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Abstract

Background: Many people with long-term neurological conditions (e.g. multiple sclerosis, spina bifida) live inde-
pendently and manage complex health needs, including mobility and sensory limitations which mean they have a
high risk of pressure ulcer development. Despite their high risk, appropriate pressure ulcer prevention support and
resources are often lacking.

Aims: To develop a Theory of Change pathway, which will underpin future development of a multicomponent inter-
vention package supporting pressure ulcer risk identification and management, in partnership with people with long-
term neurological conditions who self-manage care and live at home, their informal carers and personal assistants.
Methods: We used a partnership approach based in the participatory research paradigm, with extensive input from
those whose lives are the focus of the research. The study comprised four interlinked work packages:

e |Work package 1 - Development of two co-operative inquiry groups

e |Work package 2 - Semistructured interviews and/or participation via a smartphone app

e |Work package 3 - Professional and strategic stakeholder engagement

e |Work package 4 - Systems mapping and Theory of Change pathway development

Iterative, qualitative data analysis was undertaken with emerging findings from each work package informing subse-
quent elements of the study.

Findings: Overall, 74 participants contributed across the 4 work packages. This incorporated 31 service users,
8 carers, 9 personal assistants and 26 professional stakeholders. The findings indicate the complexities of pressure
ulcer prevention for this population, who are often fulfilling multiple roles in society (i.e. in their families, communities,
work) alongside onerous self-care routines. Systemic and professional barriers were found to hamper people’s ability
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to self-care, support others and seek help. Areas of learning were highlighted around developing safe routines, third
sector and peer support, learning about pressure ulcer prevention, navigating complex systems, adapting and react-
ing to change, perceptions of risk, risk negotiation and the role of non-clinical carers. By collaboratively reflecting
on these findings with key stakeholders (service users, carers, personal assistants, professional/strategic partners),
we were able to identify points in the system amenable to change. This underpinned the development of a Theory
of Change for a multicomponent intervention incorporating awareness raising, routine guidance, escalation guid-
ance and communication components (supported by preconditions, contextual requirements, long-term outcomes,
impacts and explanatory rationale).

Limitations: We acknowledge that despite our best efforts (incorporating targeted National Health Service and
third-sector recruitment), the ethnic diversity of our research was not as representative as we had intended. We
have included work to address this lack of diversity in our next study, including dedicated community workshops to
explore the cultural relevance and appropriateness of our proposed intervention.

Conclusions: The study highlights the significant impact and complexities of managing pressure ulcer prevention
activities at home, for people with long-term neurological conditions, carers and personal assistants. By understand-
ing these complexities from different perspectives, we were able to develop a systems map and Theory of Change
pathway informing future intervention development and evaluation.

Future work: Funding has been awarded for Pressure Ulcer Prevention at Home 2 (PUP@home2): Self-management
intervention development and user testing for people with long-term neurological conditions (NIHR163165) to sup-
port pressure ulcer prevention and self-care, based on our learning from this study.

Funding: This synopsis presents independent research funded by the National Institute for Health and Care Research
(NIHR) Health and Social Care Delivery Research programme as award number NIHR134029.

A plain language summary of this synopsis is available on the NIHR Journals Library Website https://doi.org/10.3310/
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GJSCO0721.

Introduction

Some material in this synopsis is reproduced from Muir
et al.! This is an open access article distributed in accord-
ance with the Creative Commons Attribution 4.0 (CC BY
4.0) licence, which permits others to distribute, remix,
adapt and build upon this work, for commercial use,
provided the original work is properly cited. See: https:/
creativecommons.org/licenses/by/4.0/. The text below
includes minor additions and formatting changes to the
original text.

This study sought to understand how people with long-
term neurological conditions (LTNCs), currently identify
and self-manage pressure ulcer (PU) risk at home. The
study includes the perspectives of people with LTNCs and
the people who support them, including informal carers,
personal assistants (PAs), healthcare professionals and
third-sector partners, such as charity employees. In this
synopsis, we briefly outline our participatory approach
and methods, which are described in detail in the study
protocol.? We go on to outline our findings and share a
Theory of Change (ToC) pathway, which is being used to
underpin intervention development during a second study
(PUP@Home?2).

This research was developed and delivered collaboratively
by service users, carers, PAs, academics and healthcare
professionals. Throughout this synopsis, we refer to
university researchers (staff employed in a research role)
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and peer researchers (service users, carers and PAs) to
differentiate between different roles within the study.
However, we acknowledge that the boundaries between
those roles are blurred, and that people bring multifaceted
life and professional experiences to research.

Background

Pressure ulcers

Pressure ulcers are areas of damage to skin and underly-
ing tissue as a result of pressure, shear and friction to the
skin. They are classified according to their severity ranging
from Category 1: non-blanchable erythema to Category 4:
severe cavity wounds exposing fat, muscle and bone.®* UK
prevalence data identifies 7-14% of hospital patients** and
0.51/1000 to 0.71/1000 of the community population®’
as having PUs. Primary risk factors for PU development
are immobility, poor skin status and poor circulation.®

Our previous research and patient and public involvement
(PPI) identified that PUs can be painful® and have a major
impact on quality of life, affecting people emotionally,
physically and socially.” Severe PUs can lead to months or
years of treatment, including long periods of bed rest; fre-
guent home or clinic visits; hospital admission for surgery
or infection and loss of employment and education.?®!
If untreated, severe PUs can be fatal. PUs costs are esti-
mated at 4% of the NHS budget'? and a mean 1-year com-
munity patient cost of £1400 for Category 1 and > £8500
for Category 4 PUs.13
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Long-term neurological conditions

Long-term neurological conditions include, but are not lim-
ited to, multiple sclerosis (MS), spina bifida (SB) and spinal
cord injury (SCI). The estimated spend across all LTNCs
is £3.5% of NHS (£3.3B, 2012-3) and 14% of social care
budgets.'* Improved life expectancy; changes to health
and social care structures; societal changes in attitudes
towards living with disability; and personalised care fund-
ing have led to increasing numbers of people living inde-
pendently while managing complex conditions.** People
with LTNCs often self-manage their own care at home,
with or without support from informal carers or PAs.

Long-term neurological conditions often affect people’s
mobility, which leads to increased PU risk. In addition,
lack of sensory perception may reduce people’s ability
to feel and react to skin pain and changes to soft tis-
sues, further increasing the risk of PU development.®®
Some people with LTNCs may also experience chal-
lenges, such as fatigue, difficulty concentrating and
other cognitive impairments, which can affect their
ability to manage PU risk and communicate when issues
arise. While limited data are available regarding PU
prevalence in people with LTNCs, a systematic review
and meta-analysis estimated a high overall pooled prev-
alence of 32.36% [95% confidence interval (Cl) 28.21
to 36.51] in people with SCI.%¢ It is likely that PU prev-
alence in other LTNCs aligns closer to SCI populations
than general adult populations.

As part of routine prevention practice, hospital and
community nurses commonly use PU risk assessment
instruments to identify those at risk. It is recommended
that these assessments be undertaken in partnership with
service users, to encourage shared decision-making.'”
Despite this, information is not always shared with service
users or carers, they are not always encouraged to moni-
tor or report PU warning signs and can be blamed for PU
development.”® Service users and their carers are often
the only constant factor in a complex journey between
health/social care professionals and settings.!? They are
uniquely positioned to monitor and manage their own risk,
yet current service provision can hamper this.

Pressure ulcer prevention for people

with long-term neurological conditions

Our PPl and other studies highlight the shortfalls and
challenges of supporting people in the community, includ-
ing, inconsistent professional support for people with
LTNCs, missed opportunities and delays in care provision
and communication difficulties between patient and
healthcare professionals and services about PU risk and
prevention.?141820-22 \Whijle PU prevention has received
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a lot of attention from a clinical, secondary care per-
spective, there is limited evidence about if/how people
with LTNCs self-manage their risk at home. Our study
addresses an evidence gap regarding interventions which
may help these high-risk individuals. In addition, there is
limited knowledge about the role of informal carers and
PAs. The idea for this research topic came directly from
service users and carers,?>? who emphasised the need
to go beyond patient education models and consider PU
prevention from a broader systems perspective.

Aims and objectives

Aim

To develop a ToC pathway to facilitate the development
of a multicomponent intervention package supporting PU
risk identification and risk management, in partnership
with people with LTNC who self-manage care and live at
home, their informal carers and PAs.

Objectives

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

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

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

4. To explore the perspectives of professional and
strategic partners on PU prevention at home, includ-
ing the need for services to respond to informed,
empowered service users, facilitating self-care and
blame/stigma avoidance.

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

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

Methods

Participatory approach

This study is based in the participatory research paradigm.
Participatory research aims for equal partnership between
those conducting the research and those whose lives are
the focus of the research, with stakeholders involved with
(not just participating in) every aspect of a study.?* This
recognises participation as a right.?® Participatory research
is characterised by commitment to collaboration; collec-
tive project ownership; empowerment; critical reflexivity;
valuing different types of knowledge (including experien-
tial knowledge) and democratic processes.?

Personal Assistants: Synopsis - a Participatory, Qualitative study (PUP@Home1). Health Soc Care Deliv Res 2026;14(20). https://doi.org/10.3310/GJSC0721


https://doi.org/10.3310/GJSC0721

DOI: 10.3310/GJSC0721

Population

We aimed to explore the different perspectives and
experiences of individual with LTNCs and the people who
support them. Based on previous work we identified the
following groups:

1. Service users: Adults with LTNCs which impact mo-
bility, who self-manage care and live at home.

2. Informal carers: Defined by the NHS as someone
who provides support for a family member/friend
who would not otherwise be able to live inde-
pendently.?” Informal care is usually unpaid, although
state benefits may support living costs.

3. PAs: Some individuals with LTNCs employ PAs.

Their role is determined by the needs/wishes of

that individual (e.g. personal care, domestic support,
travel, leisure/social activities, or workplace support).
PAs can be employed and paid through a number of
mechanisms but are most often employed directly by
the individual being supported.

4. Professional and strategic stakeholders: Represen-
tatives from services or organisations who provide
support related to LTNCs and/or PU prevention.

Study structure
The study comprises four interlinked work packages (WPs)
outlined in Figure 1:

WP1 - Co-operative inquiry

WP2 - Interviews and mobile ethnography

WP3 - Professional and strategic stakeholder engagement
WP4 - Systems mapping and ToC development.

We utilised an iterative design with emerging findings from
each WP informing subsequent elements of the study.
Each WP is described in more detail below. A collaborative
evaluation of our participatory processes ran throughout
all WPs and continues past the study end date.

Sampling and recruitment

We began the study with a period of outreach, identify-
ing potential participants and partner organisations for
all WPs. The sampling strategy sought to gain a range of
experiences including diversity of LTNCs, previous experi-
ence of PUs, role (i.e. service users, carer, PA), age, gender,
socioeconomic status and ethnicity. Emerging findings
from each WP informed the sampling of the next. An over-
view of the recruitment target for each WP is provided in
Table 1.

Recruitment was undertaken via charities; user/carer led
groups; PA brokering organisations; existing research
team contacts; professional networks; social media and
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snowballing. We also attempted to undertake recruitment
via two NHS sites, this was unsuccessful.

Approximately 70, third-sector organisations were con-
tacted, including, large charities, independent living cen-
tres, PA brokerage organisations, disability sports clubs
and campaign/advocacy groups.

Out-of-pocket expenses and financial incentives were
offered to all service user, carer and PA participants.
People who took part in WP2 were offered a £20 shop-
ping voucher after completion of their interview and/
or app tasks. Co-operative inquiry group (CIG) members
were offered payments via BACs for each research activity
they took part in. Different rates were offered for different
activities. CIG rates reflected the time and level of skill
involved in different tasks and were in line with PPI pay-
ments across the host institute. Professional participants
who contributed during work time were offered out-of-
pocket expenses. Professionals who contributed during
their own time were offered payments at the same rate as
CIG members.

Data collection and analysis

Work package 1: co-operative inquiry

group forming

Co-operative inquiry is a person-centred, participatory
process where people research a topic through the lens
of their own experience.?® We established two parallel
CIGs: one with people who have LTNCs and informal
carers (N = 16) and a second with PAs (N = 3). Each group
also included university researchers. Groups followed
an adapted version of Heron's partial form co-operative
inquiry methodology.?®

1. Group forming: Creating a safe space and develop-
ing a partnership agreement and shared values (see
Appendix 1).

2. Self and group reflection: CIG members shared
personal experiences via an adapted version of the
‘Rivers of Life’ method? (see Report Supplementary
Material 1) and facilitated small group discussion,
identifying common themes together.

3. Preparation for WP2 - CIG members co-designed
the WP2 interview topic guide and smartphone app
tasks (see WP2 description and Report Supplemen-
tary Material 2) and agreed a sampling strategy. CIG
members volunteered to undertake interviews and
user-test/monitor the app.

4. Continued immersion - CIGs continued to meet
regularly throughout the study, moving between par-
ticipant and peer researcher roles at different points.



T2£0DSMD/0TEE 0T/340710p//:54NY “(0Z)PT:9Z0T 3 Aljod 240D 205 Y3paH “(TIWOHDdNd) APNIS dANENEND ‘AJojedidlled © - SISAOUAS :SIUBISISSY [BUOSIad

pue sia1eD) ‘suoipuoy) [e2130]0IN3aN WS}-SU0T YHM 3|doad 10§ SWOH 38 UOLUBARI 432N 2INSSald ‘[D 32 ‘Y Uosupiled-Aempeoig ‘A Sydig O 1auuag ‘f Ja3emyund 1 AMedN ‘a N

s

E

S

g' ™\ 4 Y N\ g N\
g

% CIGs p feach Development and

= Contributing across the study urpo;sg eac Methods evaluation of

% participatory approaches
g J (& N J (& J
2 e aYa N ~ N B
g WP1: CIG forming Co-operative inquiry via facilitated, interactive

Q . . . .

H workshops/meetings with concurrent data collection and analysis.

Group forming; developing ways
of working and shared values;
sharing personal experiences.

Critical reflection on emerging themes to deepen understanding
and achieve a rich/thick description of the issues being explored.

