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ABSTRACT

Purpose: Little is known about the experiences of people living with open surgical wounds.
These wounds are common and predominantly affect young and actively working people.
The aim of this qualitative study was to explore the meaning of living with open surgical
wounds.

Methods: A qualitative exploratory study was conducted. We collected data using two
individual interviews with each of ten participants (aged between 18-73 years) who had
open surgical wounds. Our analytical approach was based on qualitative content analysis.
Methods are reported using COREQ guidelines.

Results: We found that the meaning of living with open surgical wounds is shaped by five
subthemes: “enduring healing”, “life disruption”, “adapting to a new reality”, “striving for
healing” and “returning to normal life;” all under an overarching theme of “negotiating a new
normality”.

Conclusion: Participants’ well-being and everyday living are greatly impacted by open
surgical wounds. Findings from this study emphasize that open surgical wounds are a long-
term condition with a typical “chronicity” trajectory; this brings a new perspective to previous
findings of studies on living with complex wounds. This study has also highlighted areas for
further research, related to improving individuals’ experience of living with open surgical
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Introduction

Complex wounds (also known as chronic wounds or
hard to heal wounds) are wounds with superficial,
partial or full thickness skin loss left open to heal by
the growth of granulation tissue (referred to as
healing by secondary intention; Cullum et al,
2016). They are a common and global health issue
with an estimated prevalence of 1.64 per 1,000
(Gray et al,, 2018). Complex wounds are managed
across different levels of health services and a large
amount of resources are allocated to their care
(Gray et al., 2018; Urwin et al., 2022).

There are different subgroups of complex wounds,
which differ in aetiology or underlying pathology
(Cullum et al, 2016; Hall et al., 2014; Martinengo
et al,, 2019). Some complex wounds, such as arterial
and venous ulcers, wounds related to diabetes and
pressure injuries/ulcers have been extensively studied
from the point of view of epidemiology (Cullum et al.,
2016; Martinengo et al, 2019), interventions
(Cochrane Wounds, n.d.) and impact on quality of
life (Briggs & Flemming, 2007; Coffey et al, 2019;

Gorecki et al, 2009; Herber et al., 2007; Persoon
et al,, 2004; Phillips et al., 2018), whilst open surgical
wounds (OSWs) have been less studied and only
recently received research attention (Chetter et al,
2017, 2019; Liu et al., 2018; McCaughan et al., 2018;
Norman et al., 2020; Paden et al., 2019; Seidel et al,,
2020; Shiroky et al., 2020; Thom et al., 2021).

Surgical wounds are usually sutured or clipped and
heal by primary intention without complications
(Harper et al, 2014; Walter et al., 2012; Young &
McNaught, 2011). However some surgical wounds
are open and heal by secondary intention, for
a variety of reasons. Surgical wounds may be deliber-
ately left open to heal because of a high risk of
infection: open healing allows easy drainage (Chetter
et al,, 2017, 2019). Alternatively, surgical wounds may
be left open to heal because of a large tissue deficit,
after excision, where wound edges cannot be surgi-
cally approximated, or when a delayed primary clo-
sure technique is used (Siribumrungwong et al., 2014).
OSW can also result from wound dehiscence e.g.,
partial or full separation of surgically closed wound
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with or without the exposure of underlying tissue or
even organs (World Union of Wound Healing
Societies, 2018). Surgical wound dehiscence occurs
due to various reasons, such as: disruption in healing
(impact of local and systemic factors, including
patient comorbidities), or surgical technique, and
can even occur due to excessive tension on wound
edges, for example, when the patient is coughing
(Casha et al, 2014; Listewnik et al., 2019; Sandy-
Hodgetts et al., 2015).

Little is known about living with OSWs, despite
their prevalence and potential for causing unpleasant
symptoms and negative impact on well-being, com-
pared to an ever-growing body of literature on living
with other types of complex wounds (Alexander,
2010; Briggs & Flemming, 2007; Coffey et al.,, 2019;
Gorecki et al., 2009; Herber et al., 2007; Lindahl et al.,
2007; Lo et al, 2012, 2008; Persoon et al., 2004;
Phillips et al., 2018; Probst et al, 2013a, 2013b).
Findings from studies of other types of complex
wounds have illustrated the negative effects they
have on people’s physical, psychological and social
well-being (Briggs & Flemming, 2007; Coffey et al.,
2019; Gorecki et al, 2009; Herber et al, 2007;
Persoon et al., 2004; Phillips et al., 2018). For example,
the wound itself is associated with negative emotions
such as fear, frustration, anxiety and depression.
Researchers reported that people with wounds often
have restricted social lives, reduced social contact and
experienced social isolation (Klein et al, 2021).
Complex wounds also affect mobility and produce
a cascade of even deeper impacts on people’s well-
being (Briggs & Flemming, 2007; Coffey et al.,, 2019;
Gorecki et al., 2009; Herber et al., 2007; Persoon et al.,
2004; Phillips et al., 2018).

While there is likely to be some overlap of the
impact of open surgical wounds with other types of
complex wounds, there may be important differences
as yet unexplored. For example, people with open
surgical wounds are more likely to be younger com-
pared to people with other types of complex wounds
(Chetter et al, 2017; Hall et al, 2014). Complex
wounds such as leg ulcers or foot ulcers are often
shallow, affecting skin and subcutaneous tissue,
while surgical wounds can be deep and affect deep
tissue and organs (Chetter et al., 2019). Furthermore,
complex wound related symptoms are diverse in their
intensity; some studies have suggested that people
with pressure injuries/ulcers (Girouard et al., 2008) or
wounds related to diabetes (Ribu et al., 2006) experi-
ence pain more frequently compared with people
with leg ulcers (Persoon et al., 2004), while people
with leg ulcers are reported to experience more fre-
quent wound related pruritus (Paul, 2013) than peo-
ple with open surgical wounds (Paden et al., 2019).

