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A B S T R A C T

Aim: To develop a Theory of Change (ToC) pathway to facilitate the development of a multi-component inter-
vention package supporting pressure Ulcer (PU) risk identification and management, in partnership with people
with Long Term Neurological Conditions (LTNC) who self-manage care and live at home, their informal carers
and PAs.
Methods: A participatory approach, with extensive input from those whose lives are the focus of the research, was
used throughout the 4 interlinked work packages (WP):

• WP1 – Development of two co-operative Inquiry Groups (CIGs)
• WP2 - Semi-structured interviews and/or app participation
• WP3– Professional and strategic stakeholder engagement
• WP4–Systems mapping and Theory of Change (ToC pathway development

Iterative data analysis was undertaken with emerging findings from each WP informing subsequent stages of the
study.
Findings: Overall, 74 participants contributed across the 4 WPs, incorporating 31 Service Users (SU), 8 carers, 9
Personal Assistants (PAs) and 26 professional stakeholders. We identified 8 key themes related to PU prevention,
incorporating, learning, safe routines, third sector and peer support, navigating complex systems, adapting and
reacting to change, perceptions of risk, risk negotiation and supporting roles. The findings indicate systemic and
professional barriers which hamper people’s ability to self-care and seek help.
Conclusions: The study highlights the complexities and impact of managing PU prevention activities at home for
people with LTNC and areas of learning for health professionals and systems. By understanding these com-
plexities we developed a systems map, identified resource requirements and illustrated a Theory of Change (ToC)
pathway, to underpin future work to develop and user test an interactive, multi-component intervention.
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Abbreviations

Cerebral Palsy CP Personal Assistant PA
Co-operative Inquiry Group CIG Pressure Ulcer PU
Functional Neurological Disorder FND Service User SU
Healthcare professional HCP Spina Bifida SB
Long Term Neurological Conditions LTNC Spinal Cord Injury SCI
Motor Neurone Disease MND Spinal Muscular Atrophy SMA
Multiple Sclerosis MS Theory of Change ToC
Muscular Dystrophy MD Work Package WP
Myalgic Encephalomyelitis ME

1. Background

Improved life expectancy, changes to health/social care organisa-
tion, societal changes in attitudes to disability and personalised care
funding, have led to increasing numbers of people with Long-term
Neurological Conditions (LTNCs), living and working while managing
complex health needs [1]. LTNCs include but are not limited to Multiple
Sclerosis (MS), Spina Bifida (SB), Spinal Cord Injury (SCI) and Muscular
Dystrophy (MD). They have a significant impact on individuals, families
and carers, the NHS, and society. The estimated spend on people with
LTNC is £3.5 % of NHS (£3.3 billion, 2012-13) and 14 % of social care
budgets [1]. The need to transform services for those living with long
term conditions was recognised in the NHS Long-term plan and associ-
ated strategic priorities [2,3]. A pillar of the plan is developing capacity
and capability to support self-management and independence, particu-
larly for those with complex needs.

People with LTCNs are often exposed to key pressure ulcer (PU) risk
factors, including immobility, poor skin status and poor circulation [4].
Susceptible skin sites (e.g. buttocks and heels) can be exposed to pres-
sure and lack of sensory perception may reduce the ability to feel/react
to skin pain/discomfort and changes to soft tissues. Cumulatively this
reduces tissue tolerance and increases the risk of PU development [5].
While limited data are available regarding PU prevalence in people with
different LTNCs, a systematic review and meta-analysis of people with
spinal cord injury estimated a high overall pooled prevalence of 32.36 %
(95 % CI 28.21–36.51) [6], much higher than other general populations
(7–14 % of hospital patients [7,8] and 0.51/1000 to 0.71/1000 of the
community population [9,10]). Given that many people with LTNCs
have mobility limitations and/or skin sensation changes, it is likely that
their prevalence aligns closer to SCI populations, than general adult
populations. A distinguishing factor of the LTNC population is the
constant or fluctuation in PU risk they experience associated with their
specific condition, overlain with gradual and acute escalation of risk.
Some may also have cognitive difficulties impacting their ability to
manage PU risk.