WP2: Interviews and mobile Data collection via interviews (some peer to peer) and a
ethnography smartphone app. Peer interviewers (CIG members) received
bespoke training and support. Interview schedule and app tasks
developed by CIGs, building on findings from WP1. Collaborative
analysis with CIGs using rapid qualitative analysis principles.

Seeking the perspectives of a
broader group of service users,
carers and PAs

. N J
CIG1: ClG 2: . .
Service - ~ < Iterative, collaborative
users and PAs evaluation running
informal WP3: Professional/strategic Focus group with staff from health and social care organisations throughout the study
carers stakeholder engagement (public and third sector). Sampling and topics informed by WP
Understanding the perspectives of findings. WPs 2 and 3 will run concurrently. Collaborative analysis
professional s’?akeholders and with CIGs using rapid qualitative analysis principles.
building professional networks
. N J
4 Y 1\
WP4: Systems mapping and Face-to-face workshop with participants from WP1 to WP3. Small,
ToC development multi-stakeholder groups mapped variables and connections which
Trianeulatine data from across influence PU prevention at home and identified potential
WPs %_3 prfi;oritisin intervention components. Map refined after the workshop and used
interventyion compor?ents to underpin development of a ToC pathway.
developing systems map and ToC
(. VAN J (. J

(. N J

12£00SM9/01€€°0T [10d

FIGURE 1 Study overview. This figure is reproduced from Muir et al.! This is an open access article distributed in accordance with the Creative Commons Attribution 4.0 (CC BY 4.0)
licence, which permits others to distribute, remix, adapt and build upon this work, for commercial use, provided the original work is properly cited. See: https:/creativecommons.org/
licenses/by/4.0/. This figure includes minor additions and formatting changes to the original text.

0Z ON T 'IOA 9Z0T Y21easay AJaAlaq a4eD [e120S pue yijesH


https://doi.org/10.3310/GJSC0721
https://creativecommons.org/licenses/by/4.0/
https://creativecommons.org/licenses/by/4.0/

DOI: 10.3310/GJSC0721

TABLE 1 Recruitment targets

WP Recruitment target

Health and Social Care Delivery Research 2026 Vol. 14 No. 20

CIGs Group 1. Approximately 8 people living with a LTNCs and informal carers
Group 2. Approximately 8 PAs

Interviews and mobile ethnography
Professional/strategic stakeholder engagement

Systems mapping and ToC development
findings

24-30 people living with a LTNCs, informal carers and PAs
12-14 health/social care professionals and strategic partners

Participants from WP1 and WP3 plus new participants identified based on emerging

Work package 2: interviews and

mobile ethnography

Work package 2 participants provided data via a semis-
tructured interview, a smartphone app or both. Interviews
were conducted by CIG members (both peer and univer-
sity researchers) either face-to-face or via a video call.
Smartphone app participants were sent tasks across a 2 to
3 week period via an app called Field Notes (see Report
Supplementary Material 2). Where people chose to par-
ticipate in both the app and interview, they were asked
to complete the app tasks first and entries were explored
further in the subsequent interview.

Work package 3: professional/strategic
stakeholder engagement

Face-to-face focus groups® aimed to both understand the
perspectives of professionals who support community PU
prevention and build a network of partners to aid dissem-
ination and implement future interventions. Topic guides
and sampling were informed by emerging findings.

Work package 4: systems mapping

and Theory of Change pathway

development

Systems mapping is a collaborative technique used to
understand and present complex health problems and
capacities within a system of contributory factors.3!32
Participants joined a full-day, face-to-face workshop.
Emerging study findings were presented as a composite
case study, which was developed by CIG members, and
presented by an actor. This aimed to bring data to life in an
accessible way, while maintaining the anonymity of par-
ticipants. A university researcher then presented a draft
systems map, based on the factors mentioned in the case
study. Participants were split into small, facilitated, mixed
stakeholder groups, to review and add to the draft map.
They were asked to build this into a larger map, to capture
factors affecting PU prevention more broadly from their
different perspectives and roles. Then they were asked to
identify points in the system which would benefit from
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intervention(s) and discuss what those interventions might
look like.

After the workshop, a university researcher led the
refinement of the map, combining comments from across
the small groups. A second university researcher led the
refinement of intervention components and developed a
draft ToC pathway, describing how contextual factors are
likely to influence desired changes.®*3** The map and ToC
were refined via multiple rounds of feedback from work-
shop participants and wider CIG members.

Analysis

Analysis across all WPs was informed by the principles of
rapid qualitative research® in combination with collabo-
rative framework analysis.?¢%” During early CIG meetings,
group members identified and recorded common themes
emerging from discussions. Those themes were used to
create a Rapid Assessment Procedure (RAP) sheet. RAP
sheets are a tool used to summarise and share emerging
findings. They provide a template for researcher notes,
building themes iteratively throughout the research pro-
cess. 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.
Appendix 2 provides a detailed breakdown of data collec-
tion and analysis across each WP (see Appendix 2, Table 3).

Results summary

Overall, 74 participants contributed across the 4 WPs.
This included 31 service users, 8 carers, 9 PAs and 26
professional/strategic stakeholders. The participants
were diverse in terms of the LTNCs they had experience
of, their age (ranging from 25 to 29 bracket to the over
75 bracket) and their socioeconomic status. Most of the
participants identified as White. Appendix 3 outlines par-
ticipant characteristics and how they contributed to the
study (see Appendix 3, Tables 4 and 5) and representation
is addressed in Equality, diversity and inclusion.
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We identified eight themes across all WPs: learning; safe
routines; third sector and peer support; navigating com-
plex systems; adapting and reacting to change; percep-
tions of risk; risk negotiation and supporting roles. Each
theme is described in the narrative summary below.

Learning

Learning needs

Throughout the study, many conversations explored how
people learn about PUs and health more broadly, includ-
ing where people felt they had unmet learning needs.
Service users described varying PU prevention needs.
Many service users said they had never been given, or did
not remember, any information about PU risk, with some
stating they were not aware of their risk until involvement
in the study. Those people identified a need for awareness
raising activities. As described in Safe routines, other ser-
vice users were acutely aware of their risk and had already
integrated PU prevention into their lives. That group
wanted more information and support regarding when
and how to seek help should they spot signs of pressure
damage (see also Navigating complex systems).

I've never been given any advice on pressure sores. I've
not really been told pressure ulcers were an issue | might
face, or given information on them. | realised reading
through some Web based literature, having signed up
for this study, that my sore dry, cracked, discoloured
elbows were just that, | have mentioned them to the GP
before, they just told me to keep moisturising them... |
believe | have grade 1 pressure sores on my elbows.
Service user, 016WP2, Smartphone App

Communication

People who had received PU prevention support reflected
on the timing and delivery of that information. For exam-
ple, many people with spinal injuries described a focus on
skin care during their early rehabilitation. However, people
talked about the intensity of that time and how difficult it
was 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, 001WP2, Smartphone App

Many people talked about the importance of health

information being staggered or repeated over time and of
health professionals tailoring information to the individual

This synopsis should be referenced as follows:
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in front of them. Factors such as fatigue, mental and phys-
ical health, literacy, stress, and cognitive impairments all
impacted people’s ability to seek out, process and act on
information on a given day. At times, carers and PAs played
a role in finding or interpreting health information. There
was a feeling that some professionals saw the provision
of PU information as a ‘box ticking exercise’ rather than
part of true shared care and decision-making (see also
Risk negotiation). At times, people reported inconsistent
PU advice from the different professionals they came into
contact with.

In addition, many existing PU prevention resources (e.g.
leaflets) focus on understanding patient level, clinical risk
factors. Participants wanted more consideration of wider
contextual factors (see also Risk negotiation) and how to
adapt PU prevention strategies when their condition or
lives change (see also Adapting and reacting to change).

People did share some positive examples of PU preven-
tion education. People who had come into contact with
tissue viability nurses spoke positively about their input.
However, TVNs were rarely involved in primary preven-
tion and were only called upon for the most serious PUs.
Some service users suggested that TVNs should play more
of a role in PU risk assessment and education, particularly
for people with complex risk profiles. Many people also
talked positively about spinal injuries units (SIUs), describ-
ing them as a source of ongoing support and information.
However, SIU service provision varies and some people
with SCI are not under their care. In addition, that service
is not replicated across other LTNCs.

Education for carers and personal assistants

Personal assistants and carers reported very limited oppor-
tunities to learn about PU prevention. They described
learning about PUs over time, through sporadic detail
given by health professionals or via the person they sup-
port. Many PAs did not see PU prevention as part of their
role and were unsure of what action to take if they became
aware of skin damage. None of the PAs involved in this
study had accessed formal PU prevention training prior to
the study and there was notable variation in the training
and support that PAs received more generally. Some PAs
were frustrated by the lack of paid time to attend training.
Although some had accessed training grants, that funding
only covered the cost the training, not their time to attend.

We found that the burden of PA training often falls to
the individual or family they support. Some service users
talked about having multiple PAs/carers, sometimes with
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a high staff turnover and recruitment challenges. They
reported that the process of finding and training PAs was
often stressful, with service users sometimes struggling to
ensure their needs were adequately understood.

[W]hen | get new carers, | have to be verbal in terms of
my instruction because | can’t show them. The number
of times that | wish | could stand up and say, ‘What |
really need is this’ and | could show them, | can’t even
begin to count. So | think what | was trying to say is that
if you're constantly having to train new people, | don’t
get much respite either.

Service user 015WP2, Interview

Safe routines

Service users described complex self-care routines,
which often involved balancing multiple needs and risks,
sometimes across multiple conditions. For many, PU pre-
vention was just one small part of a very complicated self-
management picture. Self-care was understood in broad
terms, with people highlighting the importance of mental
health and emotional well-being alongside physical care.
Many participants described developing problem-solving
skills to support their self-care or the care of others. For
example, many service users developed successful PU
prevention routines and shared strategies which help them
to live PU free. Strategies included, using a mirror or pho-
tographs to view areas they would not otherwise be able
to access (e.g. sacrum and buttocks); setting an alarm on a
smartwatch to prompt position changes; regular applica-
tion of creams; written care plans for hospital admissions;
specialist clothing and seeking help (e.g. asking carers/PAs
to do regular skin checks).

Buying jeans that are made for wheelchair users, so they
have got the soft seams, they haven't got the double
French seams, they haven’t got pockets, they haven’t got
rivets, they come up right to your waist.

Informal carer, 027WP2, Interview

I've got more photos on my phone of [husband’s name’s]
bottom! I'll take a picture and | 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, 005WP2, Interview

Some systems mapping participants conceptualised this
kind of activity as a ‘safe routine’ that is a set of flexible
PU prevention activities developed around the specific
needs of an individual, taking into consideration both their
clinical risk factors (e.g. mobility, skin status and sensory
perception) and the wider context of their daily lives.
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Third sector and peer support

The third sector was widely cited as providing valuable
resources and support for people with LTNCs, their carers
and PAs. For example, 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 sup-
port workers (e.g. within SIUs), social media forums and
support from friends.

Service users, carers and PAs cited several reasons for
seeking support from outside of the NHS:

1. Gaps and complexities within the NHS - people did
not always know which part of the NHS to access
for support with specific aspects of a condition (see
also Navigating complex systems). Condition-specific
charities were seen as an important ‘one stop shop’.

2. Timely access - people described long waits to
access NHS support. In contrast, online resources
provide real-time support, including out of hours.

3. Desire to minimise NHS burden - some service us-
ers described feeling a responsibility to take charge
of their own care. There was a general perception
that the NHS is overstretched, with several service
users, carers and PAs expressing empathy with pro-
fessionals working in difficult circumstances.

4. Valuing lived experience - people described valuing
and trusting the perspective of others who have
lived through similar experiences. Peer groups were
viewed as a safe space for both emotional support
and practical advice. This is something that we wit-
nessed first-hand during our study CIG meetings.

Speaking with carers of people with many different
conditions is very beneficial. Social media, closed groups
on Facebook, is often a good platform for asking safe
and anonymous questions.

PA, 013WP2, Smartphone App

We would respond to other disabled people.
Service user, 015WP2, Interview

My personal opinion is that | need to be responsible for
my own care especially now with the pressures on the
NHS services.

Service user, 004WP2, Smartphone App

Limitations

Although many participants utilised and highly valued
third-sector support, there was a sense that organisa-
tions were increasingly picking up care that would have
previously been provided by the public sector. Although
third-sector resources such as online information and
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phonelines were helpful, people still reported a lack
of face-to-face, clinical support in the home. Similarly,
people recognised the limitations of peer support. Some
service users were mindful that advice given by peers may
be based on just one person’s experiences. Therefore,
advice may not be accurate or appropriate for other peo-
ple’s circumstances. Some participants identified a gap
in resources which bring together peer experiences with
evidence-based information.

Navigating complex systems

Mental load

Service users described the huge complexities of manag-
ing their care, requiring negotiation of multiple, complex
systems and processes, including NHS and social care
services; finance (e.g. benefits, equipment grants, training
grants); recruitment, employment and training of PAs; and
third and private sector input. Many participants talked
about the high mental load and stress associated with
self-management, with some reporting a negative impact
on mental health.

I think I spend a large proportion of my time either
managing my care situation, or managing the medical
situation that I'm in, so dealing with appointments,
dealing with scheduling appointments, dealing with
getting hold of doctors, chasing things up when things
don’t happen, all that sort of thing. That I think |
consider these days to be my full-time job.

Service user, 015WP2, Interview

Many LTNCs require cross medical specialty services
and do not have a single dedicated clinic. Service users
described attending multiple appointments with differ-
ent specialties, with limited communication between
teams. PUs are also a cross specialty condition with a
variable patient pathway. Service users, carers and PAs all
described having to fight to get the support they needed.
Others said they had little to no contact with clinical ser-
vices, either by choice or because they had fallen through
the gaps.

Advocacy
Many service users reflected on the challenges of self-
advocacy, particularly when feeling unwell, fatigued or low.

There’s only so much you can physically you can do
yourself, there’s only so much bandwidth that you're
bringing and if you’re in pain, which | am sometimes,
that becomes even more difficult because the pain is
your focus.