A recent UK study by McCaughan et al. (2018)
illustrated the experiences of people living with

OSWs. This qualitative interview study found that
people suffer greatly due to their deep, odorous and
moist wounds, with all domains of daily life being
greatly impacted, especially for those who were
young and still working. Importantly, the study by
McCaughan et al. (2018) was cross-sectional and
a longitudinal approach would capture people’s
experiences and the impact over time, as a recent
quantitative study carried out by Chetter et al.
(2019) has shown that health-related quality of life
scores of individuals with an open surgical wound
improves with time.

Apart from the qualitative study by McCaughan et al.
(2018), the only study to our knowledge that has looked
at unpleasant symptoms of OSWs was carried out by
Paden et al. (2019) as a part of an epidemiological survey
across health and social care services in Ljubljana
(Slovenia). One of the aims of that study was to explore
the burden of unpleasant symptoms experienced by
people with OSWs. 110 patients with OSWs were identi-
fied and found that they frequently experienced symp-
toms, such as pain and exudate (84% and 75%
respectively), while malodour (32%) and pruritus were
experienced less frequently (10%); (Paden et al.,, 2019).
The impact of these unpleasant symptoms which were
prevalent in the OSWSs population were explored in this
subsequent study.

A relative lack of understanding of the impact of
OSWs directed us towards the need for further explora-
tion of how patients are affected by them. Furthermore,
as existing quantitative data on OSW have suggested
that impacts on quality of life change over time, and
considering the possible limitation of the findings in the
context of condition evolution in McCaughan et al.
(2018) study, we designed a longitudinal, qualitative
study, with the aim of understanding in depth the
meaning of living with OSWs.

Methods

A qualitative, interview-based study sought to explore
the meaning of living with open surgical wounds over
time. The COREQ checklist guided reporting of this
study (Supplementary File 1).

Procedures

After obtaining approval from the University of
Manchester Research Ethics Committee 1 (Ref.
16,301) and Republic of Slovenia National Medical
Ethics Committee (0120-451/2016-2 KME 32/09/16),
and gaining the permission of the local primary ser-
vices provider, we commenced our participant recruit-
ment procedures.

Participants with OSW were sampled from Primary
Care Services in Ljubljana (Slovenia), where adult
patients generally have their own general practitioner
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(some of the patients under 26 years old might still
use school health services—medical doctors specializ-
ing in paediatric or school medicine). Patients with
major surgical wound complications would generally
be referred to a surgeon and then, according to the
treatment plan, wound management would be pro-
vided by primary care teams (General practitioner and
Registered nurse or Nursing assistant). Minor compli-
cations such as wound dehiscence would be mana-
ged by primary care teams.

Inclusion criteria were: individuals with open surgi-
cal wounds, defined as “superficial-, partial-, or full-
thickness skin loss wounds healing by secondary
intention”, which had been clinically confirmed by
an medical doctor or registered nurse; at least
18 years old; living at home and being treated in the
community; able to understand and communicate in
Slovene and able to give informed consent.
Participants were excluded if they had impaired cog-
nitive capacity (such as dementia) or had pre-existing,
documented severe mental illness or had any other
complex wounds besides a surgical wound healing by
secondary intention, as this might influence people’s
experiences of the observed phenomena. Participants
who had terminal illness or were in emergency situa-
tions were also excluded.

Recruitment was carried out in two phases. First,
the health professionals who were providing health-
care services to eligible participants approached the
potential participants and briefly informed them
about the study. All eligible participants were given
a Participant Information Sheet (written information)
and asked if they were prepared to participate. In
the second phase, i.e.,, 24 hours later, the researcher
contacted each eligible participant who had signalled
their willingness to participate, providing them with
additional explanations about the study, and answer-
ing any questions, and then the participant was asked
to sign the informed consent form for participating in
the study. All participants were informed that partici-
pation in the study is voluntary and that they are free
to withdraw at any time without giving a reason and
without detriment to any treatment/service.

Participants

Ten people (five women, five men) with OSWs were
recruited with a median age of 41.5 years (18-
73 years). All were white and Slovenian. Participants
represent a range of sociodemographic backgrounds,
namely three participants have finished the lower
level of secondary school, two the upper level of
secondary school, three had bachelor's degrees and
two master’s degree. One participant was widowed,
two were single, three were married and four lived
with a partner. The majority of people were employed
(n = 7), two were retired and one was a student.

People underwent different types of surgery
(dupuytren contracture, pilonidal sinus excision, dif-
ferent abdominal surgeries, amputations, excision of
abscesses, C-section) which resulted in open surgical
wounds involving different body locations (finger/
hand, gluteus, abdomen, leg, foot, armpits/upper
extremities). Four people had their wound left open
at the time of surgery and six had a wound which was
closed and then dehisced.

Data collection

Data were collected at participants’ homes or the
researcher’s office where privacy and confidentiality
could be ensured between April 2017 and
March 2018, through face-to-face semi-structured
interviews using a topic guide. The researcher, male,
registered nurse by his background and trained in
qualitative methods at PhD level (L.P.) asked open-
ended questions with follow-up questions to elicit
participants’ experiences, for example: “Please
describe your journey of having the wound”. In the
interviews we addressed topics related to the journey
of living with a wound, experiences of unpleasant
symptoms, physical, psychological and social health,
financial impacts, and coping strategies, and experi-
ences related to treatments. Each participant took
part in two interviews: the first when they were iden-
tified as eligible (usually at the beginning of their
condition) and the second when they notified the
researcher that the wound had almost or completely
healed (between 4 and 16 weeks after first interview).
The interview audio recordings lasted between 17
and 59 minutes. The researcher (L.P.) transcribed
each interview immediately afterwards. After the first
interview, participants were asked to answer a short
demographic questionnaire.