Where severe PUs develop, the often extensive timeframes involved
in treatment have a detrimental effect on quality of life due to prolonged
bedrest, coping with pain/smell/exudate, frequent home/clinic dressing
visits, possible hospital admission for surgery/severe infection, work/
education absence, and loss of employment [11,12]. Our Patient and
Public Involvement group (Pressure Ulcer Research Service User
Network (PURSUN)), who have a lived experience, highlighted the huge
impact PUs have on both individuals and their families, with some
describing PU development as ‘the last straw’. PUs also present signifi-
cant financial burden to health care services [13–16] estimated at 4 % of
the NHS budget [17] and a mean 1 year community patient cost of
£1400 for Category 1 and >£8500 for Category 4 PUs [18].

People with LTNCs often self-manage their care needs independently
at home, with or without support from informal carers (i.e. unpaid
friends/family members) and/or Personal Assistants (PAs: care worker
employed by an individual/family to provide support). Self-

management often occurs with little input from health (e.g. commu-
nity nursing) or social (e.g. domiciliary care) services. The risk of PUs is
often increased but overlooked during interactions with health services
for chronic disease management and when they have an acute illness
(such as chest infection) or ‘minor’ problem (such as minor surgery) due
to the impact on their mobility or normal daily routines. Our research
indicates that PUs may be severe before appropriate care is initiated
with prevention opportunities missed [19].

While PU prevention has received a lot of attention from a clinical
perspective, PURSUN identified the need to increase our understanding
of how people with LTNCs who live at home, currently manage PU risk,
and what resources are needed to facilitate prevention. The group
emphasised the need to go beyond patient education models and
consider if/how PU prevention fits within existing self-care regimes,
lifestyles and services. This requires consideration from a broader sys-
tems perspective, to understand how health systems, contexts, and
people react and interact with each other to identify challenges and
possible solutions.

To address this research gap, we embarked on a programme of work
funded by NIHR HS&DR (NIHR134029), entitled, Pressure Ulcer Pre-
vention at Home: Pressure ulcer prevention for people with long-term
neurological conditions (LTNCs) who self-manage care and live at
home. A participatory intervention development approach.

2. Aims and Objectives

To develop a Theory of Change (ToC) pathway to facilitate the
development of a multi-component intervention package supporting PU
risk identification and management, in partnership with people with
LTNC who self-manage care and live at home, their informal carers and
personal assistants.

• To explore and understand how people living with LTNC currently
identify and self-manage PU risk.

• To explore and understand the role of informal carers and PAs in
supporting people with LTNC to manage PU risk.

• To map factors that help/hinder people’s ability to identify and
manage PU risk (factors within the family, workplace, community
and wider system).

• To explore the perspectives of healthcare professionals (HCP) and
strategic partners on PU prevention at home, including the need for
services to respond to informed, empowered service users (SU),
facilitating self-care and blame/stigma avoidance.

• To identify and prioritise points in the system, which would most
benefit from intervention.

• To develop a ToC pathway on which intervention development can
be based.

3. Methods

A partnership approach based in the participatory research paradigm
was used in this study. Participatory research seeks equal partnership
between those conducting the research and those who the research is
about, with stakeholders involved in every aspect of a study [20,21].
Within the context of this study, this means a collaboration between
service users (SUs: people with LTNC who use NHS or social services),
carers, personal assistants (PA: paid, non-clinical support worker/carer),
Healthcare Professionals (HCP), third sector stakeholders (voluntary
and community organisations, charities, or self-help groups) and aca-
demics. As is common within participatory research, many of those
partners have moved between researcher and participant roles at
different points in the study.
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The research comprised 4 interlinked Work Packages (WPs)
described below and in Fig. 1 – Study Overview:

• WP1: Development of two co-operative Inquiry Groups (CIGs) (CIG1:
individuals with LTNCs and their informal carers; CIG2: paid PAs) to
underpin and support the design, management, data collection,
analysis and conclusions of the work and explore their experience of
identifying and self-managing PU risk (or supporting others to). Both
CIGs also included University researchers [22].