Service user, 015WP2, Interview
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Several service users reported that their previous experi-
ences of the NHS had an impact on their ability and will-
ingness to self-advocate. For example, some participants
described slowly building up knowledge of their local
systems and what to say to be taken seriously by profes-
sionals. However, other people did not feel listened to by
professionals or were blamed for PU development, causing
them to disengage. Carers and PAs shared many examples
of them acting as advocates, describing advocacy as a vital
but challenging aspect of their role. Carers and PAs also
talked about their own health and emotional well-being,
which affects their capacity to be an effective advocate.
The complexity of NHS systems makes PU care escalation
extremely difficult. Given the potential seriousness of PUs,
people felt it took too long to get support via primary care
and many did not know where else to go.

They told you the signs to look out for but what | found
was when | came home and | got a pressure ulcer, |
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, 001WP2, Interview

Siloed NHS

Several service users suggested that primary care staff
were well placed to help them navigate local NHS services.
However, some professional participants felt that primary
care staff did not currently have the resources or the
knowledge to do that. Many of the frustrations felt by ser-
vice users, carers and PAs were shared by the professional
participants. Professionals acknowledged the disconnect
between different services and roles. Some professionals
reflected on their own experience as family carers and the
challenges of getting appropriate, timely support, despite
their enhanced knowledge of the NHS.

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?
Professional, 005PR, Focus Group

Private sector

People told us that the private sector plays a significant
role in PU prevention and treatment, and the care of
people with LTNCs more broadly. Several service users,
carers and PAs described utilising the private sector to
access products that were not available via the NHS.
Private services also allowed people to circumnavigate
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NHS equipment assessments, which were often found
to be slow and repetitive. People also described tensions
between service users and NHS professionals regarding
the most suitable equipment.

And you can stand there with black and white and you
can have the pressure mapping evidence and say, ‘No,
this is better than anything else you're sitting on’, and
it’s like, ‘Well no, because | read the reviews on Amazon
about this lovely cushion, and it’s supposed to be a high
pressure relief cushion’. It's like, ‘No, honestly, we trialled
it ourselves and it’s rubbish, and you should not be
sitting on it"

Professional, 002PR, Focus Group

Those tensions led to some service users looking outside
of the NHS, with some telling us they valued expertise
within the private sector. We found examples of service
users seeking health advice direct from product manufac-
turers when they did not feel supported by the NHS.

| use a company called [name of company] .... | find that
their knowledge is more tailored around those with a
spinal cord injury. We heal differently. The advice and
products used by the NHS don’t suit me or my healing.
[Name of product] speeds up healing time significantly...
[Name of company] are current and up to date with
their research. They specialise in spinal cord injury skin
and how it heals.

Service user, 001WP2, Smartphone App

However, some professional participants voiced concerns
about the variability of advice given by private compa-
nies and the lack of an evidence base for some products.
Participants across all groups shared concerns that the pri-
vate sector role may be exacerbating health inequalities,
as people who can pay may get a better or faster service. In
addition, although equipment grants are available through
the third sector, some people did not know about them,
and others described them as yet another bureaucratic
process to navigate.

Adapting and reacting to change

‘Spinning plates’

In addition to the complexities of managing care, service
users talked about navigating the normal highs and lows
of daily life. For example, they are carers, parents, and
friends; they work, volunteer and play active roles within
their families and communities. Participants described
feeling like they were ‘spinning plates’ while balancing their
personal commitments with their complex care needs.
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People described those contextual factors as having a
huge impact on their PU risk and their self-care regimes
more broadly.

Danger points

People’s lives and clinical risk factors (e.g. mobility) change
over time. People reported feeling unsure of what to do
when their safe routines no longer worked or were no
longer practical. People described ‘danger points’ in their
lives when their risks changed or where self-care became
more challenging or less of a priority. For example:

e Life events, for example bereavement, changing jobs,
moving house, becoming a parent.

e Temporary change, for example a holiday, changes
in weather.

e Care transitions, for example moving between
services or a change in PA.

o Acute illness or injury.

e Changes to mood, for example becoming depressed
and feeling less motivated or able to self-care.

e Ageing.

e Deterioration or fluctuation of existing LTNC.

e Developing additional long-term conditions.

We love going on holiday but there are so many
additional problems because you are doing that and it’s
trying to mitigate all that isn’t it.

Carer, 006CIG, CIG Meeting

Flexibility

Some professional stakeholders were frustrated by the
lack of flexibility within their roles. In contrast, PAs talked
about their ability to adapt to an individual's changing
needs and wishes. Although the lack of formal role bound-
aries can cause challenges (see also Supporting roles),
some PAs described this flexibility as a positive aspect of
the work.

Perceptions of risk

We found that that people’s perception of their PU risk
also changed over time and some people found it hard to
engage in conversations about future risks. For example,
some service users found it difficult to think about how
they may cope if their condition deteriorated or was
impacted by ageing. Perceptions of PU risk also appear to
be influenced by the attitudes of the health professionals
that people come into contact with, particularly the extent
to which skin care is prioritised during those discussions.
Some professional participants suggested that cognitive
impairments may also affect how people perceive their
own risk.
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Impact of having a pressure ulcer

Some service users said they had not appreciated the
importance of PU prevention until they had experienced
a PU. Many at risk skin sites are hidden from view and
people may not feel early skin damage due to sensory
perception issues. That led to some people not prioritising
the care of those areas or fully appreciating the relevance
of PU prevention advice prior to having a PU.

Service users reported becoming ‘hypervigilant’ after
having a PU and making future PU prevention a priority.
That change in mindset was partly due to the significant
emotional impact that PUs had on service users and their
families. Both service users and carers described feeling
shame and guilt, feeling that PU development was a failing
of their self-care or their care for a family member. That
self-blame made it harder to seek professional help. At
times, those feelings were reinforced by the attitudes and
actions of healthcare professionals (see also Risk negoti-
ation). Service users also discussed the major impact of
PU treatment interventions, for example long periods of
bedrest taking people away from work, education and
family and, understandably, affecting people’s mental
well-being.

That is seven months of my life I'm never going to
get back.
Service user, 015WP2, Interview

Encouraging vigilance

Participants reflected on how PU vigilance could be
encouraged before a PU developed. Some people recalled
being shown graphic images of serious ulcers, as a way of
demonstrating the potential severity of PUs. Participants
had mixed feelings about the use of PU images as part
of PU awareness raising. Images were described as mem-
orable and a potential motivator to take PU prevention
seriously. However, others found images to be scary and
counter-productive, causing disengagement with the
topic. There was general agreement that images could be
a helpful learning tool in terms of PU identification; how-
ever, they may be less helpful when framed as warnings
or threats. Some participants suggested that peer stories
were more appropriate for communicating the potential
severity and impact of PUs.

Risk negotiation
Tensions
At times, service users and health professionals appear to

have different perceptions of risk and be willing to accept
different levels of PU risk, influencing their ability to share
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decisions. Service users clearly stated that they need flex-
ible prevention strategies, which they can fit within their
existing self-care routines and lives. We found a tension
between that desire and the approach of some health
professionals. At times, service users felt that health
professionals were unwilling or unable to deviate from
standard advice, even when that advice was not practical
in the context of their life. When people failed to follow
advice, they were sometimes labelled as ‘non-compliant’
or blamed if a PU developed or deteriorated.

It comes back to that patient concordance and about
whether they will follow those instructions or not, and
then it’s a case of if not, then the question of why they
won't, | don't think gets fully investigated. We often get
them in the hospital, and we have these meetings and
discuss them, and its patients where they're deemed to
have capacity but they’re choosing to make what we
would deem as being unwise decisions.

Professional, 009PR, Focus Group

At times, tensions between service users and profes-
sionals led to people with LTNCs disengaging with
clinical services.

23 years ago | 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’..l found the system was geared at telling
me what not to do and not supporting me with the
things | wanted to do.

Service user, 004WP2, Smartphone App

Power

It was acknowledged that conversations about risk can be
complex and challenging, requiring strong communication
skills on all sides. Some service users described feeling a
power imbalance between themselves and professionals,
which makes communication more challenging. However,
some service users, carers and PAs did feel that they had
developed skills which meant they were able to negotiate
on a more even footing. For example, learning how to
articulate their needs, including ‘trigger’ words which are
taken seriously by professionals.

Organisational constraints

Some professionals described constraints within their role
or organisation which impact their ability or willingness
to negotiate. For example, limited time with individuals,
being unsure what else they can offer, task-oriented
appointments and blame culture. Some professionals
feared litigation if they deviated from what is considered
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best practice. More experienced, senior staff appeared to
be more willing to accept higher risk levels.

Supporting roles

Informal carers

Some service users told us they did not involve family
members in their care, either because it was not possible
or out of choice. Some said they felt guilty when prior-
itising their needs over their family. Others expressed a
desire to keep family separate from the more personal or
medical aspects of their care.

| try to completely separate the care from their [family]
involvement. I've had them help with an odd turn or
helping me pull a pair of trousers on when I've only had
one carer there, and it’s been assisting. But any of the
clinical stuff, dressings, bowel management, catheter
stuff, occasionally I'll get them to help me empty the
catheter if | can’t get to it, but most of the other stuff |
try and keep them away from.

Service user, 017WP2, Interview

However, many people indicated that their families did
provide vital support and advocacy (see also Navigating
complex systems) and we heard examples of informal carers
playing an important role in PU prevention, for example,
helping people to turn, checking skin or escalating care.
LTNCs, PU prevention activities, PU treatment, self-care
regimes and caring for others were all found to have an
impact on family dynamics. Many people talked positively
about the strong bonds, trust and resilience which develop
within families, the continuity of care that families provide
and the two-way nature of support.

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 | 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, 016WP2, Interview

When you're in that kind of a relationship, you love
them and want to do what’s best for them.
Carer, 006CIG, CIG Meeting

In contrast, some people discussed the challenges they
faced in caring roles, for example expressing a desire to
maintain their original family relationships (e.g. husband
and wife) rather than being defined as a carer.
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Then [name of PA] arrived and took us to the Safari
park, one of our favourite places. xx pushed my wife
around so | could be husband and not carer.

Carer, 006WP2, Smartphone App

Others spoke of feeling overwhelmed or out of their depth.
Several carers described a negative impact 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, 006CIG, CIG Meeting

Carers 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.

I should have realised your shoes were too tight and
shouldn’t get to the point that you have a PU, | should
have a noticed when it was a reddened area or whatever
and you do feel like - oh... I let this happen.

Carer, 006CIG, CIG Meeting

Personal assistants

Many of our conversations explored the relationships
between PAs and the people they support, and the impact
those dynamics have on the type of care they provide.
PAs talked about the rewarding nature of their work and
service users talked about the important role that PAs play
in maintaining independence. Some PAs described feeling
like part of the families they support and reflected on the
positive and negative implications of that dynamic. For
example, some PAs build close, trusting relationships with
their clients, meaning they see aspects of people’s lives
which other professionals do not.

At times those close bonds led to personal and profes-
sional boundaries becoming blurred and some PAs said
they found it hard to say no when asked to do something
they did not feel was appropriate. PAs described working
more hours than they were contracted to do, or agreeing
to tasks that they did not think were part of their role, to
avoid letting clients down. Some described an intense
feeling of responsibility. In extreme cases, people shared
examples of putting their own safety at risk to help clients.
The wider context of PA employment is complex and has
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an impact on the PArole. In addition to a gap in PU preven-
tion resources, PAs also identified a need for more general
employment support and guidance for both PAs and the
people they care for, for example, around role negotiation,
boundary setting and challenging conversations. Most PAs
did not see PU prevention as part of their role; however,
many recognised that they may be well placed to spot skin
damage or to notice and respond to changes in risk.

Systems mapping

The themes above are illustrated in our systems map
(Figure 2), which visually demonstrates the complex nature
of PU prevention activity. Maps with larger text, which
focus on different clusters of information, are available in
Appendix 4, Figures 4-8.

During WP4, we identified potential intervention com-
ponents, which are shown on the map. We propose
an interactive, multicomponent intervention, including
resources for people with LTNCs, informal carers, PAs and
healthcare professionals. It will be an online intervention,
with paper copies available. Our results highlight the
need for an intervention that is clear, accessible, interac-
tive and engaging; that brings together peer stories with
evidence-based information and that is flexible enough
to allow people to use in different ways, based on their
individual needs. We anticipate the full intervention will
comprise of four components:

1. Awareness raising materials which outline what a PU
is, who is at risk and why PU prevention is important
(including peer stories).

2. Support to develop personalised safe routines, which
consider physical risk factors, wider factors with-
in people’s lives, and how to plan for and react to
change.

3. Care escalation guidance covering when, who and
how to seek help.

4. Aframework to support risk communication and
negotiation between service users, carers, PAs and
professionals.

The proposed intervention and its intended pathway to
impact are described in more detail in the ToC pathway
(Figure 3).

Theory of Change

The ToC illustrates the causal pathway suggested by the
research to achieve change and real-world impact.®® Key
‘stepping stones’ in our pathway are shown as lilac boxes,
which represent pre-conditions that need to be in place
to achieve desired long-term outcomes (pink boxes),
for example, person-centred care and eventual impacts
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(orange box) such as improved quality of life and reduced
PU incidence. Our refined intervention components are
integrated within the pathway as green lozenges (with
detailed explanations of each component in the green
box below) and are intended to facilitate movement from
one stepping stone to the next. These are supported by
assumptions and rationale to facilitate pathway pro-
gression. Assumptions are factors beyond the control
of the intervention and potential barriers are illustrated
as yellow circles (and further explained in yellow boxes
below). Rationale indicates why one stepping stone leads
to the next and are illustrated as pink circles (and further
explained in peach boxes below). Finally, indicators or
properties that can be evidenced to show progress are
illustrated as blue circles (and further explained in blue
boxes below). The ToC will be used to underpin interven-
tion development in our next study, PUP@home2.

Discussion
Putting our findings into context

Self-care and self-management

Many people with LTNCs demonstrate significant resil-
ience, problem solving and self-management skills, despite
difficult circumstances. In recent years, people living with
chronic conditions have been encouraged to take more
responsibility for managing those conditions. Many of our
participants expressed a willingness to do that but said
systemic barriers made it more difficult. In addition, our
work and wider literature on burden of treatment® sug-
gest that people can become overwhelmed or burnt out
by self-management or supporting others.