Data analysis

Data were analysed using a qualitative content analysis
(QCA) approach (Graneheim and Lundman (2004) and
Graneheim et al. (2017). During the analysis process, all
the interviews were read as a whole to obtain a sense
of them. The first reading helped the researcher (L.P.)
to understand the ideas for further data analysis. In the
next process in the analysis (Table 1) the transcribed
text was divided into units of meaning (words, sen-
tences or phrases associated with the context). Each
meaning unit was then condensed (text and words
which were not related to the context were removed
from the meaning unit). The condensed meaning unit
was abstracted and labelled with a code. Due to the
rich nature of the data, the codes were grouped, based
on similarity, into subthemes and one overall theme,
which reflected the latent content (Graneheim et al,,
2017; Graneheim & Lundman, 2004). The data analysis
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Table 1. Example of process of data analysis.

Meaning unit Condensed meaning unit Code Subtheme Theme
When | looked at it, | understood that this is a part | understood that this is a part of me ... ... this is on Acceptance Adapting  Negotiating
of me, that this looks as it looks; and then you you, this is yours, this is you ... You start to be to a new
start to think, to process it in your head; and aware that this is really on you and that it will a new normality

| don't mean from a medical perspective— stay for some time, and that you have to accept reality

where is the infection and is there redness—but
in your subconscious, this is on you, this is
yours, this is you ... You start to be aware that
this is really on you and that it will stay for some
time, and that you have to accept it. This is how
it is.

At the beginning | needed and really appreciated
help. My mother helped me a lot, especially by
taking care for the older child. Husband helped
also, but he was at work during the day.

| looked at the Internet, as | needed information
about this “condition”. | am not a professional
like you ... When you hear the word “gangrene”

you are scared, and then you seek information. seek information.

it. This is how it is.

| looked at the Internet, as | needed information
about this “condition”. ... When you hear the
word “gangrene” you are scared, and then you

| needed and appreciated help. My mother helped Accepting
me a lot ... Husband helped also ...

outside
support

Seeking
information

was discussed and codes and subthemes agreed
among all three researchers (L.P.,, J.G.,, N.C).

Language consideration

The first two phases of analysis (developing meaning
units and condensing) were carried out in the Slovene
language. This decision was taken due to limited
resources being available for translating complete
interviews. The data were then coded directly in
English and the analysis process was completed in
English.

Confidentiality and ethical considerations

This study conformed to the ethical principles for
medical research on human beings set out in the
declaration of Helsinki (World Medical Association,
2013). Furthermore it has fulfilled the requirements
of research: information, consent, confidentially and
safety of the participants and was guided by the
ethical principles: autonomy, beneficence, non-
maleficence, and justice. A strategy to ensure partici-
pants’ privacy and confidentiality was developed in
advance. Ethical considerations such as emotional dis-
tress, safety or even identification of poor or less than
optimal practice during the interviews were taken into
consideration and were specifically addressed in the
ethics review application (protocols available upon
request).

Results

The meaning of living with open surgical wounds is
illustrated by a main theme, “negotiating a new nor-
mality”, which reflects the complex disruption of life,
perceived as long and emotionally harrowing. Helping
people to live with OSWs involves provoking them
into action and into having the aspiration to get
through their wound related difficulties. The journey

through the experience of having open surgical
wounds is then resolved on returning to normal,
though a reconstructed life which reflects new chal-
lenges related to past experiences. The analysis
resulted in five sub-themes: “Enduring healing”, “Life
disruption”, “Adapting to a new reality”, “Striving for
healing” and  “Returning to normal life”
(Supplementary File 2). The sub-themes are presented
in the sections that follow.

Enduring healing

Participants with open surgical wounds were endur-
ing healing. The experience of living with a chronic,
slow-healing wound was unexpected and unpleasant.
Participants who experienced wound dehiscence
were surprised by it and usually not aware of dehis-
cence as a possibility; the situation they found them-
selves in was previously unimaginable for them. On
the other hand, for participants who were aware that
their wound would be left open to heal during sur-
gery, the “surprise” was associated with the time heal-
ing took to occur; for them it was unimaginable that
they would be able to live with an open wound for
such a long time.

Participants often used rich descriptors for their
wound, such as: nasty, smelly, ugly, horrible, disgusting,
awful, dirty, unsightly and dreadful, which reflected
how unpleasant having a wound could be.
Experiencing open surgical wounds and open healing
provoked various reactions and feelings, including
fears, worries and anger. The fears and worries were
very much involved with the wound itself, wound-
related symptoms, and the overall experience itself.

The wound was horrible - everything was, all the
smell and pain. | was afraid of how it was going to
end. At some point | was even scared that everything
would fall out of my stomach. | didn’t imagine this
could happen. (P8)
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Participants had fears and worries connected with the
unpleasant symptoms associated with their wounds,
such as pain, odour and exudate. They were worried
that the symptom might be a sign of complications,
perceiving exudate and odour as signs of
a deterioration in healing. Often the symptoms
increased their level of general uncertainty.
Participants often reported fear of physical pain. It
seemed that the experience of pain was initially
more extreme, from their descriptions of their experi-
ence of open wounds, but later was accepted as part
of the experience and they moved their focus away
from it, or it seemed less important.

The wound is really painful; it's burning. It is unplea-
sant, and it really bothers me, also because every-
thing is bandaged, and it really burns me inside. It's
horrible, really horrible. (P1)

At the beginning it hurt a lot, but now it doesn’t any
more. My skin has become “deaf”, which is logical,
you know, if you have an open wound for weeks. (P3)

The worries, fears and uncertainty were closely asso-
ciated with their overall experience of having
a wound, or were due to the length of the healing.
Participants also talked about their experience at
a more abstract and holistic level, for example, that
it would affect their life “experience”. They perceived
their wound as a very intrusive body/life experience.