• WP2: Seeking a broader perspective on PU prevention/risk with
people with LTNCs, informal carers and PAs via semi-structured in-
terviews (undertaken by CIG members) and a a smartphone app [23,
24].

• WP3: Professional and strategic stakeholder engagement via a focus
group [25,26] - to explore the PU prevention at home, including the
need for services to respond to informed, empowered SUs as well
those who are not, facilitating self-care and blame/stigma avoidance.

• WP4: Systems Mapping and Theory of Change (ToC) Pathway
development - to co-create a visual representation of the systems
associated with PU prevention from the perspective of key stake-
holders, building on data collected in previous WPs, and a ToC
pathway to underpin intervention development. Systems Mapping
provides an illustration of key factors within a system and how they
interconnect to create outcomes [27–30]. A ToC is a visual pathway,
articulating how intervention components may impact intermediate,
short and long-term outcomes and how contextual factors may in-
fluence change [31,32]. It is a flexible approach that helps to identify
where the system may be resilient to change, informing intervention
development.

3.1. Sampling and recruitment

Initially we had a period of broad outreach, through existing team
contacts, third sector organisations, PURSUN, and snowballing, identi-
fying potential participants and partner organisations for all WPs. We
aimed to gain diversity of experiences in terms of LTNCs, previous PU
experience, role (i.e. service users, carer, PA, HCP), age, gender and
ethnicity. Sampling was undertaken iteratively with emerging findings
identifying gaps in stakeholders and findings, which informed sampling
for subsequent work packages. More detailed sampling information can
be found in the study protocol [33], synopsis [34] and Fig. 1.

3.2. Ethical considerations

The study included discussion of potentially emotive health topics (e.
g. during CIG meetings and interviews) as participants were asked to
draw on their experience of living with long term conditions. It also
involved challenging discussions across professional and professional-
SU boundaries, for example exploring issues within healthcare services
with different HCPs, SU’s and carers during a systems mapping work-
shop. University staff with experience of facilitating the involvement of
participants with lived experience, were available to provide support
and signpost to appropriate clinical/support services, if needed. There
are published ethical considerations associated with participatory
research, which guided our ethical principles and practice [35].

Ethical approval was sought and approved through the University of
Leeds Medicine and Health Research Ethics Committee. Prior to
recruitment a detailed study information sheet was provided to all
participants and informed consent was sought by the University
researcher.

Fig. 1. Study overview.
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3.3. Data collection

Co-operative inquiry groups are groups of people with personal
experience of a topic who meet regularly to plan, investigate, and reflect
on the topic. Supported by university researchers and underpinned by an
adapted version of Heron’s co-operative inquiry methodology [22], the
CIGs undertook the following.

• Group forming – Creating a safe space and developing a written
partnership agreement and shared values.

• Self and group reflection – sharing personal experiences of managing
PU risk, LTNCs and identifying common themes.

• Preparation and training for WP2 –co-designing interview topic
guides and app tasks. Volunteers from each CIG also agreed to un-
dertake peer to peer interviews and user-test and monitor the app.
Tailored interview preparation, training and support was provided.

• Continued immersion - the CIGs met regularly throughout the study,
moving between participant and researcher roles at different points
in the research.

SUs, carers and PAs in WP2 participated via a semi-structured
interview, a smartphone app, or both. Interviews were conducted by
CIG members (SU, carers, or University researchers), either face-to-face
or online via a video call. Interviews took approximately 1 h. App par-
ticipants were sent tasks over a 2 – 3-week period via Fieldnotes
(https://www.fieldnotescommunities.com/), a smartphone app. Tasks
invited people to share their day-to-day experiences of self-care or
supporting others [36]. The WP3 face-to-face focus group with
HCP/strategic partners was facilitated by university researchers around
a topic guide informed by the CIGs and WP1 findings [25].

