incontinence, and poor health and circulation. The
populations at greatest risk of developing pressure ulcers are
frail, older individuals [2] and people with spinal injuries [3].

Pressure ulcers impose a significant burden on patients, causing
pain, exudate and malodour [4]. They can hinder rehabilitation
[5] and lead to hospital admissions and delayed hospital dis-
charge [6, 7]. Complications include soft tissue and bone in-
fections, sepsis and even death [8]. In 2017/18, the U.K. National
Health Service (NHS) treated an estimated 202,000 people for
community-acquired and hospital-acquired pressure ulcers, in-
curring a cost of £571.98 million [9], with additional expenses
arising from litigation.

Treatment involves both caring for the wound and reversing or
mitigating the factors associated with pressure ulceration.
Wound care involves irrigating, washing or cleansing the wound,
applying topical agents such as ointments, creams or gels to the
wound surface, and dressing the affected area. In healthcare
settings globally, the SSKIN bundle [10] is widely used to reverse
or mitigate the factors associated with pressure ulceration.
SSKIN stands for Surface (ensuring the timely provision of
pressure-relieving mattresses and cushions), Skin inspection
(regularly inspecting vulnerable areas for early signs of tissue
damage), Keep moving (encouraging mobility and reposition-
ing), Incontinence management (keeping the skin clean and dry)
and Nutrition (optimising wound healing by ensuring good
nutrition and hydration) [11]. In the United Kingdom, the bundle
has been extended to aSSKINg, with the inclusion of assessing
risk (completing risk assessment tools) and giving information
(providing health education) [12]. In in-patient settings, aSSKINg
bundle activities are the responsibility of the registered nurse.
Older people living at home, however, are not subject to 24-h
nursing supervision, but those who have a nursing need will

receive nursing care from a community nursing service. Older
people with chronic wounds receive between one and three
community nursing visits per week for wound care, depending
on the severity of the pressure ulcer [13]. Those who are unable to
meet their own personal care needs will typically receive as-
sistance from family or friends.

Many countries are concerned about the burden on family carers
of providing care to older people living at home and are de-
veloping policies to support and maintain the supply of family
care [14]. Despite policy imperatives, in the 10-year period before
this study began in 2022, only four published studies explored the
perspectives of family carers (including those of older people)
regarding pressure ulcer prevention and management [15-19].
Likewise, only four additional studies have been published
studies since this study began [20-23]. These studies highlighted
a high burden on carers, a lack of carer training and the im-
portance of effective communication with healthcare pro-
fessionals; however, most participants were caring for young
people with spinal injuries.

Haesler et al. [24] published the results of a consumer survey
undertaken on behalf of the National Pressure Ulcer Advisory
Panel (NPUAP), European Pressure Ulcer Advisory Panel
(EPUAP) and Pan Pacific Pressure Injury Alliance (PPPIA),
which included 850 informal carers. The findings endorsed the
results of previous research; however, it was unclear how many
respondents were caring for people with pressure ulcers versus
people at risk of pressure ulceration or older people versus
younger people with spinal injuries. There is therefore very
limited evidence to inform the development of interventions to
support informal carers of older adults in the provision of
pressure ulcer care. This study specifically examined the expe-
riences of same- and next-generation informal carers and the
impact on them of providing pressure ulcer care to older people
living at home.

2 | Aim

The aim of the current study was to explore the views and ex-
periences of family carers for older people living at home with
a focus on understanding the barriers and enablers to providing
pressure ulcer care.

3 | Methods

3.1 | Design

This was a qualitative interview study, using data collection and
analysis informed by the Theoretical Domains Framework
(TDF) [25].

3.2 | Theoretical Framework

The TDF is an overarching theoretical framework comprised of
14 domains, integrating constructs from multiple theories re-
lating to behaviour change. The framework represents the wide
range of individual, sociocultural and environmental influences
on behaviour (see Table 1) and has been widely used within
qualitative health-related research to facilitate the identification
of the determinants of behaviour [26, 27]. For example, it has
been used to identify the barriers and enablers to the
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implementation of evidence-based pressure ulcer care in an
integrated community care team [28] and in care homes [29]. At
the time the current study was conceived and undertaken, the
TDF had not previously been applied to research involving family
carers and pressure ulcer care to older people living at home.

3.3 | Inclusion Criteria

Study participants were adult family carers, that is any relative,
partner, friend or neighbour aged 18 years or above who provided
at least twice weekly care to a person aged 65years and above
with a Category 2 or above pressure ulcer in the last 3 months.
Only people with mental capacity to consent to participate and
living relatives were eligible to take part.

3.4 | Recruitment

Purposive sampling was used to capture the perspectives of
family carers in employment or retired, with and without other
caring responsibilities, and who cared for persons with and
without age-related cognitive decline.

The principle of data saturation informed sample size estimates.
In the first instance, it was expected that ten interviews would be
conducted with same-generation carers (e.g., spouses and similar
age friends) and ten with next-generation carers (e.g., adult
children and younger friends). After ten interviews, when three
further interviews had been conducted with no new themes
emerging, the point of saturation would have been achieved [30].
Thus, it was expected that between 13 and 16 same-generation
carers would be recruited to take part and 13-16 next-generation
carers. However, during the recruitment phase, fewer same-
generation carers were being referred to the study and fewer
were agreeing to take part. Therefore, the research team needed
to critically reflect on the sampling strategy. Subsequently, it was
decided that while we would continue to make efforts to recruit
between 26 and 32 family carers and to target both same-
generation and next-generation carers, if slower recruitment of
same-generation carers persisted, the quality and richness of the
data would be enhanced through the over-recruitment of next-
generation carers, where these carers were from diverse ethnic
backgrounds.