Health services face the challenge of growing
populations with long-term and life-limiting conditions,
they have responded to this by delegating to sick people
and their networks...This is the new proactive work

of patient-hood for which patients are increasingly
accountable: founded on ideas about self-care, self-
empowerment, and self-actualization, and on new
technologies and treatment modalities which can

be shifted from the clinic into the community. These
place new demands on sick people, which they may
experience as burdens of treatment.%’

Reproduced from May et al.®? This is an Open Access article
distributed in accordance with the terms of the Creative
Commons Attribution (CC BY 2.0) licence, which permits
others to distribute, remix, adapt and build upon this work,
for commercial use, provided the original work is properly
cited. See: https://creativecommons.org/licenses/by/2.0/.
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FIGURE 3 Theory of Change pathway. HCP, healthcare professional; IMCI, interactive multicomponent intervention; LTNC, long-term neurological condition. This figure is reproduced
from Muir et al.* This is an open access article distributed in accordance with the Creative Commons Attribution 4.0 (CC BY 4.0) licence, which permits others to distribute, remix, adapt
and build upon this work, for commercial use, provided the original work is properly cited. See: https://creativecommons.org/licenses/by/4.0/. This figure includes minor additions and
formatting changes to the original text.
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People find navigating services and escalating care par-
ticularly difficult. Increasing treatments, specialisation
and technology have led to healthcare systems becoming
increasingly fragmented and hard to negotiate.*®-*® That
process can be particularly complicated for people with
complex needs and comorbidities,'*4144 especially if they
have a cross-speciality issue, such as a PU.21 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 with care and respect.*?

Given the increasing self-management responsibility
placed on service users, the ability to self-advocate is
a vital yet undervalued skill. Advocates, such as family
members and PAs, also play a vital role in accessing
appropriate NHS support. However, some people do not
have the support of an advocate and we recognise this as
a potential sticking point within our future intervention.
Some people may not be able to understand PU preven-
tion information or escalate their care without support.
Formal advocacy services do exist, for example, within
the third sector; however, those services were rarely
mentioned by participants in this study. One potential
explanation for this is that individuals who require formal
advocacy may also face barriers to research participation.
Therefore, they are likely to be underserved by this and
other research studies.** More work is needed to explore
what kinds of advocacy exist for different LTNCs, ena-
bling us to identify gaps and signpost support as part of
our future intervention.

Risk perception and management

When people with LTNCs do access health services,
they sometimes encounter challenging interactions with
healthcare professionals. Conversations about risk can be
particularly difficult. Our findings support other work iden-
tifying differences in the way service users and healthcare
professionals perceive PU risk and its management.20.214647
Service users’ perceptions of risk are influenced by their
first-hand experience (or lack of) of having a PU, or
knowledge shared by those who have.'??! The struggle of
balancing PU prevention (i.e. pressure relief sometimes
involving periods of bedrest) with an active and fulfilling
life has also been emphasised.?14¢-48

In keeping other research, service users in this study
voiced frustration with some healthcare professionals’
inflexibility around PU prevention.®® Healthcare profes-
sionals described concerns about deviating from ‘best
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practice’ due to fears of blame and/or litigation if things
went wrong. This echoes Coleman et al. who found that
nurses reported concerns about getting ‘things wrong’ in
PU prevention and subsequent risk aversion, particularly in
those with less experience.*” Work in other areas concurs;
in an emergency department study, less experienced doc-
tors were found to be more risk averse and have increased
difficulty dealing with uncertainty, resulting in more risk-
averse decision-making.*° In the context of PU prevention,
this could explain why some healthcare professionals are
more inclined to stick rigidly to ‘best practice’ guidance
and why service users are often willing to accept more
risk. These differing perceptions of PU risk and prevention
make conversations about risk difficult, yet findings from
this study and others?'#7°1 suggest those conversations
need to occur.

Epistemic injustice

Epistemic injustice is another phenomenon that can
hamper honest, helpful conversations about PU risk. This
occurs when a particular person or group are given less
credibility and are therefore excluded, ignored, negatively
stereotyped, or not believed.>? In a healthcare context, this
often presents as a knowledge hierarchy, where clinical
training and expertise are valued more highly than lived
experience.>® Previous research suggests this is common
within health conditions such as mental health>* and
chronic fatigue syndrome.* In a study investigating why
some people develop severe PUs, Pinkney et al. found that
service users’ concerns were often ignored and that people
were blamed when ulcers developed.'® In our study, many
service users, carers and PAs described a power imbalance
between themselves and health/social care professionals,
and people were labelled as ‘non-compliant’ when they
did not follow professional advice, even when that advice
failed to value their lived experience.

This issue is more complex than improving communication
within clinical consultations. Healthcare systems are often
hierarchical in nature, with policy and culture that make
it harder for professionals to work in partnership with
the people they support.*® In addition, service users may
not have access to support or resources which encourage
them to make sense of, value and communicate their
own expertise.

Epistemic justice is about allowing or enabling people
to think about their own experiences in ways that
value those experiences, and support theorising about
lived experience...The approach also endorses the
view that multiple perspectives might exist and appear
contradictory, but might all be valid and together to
represent a more complete picture.>*
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Mooney suggests that participatory research is a valuable
way of exploring and addressing epistemic injustice within
health care, as it seeks to democratise knowledge and
values multiple forms of expertise.>* This is echoed by
Hui,*> who suggests that, if important voices are excluded
from the creation of evidence, evidence-based practice
will continue to underserve those groups. Our experi-
ences further support those recommendations. However,
we recognise that creating truly democratic research part-
nerships is challenging in practice. Please see Reflections
on the project for discussion of both project level and wider
systemic challenges.

Health inequalities

Underserved communities are more likely to experience
epistemic injustice*>*¢ and the prevalence and impact of
health inequalities more broadly is well documented.*>>7-57
Evidence suggests that people living with disabilities are
disproportionately affected by health inequalities and that
unmet healthcare need is a key contributory factor.38¢0
This is supported by research in other fields, with multiple
studies suggesting that people from marginalised groups
face more barriers when attempting to navigate health
and social care systems.*>¢1-63 Qur results add to that body
of evidence, demonstrating that many people with LTNCs
feel their needs have not been met or that they have had
to fight to get support.

It is widely acknowledged that people from minority
ethnic communities experience health inequalities®* and
structural racism within health and social care.**¢ Within
a PU prevention context, there is evidence that early skin
damage is more likely to be missed when someone has a
darker skin tone and that diverse skin tones are not ade-
quately included in skin assessment resources.®® In addi-
tion, we found some limited evidence that ethnicity and
culture may impact PU prevention activities more broadly,
for example, due to health beliefs, cultural expectations
around caring for family members or language barriers.
However, this data primarily came from professionals with
experience of engaging with culturally diverse families,
rather than from the families themselves. Therefore, we
are cautious about drawing conclusions without further
work (see also Equality, diversity and inclusion).

The influence of the private sector raises further concerns
about socioeconomic disadvantage. The use of medical
devices, such as specialist mattresses, cushions and dress-
ings, is common within PU prevention and treatment and
many devices are available without a prescription. However,
some of those devices lack a strong evidence base and
manufacturers are not required to provide evidence of
effectiveness through clinical trials.®® We acknowledge

This synopsis should be referenced as follows:
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that some participants in this study had positive experi-
ence of the private sector. Direct purchases allow people
to circumvent long, frustrating NHS assessment processes
and provide people with more autonomy over the equip-
ment they use. However, those positive aspects must be
balanced with legitimate concerns regarding evidence
gaps, inequality of access and the ethics of companies
selling directly to potentially vulnerable service users.

Support in the home

Pressure ulcers are typically viewed as a nursing led,
clinical issue. As such, many of our findings relate to the
relationships between people with LTNCs and NHS pro-
fessionals/services. However, many people access PU
prevention support from outside the NHS, including the
third sector and peers. Many service users highly valued
and appreciated that support; however, people also rec-
ognised the need for clinical expertise, which can be hard
to access in a timely manner.

Personal assistants and informal carers provide a signifi-
cant amount of support in the home. Opportunities for PU
prevention support are perhaps more obvious for people
who provide personal care, as they have opportunities
to spot skin changes. However, our findings suggest that
carer and PA roles can go beyond skin checks. The holistic,
flexible nature of those roles means many are uniquely
placed to notice and react to changes in PU risk.

Personal assistants are a vital, sometimes hidden, part of
the social care workforce. Although not the original focus
of this study, much of our PA participant data relate to the
challenging context that PAs work within and the lack of
support for both PAs and the people who employ them.
Although our PA sample is relatively small, our findings
are supported by wider literature. Previous research cites
a range of challenges that can hinder the development of
‘relationship-based care'¢” for example, PAs being asked
to undertake tasks without appropriate training; expec-
tations that PAs support the wider family; limited peer
support and lack of regulation/monitoring.®® That lack of
regulation can add to a sense of isolation.®’ Retention of
PAs also needs careful consideration,” including upskilling
and flexibility in pay conditions.”?

Personal assistants-focused PU prevention interventions
need to be carefully considered within this broader pic-
ture of high workloads and low pay, where training costs
may not be reimbursed and employers are often balancing
tight support budgets.”? It is therefore potentially unfair to
expect PAs to undertake more professional development
for free. Informal carers also provide vital, unpaid labour.
Our carer findings echo Roddis et al.,*® who highlight both
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positive (e.g. caring two-way relationships) and negative
(e.g. emotional and physical exhaustion, isolation, role
conflicts and guilt) aspects of being a carer.

Reflections on the project

Fake participants

During our recruitment process, we were contacted by
many ineligible participants, who we believe were pretend-
ing to have LTNC experience to claim financial incentives.
The research team noticed multiple emails with similar
wording; many very similar e-mail addresses and a time
difference on some e-mails (indicating people may not be
in the UK). Those concerns were discussed with both CIGs
who helped to update recruitment processes. CIG input
at this stage was invaluable, as we were keen to ensure
that extra checks were done sensitively without offending
genuine people.

All suspicious potential participants were asked to have
a video call with cameras on, so that a researcher could
see the individual and their environment. Some people
declined to take part, others refused to turn on cameras
and/or speak, instead using the chat function. During
video calls people were asked questions about their LTNC
or caring/PA role. People were also informed that they
would need to provide a UK postcode to receive vouchers.
If researchers were still unsure of someone’s validity after
that call, they were invited to meet with a second member
of the team.

This multi-pronged approach led us to exclude around
90 people. The process involved a significant amount
of researcher time, pulling focus from other valuable
recruitment activities. Sadly, this issue is becoming more
common across both research participation and PPI.7374
The participatory nature of this study adds an additional
layer of complexity, as there was a danger that fake partic-
ipants may encounter peer researchers with genuine LTNC
experience, which could be distressing. We discussed this
as part of peer interview training, and it was agreed that
university researchers would undertake interviews with
any participant who raised concerns. Thankfully, due to
the process described above, we do not believe that any
fake participants made it through the recruitment process
to an interview.

Another consideration relates to people speaking English
as a second language. We were mindful that ‘odd’ phrases
within e-mails or confusion on calls could be due to lan-
guage barriers. One potential participant gave that as a
reason for using the chat function, rather than speaking.
We did not want to unfairly exclude people or create
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additional participation barriers for an already underserved
group. As such, anyone who indicated that English was not
their first language was offered translated documents and
an interpreter. All suspicious enquiries declined.

We recommend that all studies which offer a financial
incentive establish a process for checking the eligibility
of participants in a sensitive manner. The development
of that process should include public contributors/
peer researchers.

Operational challenges in participatory

research

The operational challenges involved in participatory
research and PPl are well documented.”>”¢ Participatory
projects do not fit neatly into existing research systems
and processes, such as funding, finance, ethical approval,
insurance and oversight. Cook” suggests that working
with peer researchers can test ‘bureaucratic and support
systems’ within research institutions, and participatory
projects require additional time to navigate those issues.
Our experience supports that as a significant amount of
time was taken up by navigating these operational chal-
lenges and attempting to make bureaucratic or academic
processes accessible to peer researchers. We are working
within our host institution to share our learning regarding
these issues and, where possible, create change.

One specific example relates to the formation of our
steering committee. Establishing an independent oversite
committee was a requirement of our funding. Given the
participatory nature of the project, we proposed a cochair
model with a service user and an independent senior
researcher. However, we were informed by our funder that
this was not within their research governance rules and
that steering committees can only be chaired by some-
one employed in a research role. In addition, the steer-
ing committee model raised some general concerns for
the team. The model values distance and independence,
which is at odds with the participatory paradigm. We dis-
cussed these concerns honestly with the committee chair
and considered how a steering committee may be most
effective within a participatory context. It was suggested
that all steering group members should have a copy of the
shared values developed with CIG members and aim to
hold us to account regarding how we enacted those values
in practice. We also made sure that people with partic-
ipatory research experience were included alongside a
service user, health professional and third-sector partners.
Despite our initial concerns, the steering committee was
extremely helpful. For future participatory studies, we rec-
ommend thinking critically about committee membership,
to ensure that members feel comfortable appraising the
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quality of participatory research and to avoid epistemic
injustice from both the perspective of academic/clinical
knowledge and lived experience. More work is needed to
understand how research governance structures may be
adapted to better serve participatory studies.

Support for peer researchers

Our diverse population experience a range of complex
health challenges, including physical and cognitive impair-
ments, communication problems and fatigue. In addition,
people’s time and energy may be consumed with the com-
plexities of managing their care or supporting someone
else. Building inclusive research collaborations is a vital
part of participatory research. However, truly authentic,
democratic participation can be challenging to achieve.
Flexible processes and tailored support were a vital part
of building collaborations. Despite our focus on support,
we still encountered challenges. For example, personal
circumstances/illness meant some peer researchers took
time away from the study. People also shared the emo-
tional impact of reviewing data, which could be demand-
ing for those who had experienced similar issues.