In WP4, we held a face to face, full day workshop. Emerging study
findings were presented as a composite case study, developed by CIG
members, and presented by an actor. This brought the data to life, whilst
maintaining the anonymity of participants. In 3 small, facilitated, mixed
stakeholder groups participants reviewed the draft map and identified
points that would benefit from intervention. After the workshop, uni-
versity researchers refined the map and ToC combining comments from
across the small groups. This was followed by multiple rounds of review
and feedback with workshop participants and wider CIG members.

3.4. Analysis

Qualitative data from all WPs were recorded and managed in NVivo.
Analysis was informed by the principles of rapid qualitative research
[37] and collaborative framework analysis [38,39]. During WP1, CIG
members identified and recorded common themes emerging from their
discussions which were used to create a Rapid Assessment Procedure
(RAP) sheet and the NVivo codes. This enabled summaries and emerging
findings to be shared iteratively, throughout the research process. RAP
sheets were completed after data collection activities (interviews, app
tasks, relevant CIG meetings and stakeholder focus group) and discussed
as part of collaborative data analysis workshops with both CIGs.
Participatory techniques were used to facilitate collaborative accessible
data analysis within the CIGs [34].

4. Project management

A Programme Co-ordinating Group (PCG) met bi-monthly over the
course of the 2-year study. The group combined: clinical academic;
specialist nurse; specialist neurological physiotherapist; social care; and
qualitative and participatory methods expertise; with personal experi-
ence of living with a PU/PU risk, patient advocacy and caring for
someone with a LTNC. The PCG used their extensive expertise to support
and guide the CIGs and provide oversite of the whole programme of
work. In addition, a Programme Steering Committee with 6 independent
members from the social care/NHS sectors and a member with lived

experience, oversaw research conduct and progress, meeting bi-
annually.

5. Results

Across the 4 WPs, 74 participants contributed incorporating 31 ser-
vice users, 8 carers, 9 PAs and 26 HCP or strategic partners. Participants
with a lived experience of LTNCs, included (but was not limited to) those
with MS, SCI, SB and MD. Participants had varying health and life ex-
periences making it challenging to describe our population in a trans-
parent manner, while recognising the multifaceted and fluid nature of
people’s identities. For example, some HCP and people with LTNC also
had a caring role within their families, and some informal carers
described the impact of their own health conditions. Appendix 1 pro-
vides a comprehensive overview of SU, carer and PA characteristics and
demographics and how they participated in the study. HCP and strategic
partners included (but was not limited to) Specialist Nurses, OTs,
Physiotherapists and general practice as well as those from third sector
organisations. Appendix 2 details a comprehensive overview of profes-
sional and strategic stakeholder characteristics and their contributions
to the study.

We identified 8 themes across all WPs including, learning, safe
routines, third sector and peer support, navigating complex systems,
adapting and reacting to change, perceptions of risk, risk negotiation,
and supporting roles. Each theme is illustrated in the systems map
demonstrating the complex nature of PU prevention and possible in-
terventions to improve the current situation (Fig. 2). An explanatory
narrative summary of the themes is also detailed below.

5.1. Learning

Participants shared varying experiences of PU prevention learning
and support. Some reported never receiving (or not remembering) any
information about PU prevention or that they only became aware of
their PU risk through involvement in this study. Those participants
emphasised the need for PU awareness raising activities. Others were
very aware of their risk and had already integrated PU prevention into
their lives. They were more concerned about when and how to seek help
for PU development/deterioration.

People who had received PU prevention support reflected on the
timing and delivery of that information. Many people with spinal in-
juries mentioned a focus on skin care during their early rehabilitation.
However, people talked about the context of their situation (i.e. life
changing injury) making it difficult to take in information or engage
with future risks.