Potential participants were identified via clinical collaborators in
the study locations and drawn from local district nursing team
caseloads in two geographical regions in East London and an-
other region in the East of England. Collaborators included
district nursing team managers and dedicated pressure ulcer
nurses working in the district nursing teams. Collaborators also
included specialist tissue viability nurses whose responsibility it
was to review adverse incident reports relating to community-
acquired pressure ulcers.

Clinical collaborators passed family carer contact details to the
primary clinical collaborator, who was the lead nurse for tissue
viability in the study locations. The lead nurse telephoned po-
tential participants, screened them for eligibility, explained what
participation would involve and posted or emailed them a copy of
the participant information sheet. If the family carer indicated
a willingness to learn more about the study, their contact details
were passed on to the research team and they were contacted by
a research assistant (NS), who confirmed the receipt of the PIS
and answered any questions they had regarding the study. To

enable participation without financial sacrifice, participants were
offered a £20 voucher. Recruitment took place between October
2022 and August 2023.

3.5 | Data Collection

Participation involved taking part in a one-off interview. Par-
ticipants were given the opportunity to be interviewed in-person
(e.g., in their home), online (e.g., using Zoom) or on the tele-
phone. Immediately prior to the interview, informed consent was
requested. Family carers were informed that participation was
entirely voluntary, they were free to withhold consent and doing
so would not affect the care the person they cared for received
from any relevant service (e.g., from the NHS). Verbal consent
was digitally recorded.

The interview schedule was arranged in three parts: (i) de-
mographic questions (see Appendix 1); (ii) nonidentifiable in-
formation about the care recipient, which was limited to gender
and age range (see Appendix 2). Responses to the first and second
parts of the schedule were input live into Qualtrics (Qualtrics,
Provo, UT), an online platform used to aggregate data describing
a sample of participants; and (iii) participants were asked about
their experiences of pressure ulcer care using questions based on
the TDF (see Appendix 3, Table Al). This part of the interview
opened with the question: What were your initial thoughts when
you were told the person you care for had a pressure ulcer?
Thereafter, participants’ experiences of pressure ulcer care were
explored. All domains of the TDF were covered; however, the
order in which questions were asked depended on the direction
of the narrative. Within each TDF domain, there was between
one and three lead questions and between one and three prompt
questions. Interviews were conducted by a female research as-
sistant (NS), a BACP-qualified, person-centred psychotherapist,
with experience conducting qualitative interviews, but no prior
relationship with participants interviewed. This part of the in-
terview was audio-recorded. The audio recordings were tran-
scribed verbatim by a professional transcription agency, and
deidentified transcriptions were imported into NVivo 12
software [31].

The interview schedule was drafted and refined in consultation
with four patient and public involvement (PPI) advisors, who
provided feedback on whether the questions were relevant,
meaningful and jargon-free, and whether the structure of the
questions was easy or difficult to understand. After the first
interview, two members of the research team, with no re-
lationship to the participants (K.M., a psychologist; and C.M.,
a nurse) reviewed the audio recording and subsequently modi-
fied some wording to increase the effectiveness of the interview
questions; for example, a question pertaining to whether par-
ticipants found anything about pressure ulcer care rewarding
generated few responses and was changed to whether anything
helped to make pressure ulcer care worthwhile. Data from this
interview were included in the analysis.

3.5.1 | Data Analysis

The qualitative data were analysed to identify both the pressure
ulcer behaviours performed by family carers and the barriers and
enablers they faced in performing these behaviours. Both ana-
lytical streams were informed by the Framework Approach to
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qualitative data analysis [32]. Interviews and coding were con-
ducted concurrently.

To identify the pressure ulcer behaviours performed by family
carers, one member of the research team (C.M.) read the first few
transcripts line by line and applied an open or inductive code
describing what they had interpreted in the passages as im-
portant. After coding the first few transcripts, codes were
grouped together into categories to form a working analytical
framework or framework matrix. This matrix was then applied to
the remaining transcripts. Data were managed and summarised
using Microsoft Excel, which included a chart per category and
reference to illustrative quotes. K.M. interrogated the framework
matrix and cross-checking the reduced data with the interview
transcripts and challenging emerging interpretations. Any dis-
agreements were resolved through discussion until consensus
was reached.

To identify the barriers and enablers to family carers performing
pressure ulcer behaviours, steps previously reported in TDF
research exploring the barriers and facilitators to healthcare
professional behaviour change were followed [33]. After famil-
iarisation with the interview transcripts, guided by the TDF, the
transcripts were deductively coded, with quotes identified as
either barriers or enablers coded into the appropriate TDF
domains.

Coding was conducted individually and then cross-checked
collaboratively, with regular team discussions, challenging of
interpretations, exploration of researcher assumptions and it-
erative review of coding within the TDF, to ensure appropriate
domain allocation and reduce potential researcher bias. A code
book was developed to help guide coding to the TDF. Dis-
confirming cases were actively examined, to ensure that findings
accurately reflected the data and avoid the oversimplification of
coding patterns.

To enhance coding accuracy, a selection of transcripts was in-
dependently coded by three researchers (K.M., C.M. and N.S.)
who then discussed the coding until consensus was reached. An
acceptable level of inter-rater reliability was taken at 60%
agreement [26], which was reached following coding of the third
transcript. Inter-rater agreement was used as a calibration ex-
ercise to support consistent application of the TDF coding
framework between the team, to improve coding decisions. The
remaining transcripts were then coded individually by N.S. This
coding step was performed digitally in NVivo.

After coding data into theoretical domains, belief statements
were inductively generated to represent similar underlying be-
liefs held by participants within each domain. Statements were
developed by N.S. and classified as either a barrier or an enabler
to pressure ulcer care. After the analysis of all interview tran-
scripts in NVivo, statements were transferred to Microsoft Excel
and interrogated by K.M. and S.P.H. Any disagreements were
resolved through discussion until consensus was reached. Belief
statements were also presented to the PPI advisors to ensure
clarity and understanding of each statement. Amendments to the
belief statements were then corrected in NVivo.