Well, | always wanted a life, to make it nice, joyful,
make something positive out of it, but now, | am
losing it. | can't go to the mountains, | can't run,
people are staring, and you either care about this or
you don't. The “joy” has become ordinary life. The
wound is now a barrier to the joy. (P5)

Life disruption

Open surgical wounds interfered with most aspects of
participants’ daily living, namely physical daily activ-
ities, work and their general social life. Open surgical
wounds impacted on relationships with partners and
provoked various reactions from loved ones. The
wounds also impacted on participants’ physical
appearance; they evoked concerns about appearance
and attractiveness in those affected and could cause
embarrassment and shame.

Mobility was one of the activities most frequently
referred to as being affected: the ability to move
around in the home environment and in the outside
environment. Participants described how their mobi-
lity was significantly reduced due to wounds and that
they often needed assistance. The anatomical location
of a wound influenced its impact on mobility.
Sometimes treatment strategies and people’s beliefs
and fears caused reduced mobility, for example,
a treatment such as negative pressure wound therapy,
which can be bulky and requires electrical power.

You always have to take a care of those ropes [cable
and drainage system] from the machine [NPWT]. You
have to take care so you don't get stuck in the chair
or on the door hook. You can’t shower; you just use
a cloth to wash yourself. You always have to look at
that [NPWT]. I've started to cook a bit, now, but you
have to take care. (P3)

Reduced mobility due to the wound often affected
daily activities such as participation in family and leisure
activities, shopping and buying food. The wounds inter-
fered with individuals’ ability to take care of their per-
sonal hygiene whilst simultaneously heightening the
need for hygiene as they induced feelings of being
dirty and smelly due to odour and exudate.
Participants often noticed reduced appetite due to
wound-associated symptoms such as pain or odour.
Furthermore, they often had physical limitations,
which often prevented them preparing meals or left
them unable to lift heavy things due to the wound.

Firstly, you have to take care of the wound, change
your dressings. It starts to impact you; | can’t hang
clothes up to dry ... | cant lift heavy things ... which
bothers me as | can't bring groceries from the shop. It
also bothers me as | can't take care of my child [new-
born], it's hard to lift him. It is so unpleasant (P8).

Participants described disruption of work life due to
the wounds, as they had to stay home on sick leave.
Long periods of sick leave decreased financial stability
and participants were often in need of support from
others. Furthermore, they often perceived work in
a wider context of satisfying their needs, both social
and professional, and were pushed to make hard
decisions which could affect them in later life; for
example, one male patient said:

| had to leave school. | felt a lot of pressure; | was
getting more and more F(s) [School grade]. It didn’t
work as | was missing too much. My parents sup-
ported this choice and | felt relieved. (P2).

Wounds and related symptoms also challenged parti-
cipants’ social lives. Participants often considered
whether they would have social interaction, or were
worried that others would notice the wound. In gen-
eral they reduced physical social contact with others
or started to avoid them despite their expressed need
to meet them.

Individuals with open surgical wounds reported
the impact on their relationships with their partners,
and their reactions. Younger people described how
their relationships were affected by reduced sexuality
due to their changed physical appearance. Thoughts
and feelings of being dirty (i.e., having wounds and
wound symptoms) and fear of rejection produced
feelings of low self-esteem, and people lost interest
in sexuality or close physical contact. On the other
hand they sought signs of acceptance from their
partners, which evoked feelings of being still desired.
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| am quite emotional, my partner is an important part
of my life - a special part, | would say; and this was
additional pressure on me. All this smell and exudate,
you don't really have sex. ... It felt good, when she
kissed me, and that she was there for me. (P9)

Female participants more frequently reported the
reactions of their loved ones. Male partners’ initial
responses to the wounds were described as practical
and solution-focused.

| can't describe how scared | was; my brains didn’t
work. | talked with my husband, he was also scared,
but he just said, we need to go to doctor. For him it
felt natural what to do, but | was completely lost. (P8)

It seems that partners and significant ones (parents,
children) suffered along with the people with wounds.
Like the people with wounds, partners also experi-
enced fear and worries, and felt an imbalance in the
harmony of their family and relationship. This created
an emotional spin-off for the participants, as they
were worried for their life partners’ and important
ones’ feelings. Participants greatly appreciated their
partners’ support. Acceptance, non-judgement and
not holding back boosted their morale.

She accepted the wound. You know she has
a “stubborn cancer”, and when she is ill, she doesn’t
have any energy, but she is very supportive of me,
she pushes me onward and motivates me to con-
tinue. (P5)

Physical appearance and concerns related to attrac-
tiveness featured in individuals’ descriptions (mostly
younger, female and male). Bodily disfigurement was
an important factor for participants. They were con-
cerned about their body image; they were often afraid
of exposing their bodies in front of others. They were
worried about their attractiveness and felt undesir-
able. A person’s perceived personal attractiveness
and physique were often attributed to society-wide
interaction related to physical appearance. Women
described feeling less feminine.

Wounds, wound-associated symptoms and scarring
produced feelings of embarrassment and shame.
Most of the descriptions concentrated on participant’s
beliefs about themselves (for example, being dirty or
smelly) and perceived societal prejudices. Participants
described issues with the visibility of their condition,
i.e., they were worried about how they were or would
be perceived by others due to the malodour and
extensive leaking from the wound. Although in reality
most of the participants’ wounds were hidden under
clothes, they were still concerned about stigma. Some
were worried about others noticing their condition,
due to wound odour:

| am always scared that someone might smell the
wound odour. Maybe this is my issue, | don't know,
but | am worried. The majority of people only see my
child anyway and | didn't tell everyone about the

wound. They can't see it, but | know that | have
it. (P10)

Furthermore, a major issue for people was future scars
after healing, which for them could be seen as marks
which could provoke “labelling”.

People look at scars and just see a “scar-face. How
should | describe ... let's say that people are looking
at you with some scorn ... (P9)

Adapting to a new reality

In the process of adaptation, participants became
aware of the negative impacts of the wound, and
their personal frailty, and started to accept a new
reality. Acceptance was related to changed thoughts
and rationalization. Participants reported that they
had to accept the situation, as it was expected that
it would take great amount of time to achieve com-
plete healing. Participants started to understand that
they would have to live with the wound and they
would have to adapt to a new way of living for
some time.