‘The problem is that there is SO much information to take on board
when you are newly injured, you don’t know what is life-threatening
and not. There’s so much information it’s a little overwhelming’.
(service user)

Factors such as fatigue, mental and physical health, literacy, stress,
and cognitive impairments were also acknowledged as impacting peo-
ple’s ability to seek out, process and act on PU prevention information.
Participants noted that many existing resources (e.g. leaflets) focussed
on understanding clinical risk factors and lacked consideration of wider
contextual issues and how to adapt PU prevention strategies within their
busy and changing daily lives. The importance of health information
being staggered or repeated over time and HCPs tailoring information to
the individual were also noted. There was a feeling that some HCPs saw
the provision of PU information as a ‘box ticking exercise’ rather than
part of true shared care and decision making. At times, people reported
inconsistent PU advice from the different HCPs.

Participants also shared some positive examples of PU prevention
education particularly with Tissue Viability services and Spinal Injuries
Units (SIUs). However, it was noted that Tissue Viability Nurses (TVNs)
were rarely involved in prevention, with some participants suggesting
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Fig. 2. Systems map overview and clusters.
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there was opportunity for a more active role. It was also recognised that
SIU service provision varies and is not replicated across other LTNCs.

5.2. Safe routines

For many SUs, PU prevention was a small part of a more complicated
self-management context, with people highlighting the importance of
mental health and emotional wellbeing alongside physical care. Many
participants described developing problem-solving skills to support their
self-care or the care of others. For example, despite a recognised gap in
appropriate prevention resources, many people developed successful
routines and shared strategies (e.g. using mirrors/photographs to
monitor skin, setting alarms to prompt repositioning, specialist clothing,
getting help from others) which helped them to live PU free.

“I’ve got more photos on my phone of [husband’s name’s] bottom!
I’ll take a picture and I show it because that’s the only way he can see
it really. He’ll try it with a mirror but it’s easier. I’ve got a record on
the phone then, you have to show him what it looks like because he
can’t feel anything …” (Informal Carer)

Some WP4 participants conceptualised this kind of activity as a ‘safe
routine’ i.e. a set of flexible prevention activities developed around the
specific needs of an individual, taking into consideration their clinical
risk factors and wider issues impacting their daily lives.

5.3. Third sector and peer support

We found that third sector organisations were highly valued in the
support of people with LTNCs, their carers and PAs. People talked about
accessing trusted charity websites, charity funded specialist nurses,
newsletters, helplines and training. Multiple forms of peer support were
also described, including trained peer support workers, social media
forums, and informal peer support from friends. People cited several
reasons for seeking support outside of the NHS, relating to gaps and
complexities of accessing correct services within the NHS; long waits;
minimising the burden on overstretched services; and valuing and
trusting the perspective of others who have lived through similar
experiences:

“Disabled people respond to other disabled people” (Service User)

However, some people were mindful that advice given by peers was
often based on just one person’s experience and therefore may not be
accurate or appropriate for other people’s circumstances. Some identi-
fied a gap in resources which bring together evidence-based information
and peer experiences.

5.4. Navigating complex systems

SUs noted the complexities of managing their care, requiring nego-
tiation of multiple, complex systems and processes, including NHS and
social care services; finance (e.g. benefits, equipment); recruitment;
employment and training of PAs; and third and private sector input. In

Fig. 2. (continued).
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addition, many people with LTNCs are required to attend multiple ap-
pointments with different specialties, as they do not have dedicated
clinics or annual reviews. This is further complicated by PUs being a
cross specialty condition with variable patient pathways. These com-
plexities make PU care escalation difficult. Many reported delays in
getting support via primary care and many did not know where else to
go.

“They told you the signs to look out for but what I found was when I
came home and I got a pressure ulcer, I didn’t actually know what to
do. Everyone was very clear that you don’t want one, but no one
could actually tell you what to do when you did get one”. (Service
User)

Many of the frustrations felt by service users, carers and PAs were
shared by the HCPs in this study. Some HCPs reflected on their own
experiences of being family carers and still experiencing challenges in
getting appropriate, timely support, despite their enhanced knowledge.