Next, belief statements were imported into the Lucid card sorting
app (https://www.lucidchart.com) and the research team (N.S.,
K.M., C.M. and S.P.H.) linked together similar beliefs to in-
ductively generate subthemes within each domain. Throughout

this process, the original quotes were revisited in NVivo to ensure
the accuracy of interpretation and meaning. To ensure accurate
data management, belief statements and subthemes were then
transferred back into Microsoft Excel, where the number of
statements representing barriers and the number representing
enablers were counted and then transferred back into NVivo.

Domains were then assessed for importance by K.M., S.P.H., N.S.
and C.M., using four criteria previously applied in TDF research
[33, 34]. The first criterion was frequency. Use of NVivo allowed
frequency counts across domains, subthemes and belief state-
ments. Frequency related to the number of participants whose
quotes had contributed to a particular belief statement or sub-
theme. The second was elaboration, that is, the number of
subthemes and belief statements within the domain. The third
was the perceived impact on behaviour, that is, whether the item
was considered a driver of pressure ulcer behaviour, and finally,
the presence of conflicting belief statements (e.g., ‘T am confident
providing pressure ulcer care’ versus ‘I am not confident pro-
viding pressure ulcer care’).

3.6 | Ethical Considerations

Ethical approval was granted by the NHS Health Research
Authority Wales Research Ethics Committee 6 (Ref 22/WA/
0099).

3.7 | Rigour and Reflexivity

To ensure rigour, the study followed and is reported using the
COREQ checklist [35].

3.8 | Findings

In total, 93 eligible family carers were referred to the primary
clinical collaborator, of whom 80 (86%) were contactable and
63 (78.8%) family carers agreed to their contact details being
forwarded to the research team. The research team were able
to contact 51 individuals (80.9%) comprising 19 (37.2%) same-
generation carers and 32 (62.7%) next-generation carers. Of
those they contacted, 32 (62.7%) agreed to take part com-
prising 8 (25%) same-generation carers and 24 (75%) next-
generation carers. More same-generation carers declined to
participate (n = 11, 57.9%) than next-generation carers (n = 8,
25.0%). Of those who agreed to take part, three subsequently
indicated that they were no longer interested, either not at-
tending the scheduled interview or failing to provide informed
consent.

In total, 27 full interviews were conducted: six (22%) with same-
generation carers and 21 (78%) with next-generation carers.
Figure 1 shows the flow of participants through the study. All
interviews were conducted by telephone and lasted from 21 to
142 min (median 59, IQR 43 min).

Despite challenges with same-generation carer recruitment, the
final dataset of 27 interviews was deemed to have achieved
sufficient analytical depth. This assessment was made when
considering both data saturation, with rich data across TDF
domains and no new themes emerging from participants’ ac-
counts and information power, where the study was deemed to
have met the concept criteria, with well-defined, coherent cat-
egories supported by rich data, demonstrating sufficient depth,
consistency and variation.
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FIGURE1 |
CT and NS, author initials.

3.9 | Characteristics of Participants

Demographic data relating to participants and care recipients are
presented in Table 2. The mean age of participants was 60.1 (SD
12.8) years. In terms of relationships with care recipients, partici-
pants were a combination of spouses, adult children, nieces and
granddaughters. Slightly more females (n = 16, 59.3%) participated
in the study than males (n =11, 40.7%). Family carers were from

= First Gen = 52
3 =
E Second Gen =78 —p, Referred to CT Not eligible = 41
& n=134
&) NK=4
2
o= 8 ; — : —
2%F 8 First Gen = 29 .. _ Could not be First Gen =1
E b § Second Gen = 64 Eligible n = 93 reached = 13 Second Gen = 12
=
First Gen = 28 CT spoke to DZ?iil::lieitt: N First Gen =9
Second Gen = 52 n =280 P N= 5’7 Second Gen =8
First Gen = 19 r?ug)rrze(ci ;?ex? N Could not be N First Gen =0
Second Gen = 44 to NS) N = 63 reached = 12 Second Gen = 12
. Declined to .
First Gen = 19 .. First Gen = 11
Second Gen = 32 Spoke to NS N'= 51 paNmflll);te ™ Second Gen =8
First Gen = 8 Appointments DNA N First Gen =0
Second Gen = 24 arranged N = 32 N=3 Second Gen =3
Attended
First Gen = 8 interview N Failed to consent N First Gen =1
Second Gen = 21 (consented) N=1 Second Gen =0
(N=29)
First Gen =7 Consented Technical difficulties First Gen =1
Second Gen = 21 N=28 N=1 Second Gen =0
<
g § First Gen = 6 Full interviews Reasons for declining:
a '§ Second Gen = 21 N=27
37
Did not have time/too busy

Relative too ill
Not contactable
Not doing caregiving
Refusals without reason

Flow of participants through the study. First Gen, first generation; Second Gen, second generation; n/N, number; DNA, did not attend;

diverse ethnic backgrounds, with participants identifying as White
British/White Irish (n = 16, 59.3%), Black African Caribbean (n =4,
14.8%), Black British (n =2, 7.4%), Pakistani (n =2, 7.4%), Indian
(n=1, 3.7%) and Arabic (n=1, 3.7%).