Facilitation is another important component of participa-
tory research,”” with facilitators acting as intermediaries
between stakeholders, supporting research activities and
individuals.?® Despite this, we have found facilitation to
be an undervalued skill in academia. Creative facilitation
techniques were used to make complex research pro-
cesses more accessible and engaging, for example, the
use of poetry and theatre within collaborative analysis
workshops. Facilitation was particularly pertinent during
the systems mapping workshop, where we explored an
emotive health topic across professional and service user/
carer boundaries. During the workshop, we used a live,
composite case study to create a starting point for discus-
sion, which was one step removed from people’s real-life
experiences. The inclusion of the case study, which was
told from the perspective of a service user and presented
by an actor, also intended to set a user-centred, respectful
tone. We received very positive feedback from work-
shop participants, particularly regarding the case study.
However, some CIG members still found the workshop
challenging and, at times, struggled to be heard among
professional voices.

The university team were also mindful of potential power
imbalances created by the fact that they are in salaried
positions and that this project may contribute to career
progression, which is not the case for peer researchers.
Power dynamics and support will be further explored in
our ongoing evaluation of participatory approaches.
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Capacity building activities

Co-operative inquiry groups

An explicit aim of participatory research is to build capac-
ity and networks within the communities who are the
focus of the work. This was particularly evident within the
work of our CIGs (see also Impact). For example, some CIG
members volunteered to be peer interviewers, and we
developed a tailored package of initial training and ongo-
ing support throughout the interview process. Including,
interview practice via role-play with an actor and each
other, written materials, post-interview debriefs with the
university team and practical support with administration
and interview recording. Training and support for peer
interviewers was vital to the success of the project and
we hope the skills developed by peer interviewers will
be helpful in future projects. We also believe our support
package may be a helpful starting point for other teams
using peer interview methods. Our learning about this
process, and other elements of our participatory approach,
has already been shared with other teams via local events
and international conferences (see Additional information).

Third sector

We have developed invaluable links with third-sector
organisations and learnt about how to build meaningful
collaborations with those organisations. The focus on com-
munity engagement and equality, diversity and inclusion
within health research has led to an increase in researchers
contacting community organisations, and we have heard
examples of organisations and individuals experiencing
‘consultation fatigue'”® Therefore, we were mindful of
approaching and working with third-sector partners in a
respectful manner and of building reciprocal relationships,
where possible. Organisations were approached with plain
language information, which included the participatory
nature of the study and different ways to contribute. We
also stressed that we would like to build ongoing relation-
ships and asked people if there was anything that we could
offer them. Information was tailored to each organisation,
making links between their remit and the research clear.
Where a member of the team had an existing relationship
with the organisation, the initial contact came from them.

In some instances, organisations offered valuable advice
regarding how best to approach their membership. Most
organisations agreed to circulate the details of the study.
Some organisations went beyond sending out recruitment
information on our behalf and became research partnersin
their own right, for example, by contributing to WP3 and
WP4, helping to develop dissemination plans or becoming
collaborators on the PUP@home2 grant application. We
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have no doubt that this network will be a valuable asset
for future studies.

Patient and public involvement

This is a participatory study, meaning people with lived
experience of PUrisk involved in all aspects of the research.
Most notably, our CIG members have been instrumental
in planning and undertaking the research. PPl forms part
of a wider programme of stakeholder involvement, which
includes service users, informal carers, PAs, third-sector
staff, policy-makers and healthcare professionals. Our
participatory approach is demonstrated throughout this
synopsis and in Appendix 1. Here we summarise some of
our key activities:

e Research conception and design - The idea for this
research topic came from members of the Pressure
Ulcer Research Service User Network (PURSUN), who
have a longstanding relationship with the University
of Leeds. We have built relationships, trust and
capacity over time, enabling us to move from more
typical PPl models to our first fully participatory study.
PURSUN members contributed to grant application
development through workshops and document
reviews, and as co-applicants.

e Study management and oversite - A Project
Coordination Group provided high-level management
and oversight of the study and included two CIG
members. A steering committee also included an
independent steering committee.

e Recruitment - CIG members co-designed recruitment
resources, including information sheets, a website, a
short study summary and social media adverts. They
contributed to recruitment plans, including identifying
and approaching relevant third-sector organisations.
We reviewed the diversity of our study population
part during WP2, and CIG members helped to
identify perspectives which were missing or under-
represented, informing further recruitment.

e Data collection - CIG members co-designed
interview topic guides and app tasks, and user-tested
the app. A smaller group of people volunteered to
undertake peer-to-peer interviews, supported by the
university researchers.

e Data analysis and interpretation - CIG members
contributed to analysis via completion of RAP sheets,
reviewing data (interview recordings, transcripts and
app entries) and workshops. For some, this was a
challenging aspect of the study, and we worked with
people to try and make the process accessible, for
example, by using creative, participatory facilitation
techniques to help people explore data. More detail is
provided in Appendix 2.
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e Collaborative writing and coauthorship - All CIG
members were invited to be coauthors or to be
named in the acknowledgment section of this
synopsis and the related journal publication.! The PPI
lead supported that collaborative writing process.
For example, key messages for this manuscript
were discussed in CIG meetings. Some people also
met individually with the PPI lead to discuss the
publication process and provide verbal feedback on
drafts. Others provided written feedback in response
to specific questions, or on drafts more generally. One
person provided feedback as voice recordings due to
access issues around typing. This flexible approach
was time consuming but was a vital part of ensuring
that peer researchers could contribute to the writing
process. CIG members have played a significant role
in identifying and shaping messages from this study
and ensuring that our findings are written in a clear,
respectful way.

Evaluation

We undertook a collaborative, iterative evaluation of our
participatory approaches, involving individual and group
reflection throughout the study and helping us to improve
our collaboration. Some of that learning is shared through-
out this synopsis (e.g. see Operational challenges in partici-
patory research, Equality, diversity and inclusion, Impact and
Capacity building activities). Further evaluation activities
will continue past the study end date and full evaluation
findings will be shared in separate outputs.

Public dissemination plans

Co-operative inquiry group members have shaped dis-
semination plans and will continue to support dissemi-
nation activities. We have built relationships with LTNCs
charities and will work with them to incorporate findings
into their existing formats, such as information sheets,
training and newsletters. Some CIG members indicated
that they would like to talk about the research at local
charity and community events relevant to their conditions
and interests. That dissemination will include both sharing
study findings and people’s experiences of peer research.
To support that process, we will produce a suite of public
dissemination materials that both peer and university
researchers can use:

e Plain language slides.

e Plain language summary of results (this will be sent to
study participants).

e Visual materials, for example map, posters and images
from the ‘Rivers of Life’ workshop.
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e Messages and discussions points for different
audiences (e.g. public, professional and policy).

e Guidance on interview style presentations, whereby
a university researcher interviews a peer researcher
about their experience of the study and what the
results mean for the public.

e Case studies - We have already developed one
composite case study (a fictional case study which
illustrates our findings). We will further develop that
case study, and others, and explore presentation
formats, including short films and written stories.

Equality, diversity and inclusion

Monitoring

Participant demographics and backgrounds are summa-
rised in Appendix 3. Participants brought many different
health and life experiences to this study. For example,
healthcare professionals talked about caring for family
members, people with LTNCs described taking on carer
roles and family carers described the impact of their own
health conditions. Therefore, it is challenging to describe

TABLE 2 Index of Multiple Deprivation

Participant ref

Index of Multiple Deprivation
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our study population in a transparent manner, while still
recognising the multifaceted and fluid nature of people’s
identities. Service users, carers and PAs were all asked
to complete an optional demographics questionnaire,
with a return rate of 66.6%. We did not ask professional
stakeholder to complete a demographics questionnaire.
In hindsight, this was an error and something we would
include in future studies.

People with disabilities

Our project’s shared values (see Appendix 1) include a
commitment to the social model of disability, which we
attempted to model throughout our recruitment, par-
ticipation and peer research activities. We successfully
engaged with people who have a range of disabilities,
including cognitive and communication challenges.

Deprivation

We compared available participant postcodes to the 2019
Index of Multiple Deprivation. The index provides a set
of deprivation measures for areas across England, based
on seven domains: income, employment, education, skills

Index of Multiple Deprivation

Decile Quintile
1 most deprived, 10 least deprived 1 most deprived, 5 least deprived
1 10 5
2 9 5
3 6 3
4 2 1
5 8 4
6 10 5
7 2 1
8 10 5
9 10 5
10 10 5
11 4 2
12 5 3
13 6 3
14 7 4
15 3 2
16 5 3
continued
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TABLE 2 Index of Multiple Deprivation (continued)

Participant ref

Index of Multiple Deprivation
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Index of Multiple Deprivation

17 Postcode not found
18 Postcode not found
19 5

20 Postcode not found
21 4

22 6

23 3

24 6

25 3

26 2

27 2

28 9

29 9

30 1

31 1

32 Postcode note found

= w w = = N w N w N 1

[EN

and training, health, disability, crime, housing/services
and living environment. Table 2 outlines where participant
postcodes fall within the index.

Table 2 indicates a good spread, including participation
from people in the most deprived areas. This is impor-
tant given the health inequalities noted in our findings.
We utilised a number of strategies to support the par-
ticipation of people with disabilities and people who
experience deprivation:

e Offering multiple, flexible participation mechanisms.

e Co-designing activities with peer researchers.

e Being open to feedback and adapting processes based
on the needs and wishes of individual participants.

e Providing tailored training and support for
peer researchers.

e Peer-to-peer interviews.

e Creative facilitation techniques to make complex
research processes accessible and engaging.

e Financial incentives.

o Being flexible with timings to accommodate work and
childcare commitments.

e Lending tablets to CIG members to support IT
access.
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Personal assistants

We did not reach our recruitment target for PAs. PAs are
chronically underserved by research, despite the vital role
they play within health and social care. They are a hidden
workforce”” and can fall between the gaps in professional
and user networks. They have no formal registration or
regulatory body and can be excluded or missed from
patient and public involvement and engagement because
they are employed. We encountered some challenges
with PA recruitment, in part due to the lack of research
infrastructure described above. We also received some
informal feedback about PA recruitment barriers. We
were told that PAs are extremely busy and that they
found it hard to make time for meetings or interviews.
People described having to jump through hoops’ to par-
ticipate, for example read detailed participant info, have a
call to check eligibility, e-mails to discuss availability and
so on. Some people viewed the small financial incentive
for interviews as insufficient when that additional time
was considered. This feedback is particularly powerful
when considered against the backdrop of unpaid labour
described in our findings. It was also suggested that some
PAs may not recognise or value their expertise in this field.
No PAs took part in an interview and the smartphone app
was the most popular participation mechanism, perhaps
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reflecting their need for flexibility and fitting research
around busy lives. Despite the relatively small number of
PAs within our sample, we received in-depth input from
PA CIG members across study, which was invaluable.
We hope this project provides a foundation for further
research with PAs.

Ethnicity

We acknowledge that the ethnic diversity of our research
population is not representative of the clinical popula-
tion. As per our protocol, we collectively reviewed the
population during WP2, identifying perspectives which
were missing. We then initiated recruitment at two NHS
sites, with a focus on ethnic diversity. The rationale for
that approach was that NHS service would have access
to demographic data that third-sector organisations may
not, allowing them to undertake more targeted recruit-
ment. In addition, we contacted or recontacted charities/
community groups who focus on supporting culturally
diverse communities. Sadly, this targeted recruitment
was unsuccessful.

We asked the principal investigator at each NHS site for
feedback on recruitment challenges. One person said that
geographic location meant they were not well placed to
target ethnically diverse communities. A second shared
that, despite being in a diverse, urban location, rehabili-
tation services were not well used by ethnically diverse
populations, demonstrating that NHS access issues can
trickle down to research participation. We have included
work to address this lack of diversity in our next study,
including dedicated community workshops to explore
the cultural relevance and appropriateness of our
proposed intervention.

Impact

PUP@home1 is the start of a programme of work that
ultimately aims to reduce the number and severity of PUs
in people with LTNCs and, when PUs do occur, reduce
the impact on quality of life. This is an ambitious goal
that requires further work along a rigorous research path-
way. However, the participatory approach used in PUP@
home1 explicitly embeds impact throughout the research
process.® Through this collaborative approach, we have
built partnerships, capacity and networks, empowered
stakeholders, and mobilised knowledge. This has led
to unanticipated impacts, sometimes known as ‘ripple
effects’>35481

We have built a network of peer researchers, who have
developed valuable research skills. We have also wit-
nessed the development of knowledge and peer support
within our CIGs and beyond. For example:
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e One participant realised that they had a PU as a result
of their involvement in the study and was able to seek
appropriate management with increased confidence.

e A PA accessed PU prevention training via
study networks.

e A participant told us that their involvement fostered
a desire to pursue further study into disability rights
and inclusion.

e A PA acknowledged the importance of peer support
within the CIG and is exploring how to develop that
(e.g. by setting up an online forum).

e A clinician involved in the study indicated their
increased PU awareness had led to changes in their
clinical practice.

e We witnessed increased empathy developing
between different perspectives within our systems
mapping workshop.

Importantly our participatory approach has brought
together key PU prevention stakeholders to develop sys-
tems and processes which support PU prevention. Their
involvement throughout this study has led to an increased
understanding of different stakeholder experiences, roles
and barriers/facilitators to support PU prevention. This
increased understanding has fostered a culture of mutual
respect and a desire to work together to make a differ-
ence. There is continued support and commitment from
all stakeholders to further develop, evaluate and imple-
ment the planned intervention. This is evidenced by their
involvement in the development and successful funding
of the NIHR163165 Pressure Ulcer Prevention at Home
2 (PUP@home2): Self-management intervention devel-
opment and user testing for people with LTNCs. Their
continued support is likely to result in greater long-term
sustainability of the intervention.

Our work has already been presented at national and
international conferences, sharing both research find-
ings and methodological/operational learning (see
Additional information). Future publications will articulate
the practical techniques we used to facilitate participa-
tory approaches so that other researchers can adapt.
Furthermore, our study is being used as a case study to
evaluate participatory methods as part of a separate but
related PhD study. This will add to the body of knowledge
around participatory approaches.

Implications for decision-makers

Much of the learning from this study is being taken
forward during our intervention development project,
PUP@home2. However, our findings demonstrate wider
systemic issues which hinder people’s ability to effectively
self-manage care or support others. Those complex issues
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cannot be addressed by a single study or intervention.
Here we focus on practice and policy recommendations
that we feel fall outside our sphere of influence, and that
we are therefore unable to address during PUP@home2.