“It’s because the way that systems work is that we’re all in silos,
aren’t we? We’re all in different departments, we’re all funded in
different areas, and you’re told that your remit is to do this, and
we’re not funded to do anything outside of this, so you then go and
do your job, and even if you raise it and say, “This needs looking at,”
if you don’t know who to go to, what do you do with it?..

(HCP stakeholder)

Some SUs, carers and PAs described slowly increasing knowledge of
their local systems and what to say to be taken seriously, but others did
not feel listened to by HCPs or were blamed for PU development, causing
them to disengage. People described tensions between SUs and HCPs
regarding the most suitable equipment or where HCPs were unable to
provide specific products due to local policy. Some people were unaware
of equipment grants being available via the third sector and others
described them yet another bureaucratic process to navigate. Many SUs
valued the expertise of the private sector, seeking their advice when they
did not feel supported by the NHS. However, some professional partic-
ipants raised concerns about the evidence base of some products and the
variability of advice given.

Many people talked about the stress associated with self-
management, with some reporting it impacted their mental health,
and people reflected on the challenges of self-advocacy, particularly
when feeling unwell, fatigued, or low. We found that people’s previous
experiences of the NHS had an impact on their ability and willingness to
self-advocate.

5.5. Adapting and reacting to change

SUs described ‘danger points’ in their lives when their risks changed
or where self-care became more challenging or less of a priority. They
were sometimes unsure of what to do when their prevention strategies
no longer worked or were no longer practical. This was often linked to

Fig. 2. (continued).
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wider contextual factors impacting their life such as specific events (e.g.
bereavement), temporary changes (e.g. holiday), care transitions (e.g.
change of support), illness/injury, changes in mood (e.g. depressed,
unmotivated), aging and deterioration or fluctuation of existing LTNC or
developing new conditions. HCP participants reported feeling frustrated
by the lack of flexibility within their roles to support this.

5.6. Perceptions of risk

We found that that people’s perception of their PU risk changed over
time. For many, ‘risk’ was quite an abstract concept and some people
found it hard to engage in conversations about future risks. Some SUs
said they had not appreciated the importance of PU prevention, and the
potential seriousness of PUs, until they had experienced a problem. They
reported becoming ‘hypervigilant’ after experiencing a PU, in part due
to the significant impact of treatment interventions (e.g. bedrest,
inability to attend work, education, and be involved in family life) and
the subsequent emotional and mental health impact this had on in-
dividuals and families. Some HCP participants also suggested that
cognitive impairments may affect how SUs perceive and make decisions
about risk.

“I lost 6 months of my life” (Service User)

5.7. Risk negotiation

Our findings indicate tensions between the level of risk that SUs are
prepared to tolerate when compared with the HCPs who support them.
SUs described considering PU risk within the wider context of their lives.
HCPs risk tolerance appears to be influenced by their level of experience
and constraints in their role or organisation. For example, time limited
and task-oriented appointments, being unsure what else they could
offer, a culture of blame, and fear of litigation if deviating from best
practice. People also had different perceptions/understanding of the
potential seriousness of PUs. These differences impact people’s ability
and willingness to negotiate risk and come together for effective joint
decision making and can result in unsatisfactory prevention activity for
all parties. This sometimes leads to SUs being labelled as ‘non-
compliant’ or even blamed if a PU developed or deteriorated, causing
some people with LTNCs to disengage with clinical services.

“23 years ago I discharged myself from the neurological care due to
frustrations about the continual repetitive visits that did little to
support me with getting on with my "normal life“… I found the
system was geared at telling me what not to do and not supporting
me with the things I wanted to do” (Service User)

Fig. 2. (continued).
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Conversations about risk can be complex and challenging and
require strong communication skills for SUs and HCPs. Some SUs
described a power imbalance, making communication and risk negoti-
ation more challenging. They wanted to be able to negotiate on a more
even footing.