Most care recipients were female (n = 23, 85.2%), and two-thirds
(n=18, 66.6%) were aged over 80years. The four male care
recipients were all cared for by female carers (one spouse, two
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=21)

Next generation (n

=6)

Same generation (n

=27)

All participants (n

(Continued)

TABLE 2

2 (28.6)

2 (28.6)

More than once a day

Economic activity

5(23.8)
1(4.8)
5(23.8)
5(23.8)

5(83.3)

10 (37.0)
2 (7.4)
5 (18.5)
5 (18.5)
3 (11.1)
1(3.7)
1(3.7)

13 (48.1)

Retired

1(16.7)

Full-time carer

Unemployed

Full-time employment

3 (14.3)
1(4.8)

1(4.8)

13 (61.9)

Part-time employment

Working from home

Not in full-time employment

Participants with other family members involved in caring for the person with

a pressure ulcer

7 (33.3)

7 (25.9)

Participants with additional formal or informal responsibilities for looking after

a child or young person aged under 18 years

daughters and one niece). Female care recipients were cared for
by an almost equal number of male (n =11, 47.8%) and female
(n =12, 52.2%) carers. Most participants (n = 20, 74.1%) lived in
the same property as the care recipient, and where this was the
case, they often reported providing care 24 h a day, 7 days a week.
Those living in a different property reported visiting the care
recipient up to several times a day. Almost half (n =13, 48.1%)
shared visiting and caring responsibilities to some extent with
other family members, but the amount of support they received
varied.

One-third (n=9, 33.3%) of family carers were economically
active. The remaining participants described themselves as either
retired, unemployed or full-time carers. Some (n = 4, 14.8%) gave
help or support to another person in addition to the person with
a pressure ulcer due to a long-term physical or mental health
condition or illness, or problems related to old age. Others (n =7,
25.9%) reported formal or informal responsibilities for looking
after a child or young person aged under 18 years, either their
own children or grandchildren.

3.10 | Pressure Ulcer Behaviours

The first part of our analysis pertained to pressure ulcer behaviours,
that is, the range of actions undertaken by family carers to support
pressure ulcer care for older people living at home. A wide range of
pressure ulcer behaviours were performed by family carers. The
most frequently performed included ensuring adequate nutrition
and hydration; initiating, facilitating and coordinating professional
care; managing incontinence and moisture; keeping the older
person moving; and keeping the wound clean and covered. Lesser
performed behaviours included undertaking regular skin in-
spection; making the most of support surfaces; and managing
pressure ulcer pain and monitoring for infection. Pressure ulcer
behaviours together with descriptors are displayed in Table 3, where
the number in the parentheses represents the number of partici-
pants performing the identified behaviour.

The proportion of carers performing these behaviours was
similar among same- and next-generation carers, except for
keeping the older person moving, which was performed by 15
(71.4%) next-generation carers but just one (16.7%) same-
generation carer. Both male and female carers reported per-
forming personal care. There were, however, some differences
between them; for example, a larger proportion of male (n = 10/
11, 90.9%) than female carers (n = 8/16, 50%) reported managing
incontinence and moisture. Keeping the wound clean and cov-
ered was also reported by more male (7/11, 63.6%) than female
(6/16, 37.5%) carers. Slightly more female (7/16, 43.8%) than male
(3/11, 27.3%) carers reported performing skin inspections.

3.11 | Barriers and Enablers to Enacting Pressure
Ulcer Care Behaviours

Reported barriers and enablers to pressure ulcer care were coded
in all 14 of the TDF domains. Each domain was mentioned by at
least 13 participants. In Table 4, the domains are ranked in order
of the frequency of participants who mentioned that domain and
the number of belief statements and subthemes within domains.
This information is further elaborated in Table 5, which reports
all of the subthemes with sample belief statements and sup-
porting direct quotes from participants. A full list of generated
belief statements is provided in Supporting Table 1.
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Sample belief statement

1 Justto keep an eye on her sores, make

0

I will ensure that the carers are

Trusting and monitoring professionals

sure that we’re asking the carers, if

doing what they are supposed to

(n=2)

there’s any sores there, and you
know, and, just make sure that we

be doing

keep an eye on the carers really

(PUC29)

Knowledge and Environmental Context and Resources were
considered the most important domains in terms of frequency,
elaboration in belief statements and subthemes, the presence of
conflicting beliefs and the perceived impact of these beliefs on
caring behaviour. Other key domains were Social/Professional
Role and Identity, Beliefs about Consequences, Emotion and Beliefs
about Capabilities and Skills. Two domains that were ranked
fairly high in terms of the frequency of enabler belief statements
but never as barriers were Goals and Social Influences.

Key barriers to pressure ulcer care were in the domains of En-
vironmental Context and Resources, Emotion, Beliefs about
Consequences, Knowledge, Beliefs about Capabilities, Social/Pro-
fessional Role and Identity and Skills. Key enablers were in the
domains of Knowledge, Environmental Context and Resources,
Beliefs about Consequences, Goals, Social Influence and Skills. In
common with reporting in other studies that have used the TDF
(e.g., Ref. [34]), a narrative summary of the findings within each
of these key domains is reported below.

Knowledge was mentioned by all participants, most of whom
reported having had no knowledge of pressure ulcers before their
relative developed one, other than having heard the term pres-
sure ulcer or ‘bed sore’. A lack of knowledge was a barrier to
pressure ulcer care early on, but the acquisition of knowledge
over time became an enabler. Initially, carers did not know what
to expect and were taken aback by how quickly pressure ulcers
could develop and how long they could take to heal. They told us
that they were not given information early on about what to do to
help prevent their relative from getting pressure ulcers or what to
look out for. Knowledge about pressure ulcer care was acquired
over time, and carers mostly had to be proactive to obtain in-
formation, for example, by making sure they watched health
professionals and asking questions. Several carers had acquired
knowledge over time about aspects of pressure ulcer care, for
example, frequent repositioning, keeping the skin clean and dry
and the signs of skin deterioration to look out for. Some had also
learned how to change dressings. Although participants were
aware of the importance of good nutrition and hydration, this
usually related to their benefits for general well-being rather than
specific to pressure ulcer care.