1. Organisations with a remit to provide health or social
care to people with LTNCs (e.g. NHS providers,
councils, social services or private sector) should
have clear processes that enable users to access
support quickly if a PU has developed. This should
be clearly communicated to service users.

2. Our findings indicate that TVNs could play a more
proactive role in PU prevention for individuals with
complex risk profiles. This requires a culture change
within tissue viability services, which currently focus
on dealing with PU treatment. This may also require
additional funding or resource re-allocation.

3. Further work is needed to embed appropriate
systems, processes and training that support profes-
sionals and services to routinely deliver a person-
centred approach. This needs to facilitate honest
conversations between professionals and service
users about risk, including how it can be flexibly
managed in a way that is acceptable to the individ-
ual. These discussions need to consider the physical
and contextual risk factors of the individual, as well
as their preferences and recognise that this could
lead their informed choices being different to that of
a professional.

4. Independent advocacy roles are needed to help
some service users navigate extremely complex sys-
tems and processes which span public, private and
third sector.

5. Areview and improvements to PA support, pay,
training and regulation are urgently needed. Any
review should include the perspectives of both PAs
and the people they support and include:

¢ More opportunities for peer support for PAs -
including allowing paid time for crossover between
shifts, for households with multiple PAs.

¢ Funded time to attend training and peer
support activities.

e Service user, carer and PA perspectives should
be considered when social services review care
packages. Currently, some PAs are excluded from
those conversations.

e Support to facilitate challenging conversations
between PAs and employers (e.g. around role
negotiation and boundary setting).

Research recommendations
Our findings facilitated the development of a ToC to
underpin an interactive, multicomponent intervention.
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The next stage in this research pathway is to develop and
user test the intervention. We are in the planning stages of
this work after successfully gaining HS&DR funding. Our
work will continue to draw on participatory approaches,
guided by the MRC complex intervention framework and
incorporate with two WPs:

o WP1 Participatory Intervention Development
and Pre-Testing - Multi-stakeholder, cocreation
and Evaluation groups will iteratively design,
test and refine intervention component prototypes,
including pre-testing within the groups and with
external stakeholders.

e WP2 Full Intervention Field Test in a ‘real world’
context - incorporating automated data capture,
semistructured interviews, and validated Health
Information Technology Usability Evaluation Scale.

Following this we will formally evaluate the full interven-
tion and develop an implementation strategy to scale up
and share the intervention, ensuring it reaches people
with LTNCs, who are sometimes invisible to NHS services.
We will seek further funding to fully evaluate the interven-
tion and user outcomes. Our future work will also include
an increased emphasis on underserved communities, to
better understand their needs in relation to PU prevention
and ensure our intervention is as inclusive as possible.

Our research findings also indicate that wider systemic
changes are needed to improve PU prevention and LTNC
care. More research is needed regarding risk negotiation
between service users and professionals, both in terms
of interpersonal skills and organisational culture around
risk tolerance.

In addition, we recommend methodological research
around the use of apps as an ethnographic tool. For exam-
ple, how does data collected via an app differ to gener-
ated via other qualitative methods (e.g. observations or
interviews)? Can apps help make research more inclusive
for people with particular communication needs? When
apps are used in conjunction with interviews, how does
that influence interview conduct, and can apps a helpful
preparation tool for interviewers and interviewees?

Conclusion

Using a participatory approach, we have uncovered the
complexities of managing PU prevention at home for
people with LTNCs, their carers and PAs. This is set within a
context of service users managing multiple, changing care
needs alongside wider roles in their families and society,
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necessitating a flexible approach. We identified resilience
and strong problems solving skills within this population,
and areas of good practice within health and social care
services. However, we also found tensions in the current
system. Individuals with LTNCs, and the people who
support them, have variable levels of knowledge around
PU risk and prevention, at times this hampers their ability
to develop bespoke safe routines. Factors such as incon-
sistent, complex services and differing perceptions of PU
risk make care escalation difficult. We also identified the
important roles that that the third sector, private sector,
peers, family and PAs can all play PU prevention. While we
acknowledge that non-NHS support is extremely valuable,
it should not replace access to hands on, clinical care in
the home, when needed. In addition, informal carers and
PAs need recognition, support and infrastructure to help
them fulfil their vital roles, while maintaining their own
well-being.

These findings are illustrated in a systems map, which
helped us to consider and discuss areas that may be
amenable to change and to identify potential intervention
components. This was followed by the development of a
ToC pathway, detailing how the intervention will lead to
improved PU prevention support. The ToC and the valu-
able relationships developed through this research, will
underpin the development and evaluation of an interac-
tive, multicomponent PU prevention intervention.
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Glossary

Advocacy Support that helps people to express their point of
view, needs, and rights. It may involve enabling people or acting
on behalf of someone (with their permission).

Co-operative inquiry group Groups who do research together
because they have experience of the topic being researched.

Epistemic injustice When a person, or a group of people,
isn't listened to, believed, or taken seriously, despite having
relevant experience.

Health inequalities Unfair, avoidable differences in health
between different groups, for example, how long people are
likely to live, or the care that is available to them.

Healthcare professionals Professionals who provide care
for people with long-term neurological conditions. For
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example general
occupational therapists.

nurses, practitioners, physiotherapists,

Informal carer Someone who provides support for a family
member or friend because that person has a health condition.

Intervention Something which is put in place to try and improve
people’s health or well-being. For example, a treatment, resource,
therapy, or service.

Long-term neurological condition A group of health conditions,
including, but not limited to, multiple sclerosis, spina bifida, spinal
cord injury, muscular dystrophy and motor neurone disease.

Mobile ethnography Using mobile devices (e.g. a phone) to capture
thoughts, feelings and opinions when they happen, in real time.

Participatory research When people with experience of a
particular issue come together to do their own research about
that issue.

Patient and public involvement When patients or members of
the public help to carry out health research.

Personal assistant A type of paid, non-clinical support worker/
carer.

Policy/strategic partners People with policy, strategy or com-
missioning roles in health or social care organisations, for exam-
ple, the National Wound Care Strategy Programme, the Tissue
Viability Society, wheelchair services and integrated health and
social care boards.

Pressure ulcer Damaged skin and tissue caused by pressure -
sometimes called bedsores or pressure sores.

Pressure ulcer grade Pressure ulcers are graded from 1 to 4 to
according to how severe they are. Grade 1 is the least serious
and Grade 4 is the most serious.

Pressure Ulcer Research Service User Network A group of
people with lived experience of pressure ulcers or pressure ulcer
risk. The group use their experiences to help improve research
and care.

Rivers of Life A creative research method where people draw
and talk about a river. The river is used as a visual representation
of people’s journey through a particular topic.

Self-care Regular things people do to look after their own health
and emotional well-being.

Service user People who use NHS or social care services. In this
study, that is people with long-term neurological conditions.
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Spinal injuries units Specialist hospital departments who provide
care and support to people with spinal injuries.

Systems mapping/systems map Systems mapping is a research
method. In this study, it means we created a big map of things
that impact on pressure ulcer prevention (a systems map).

Theory of Change A description and diagram showing how
and why a desired change is expected to happen in a particu-
lar context. In this study we have used it to describe how and
why we think particular pressure ulcer prevention resources will
help people.

Third sector A term used to describe the range of organisations
that are neither public sector (e.g. NHS) nor private sector (e.g.
a company that sell medical devices), for example, voluntary and
community organisations, charities or self-help groups.

Tissue viability nurse Nurses who specialise in wounds.

Work packages The different stages of the research study.

List of abbreviations

CIG co-operative inquiry group

LTNCs long-term neurological conditions

MS multiple sclerosis

PAs personal assistants

PPI patient and public involvement

PU pressure ulcer

PURSUN Pressure Ulcer Research Service
User Network

RAP Rapid Assessment Procedure

SB spina bifida

SCI spinal cord injury

SIUs spinal injuries units

ToC Theory of Change

WP work package
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Our shared values

These values will underpin all our work together. We
care about

e creating a space where everyone feels safe

the power of personal stories

honesty and openness

transparent, democratic processes

enjoying activities

e privacy - people own their own stories

e developing inclusive research - are the right people in
the room?

e constructive challenge

e being authentic and true to ourselves

e good-quality research

e being non-judgemental and checking/
challenging assumptions

e valuing different types of expertise (e.g. personal,
research, clinical)

e learning from each other

o flexibility

e meaningful involvement of services users and carers

e delivering what we set out to do

e improving PU prevention and care

e improving the lives of disabled people

e practical outcomes that make a difference to
people’s lives

e the social model of disability.

Project aim

To find out what people need to help them prevent PUs
at home (focusing on people with LTNCs, their carers
and PAs).

How we want to work together

Overall approach

This is a flexible project. Activities will be designed around
the needs, wishes and strengths of those involved. Group
members do not have to take part in all activities. People
can volunteer for things which best suit their skills and
interests. Group members are free to stop or pause their
involvement at any time.

We recognise and respect that people work in different
ways. We will use a range of facilitation/commination
approaches, to help people contribute for example talking
in pairs, larger group discussions, turn taking, arts based
activities and writing.
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Meeting arrangements

Wherever possible, we will book meeting dates at least
3 months in advance. However, there may be some ad hock
things, which comes up unexpectedly. We will use a mix of
online, face to face and hybrid meetings. Online meetings
will primarily be used for shorter sessions, which focus on
project management. Face-to-face/hybrid sessions will be
used for activities which take longer and need more of a
workshop-based approach (e.g. data analysis, interview
training). All meetings will include time for discussion, not
just giving information. Face-to-face meetings will be held
in a fully accessible venue, with parking and refreshments.

Communication between meetings

We will ask each individual for permission to share their
e-mail address with the rest of the group. University staff
will not share contact details without permission. Where
an e-mail topic needs some discussion, we will copy in
everyone who has given their permission to share details.
Where an e-mail is just sharing info (e.g. meeting dates),
we will blind copy everyone. Group members will not
‘reply all’ unless the e-mail is relevant to the project and
the wider group.

Feedback and reflection

At the end of each meeting, we will take some time to
reflect on how things are going. We will also provide
opportunities for individual reflection and feedback for
example by e-mails or conversations between meetings.

Confidentiality

If group members share discussions outside of the project,
they will not use people’s names (unless they have explicit
permission). There may be times when people want their
name to be associated with the project or with something
they have said. Group members have the right to be rec-
ognised for their contributions.

We will respect the privacy of everyone involved in the
project (including interview, app and focus group par-
ticipants). We will not share names, or any identifiable
information outside of the project team, without explicit
permission. When looking at interview and app data, group
members will follow the University of Leeds guidance on
data security.

Decision-making

We aim to discuss things and come to a decision together.
That includes seeking input from group members who
are not present at a particular meeting. We may also seek
advice from outside of this group. All decisions will be
guided by our shared values and the project aims. If we
cannot agree, we will vote.
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What happens if something goes wrong?

Wherever possible, we will try to resolve conflict or nega-
tive experiences together. If group members would like to
speak to someone privately, they can contact a member
of university staff. If they would like to speak to someone
from outside this group, they can contact the chair of the
project steering committee.

COVID-19 and other infection concerns

Group members will not come to face-to-face meetings
if they are feeling unwell. We will use venues with venti-
lation and space. People are free to wear a mask, without
fear of judgement. Wherever possible, we will provide
hybrid meeting facilities so that people can join online, as
well as face to face.

Rights and responsibilities

All group members are responsible for

e Respecting, supporting and encouraging each other.

e Being flexible and open to change.

e Responding to e-mails/calls in a timely manner.

e Submitting fees and expenses (including receipts).
e Declaring payments to His Majesty's Revenue and
Customs/Department for Work and Pensions,

if needed.

e Promoting the project and sharing our learning
with others.

e Respecting other people’s privacy.

e Speaking up if things are not working.

e Volunteering for activities which best suit their
interest and skills (e.g. project management,
interviewing, data analysis, planning/
leading workshops).

e Delivering what we said we would do in the
funding application.

Appendix 2 Data collection and analysis

Overall approach

Iterative, participatory approach with data collection and
analysis happening concurrently and emerging findings
from each WP informing the next. Multiple participation
mechanisms were offered, with some people choosing to
participate across multiple WPs. Analysis drew on the prin-
ciples of rapid qualitative research and framework analysis.
Emerging themes from early CIG discussions were used to
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University staff are responsible for

e Processing fees and expenses quickly.

e Signposting to information about tax and benefits.

e Making sure that the research has the right approvals
and governance in place.

e Managing project finances.

e Communicating with our funders (NIHR).

e General project administration - for example booking
meeting rooms, preparing agendas, witting up notes,
storing data appropriately and so on.

e Sending out meeting documents in plenty of time.

e Providing support to group members between
meetings, as needed.

e Monitoring the project timelines.

The University of Leeds holds the budget for this project
and holds responsibility/liability for some aspects of the
work. However, staff members will be open and honest
about work that happens between meetings and provide
regular updates to the group. Group members have the
right to ask for information about (or involvement in) any
aspect of this project.

Meeting ground rules

e Show respect for each other’s views.

e Challenge constructively.

e Allow time for others to speak.

e Respect people’s personal space.

e Start and end on time.

It's OK to disagree!