When | looked at it, | understood that this is a part of
me, that this looks as it looks; and then you start to
think, to process it in your head; and | don't mean
from a medical perspective — where is the infection
and is there redness — but in your subconscious, this
is on you, this is yours, this is you ... You start to be
aware that this is really on you and that it will stay for
some time, and that you have to accept it. This is how
it is. (P6)

Acceptance and setting new priorities were later
resolved in actions such as seeking information
about the wound, causes of the wound, treatments,
and instructions for care. Participants often sought
information on the Internet—various forums and
online patient support groups—and information
from nurses and physicians. However, information
from different sources was often contradictory or
wrong, which caused concern and uncertainty. The
actions of seeking information and instructions for
care often illustrated that participants were aware
that they lacked information or that they had poor
information about their treatment or their condition.

| looked at the Internet, as | needed information
about this “condition”. | am not a professional like
you ... When you hear the word “gangrene” you are
scared, and then you seek information. (P7)

| was reading information on the Internet about the
condition. But then, when you start to read you can
find almost anything. There are a lot of stupid things
written which can even lead to harm. (P9)

A sense of empowerment encouraged people to
adopt new behaviour. Actions related to taking care
of the wound were described at an abstract level,
such as being aware of and alert to the need for
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action, or were described more specifically, for exam-
ple, physical actions such as changing dressings, or
providing time for care, and taking control of the
wound and themselves. Changes in the physical per-
forming of daily activities were noted and constructed
patterns of protective behaviour. Participants
reported that they protected their wounds with long
periods of rest, reducing physical forces on the wound
and being careful with it.

Participants also narrated a range of intersected
coping strategies related to themselves and their
state of the mind. There was a need to boost opti-
mism and morale in order to live with a wound in
everyday life. They described encouraging themselves
to live, by staying positive and insisting on continuing
with everything. They were self-motivating to cope
with a life which was different for them. Participants
also comforted themselves by minimizing their
experience or by comparing their condition to some-
thing far worse:

It is just a period of time which has to be got through,
with surgery and antibiotics, and then | hope that
everything will be ok. It is not like | have only three
months of life left. (P9)

Seeking and accepting outside support, especially at
the beginning of the journey, was often perceived as
needed; participants were content, and felt pleasant,
relieved and encouraged. Participants sought support
and gave importance to having support. On the other
hand, support became a burden to them. Later, sup-
port was perceived as an intrusion into their life;
individuals felt controlled, and under pressure due
to questions and expectations.

It was all about the finger: my wound was the most
important topic of each encounter. No one was inter-
ested in me, and | was fed up with people. It is nice to
have people around you, but enough is enough.
| said, “You have your life, leave me; | will manage;
my finger is ok.” (P1)

Participants also developed maladaptive coping stra-
tegies, such as self-isolation and withholding informa-
tion. They withdrew and started to avoid the people
supporting them, often due to the perceived invasive-
ness of the support.

| needed my time. There were always calls asking how
| felt and if | needed something. | started to turn them
down, as | needed my peace. | remember, later, once my
brother said that | am making it too complicated. (P10)

Furthermore, participants started to withhold informa-
tion about their condition. The reasons for informa-
tion reticence were related to the nature of condition,
perceived self-image, rumours, keeping their privacy
and not raising concerns.

People are, by their nature very interested in other
people’s business. Everyone wants to know what,

how and why. One even asked me if | had stepped
on a bomb, and this [comments from others] became
unpleasant. All those questions and advice - | started
to tell them that it was getting better so they would
leave me alone. (P7)

Striving for healing

Participants with wounds strove for healing. They
exerted themselves to recover and were willing to
do or try anything to achieve it. Individuals were will-
ing to accept invasive treatments regardless of poten-
tial complications, side-effects or risks associated with
treatment, as treatments were often perceived as
a hope to end the suffering.

I had seven operations. The wound didn't heal and
they [surgeons] proposed plastic surgery. | was willing
to undergo it regardless of whether | would suffer
from long lasting aesthetic deformation - my but-
tocks would be deformed. | was not happy about it,
but | would go for it, so the wound would heal
better. (P2)

Participants made an effort to go through this experi-
ence. They struggled, often perceiving their actions as
a “fight”, and hope for healing. Striving for healing
was related to people’s treatment adherence, treat-
ment experiences and relationship with the nurse or
physician. Individuals said that they adhered to the
advice and simple treatment interventions by follow-
ing nurses’/physicians’ orders; however when they felt
that the treatment was not working as they expected,
some patients took matters into their own hands, and
others did not follow advice.

Well, 1 have to have those dressings every day, and
| shower twice a day as instructed. But these dres-
sings don’t work, so | started to use dressings with
silver instead. | read that silver kills bacteria, so
wounds heal more quickly. (P2)

| knew that | had to rest, but | went to the birthday
celebration. Later | bled from the wound ... A nurse
came to change the dressing, but | had to go to the
toilet, and probably | put too much weight on my
foot and it started to bleed even more. (P5)

In their willingness to do anything, participants
accepted various treatments which were offered to
them, namely wound dressings, negative pressure
wound treatment (NPWT), hyperbaric oxygen treat-
ment (HBOT), light therapy, orthosis, various medi-
cines such as antibiotics, anti-inflammatory drugs,
biological treatment and analgesics, and surgical deb-
ridement and additional surgery. Participants were
uncertain about their treatment plans; they were
scared, had unanswered questions and were worried
about or even unaware of potential side effects or
complications. They often felt frustrated by their
experience; often the treatment interventions raised
concerns for them because they felt disempowered.
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They propose different things to you and you try
different things. | tried various dressings, including
with silver to reduce the smell, and | got an allergic
reaction. No one told me about this ... | also tried
laser light therapy, which helped a bit, | think, but
then the healing didn't make progress ... | was on
antibiotics, and then at least the smell reduced
a bit. ... | used pain medication to control the pain;
| took one pill every two hours. (P6)

Over the weeks or months of treatment, participants
and their health professionals built a relationship.
According to the narratives, a good and trusting rela-
tionship was a requirement for treatment success.
Individuals experienced a variety of behaviour from
nurses/physicians, which was mostly positive. They
said that they had often been reassured and com-
forted, and that they trusted and believed in the
health professionals, which helped them to get
through the experience. However on their journey
they also had negative experiences, where, due to
a lack of information, lack of empathy, or perceived
incompetence, they reacted with mistrust and fear,
and sought information and treatment elsewhere.