Environmental Context and Resources was also important in
terms of both barriers and enablers of pressure ulcer care. Key
barriers in this domain related to the lack of provision of in-
formation materials, insufficient availability and coordination of
health and social care services and difficulties obtaining suffi-
cient/appropriate equipment. Enabling factors were when these
resources were put in place. Challenges that were experienced
included difficulty in contacting the district nursing team be-
tween visits (regardless of the presence or absence of a 24-h single
point of access service) and a lack of continuity of district nurses
and care workers. This often meant that carers had to take on the
role of organising and coordinating services, as reported above in
the section on behaviours. Furthermore, the frequency of visits
from nurses and care workers was not always considered suf-
ficient, placing an extra burden on carers by requiring them to
carry out aspects of both routine personal care themselves be-
tween visits, as well as elements of nursing care, such as changing
dressings if they became soiled between nursing visits.

A particular problem in relation to environmental context and
resources was with the timely availability of sufficient wound
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management and/or incontinence products, with carers spend-
ing considerable time and energy chasing up delivery and/or
paying for some items themselves. Where specialist pressure
relieving mattresses and cushions had been supplied, this was
generally seen by carers as an enabler to their care, although
a small number reported that their relative found them un-
comfortable, which required them to modify the furniture
housing the equipment (e.g., the bed or the chair) or make
adjustments to the mattresses or cushions themselves.

Information and advice were considered enabling resources
when they were received, including from care workers, district
nurses and specialist nurses. Provision tended, however, to be on
an informal, ad hoc basis and not given early on to enable carers
to help prevent and/or recognise early signs of skin damage.

Beliefs about Consequences were both barriers and enabling in-
fluences on pressure ulcer care. Strong enabling beliefs related to
the benefit that carers perceived their care to have for their
relative. For example, by carrying out pressure ulcer care be-
haviours such as applying barrier creams, regular repositioning,
keeping the pressure ulcer clean and inspecting the skin, carers
felt that they were helping the pressure ulcer to heal, reducing
the risk of deterioration or further wounds appearing, and were
beneficial for the care recipient. Barriers to care mostly related to
the consequences of providing care on the carers themselves.
This included the physically draining demands of care and the
impact on their living arrangements, social lives, careers and
overall quality of life, with some carers describing their lives
revolving around caring for their relative.

Social/Professional Role and Identity: Participants reported taking on
the caregiving role from a sense of love and duty to the person they
cared for. There was, however, a variation between carers in how
much of the caregiving role they felt they could take on, what they
saw as the scope of their caregiving role and what they saw as the
role of health professionals or care workers. For example, several
participants did not feel qualified to perform any pressure ulcer care
and preferred to leave it to the professionals. In contrast, some
participants involved themselves in almost all aspects of care, in-
cluding changing dressings and/or preferred to do the caregiving
themselves rather than involving care workers. Others were happy
to take on some tasks but reported limitations in what they would
do, for example, because a task was unpalatable to them or was
considered inappropriate if it involved intimate care (e.g., a son
changing underclothes for his mother).

Emotion: The emotional toll of caregiving was considerable. This
included feeling upset, worried and frustrated by the process of
caring, for example, feeling guilty that the pressure ulcer had
occurred or worrying about it getting worse. Some carers found
the aspects of the pressure ulcer itself, such as the smell and
appearance, very unpleasant. Managing care processes, such as
chasing up supplies and trying to contact health professionals,
could be deeply frustrating.

Goals: Where goals were reported, they were always enablers of
pressure ulcer care. Participants considered providing care to be
important and performed pressure ulcer care behaviours with the
goals of keeping their relative as comfortable as possible and
preventing pressure ulcers or helping them get better. Behav-
ioural goal priorities included keeping the pressure ulcer clean to
promote healing and helping with repositioning and turning.

Social Influences were always reported as enablers of pressure
ulcer care behaviours. That is not to say that carers did not report
some interpersonal difficulties but rather that these were not
reported to influence their care. Many carers became quite so-
cially isolated (see also Beliefs about Consequences), but where
support from family and friends was received, it was an enabler
to care through sharing of the caregiving burden. Health pro-
fessionals were seen as an important influence on pressure ulcer
care where specialist nurses provided advice and support and
where carers were able to watch and learn from district nurses
during home visits.

Beliefs About Capabilities and Skills: Approximately half (n = 14)
of participants, most of whom (n=13) were next-generation
carers, reported feeling capable of performing their caring role
and having gained skills and developed confidence over time
providing care. However, some expressed uncertainty whether
they were providing care correctly. There were also some limits
to what carers felt confident doing, for example, caring for more
serious pressure ulcers, and limits to their physical capabilities in
terms of turning and repositioning.

Although Memory, Attention and Decision Making was men-
tioned by 24 participants and was ranked highly in terms of the
number of belief statements and subthemes, the team did not
consider it to be a key domain. The reason was that carers mostly
did not report particular challenges in these cognitive tasks re-
lating to pressure ulcer care but felt they were part of a routine
and turned to health professionals to help with issues of
uncertainty.

4 | Discussion

The purpose of this study was to identify barriers and enablers
that family carers experience to providing pressure ulcer care. We
interviewed 27 carers, who were found to perform a wide range of
pressure ulcer care behaviours. The key influences on caregiving
behaviour were reported in the theoretical domains of Knowl-
edge, Environmental Context and Resources, Social/Professional
Role and Identity, Beliefs about Consequences, Emotion, Beliefs
About Capabilities and Skills.

Enabling factors to pressure ulcer care included that carers were
motivated to care for their relatives, recognised the importance of
their involvement in pressure ulcer care and expressed satis-
faction in seeing the benefit of their care to their relatives.
However, in common with other studies exploring the provision
of pressure ulcer care by family carers [15-20, 36], we found that
pressure ulcer care placed a significant burden on carers and
negatively affected their quality of life. In the following para-
graphs, we consider the support that carers require to help
overcome the barriers identified.