5.8. Supporting roles

SUs noted a gap in the provision of hands-on, face-to-face care in the
home provided by the NHS. A gap that was often filled by informal
carers and PAs.

5.8.1. Informal carers
There was a diverse approach to family involvement in care. Where

family support was an option, some SUs preferred to keep their family
relationships separate from their personal care needs. However, many
people indicated the vital support and advocacy provided by family
members who were often involved in PU prevention/treatment activ-
ities. Participants noted the positive and negative impact this had on
family dynamics. Many spoke about the beneficial impact that caring
had on their relationship:

’ … I think that’s part of what it’s about as well, being able to
contribute, not just feeling like [name of family carer] is doing
everything for me and I am actually able to give back and it does help
with our relationship. He’s fantastic, he will just keep going and he
knows that it’s not that I’ve chosen to be ill. That’s what he always

says to me, “x, you’ve not chosen this, this is not a choice you’ve
made and we’ve just got to work with it.”’ (Service user)

However, some carers spoke of feeling overwhelmed, with several
people describing the long term, negative impact the role had on their
mental health, which some felt was inextricably linked with the mental
health of the person they support.

“It’s easy for that to be a spiral isn’t it … because if you’re the care
giver and not in a good place mentally, you know, the person you
care for might not be grateful and that then has an impact on your
mental health, making it more difficult to deliver the care … and
then equally that can spiral, that you’re both spinning off one
another” (Carer)

People also described feeling guilty when the person they cared for
developed a PU, even if they were not equipped with the knowledge and
skills to support prevention at that time.

5.8.2. PAs
Most PAs did not currently see PU prevention as part of their role.

However, they recognised that they may be well placed to notice skin
damage or changes in risk. Some described feeling like part of the family
they supported, developing close, trusting relationships. PAs also felt a
significant responsibility for their clients. Despite this, PAs are often not
included in multi-disciplinary meetings about care needs. The PA
employment context is complex and has an impact on the care provided
with PAs acknowledging a need for more support and guidance e.g.

Fig. 2. (continued).
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around role negotiation, boundary setting, and challenging
conversations.

5.9. Intervention components and Theory of Change

Our findings identified the need for an engaging, interactive, multi-
component intervention to support the needs of people with LTNCs,
their informal carers, PAs and HCPs comprising.

1. Awareness raising materials about PU risk and prevention.
2. Support to develop and implement a personalised safe routine and

how to react to changes in risk.
3. Care escalation guidance.
4. A framework to support risk communication and negotiation be-

tween stakeholders (e.g. SUs and HCPs).

The ToC (Fig. 3) illustrates the intervention components and the
causal pathway to achieve change and real-world impact.

6. Discussion

We used a novel participatory approach to gain a deeper under-
standing of the experiences of people with LTNC, their informal, carers,
PAs and professionals in preventing and managing PU risk, in order to
identify how improvements can be made to existing activities and

services. Our findings indicate that people with LTNCs experience
challenges to accessing information, negotiating single specialty ser-
vices, inclusion in shared decision-making, and as a result, PU preven-
tion. These challenges are compounded by fatigue, cognitive difficulties
and wider contextual social responsibilities. The complexities of man-
aging PU risk while maintaining a good quality of life impacts in-
dividuals and those supporting them, including family, informal carers
and PAs [40,41]. These relationships are pivotal in supporting people at
home.

The ability to self-advocate appears to be a vital yet undervalued skill
for this population. Advocates, such as family members and PAs, also
play a vital role in accessing appropriate NHS support but some people
with LTNC do not have this available to them. We recognise this as a
potential barrier for our future intervention development and evaluation
work. In keeping with the findings of others, the increasing complexity
of health and care systems (in terms of treatments, knowledge,
specialisation, and technology) has also made it difficult for people to
navigate systems, resulting in an ongoing high treatment burden
[42–47]. This is exacerbated in this population by several important
factors including: wider complex needs, cognitive difficulties and mul-
tiple co-morbidities [1,44,48]; pressure ulcers being a cross specialty
issue [4,49]; and acknowledged health inequalities associated with
disability and other characteristics [50–53].