The worst thing is that nurses and doctors don't know
a lot about this. | lost trust in the local GP and
emergency services: they didn’t know anything and
| didn't want to go back there. When | first had
surgery | had a hole 10 cm wide and 3 cm deep in
my foot. | only trust the surgeon. She is really profes-
sional and | also go to the department [surgical
department] to get my dressing changed. (P7)

Participants were patient and persistent in using
health care services. Waiting times were of concern,
however, they were willing to wait for additional
check-ups, consultations with physicians from other
specialities, and for other treatment to be provided.
Participants expected healing. Their expectations at
the beginning were often not realistic and they were
also burdened with healing-related uncertainty; how-
ever, their expectations changed over time. Healing
was of particular interest for them; they were very glad
when any progress was observed. Participants cherished
feedback from healthcare professionals, and often asked
them to take a photo, especially those individuals who
could not see the wound due to its location.
Photographs and feedback lifted their morale.

| look at my wound. | don’t know a lot about the
treatments, but | look when she [community nurse]
changes the dressings and nicely washes the wound,
and | look to see the progress in healing. This means
a lot to me, and | do observe progress. (P5)

Returning to normal life

Finally, once healing occurred participants started to
slowly return to their normal lives, and many said that
their life was back in balance. They experienced

positive emotions and their self-esteem began to
improve; they felt free again, were able to move freely
and enjoyed life again. Participants started to perform
daily activities in their old routine, and feel content
with the normality of their lives. Their physical and
mental performance started to improve greatly; they
socialized with others again and were happy that
attention had shifted away from them and their
condition.

It was really hard experience. | can't really describe
how it was. | was in fear, scared until the wound
started to heal. | was scared that | would lose my
leg. But when the healing occurred | almost immedi-
ately felt well, and the community nurse was also
happy; we all were. And now that the wound is
almost healed | feel great. | was really down, but
now | feel completely different, really! (P4)

Individuals who were still working were happy to
return to work, felt positive, changed their daily rou-
tine, were accepted at work, improved the social-
professional domain of life, and improved their
finances. Participants started to make plans for the
future again.

When you are at home so much, you say to yourself
that it's time to go to work. You also get tired of
being at home all the time. | am doing well at work
and | am quite happy. My routine has changed, and
now that | am back, | can see how | was under
pressure due to the wound. (P6)

Participants said, however, that the experience was
stressful and unpleasant and had marked them for
life. They kept remembering the experience, and the
memories, for them, triggered fears. They described
how they developed subconscious fears about the
potential recurrence of the wound and about possible
future experiences.

The doctor said, that this could repeat in future. When
| think about it | can just feel all the chills and being,
I don't know ... scared. It is not easy. (P9)

Although they were content that the wound had
healed, a scar was not perceived as the end of their
experience. Scars evoked memories and thoughts
about the experience. A scar was often perceived as
an eternal mark of experience.

Well it may sound strange, but the scar will stay for-
ever; it'll remind me every day of this experience. For
example, when | take shower, | see it, or when
| scratch my belly, | feel a hard scar and kind of
everything returns. (P10)

Discussion
Main results

The aim of this study was to explore the meaning of
living with open surgical wounds over time. By
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looking at the trajectory of meanings of living with
OSW reflected in subthemes and the main theme,
“negotiating a new normality”, it became apparent
that the findings mirror the discourse in the chronicity
literature (Bury, 1982; Charmaz, 1997; Corbin &
Strauss, 1991). Chronicity is the process of becoming
chronically ill, going on the journey of living with
chronic illness, where one’s person (oneself) and
one’s life is affected and disrupted, and where
a reconstruction of self (identity) and life through
coping mechanisms is accomplished (Smith-Morris,
2010). The subthemes and overarching theme reflect
that people went through a process (stages) when
living with OSW. Although we did not aim to explore
the process or understand the links between concepts
in processes related to chronicity, the longitudinal
nature of this study with time windows between
interviews brought to the light the changes in the
experience of OSWs that happened over time.

The subthemes “enduring healing” and “life disrup-
tion” describe in depth the phenomenon of having
a wound, from the perspective of the patients’ initial
reactions to the descriptions of profound impacts on
well-being. This is coherent with the work of
McCaughan et al. (2018) on patient perspectives of
OSW and findings from many studies of people with
other types of complex wound (Briggs & Flemming,
2007; Coffey et al,, 2019; Gorecki et al., 2009; Herber
et al.,, 2007; Persoon et al., 2004; Phillips et al., 2018).
Findings attributed to both sub-themes mirror Bury’s
(1982) concept of biographical disruption, described
as the impact of a chronic condition on individuals’
biographies (lives), where peoples’ known lives
change and social relationships with others are
impacted or might change.