Our study highlights the complexity of tasks that family carers
perform when caring for a person with a pressure ulcer. This
includes not only the number and diversity of care behaviours
but also the difficulty of navigating often disjointed care systems
involving several different providers. Despite this complexity and
the substantial role that family carers play in pressure ulcer care,
identified in this study and elsewhere [15, 16, 18, 19], participants
did not routinely receive training in pressure ulcer care. It is
therefore perhaps unsurprising that participants reported an
initial lack of knowledge about pressure ulcers; their
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involvement in pressure ulcer care tended to fall upon them once
a wound appeared and learning was on an ad hoc basis. Our
findings concur with those of other studies that have found
limitations in family carers’ knowledge [37] and may help to
explain health professionals’ concerns [38] that carers do not
recognise or escalate significant skin changes. Given that family
carers’ preventive pressure ulcer care behaviour has been found
to be associated with pressure ulcer incidence [39], our findings
indicate that it is necessary to take early action to help carers
recognise and reduce pressure ulcer risk. Early provision of such
support could also help to avoid the emotional distress that the
unforeseen appearance of pressure ulcers causes to carers.

It is not, however, simply a matter of providing family carers with
information about pressure ulcers. Other factors found to in-
fluence pressure ulcer care included carers’ perceptions of the
limits of their role and their self-confidence in performing dif-
ferent tasks. For example, it is not surprising that next-generation
carers were more likely than same-generation carers to involve
themselves in the physically demanding task of moving the care
recipient. However, carers varied in their willingness to take on
some tasks that may be considered unpalatable or too intimate,
a finding that we have not seen reported in other studies with
family carers of people with pressure ulcers [15-20, 36]. Ap-
propriate support and training may enhance carers’ confidence to
take on pressure ulcer care, but this is not necessarily the case for
all tasks. Any intervention must therefore consider carers’ dif-
fering expectations and tailor the intervention to their needs and
capacities, while being consistent in the advice given.

The healthcare context was both a barrier to and an enabler of
pressure ulcer care. For example, nurses provided an important
source of advice and support, and provision of pressure ulcer
equipment enabled wound care. However, obstacles were faced
in the availability and coordination of services. Similar findings
regarding the impact of the organisation or accessibility of
healthcare services have been reported in a recently published
study from another region of the United Kingdom [20] and in
other health care systems [16, 37]. Although some clinical
guidelines do recognise the role of carers and advise on the type
of information they should receive [40, 41], they do not take into
account the needs of carers. This study shows that the in-
formation and support needs of carers need to be considered and
formalised in community care pathways for pressure ulcers.

While early education and skills training and a more streamlined
care pathway should help to alleviate some of the burden ex-
perienced by carers, any intervention must also consider directly
addressing their emotional needs. For example, social isolation,
which is increasingly recognised as detrimental to health [42],
was reported by several participants. However, none of the
existing interventions targeted at carers of people with or at risk
of pressure ulcers have addressed carer well-being but have
focused on education to help prevent pressure ulcers [43, 44]. The
Cochrane review by O’Connor et al. [43] concluded that there
was uncertainty as to whether the interventions reduced the risk
of developing a new ulcer. Although the review by Huang
et al. [44] reported that the included interventions improved
caregiver knowledge and caregiver behaviour, they did not de-
scribe these outcomes further. These reviews and the findings of
the current study indicate that interventions for carers need to
include more than wound care education. An umbrella review of

interventions for informal caregivers of older adults (although
none were for pressure ulcers) [45] concluded that the effec-
tiveness of existing interventions at reducing the negative impact
of caregiving on caregivers’ mental and physical health outcomes
is uncertain; however, multicomponent interventions showed
the largest effects. Kirvalidze et al.’s recommendation that in-
terventions need to take into account the variability of carers,
care recipients, care context and implementation characteristics
is supported by the findings of our study.

4.1 | Strengths and Limitations

A recent systematic review of psychosocial factors affecting
community-based pressure ulcer prevention [37] asserted that
more research is needed relating to older adults and the current
study makes a contribution to filling that gap. Strengths of our
study include the use of a theoretical framework to inform data
collection and analysis. This approach has enabled us to identify
a broad range of barriers and enablers to pressure ulcer care,
which can be addressed by a future intervention. We recruited
a sample of participants who are diverse in age, gender and
ethnicity. Although we recruited a larger proportion of female
than male carers, the number and proportion of male carers in
the current study is higher than in other qualitative studies on
this topic [15-18, 20, 36]. This has shown that male carers may be
involved in all aspects of pressure ulcer care, which is not
necessarily reflected in other studies. We recruited via health
professionals to ensure that the care recipients did have a di-
agnosed pressure ulcer, thus overcoming a risk in research where
carers self-refer that they may not know the difference between,
for example, pressure ulcers and venous leg ulcers.

A limitation of the current study is the small number of same-
generation carers (n = 6) we were able to recruit, most of whom
(n =5) were male. Partly, this was due to the smaller number of
available same-generation carers, but it was also the case that
same-generation carers, particularly women, were more likely to
refuse participation. In another U.K. study [20], which recruited
10 family carers of older adults at risk of pressure ulcers, eight of
the carers were of the same generation as the care recipient (six
women and two men). The number of same-generation carers is
small in both studies, so the gender imbalance may be due to
chance. We reported some descriptive statistics on performance
of pressure ulcer care behaviours between participants with
different characteristics (men/women; same/next generation).
This was for illustrative purposes, and we recognise the limi-
tations in view of the small number of participants.

Our study did not include care recipients’ perspectives. However,
other studies that have included both care recipients and carers
have combined their responses in the results, whereas we con-
sidered it important to understand carers’ experiences as distinct
from those of care recipients and/or health professionals.