Respect confidentiality.

e Avoid jargon and acronyms, or explain what you mean.
e There is no such thing as a stupid question.

e Do not point out spelling or grammar mistakes.
e No pressure to contribute.

e Anyone can suggest agenda items.

create RAP sheets. RAP sheets are a tool used to summa-
rise emerging findings and share those within a research
team and with external stakeholders. They provide a
template for notes, highlighting important ideas which can
then be explored by the team in more depth. RAP sheet
headings were reviewed as new data were generated. The
RAP sheet headings were then agreed and formed the
basis of a framework for collaborative framework analysis.
A range of participatory facilitation techniques were uti-
lised to help peer researchers explore and make meaning
from data in an accessible way.
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Data sources a. RAP sheets
b. Recording
1. CIG meetings/workshops (all WPs) c. Transcript
a. RAPsheets
b. Recordings 5. Systems mapping workshop (WP4)
c.  Workshop notes a. Draft maps
b. Workshop notes
2. Interviews (WP2) c. Recordings
a. RAPsheets
b. Audio Each column in Table 3 shows how data from different
c. Transcripts participant groups were collected, managed and analysed,
including the points where different data sources were
3. Fieldnotes App (WP2) brought together.
a. App entries (text, audio and images)
b. RAP sheets Black text describes the activity; blue text describes the

purpose of that activity.
4. Stakeholder workshop (WP3)

TABLE 3 Data table

Interview only App only participant Interview and app Stakeholder workshop  Systems mapping

CIG participant data participant data data participant data participant data workshop data

CIG members shared
personal experiences
and looked for
common themes
together via Rivers
of Life exercise and
facilitated discussion
Data collection
Collaborative
analysis

2 x RAP sheet
agreed by CIG
members (one for
people with LTNCs/
informal carers and
one for PAs)
Preparing for
further data
collection

App tasks and
interview topic
guides agreed
Preparing for

further data
collection
App tasks competed  App tasks completed
Data collection Data collection
App monitored by App monitored by
two researchers two researchers
(peer and university)  (peer and university)
who are keep notes who are keep notes
and send follow-up and send follow-up
questions questions
Data collection Data collection
Individual analysis Individual analysis
continued
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TABLE 3 Data table (continued)

Interview only
participant data

CIG participant data

App only participant
data

Health and Social Care Delivery Research 2026 Vol. 14 No. 20

Interview and app
participant data

Stakeholder wor
participant data

Systems mapping
workshop data

hop

Interview
completed and
transcribed
Data collection

RAP sheet
completed by
interviewer
Individual analysis

Initial sharing/
discussion of RAP
sheet via university
team meetings and
CIG meetings. If
appropriate, RAP
sheets updated
during discussions,
using different
colour to show
changes over time.
RAP sheet
headings refined

in response to new
data.

Final RAP sheet
headings become
framework for

the next stage of
analysis

Data emersion
Collaborative
analysis
Encouraging
reflexivity

NVivo (QSR
International,
Warrington, UK)
Entry 1 - RAP
sheet data entered
into NVivo
framework

Data management

Initial sharing/dis-
cussion of researcher
observations/reflec-
tions via university
team meetings and
CIG meetings.

RAP sheet headings
refined in response
to new data.

Final RAP sheet
headings become
framework for the
next stage of analysis
Data emersion
Collaborative
analysis

Encouraging
reflexivity

NVivo entry

1 - RAP sheet data
entered into NVivo
framework

Data management

Interviewer reviews
participant app
entries and com-
pletes RAP sheet
Interview prep
Individual analysis

Interview completed
and transcribed
Data collection

Existing RAP

sheet updated by
interviewer - using
different colour to
track changes over
time

Individual analysis

Initial sharing/
discussion of RAP
sheet via university
team meetings and
CIG meetings. If
appropriate, RAP
sheets updated
during discussions,
using different colour
to show changes
over time.

RAP sheet headings
refined in response
to new data.

Final RAP sheet
headings become
framework for the
next stage of analysis
Data emersion
Collaborative
analysis
Encouraging
reflexivity

NVivo Entry

1 - RAP sheet data
entered into NVivo
framework

Data management

Workshop(s) completed
and transcribed
Data collection

RAP sheet completed by
facilitators
Individual analysis

Initial sharing/
discussion of RAP
sheet via university
team meetings and CIG
meetings. If appropriate,
RAP sheets updated
during discussions,
using different colour
to show changes over
time.

RAP sheet headings
refined in response to
new data.

Final RAP sheet
headings become
framework for the next
stage of analysis

Data emersion
Collaborative analysis
Encouraging reflexivity

NVivo Entry 1 - RAP
sheet data entered into
NVivo framework

Data management
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TABLE 3 Data table (continued)

CIG participant data

Interview only
participant data

App only participant
data

Health and Social Care Delivery Research 2026 Vol. 14 No. 20

Interview and app
participant data

Systems mapping
workshop data

Stakeholder workshop
participant data

CIG members
invited to review
data that they were
not involved in
collecting (a RAP
sheet, transcript,
recording or app
entries)

Reviewers make
notes which were
shared at CIG
meetings. Where
appropriate RAP
sheets updated in a
different colour to
show changes over
time

Data emersion
Individual analysis

2 x collaborative
analysis workshops
with each CIG -
bringing together
data from across
different sources.
Workshop

2 - looking for
example which
support/challenge
the framework
headings. Poetry
exercise to help
explore a transcript.
Workshop notes
captured on
flipcharts and a RAP
sheet.

Workshop 2 - cre-
ating a composite
case study/studies
which brings key
themes to life
Collaborative
analysis
Triangulation
Encouraging
reflexivity
Preparing for
systems mapping

NVivo entry

2 - update and
combine service
user/carer and PA
frameworks

Data management

CIG members
invited to review
data that they
were not involved
in collecting (a RAP
sheet, transcript,
recording or app
entries)
Reviewers make
notes which were
shared at CIG
meetings. Where
appropriate RAP
sheets updated in
a different colour
to show changes
over time

Data emersion
Individual analysis

2 x collaborative
analysis workshops
each CIG -
bringing together
data from across
different sources.
Workshop

2 - looking for
example which
support/challenge
the framework
headings. Poetry
exercise to help
explore a tran-
script. Workshop
notes captured on
flipcharts and a
RAP sheet.
Workshop 2 - cre-
ating a composite
case study/studies
which brings key
themes to life
Collaborative
analysis
Triangulation
Encouraging
reflexivity
Preparing for
systems mapping

NVivo entry

2 - update and
combine service
user/carer and PA
frameworks

Data management

CIG members invited
to review data

that they were not
involved in collecting
(a RAP sheet,
transcript, recording
or app entries)
Reviewers make
notes which were
shared at CIG
meetings. Where
appropriate RAP
sheets updated in a
different colour to
show changes over
time

Data emersion
Individual analysis

2 x collaborative
analysis workshop
with each CIG -
bringing together
data from across
different sources.
Workshop 2 -
looking for example
which support/
challenge the
framework headings.
Poetry exercise

to help explore a
transcript. Workshop
notes captured on
flipcharts and a RAP
sheet.

Workshop 2 -
creating a composite
case study/studies
which brings key
themes to life
Collaborative
analysis
Triangulation
Encouraging
reflexivity

Preparing for
systems mapping

NVivo entry 2 -
update and combine
Service user/carer
and PA frameworks
Data management

CIG members invited
to review data

that they were not
involved in collecting
(a RAP sheet,
transcript, recording
or app entries)
Reviewers make
notes which were
shared at CIG
meetings. Where
appropriate RAP
sheets updated in a
different colour to
show changes over
time

Data emersion
Individual analysis

2 x collaborative
analysis workshops
with each CIGs -
bringing together
data from across
different sources.
Workshop 1 -
looking for example
which support/
challenge the
framework headings.
Poetry exercise

to help explore a
transcript. Workshop
notes captured on
flipcharts and a RAP
sheet.

Workshop 2 -
creating a composite
case study/studies
which brings key
themes to life
Collaborative
analysis
Triangulation
Encouraging
reflexivity

Preparing for systems
mapping

NVivo entry 2 -
update and combine
service user/carer
and PA frameworks
Data management

CIG members invited to
review data that they
were not involved in
collecting (a RAP sheet,
transcript, recording or
app entries)

Reviewers make notes
which were shared at
CIG meetings. Where
appropriate RAP sheets
updated in a different
colour to show changes
over time

Data emersion
Individual analysis

2 collaborative analysis
workshops with CIGs -
bringing together data
from across different
sources.

Workshop 1 - looking
for example which
support/challenge the
framework headings.
Poetry exercise to help
explore a transcript.
Workshop notes
captured on flipcharts
and a RAP sheet.
Workshop 2 - creating
a composite case study/
studies which brings key
themes to life
Collaborative analysis
Triangulation
Encouraging reflexivity
Preparing for systems
mapping

NVivo entry 2 - update
and combine service
user/carer and PA
frameworks

Data management

continued
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TABLE 3 Data table (continued)

Interview only
participant data

CIG participant data

App only participant
data

Health and Social Care Delivery Research 2026 Vol. 14 No. 20

Interview and app
participant data

Stakeholder workshop
participant data

Systems mapping
workshop data

Draft narrative
summary written
for each theme,
including partici-
pant quotes.

Draft narrative
summary written
for each theme,
including partici-
pant quotes.

Written by uni- Written by
versity researcher university
based on CIG researcher based

workshop discus-
sions. Reviewed
and refined by CIG
members.
Summaries cross

on CIG workshop
discussions.
Reviewed and
refined by CIG
members.

referenced with Summaries cross
NVivo referenced with
Validation NVivo

Member checking Validation
Crafting the Member checking
message Crafting the
Preparing for message

Preparing for
systems mapping

systems mapping

Draft narrative
summary written

for each theme,
including participant
quotes.

Written by university
researcher based on
CIG workshop dis-
cussions. Reviewed
and refined by CIG
members.
Summaries cross
referenced with
NVivo

Validation

Member checking
Crafting the message
Preparing for
systems mapping

Draft narrative
summary written

for each theme,
including participant
quotes.

Written by university
researcher based on
CIG workshop dis-
cussions. Reviewed
and refined by CIG
members.
Summaries cross
referenced with
NVivo

Validation

Member checking
Crafting the message
Preparing for systems
mapping

Draft narrative summary
written for each theme,
including participant
quotes.

Written by university
researcher based on CIG
workshop discussions.
Reviewed and refined
by CIG members.
Summaries cross
referenced with NVivo
Validation

Member checking
Crafting the message
Preparing for systems
mapping

Systems mapping
workshop
Composite case
study used to
share themes from
across previous
WPs.

Small group work
- adding to draft
systems map.
Potential interven-
tion components
discussed.

Group discussions
captured via post
it notes, maps and
recordings

Data collection
Triangulation
Collaborative
analysis

First draft of
systems map and
ToC developed

by university
researchers, using
workshop notes
and recordings.
Refined via
multiple rounds
of feedback

from workshop
participants and
CIG members
Individual analysis
Member checking
Preparing dissemi-
nation materials
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Appendix 3 Participant characteristics

Characteristics of participants are described in Table 4.

TABLE 4 Long-term neurological conditions, informal carers, PAs

PU
Service Experience of a LTNC Caring experience? Contribution to
Number user Carer PA and other conditions experience Y/N Ethnicity Religion the study
1 Y Y MS, fibromyalgia, MS, type 1 Y 65-70  White® No religion CIG, app, systems
epilepsy, hypothyroidism, diabetes mapping

osteoarthritis, heart
issues, depression

2 Y Y SCI CP Y 45-50 White Christian CIG, app
3 Y FND N 65-70  White Christian CIG, systems
mapping
4 Y SB,MD,CP, Y 25-29  White No religion CIG, stakeholder
PMLD group
5 Y Chronic fatigue MS Y 65-70  White Christian CIG, systems
mapping
6 Y Y SCI, post-SCl trauma, Y 50-54  White Christian CIG, systems
syringomyelia, acute and mapping
chronic musculo-skeletal
issues
7 Y SB Y 55-60 White Christian CIG, systems
mapping
8 Y SB Y 55-60 White Christian CIG, systems
mapping
9 Y SB and hydrocephalus Y 30-34 Black Christian CIG
Caribbean
10 Y SB Y CIG
11 Y SB CIG
12 Y SB CIG
13 Y CIG
14 Y CIG
15 Y CIG
Withdrew
16 Y SB CIG
Withdrew
17 Y SCI Y 40-44  White No religion App, interview
18 Y MD App, interview
19 Y SCI N 75 or White Christian Interview
over
20 Y SCI N 60-64  White No religion App, interview
21 Y SCI Y 50-54  White Christian App, interview
22 Y Y Y ME N 55-60 White Buddhist App
23 Y SCI Y 30-34 White No religion App
continued
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TABLE 4 Long-term neurological conditions, informal carers, PAs (continued)

24
25
26
27
28
29

30
Withdrew

31
32
33
34

35
Withdrew

36
37

38
39

40

41
42
43

44
Withdrew

45
46
47

48

Service

user Carer
Y

Y

Y

Y

Y
Y

Y

Y

Y

Y

Y

Y

Y

Y

Y

Y

Y
Y
Y
Y

PA

Y

Experience of a LTNC Caring

and other conditions experience

SB

SB

SCI

SCI

CpP

MD
MS

SB, SCI

Intercranial hypotension

SCI

MND
MND, MS

SCI

Spinal fusion, kyphosco-

liosis idiopathic, spinal

stenosis

SCI

MND

SB, hydrocephalus

epilepsy

SB, MND

SCI
SCI
Ccp
SB
Undefined
neurological
condition
SMA

V)
experience?
Y/N

z < =< <

N

Ethnicity

60-64  White
45-50 White
50-54  White other
40-44  White
35-40 White
60-64  White
60-64  White
45-50 White
75 or White
over

35-40 White
55-60 White
60-64  White
55-60 White
50-54  White
65-70  White
30-34  White

Religion

Christian

Christian

Christian
Christian
No religion

No religion

Other

No religion

Other

No religion

Christian
No religion

Christian

Christian

No religion

No religion

Contribution to
the study

Interview
Interview

App, interview
App

App, interview
App

Interview

Interview
App, interview
Interview

App

Interview

Interview

App

Interview

App, interview

Interview

App, interview
Interview

Interview

App

Interview

App

App

CP, cerebral palsy; FND, functional neurological disorder; MD, muscular dystrophy; ME, myalgic encephalomyelitis; MND, motor neurone
disease; PMLD, profound and multiple learning disability; SMA, spinal muscular atrophy.
a Experience of having a PU and/or caring for someone with a PU.
b Unless otherwise stated ‘White’ is White British (English/Welsh/Scottish/Northern Irish).
This table is reproduced from Muir et al.* This is an open access article distributed in accordance with the Creative Commons Attribution

4.0 (CC BY 4.0) licence, which permits others to distribute, remix, adapt and build upon this work, for commercial use, provided the original
work is properly cited. See: https:/creativecommons.org/licenses/by/4.0/. This table includes minor additions and formatting changes to

the original text.
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Professional and strategic stakeholders who participated in the study are listed in Table 5.