Apart from descriptions of radiating impact on
people’s wellbeing, attention must be given to the
impact on relationships (including sexuality).
Concerns over perceived appearance, including
stigma, were more prominent in participants’ narra-
tives in our study compared with that of McCaughan
et al. (2018) and other complex wound research
(Phillips et al., 2018). Our study yielded that people’s
relationships with their loved ones (life partners) or
other significant were affected, especially in terms of
sexuality and feelings of attractiveness. A possible
reason for the extensive discussion of sexuality from
both males and females is that our study sample
consisted of young participants with OSW (average
40.5 years), which is different from the overall popula-
tion with complex wounds, who are typically older
(Chetter et al., 2017; Hall et al., 2014) or the popula-
tion in McCaughan et al. (2018) study, where the
median age was 53 years. Intimate relationships can
break down due to change of self-perceived identity
(in our study, perceived feelings of attractiveness and
physical appearance) during (Bury, 1982; Charmaz,

1997; Karraker & Latham, 2015). Furthermore, other
social relationships can be impacted due to the strain,
demands and expectations that a person with such
a condition might place on another (Eriksson &
Svedlund, 2006; Eriksson et al., 2019; Sautter et al.,
2014).

Participants also expressed concerns with their
physical appearance: they were often concerned
about public stigma due to their wounds and wound-
related symptoms, which confirms the findings from
previous wound research (Lindahl et al, 2007;
McCaughan et al., 2018; Probst et al., 2013a, 2013b;
Taverner et al., 2011). Fears that wounds and symp-
toms such as malodour or exudate could be observed
by others, are disgusting and have impacts on every-
day living could be attributed to an underlying cause:
to individuals internalizing public stigma and devel-
oping self-stigma. Self-stigmatizing behaviour has
been substantially theorized in other areas of chronic
disease research (Corrigan & Watson, 2002; Scambler,
2009, 2006; Van Brakel, 2006) and is related to social
withdrawal, social isolation and social alienation,
which lead to deterioration of mental health, and
development of anxiety and depression (Leigh-Hunt
et al, 2017).

The subtheme “Adapting to a new reality” reflects
participants’ reactions, which are similar to the psy-
chological adjustments described in the healthcare
and chronicity literature (Bury, 1982; Charmaz, 1995,
1997; Dekker & de Groot, 2018; Gagliardi et al., 2002;
De Ridder et al., 2008; Stanton et al., 2007; Vann-Ward
et al.,, 2017). Living a long time with a wound results
in developing adaptation behaviour to the “new”, and
can be interlaced with a high level of uncertainty, as
previously described in other complex wounds stu-
dies (McCaughan et al., 2018; Persoon et al., 2004).
Charmaz (1997) describes how individuals learn how
to live with chronic conditions by normalizing their
experience with adaptations that contain the unplea-
sant symptoms and make daily life ordinary.
Furthermore, individuals react to new circumstances
by seeking knowledge (Vann-Ward et al., 2017), and
needing to be informed and empowered by informa-
tion (Etkind et al., 2017). In our study, participants
emphasized that they received conflicting information
about their conditions and treatments. Conflicting
information in healthcare is not a novelty; there
have been many studies reporting that at some
point up to 80% of patients receive conflicting infor-
mation (often from various sources), which can affect
their adherence to treatment and expected treatment
outcomes (Carpenter et al., 2014, 2016; Elstad et al.,
2012). Nurses and physicians should support indivi-
duals with information based on reliable and high
quality evidence, and furthermore they should inform
them about the credibility of health information
sources, such as Google, and potential threats;
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however this could be challenging, as there are many
existing uncertainties related to effective wound care
interventions (Gray et al.,, 2017).

Coping strategies were also verbalized and noted in
this study, which is similar to previous complex wound
studies (Briggs & Flemming, 2007; Coffey et al.,, 2019;
Herber et al., 2007; Persoon et al., 2004; Phillips et al.,
2018); however, in this study we also observed mala-
daptive strategies such as the emotional over-
involvement of loved ones; which has not been well
reported in the wound literature (Upton et al., 2021), in
contrast to other chronic condition research, such as
mental health (Butzlaff & Hooley, 1998; Izon et al,
2018). Individuals, after having a wound for some
time, withdrew from loved ones and often perceived
their support as intrusive, implying that relatives were
an overly intense source of support and often did not
respect the patients’ autonomy. Furthermore, indivi-
duals often concealed information from others; an
issue that has also discussed in other chronicity litera-
ture, where it has been suggested that people with-
hold information due potentially negative perceptions
of others and the need to appear healthy (Charmaz,
1997; Joachim & Acorn, 2000; Kaushansky et al., 2017;
Munir et al., 2005).

In the subtheme “striving for healing”, willingness to
do anything to achieve complete healing was one of the
central features. “Striving for” is similar to Charmaz's
(1997) conceptualization of the struggle for control in
chronic illness. In their struggles, people aim to preserve
their “self” (Vann-Ward et al., 2017). On the other hand,
in the chronicity literature, the phenomenon of “surren-
dering” has also been described, which relates to
a discontinuance of struggling against both unpleasant
symptoms and the condition itself (Charmaz, 1995). The
difference—why participants in our study were moti-
vated to seek resolution and were trying to achieve it—
might be the fact that open surgical wounds, in contrast
to chronic conditions, are expected to heal, or the fact
that participants’ narratives related to their striving for
healing were shaped by their age and their “old lives”.
Findings from our study also suggested that compliance
and adherence, and trusting relationships with health-
care professionals, intersected with their “willingness”.
In some cases, participants became non-adherent due
to mistrust, based on their belief that the treatment was
ineffective, or because they had received conflicting
information or had mistrust in the nurse or GP-patient
relationship (interaction); common reasons described in
the chronic wound literature (Phillips et al., 2018) and
chronic iliness studies (Kyngds, 2000; Kyngas et al., 2000;
Shahin et al., 2019; Van Hecke et al., 2011, 2009). It is well
documented that non-adherence can lead to negative
outcomes for patients (Currie et al.,, 2012; Gosmanova
et al, 2014; Guerci et al,, 2019; Ho et al., 2006), and
therefore nurses and physicians should build profes-
sional and trusting relationships with patients and

deliver tailored interventions to enhance their adher-
ence (Hallett et al., 2000; Kyngds, 2000; Van Hecke
et al,, 2011; Weller et al,, 2013). Some participants, in
their striving for healing, were motivated to believe that
treatments such as dressings containing silver would be
effective, despite a lack of evidence that silver-
containing dressings heal wounds more quickly
(Vermeulen et al., 2007). Overall, there is a lack of reliable
and valid evidence about the effectiveness of topical
treatments on OSWs (Dumville et al., 2016; Jull et al,,
2015; Norman et al, 2016; S. R. Smith et al, 2016;
F. Smith et al,, 2013; Vermeulen et al., 2004, 2007).