4.2 | Recommendations for Further Research

The findings from this study have led to recommendations re-
garding the information and support needs of family carers of
older adults with pressure ulcers. However, few same-generation
carers participated. Research suggests that older carers may
experience care differently to younger age groups due to their
experiences of multiple losses, ambivalence about asking for
support, social isolation and feelings of loneliness, and concerns
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for their relatives when they can no longer care [46]. Further
research is recommended to more fully capture the experiences
of same-generation family caregivers. Our study found some
differences between male and female carers in the pressure ulcer
care behaviours they performed; however, as stated above,
numbers were too small to draw any strong conclusions. The
sample size also meant that we could not compare any differ-
ences between participants from different cultures. We did not
compare participants of differing age, gender and/or culture on
the barriers and enablers they experience to providing pressure
ulcer care but recognise that these are important issues to
consider in future research. Our research was cross-sectional so
we did not examine carers’ experiences over time; developing
a greater understanding of how the carer role develops and
changes would be a valuable addition to this area. Further re-
search is also needed to develop and evaluate appropriate in-
terventions for carers that help overcome the barriers and
enhance the enablers to pressure ulcer care identified in
this study.

4.3 | Implications for Policy and Practice

Family carers play an important role in caring for older adults
with pressure ulcers. Public health and clinical services can help
to optimise carers’ involvement through the early provision of
information and skills training. In the first instance, this would
include raising public awareness of pressure ulcers by promoting
campaigns such as the Stop the Pressure Day and other initiatives
by the EPUAP (https://epuap.org/stop-pressure-ulcers/).
Thereafter, tailored pressure ulcer prevention information
should be provided to family caregivers when older people are
either discharged from hospital or admitted to community
nursing caseloads. Such information must be derived from
material produced in collaboration with patients and carers to
ensure it is grounded in their reality and maintains a person-
centred perspective. Once skin damage has occurred, community
nursing teams need to be responsive to concerns identified by
carers between scheduled visits, such as those relating to stock
management or the integrity of dressings. This might be achieved
through the provision of dedicated telephone/videocall support.
There is also the opportunity to make greater use of intelligent
dressings, such as those with visual indicators to facilitate ap-
propriate dressing changes.

To facilitate and sustain carers’ involvement in pressure ulcer
prevention and management, help should also be provided in
navigating complex health and social care systems, managing the
emotional burden of pressure ulcer care and addressing social
isolation. In relation to system navigation, one intervention that
might be explored is the expert patient/carer or peer buddy
model, where carers are paired to share their experiences and
further their understanding of care services and caring for
someone with a pressure ulcer. Such an approach might not only
improve access to and contact with services but also increase
carers’ social and emotional well-being, reducing feelings of
isolation. A more fundamental improvement would be the re-
duction in the extent of system navigation work expected of
carers. This would involve the expansion of the care navigator
role, where health and social care practitioners are employed to
provide support ranging from giving clear and consistent in-
formation about formal resources and services to arranging
support and monitoring the quality of that support.

5 | Conclusion

This study makes a valuable addition to the small body of work
that has examined the experiences of family carers who provide
pressure ulcer care. We identified the complexity of the carers’
role and key barriers and enablers they experience to performing
that role. These included a lack of early information and skills
training, difficulties navigating care services and the emotional
demands of providing care. Availability of pressure ulcer
equipment and support from health professionals, family and
friends, where available, were important enablers of care. Our
findings can inform the future development of interventions to
support carers of older adults with pressure ulcers.
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Appendix 1: Interview Schedule (Part 1)

Questions about you

Instructions to interviewer

« Do not audio record this part of the interview

Record participant responses electronically in Qualtrics
1.1. What is your age in years?
1.2. What is your gender?

Female

Male

Other, please state

1.3. What is your ethnic group?

White

- English/Welsh/Scottish/Northern Irish/British
- Irish

- Gypsy or Irish Traveller

- Any other White background, please state

Mixed/multiple ethic group

- White and Black Caribbean
- White and Black African

- White and Asian

- Any other mixed/multiple ethnic background, please state

Asian/Asian British
- Indian

- Pakistani

- Bangladeshi

- Chinese

- Any other Asian background, please state

« Black/African/Caribbean/Black British
- African
- Caribbean

- Any other Black/African/Caribbean background, please state

« Another ethnic group
- Arab

- Any other ethnic group, please state

1.4. What is your relationship to the person with a pressure ulcer
who you help to look after?

» Husband or wife

Legally registered civil partner
« Partner

« Son or daughter

Stepchild

» Brother or sister (including half-brother or half-sister)

Stepbrother or stepsister
« Mother or father

« Stepmother or stepfather
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« Grandchild
« Other relation, please write in
« Unrelated, please write in

1.5. Do you live in the same household as the person with
a pressure ulcer you help to look after?

» No (go to Question 1.6)
« Yes (go to Question 1.7)

1.6. Approximately, how many times do you visit the person who
has a pressure ulcer?

« Twice a week

« Three to four times a week
« Five to six times a week

« Once a day

« More than once a day

1.7. Approximately, how many hours care do you provide to the
person who has a pressure ulcer each week?

1.8. Apart from caring for the person who has a pressure ulcer, and
excluding any paid work, do you look after or give any help or
support to anyone else because they have a long term physical or
mental health condition or illness, or problems related to old age?

* Yes
« No

TABLE Al | Interview topic guide based on TDF domains.

1.9. In addition to yourself, are there other family caregivers in-
volved in caring for the person with the pressure ulcer?