When people can access services, they sometimes experience difficult
interactions with HCPs relating to the different ways SUs and HCPs

Fig. 2. (continued).
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perceive PU risk and its management [54–56]. Our study reinforces that
SUs perceptions of risk are influenced by their first-hand experience (or
lack of) of having a PU, or knowledge shared by those who have [55,56].
They consider PU risk and self-management within the wider context of
their everyday life. This incorporates consideration of other
health-related risks, as well as meeting the requirements of their wider
roles and responsibilities in society, such as work, family and caring.
This can create tension as they try to balance PU prevention activities (i.
e. pressure relief sometimes involving periods of bedrest) with an active
and fulfilling quality of life [41,55,57].

Balancing effective PU prevention and quality of life requires a
flexible approach, and this was not universally encountered in our
participants’ interactions with HCPs and services. At times, this was
related to HCPs concerns about deviating from ‘best practice’ due to
fears of blame and/or litigation if things went wrong. This resonates
with another study which found nurses reported concerns about getting
‘things wrong’ in PU prevention and subsequent risk aversion, particu-
larly in those with less experience [58]. Work in other areas also concurs
with this, where less experienced doctors were more risk averse and had
increased difficulty dealing with uncertainty, impacting clinical decision
making (e.g. ordering more tests to reduce uncertainty) [59]. This is
likely compounded if HCPs have concerns about the SU’s cognitive
ability and level of understanding around the risks and benefits. It could
explain why HCPs are more inclined to stick rigidly to best practice
guidance and why SUs are often willing to accept elevated levels of risk
that some HCPs are not comfortable with.

These differing perceptions of PU risk and prevention make con-
versations about risk between SUs, carers and HCPs difficult, yet our

findings and those of others [55,57,60] suggest these need to occur to
develop PU prevention activities which can be tailored to individual
need, lifestyle and preferences, making adequate prevention more
likely. These challenges may also be influenced by power imbalances
and epistemic injustice, where in the context of PU prevention, clinical
training and expertise are more highly valued than the lived experience
[61,62]. This is supported by a previous study investigating why some
people develop severe PUs, that found SU concerns were often not
listened to and that people were blamed when ulcers developed [19].
This issue is more complex than simply improving communication
within clinical consultations. Healthcare systems are often hierarchical
in nature, with policies and culture that make it harder for HCPs to work
in genuine partnership with the people they support [47]. In addition,
SUs may not have access to support or resources which encourage them
to make sense of, value, and communicate their own expertise. Our
future intervention will include PU care escalation guidance, however
more work is needed to ensure that services meet the needs of people
with LTNCs and respond to empowered, informed users as well as
providing proactive support to people who are not.

7. Conclusions

Using a participatory approach and including a range of important
stakeholders we have uncovered the complexities of managing PU pre-
vention activities at home for people with LTNC, their carers and PAs.
This is set within a context of SUs managing multiple care needs and
having wider roles in their families and society, as well as other chal-
lenges such as fatigue and cognitive difficulties, necessitating a flexible

Fig. 3. Theory of Change
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approach to PU prevention.
Our findings uncovered some positive ways SUs, carers, PA and HCP

managed PU risk and prevention, as well as areas of tension in the
system. These are illustrated in a systems map which helped us to
consider and discuss areas that are amenable to change and to identify
future intervention components. These relate to: awareness raising
materials; support to develop a personalised safe routine; care escalation
guidance; and a framework to support risk communication and negoti-
ation between SUs, carers, PAs and HCPs and are situated in a ToC
showing the causal pathway needed to make real world change and
improvement. The valuable stakeholder relationships developed
through this research will underpin planned development and evalua-
tion work for an interactive, multi-component intervention to support
this population in PU prevention.
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