“Returning to normal life" is a sub-theme reflecting
people’s experience of achieving healing, which
involves liberation, fears and memories. The sub-
theme “Returning to normal life” departs from tradi-
tional chronicity descriptions of “resolution” (Bury,
1982; Charmaz, 1997), as the wounds had healed and
participants were able to continue with their “known”
life, in contrast to other chronic conditions. However,
findings from our study have shown that scars often
became the vehicle for negative emotions. This phe-
nomenon is often reported in patients with burns and
other conditions (Ngaage & Agius, 2018). The possible
explanation for this might be, as previously mentioned,
that our study sample was younger in age and this was
due to possible wider societal constructs on appear-
ance. Another is that the interviews took place soon
after the patients’ wounds first healed and it was easy
to be reminded of the event, or that participants were
traumatized by the experience of having wounds
(Tedstone & Tarrier, 1997).

Conceptual similarities to the chronicity literature
signal that experiencing OSW might be as devastating
in terms of suffering as experiencing other chronic
conditions which in lay understanding might be con-
sidered “more serious”. We were surprised to find such
similarities with the chronicity literature, as the usual
experience of OSWs is that it is expected to end (i.e.,
the OSW is expected to heal completely). Furthermore,
complete healing is achieved in a shorter time frame
(Chetter et al., 2019) compared with other complex
wounds (Hall et al., 2014). Understanding and being
aware that individuals with OSWs—a relatively short-
term condition—respond in the same way as those
with more typically long term conditions leads to the
conclusion that people, regardless of the duration of
their condition, might both suffer and find resolution in
a similar ways (experiencing disruption and developing
adaptations and coping mechanisms). Secondly, the
findings signal health care professionals to be attentive
when providing care: the care model for individuals
with OSW should be adjusted in such a way as to
promote addressing the whole range of their needs
and suffering, which are related to the physical, psy-
chological, social and vocational domains of people’s
well-being.
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Trustworthiness

This study has a number of strengths. It is one of the
first studies to provide in-depth insight into experi-
ences of having OSWs globally. A particular contribu-
tion of this study is that it has illuminated that the
experience of having OSWs changes over time, which
is probably a result of the longitudinal nature of this
study. It has identified significant findings related to
the impacts on participants’ wellbeing; furthermore it
has revealed participants’ adapting and coping strate-
gies, which enable them to normalize their lives; these
(e.g., subthemes adapting to a new reality, striving for
healing and returning to normal life) were not compre-
hensively described or described at all in previous
studies (e.g., McCaughan et al, 2018). Another
strength related to the findings is that the study has
shed light on how experiences of OSWs are similar to
those described in chronicity literature, which indi-
cates the need to consider using a longitudinal design
when exploring people’s experiences with complex
wounds.

There are also a few methodological considerations
related to credibility, dependability and transferability.
One limitation is that we recruited only ten partici-
pants for this study; however we believe that the
variety in the sample and conducting two in-depth
interviews have none the less contributed to variation
in perspectives, depth and richness of findings which
promotes credibility. We have noted that descriptions
of impacts on participants might be different based on
wound location; however we have aimed to describe
and interpret the meaning of living with an open
surgical wound as a phenomenon rather than to
report specifics of experience based on wound loca-
tion. Though the analysis, up to the phase of develop-
ment of sub-themes, was carried out by one
researcher (L.P.), we believe that credibility is not
affected, as we have described the approach in
a logical and structured manner. Secondly, we have
supported our findings (in terms of subthemes and
a theme) with rich descriptions and quotes.
Furthermore, all aspects of data collection and analysis
were discussed with co-researchers (J.G. and N.C) in
order to obtain the most plausible interpretation of
findings. A possible critical issue in the data analysis is
in fact that it was carried out partially in Slovene and
was later continued in English; however we believe
that this has not affected the credibility of findings to
a great degree, as the primary researcher (L.P.) is profi-
cient in both languages, and furthermore, the inter-
views (as a whole) and data analysis were discussed by
all three researchers. Interviews as a data collecting
technique can be seen as a possible threat to depend-
ability (Graneheim & Lundman, 2004); however, due to
the longitudinal nature of the study and through using
a topic guide, we were able to return to the topics

which were addressed only superficially (or were later
revealed to be relevant in interviews with other parti-
cipants) in the follow-up interviews. When considering
transferability, we believe that findings from our study
to be transferable to other individuals with OSWs as
our sample reflects a similar population (in terms of
gender and age) to those reported in epidemiological
studies (Chetter et al., 2017, 2019; Hall et al., 2014;
Paden et al, 2019); however this population was
homogeneous by race (all white Slovene). Users of
this research must take into account the specific con-
text related to this study.

Conclusions

This study is one of the first to provide in-depth
insight into people’s experiences of having OSWs.
A particular contribution of this study is that it has
highlighted that the experience of having OSWs
changes over time. The longitudinal nature of this
study allowed us to explore this aspect of living with
a wound. It has identified significant findings related
to the impact on participant’s wellbeing; furthermore
it has revealed people’s adapting and coping strate-
gies, which enable them to normalize their lives.
While they are in the process of doing so, health
care professionals should respond by providing effec-
tive treatments and support to people. However, this
might be a challenge as there is an overall lack of
relevant evidence for such interventions. The findings
have also shed light on how experiences of OSWs are
similar to those described in the chronicity literature,
which indicates the importance of using
a longitudinal design when exploring individuals'’
experiences with complex wounds.
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