TABLE 5 Professional and strategic stakeholders

Number Organisation type

1 Wheelchair services

2 Wheelchair services

3 NHS Trust

4 NHS Trust

5 NHS Trust

6 Integrated Care Board

7 University Health Board

8 University Health Board

9 Community Trust, NHS Trust

10 Community Trust, NHS Trust

11 Community Trust, NHS Trust

12 Community Trust, NHS Trust

13 Community Trust, NHS Trust,
University

14 Primary Care

15 Primary Care and University

16 Third sector

17 Third sector

18 Third sector

19 Private sector

20 Private sector, NHS

21 Independent (retired)

22 University

23 University

24 University

25 University

26 University

Role
Neuro Physiotherapist

Occupational Therapist

Clinical Nurse Specialist, Tissue Viability

Clinical Specialist Physiotherapist
Nurse Consultant, Tissue Viability
Head of Quality Improvement
Rehabilitation Engineering
Rehabilitation Engineering
Patient Safety Specialist
Physiotherapist

Occupational Therapist

Specialist Neurology Nurse

TVN specialist, Senior Lecturer in Tissue

Viability
General Practice Nurse

GP, Clinical Academic

Service Development, Engagement
Service Development, Engagement
Service Development, Engagement
Occupational Therapist
Occupational Therapist

TVN

Head of Occupational Therapy
Professor of Tissue Viability, Nurse

Associate Professor of Applied Clinical
Research, Nurse

Public Involvement and Engagement Lead

Research Fellow (Skin)

Contribution to the study
Stakeholder group, systems mapping
Stakeholder group

Stakeholder group, systems mapping
Systems mapping

Systems mapping

Systems mapping

Systems mapping

Systems mapping

Systems mapping

Stakeholder group, systems mapping
Stakeholder group

Stakeholder group

Stakeholder group

Stakeholder group, systems mapping

Stakeholder group, systems mapping,
CIG

Stakeholder group, systems mapping
Systems mapping
Systems mapping
Stakeholder group
Systems mapping
Systems mapping
Systems mapping
Systems mapping

Stakeholder group, systems mapping,
CIG

Systems mapping, CIG

Stakeholder group, systems mapping,
CIG

GP, general practitioner.

This table is reproduced from Muir et al.* This is an open access article distributed in accordance with the Creative Commons Attribution
4.0 (CC BY 4.0) licence, which permits others to distribute, remix, adapt and build upon this work, for commercial use, provided the original

work is properly cited. See: https:/creativecommons.org/licenses/by/4.0/. This table includes minor additions and formatting changes to

the original text.
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Appendix 4 Systems map clusters

This section provides maps with larger text, which focus on different clusters of information as follows:

Resting/off-loading

SUs develop practical
strategies for integrating
PU prevention

Many SUs, carers and
PAs develop strong
problem-solving skills

y
Plans can be shared

between SUs, carers
and HCPs

Mirrors

Emotional and mental
well-being considered
part of self-care

Family members help Safe routines

Informal carers and
PAs could promote
PU prevention,

notice changes

Skin checks to
identify changes

SUs balance self-care
with multiple
commitments

and responsibilities

Hands-on support often
provided by family,
friends, carers or PAs

SUs balance
multiple needs and
risks associated
with condition

Some SUs are isolated
with no family, support
system, or advocate

Ideas for intervention components

Consider contextual risk factors
(e.g. family and work commitments)
in safe routine

Care escalation support

Support to develop a safe routine
Consider physical risk factors Skin assessment guidance.
in safe routine Support to consider and agree

Support to recognise and react carer/PArole

to changes in risk

Some carers feel
overwhelmed and
report a negative
impact on their
mental health

Living with a LTNC,
self-care and PU
prevention activities

impact family dynamics

Strong bonds and
mutual support often
develop within families

Some SUs feel guilty
about putting their
needs first

PAs unsure how
and when to negotiate
their role, skin care
not always part of role

ﬂk

Some SUs
unsure what they
can ask of PAs

Support needed with
budgets, training,
negotiating role and
retainment, entitlements,

boundaries

Different PA funding and
employment models
impact level of support
and oversight available

Supporting roles

Limited PA opportunities
to meet others, struggle
to access peer support

Lack of regulation
and support

Informal examples of
peer support for PAS
(e.g. WhatsApp groups)

PAs receive little or no
training for their role and
often unable to claim
paid time for this

PAs often build strong
bonds with families

Some PAs feel huge
responsibility for
well-being of SUs/
families, leading to
high mental load,
extra unpaid
working, safety
risks and burnout

PAs might not
know what a
PU is and what
supportive action
can be taken or
have confidence
to suggest this

Ideas for intervention components

Support to consider and agree
carer/PArole

Care escalation support

Support to develop a safe routine

FIGURE 4 Safe routines and supporting roles. This figure is reproduced from Muir et al.! This is an open access article distributed in accordance with the Creative Commons Attribution
4.0 (CC BY 4.0) licence, which permits others to distribute, remix, adapt and build upon this work, for commercial use, provided the original work is properly cited. See: https:/
creativecommons.org/licenses/by/4.0/. This figure includes minor additions and formatting changes to the original text.
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PA or employer has burden
of PA training but might not
know what is available or
struggle to access it

Need to consider
people's wider
contextual factors

1SMOJ|0} SB paduaJaal aq pjnoys sisdouAs iy

SUs often find it
difficult and stressful
to find, train and

replace PAs

If low awareness, need
more basic info about
how to identify a
PU and importance of
changing position

Often the focus is on
clinical risk factors and
at-risk skin sites

Some SUs developed

Limited PU prevention expertise
opportunities for but need to enhance skills.
PAs and carers to for care escalation and

learn about PU adapting to change
prevention

Some pick up bits
of info informally

PU info can feel
overwhelming, making it
difficult to process or retain

Many factors
impact people's
ability to seek out,
process and act
oninfo

Perceptions that HCP ‘ticked
abox' by providing PU
prevention information, rather
than tailoring to individual

PU prevention info
often provided
during crisis

PAs/carers can seek
information, but do not
Interactive multicomponent always understand the
intervention comprising routine and quality of info
escalation for self and shared care

Ideas for intervention components

Some SUs reported
positive experience of
TVNs. However, only
involved when PU
already developed

Inconsistent advice from
HCPs frustrates SUs and less
likely to be listened to

SlIUs proactive in raising
awareness on injury and
longer-term support

)
SU life context may
be different to when
received information

Awareness raising materials

Guidance for developing a safe
routine, incorporating common
challenges and tips

SIUs can provide ongoing
support and annual check-
ups but provision varies

Some SUs never given Phased and repeated
PU prevention info over time
information can be helpful ><

Not available for Some not aware of this
other LTNC support or use it
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Written info not
always provided
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FIGURE 5 Learning. This figure is reproduced from Muir et al.! This is an open access article distributed in accordance with the Creative Commons Attribution 4.0 (CC BY 4.0) licence,
which permits others to distribute, remix, adapt and build upon this work, for commercial use, provided the original work is properly cited. See: https://creativecommons.org/licenses/
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Harder to seek
professional heip

A

Shame and guilt

Negative experience of PU
treatment interventions

Experience of having a
PU can change
prevention attitudes

Perceptions of risk

SUs without PU experience, At times SUs
not always aware of their and HCP have
different risk

risk, hypervigilant once
have experience

'

perception

If feel healthy and mobile, or
don't feel skin damage,
advice seen as less relevant

Images of PUs in

SUs find it hard to engage
with conversations about
future risks

people off engaging

Cognitive impairments can
influence SUs risk perception

awareness raising info can
help with identification

Unhelpful to use images
as awarningor threat

Severe images can put

p J Organisational blame SUs need triggers
culture can drive fear and and the language to
restrictive practice convey seriousness

HCPs fear causing harm
and litigation if deviate from
best practice

Service-level
constraints make
negotiations

more difficult [

Risk negotiation

Unbalanced power dynamics
- HCPs can dominate unless
SU confident or has advocate

Some SUs find advice
unrealistic and fear being
blamed if they don't follow it

Strong communication
skills needed to facilitate
challenging, constructive
conversations about

Some reported lack of
flexibility around
prevention strategies

Knowledge of
different prevention

with HCPs unable or j:lrjéff;‘ft and risk and shared
unwilling to deviate decision-making
from standard advice

HCPs need to consider PU

risks within the context of

SU's lives and managing a
complex condition

Willingness to contact
NHS influenced by ability to
navigate system and
communicate/negotiate needs

SUs want to focus on what they
can do now, not what might not
be able to doin future

Ideas for intervention components
Awareness raising activities

Ideas for intervention components Improved knowledge, confidence

for service users to discuss
self-care and context of their lives
by using 'safe routine tool’

Support to develop a safe routine

Consider physical risk factors in
safe routine

Care escalation support

Consider contextual risk factors
(e.g. family and work
commitments) in a safe routine

Advocacy framework for service
user/professional risk negotiation

FIGURE 6 Perceptions of risk and risk negotiation. This figure is reproduced from Muir et al.* This is an open access article distributed in accordance with the Creative Commons

Attribution 4.0 (CC BY 4.0) licence, which permits others to distribute, remix, adapt and build upon this work, for commercial use, provided the original work is properly cited. See: https:/

creativecommons.org/licenses/by/4.0/. This figure includes minor additions and formatting changes to the original text.

12£02SMD/0T€E0T 10A

0T 'ON ¥T IO\ 9Z0T Yd1easay A1aAljaQ 3D [e120S pue y3jeaH


https://creativecommons.org/licenses/by/4.0/
https://creativecommons.org/licenses/by/4.0/

T2£0DSMD/0TEE 0T/340710p//:54NY “(0Z)PT:9Z0T 3 Aljod 240D 205 Y3paH “(TIWOHDdNd) APNIS dANENEND ‘AJojedidlled © - SISAOUAS :SIUBISISSY [BUOSIad

pue sia1eD) ‘suoipuoy) [e2130]0INaN WS3-SU0T YMm 3|doad J0) SWOH 38 UOLUBARI 432N 2INSSald ‘[b 32 ‘Y Uosupiled-Aempeoig ‘A Syig O 13auuag ‘f Ja3emyud 1 AMedN ‘a N

1SMOJ|0} SB paduaJaal aq pjnoys sisdouAs iy

14

SUs go through same
process multiple times

when need something new

NHS staff find service SUs with experience of L
complex to navigate 0 PUs were positive about Development of communication
Tissue Viability services and negotiating skills to support

z@-. interactions with HCPs

Equipment is another area
to navigate, adding to self-
management burden

Ideas for intervention components

No one pathway or Care escalation support

team to contact who
co-ordinates PU
prevention and
treatment

Support to develop a safe routine

Support to recognise and react
to changes in risk

Development of third-sector
advocacy support

Posture and standard PU
prevention managed
separately

Currently, very little
prevention input from
Tissue Viability services

( Navigating complex systems

Often attend multiple
appointments with

Many SUs manage own different specialties

care, navigate NHS,
social services,
finance, employment
and training PAS

Not being listened to, have Knowledge of what to say
@ to fight to get support to be taken seriously
Not everyone has access Impact risk and Disruptions to
toan advocate ability to manage self-care
Condition fluctuation and
Carers and PAs can deterioration over time

also experience
Flexibility of PA/family carer

Most SUs don't have a
‘one stop shop' clinic or
annual review

Extremely high mental
load of self-management
can impact mental health

Potentially exacerbated |
by health inequalities

Some third-sector
organisations provide
advocacy services, but not
available everywhere

Travel

Maijor life events
Danger points
when risks change

health problems
and burnout

Fear of blame/stigma
of letting care 'slip'

K — or self-care .
Acute illness or injury became Self-ad difficult roles enables adaptation to
elT-advocac imcu i
challenging Y changing needs

when feeling ill

Changes to mood i i
( Adapting and reacting to change

'd N
Health inequalities could
be exacerbated by
\ private sector J Primary care staff ideally SUs can have Wiz SI.('n Q§mage
- N placed to act as facilitators, Perception that NHS limited contact oc;uhrsl, |nd|ylglu atl)s t
Equipment grants are but their time and is overstretched, with clinical or needhelp Emc ty u
available but not always knowledge is limited motivating people social services i
known about to look elsewhere
\ J
( ) Hard to escalate, don't
HCP have concerns ( Private sector can provide know what is available,
about variability of < access to products NHS delays to get when to seek help, who
L advice and products ) L and expertise advice or appointment or what to ask

FIGURE 7 Navigating complex systems and adapting and reacting to change. This figure is reproduced from Muir et al.* This is an open access article distributed in accordance with
the Creative Commons Attribution 4.0 (CC BY 4.0) licence, which permits others to distribute, remix, adapt and build upon this work, for commercial use, provided the original work is
properly cited. See: https:/creativecommons.org/licenses/by/4.0/. This figure includes minor additions and formatting changes to the original text.
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Trust in charity organisations
and information they provide

Difficulties accessing NHS
services and concern about
overburdening it

Charity websites offering
condition-specific information,
helplines, specialist nurses

Formal peer support-
trained volunteers

Third sector and
peer support

Online peer support forums
provide 24/7 practical information

Condition-specific
charities seen as a 'one
stop shop’ for help with
any aspect of condition.

NHS services often

and emotional support
/ more fragmented

Ideas for intervention components
Intervention needs to bring
together lived experience with
evidenced based info

Interactive multicomponent
intervention comprising routine and
escalation for self and shared care

Awareness raising activities

Peer support

People value and trust the
perspective of others who
have lived experiences

Some charities are
overstretched and filling

NHS/social service gaps

Informal peer support
relationships friends helping
each other to navigate systems

Lack of hands-on
face-to-face contact (in the
home), including skin checks

12£00SM9/01€€°0T [10d

FIGURE 8 Third sector and peer support. This figure is reproduced from Muir et al.* This is an open access article distributed in accordance with the Creative Commons Attribution
4.0 (CC BY 4.0) licence, which permits others to distribute, remix, adapt and build upon this work, for commercial use, provided the original work is properly cited. See: https:/
creativecommons.org/licenses/by/4.0/. This figure includes minor additions and formatting changes to the original text.
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