* Yes
* No

1.10. Do you have any formal or informal responsibilities for
looking after a child or young person aged under 18 years?

» Yes, please write in
* No

1.11. What is your employment status?

Working as an employee in a full-time capacity

Working as an employee in a part-time capacity

Self-employed or freelance in a full-time capacity

Self-employed or freelance in a part-time capacity

Doing any other kind of paid work in a full-time capacity

Doing any other kind of paid work in a part-time capacity

None of the above, please write in

Appendix 2: Interview Schedule (Part 2)
Questions about the person you care for who has a pressure ulcer
Instructions to interviewer

+ Do not audio record this part of the interview

TDF Domains Question

Confirm covered
(tick)

Social/professional role and identity
pressure ulcer?

« In what way and to what extent are you involved in helping to care for X’s

o Do you feel it is up to you to help care for X’s pressure ulcer?

o Is there anyone else currently involved in caring for X’s pressure ulcer? If so,

who? What are they doing?

o Is there anyone else you think should be involved in caring for X’s pressure
ulcer but who is not currently involved? If so, who? What do you think they

should be doing?

» How does caring for someone with a pressure ulcer impact on other aspects of

your life?

Knowledge
a pressure ulcer?

« What did you know about pressure ulcers before you were told that X had

o And what is your understanding of pressure ulcers now?

o Are you aware of anything that people can do to help pressure ulcers get better
or prevent them from getting worse? (Prompts: skin inspection, use of
pressure-relieving support surfaces, keep-moving/repositioning, managing
moisture and incontinence, and ensuring adequate nutrition and hydration)

Skills « Have you been shown or been taught by a healthcare practitioner (or learnt
from other sources) the things people can do to help pressure ulcers get better
or prevent them from getting worse?

o How easy or difficult is it for you to do the things?

« Is there anything about helping with pressure ulcer care that you would like
more training on or to be shown what to do?

Beliefs about capabilities
ulcer?

« How confident do you feel about caring for X now that they have a pressure

o Is there anything that would help to increase your confidence? If so, what?

« What do you find most challenging about caring for X given they have

a pressure ulcer?

o Are there some parts of caring for X’s pressure ulcer that you find easy?

(Continues)
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TABLE A1l | (Continued)

TDF Domains

Question

Confirm covered
(tick)

Optimism

« What did you expect would happen when the pressure ulcer first appeared?

« What are you hoping will happen now X has developed a pressure ulcer?

o How optimistic or pessimistic are you that what you do will help X‘s pressure
ulcer get better or prevent it from getting worse?

o How optimistic or pessimistic are you that what you do will help prevent X
getting further pressure ulcers?

Reinforcement

« Is there anything about pressure ulcer care that you find rewarding?
« Is there anything that discourages you from providing pressure ulcer care?

Beliefs about consequences

« What are the benefits for you and for X of the pressure ulcer care you provide
for them?
« Are there any disadvantages to you or X, in providing the care that you give?

Intentions

» What do you intend to do in the future to help care for X’s pressure ulcer?
o Is there anything that might prevent you from doing this?

o How likely is it that you will continue to provide the current level of pressure
ulcer care? Do you think that the level of care you provide will increase or
decrease?

Goals

« When you think of all the things you do for X (e.g., maybe keeping them
company, helping to make sure they eat properly, helping with personal
hygiene), how important is to you to provide pressure ulcer care?

o Which of the things you do to help with pressure ulcer care do you see as most
important?

Memory, attention and decision
processes

« How do you decide what needs to be done to care for X’s pressure ulcer?

o Are these decisions easy or complicated for you?

o How would you decide when to contact the nurse or doctor about the pressure
ulcer?

« How do you remember to deliver care in such a way as to encourage the
pressure ulcer to heal or to prevent it from getting worse?

o Is there anything that gets in the way of you remembering what to do in
relation to caring for the pressure ulcer?

« Is there anything about caring for the pressure ulcer that you find confusing?

Environmental context and resources

« Are there any external factors that affect (help or make challenging) the way in
which you provide pressure ulcer care? (Prompts: time pressures, financial
factors, work life, equipment and resources, physicality of caring, etc.)

« What kind of resources are needed to help a person care for someone with
pressure ulcers? (Prompts: money, equipment, support worker, time)

o Is there any part of pressure ulcer care that you would like to do but can’t
because you don’t have the resources we have just discussed?

Social influences

« Has anyone influenced the pressure ulcer care that you provide, for example, X
themselves, a friend, a family member, a formal carer, your GP or nurse?

o Have other people (including X themselves) made it difficult for you to provide
the best care you could?

o What might other people be able to do to support you with your caring role?

Emotion

« How does providing pressure ulcer care affect you emotionally (both positively
and negatively)?

« How do your feelings at the time (e.g., good or bad mood, fatigue) affect what
you do about providing pressure ulcer care?

Behavioural regulation

« Do you have any routines, tactics, plans or ways of working that you follow to
help care for X’s pressure ulcer?

« Are there any tools you use to prompt or guide you on how to care for pressure
ulcers (e.g., information sheets provided by nurses or reminders you put on
sticky notes or on your phone)?

« How do you judge whether what you are doing is working well?

o How do you address or cope with any problems you encounter?
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Record participant responses electronically in Qualtrics

2.1. What is the gender of the person with a pressure ulcer?

Female
Male

Other, please state

2.2. What is the age of the person with a pressure ulcer?

65 - 69 years
70 - 79 years

80 years and over

Appendix 3: Interview Schedule (Part 3)

Questions about your experiences of pressure ulcers and pressure
ulcer care

Instructions to interviewer

Please audio record this part of the interview

Open with the question: What were your initial thoughts when you
were told X had a pressure ulcer?

Thereafter, explore participants’ experiences of pressure ulcer care
using the below. All domains will need to be covered; however, the
order in which questions are asked will depend on the direction of
the narrative provide. At the same time, if a participant’s answer to
one question answers one or more other questions, carry forward
their responses and do not ask them to repeat themselves. The bold
bullet point is the lead question and the indented bullet points are
prompt questions.
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