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Abstract

Living with chronic ulcers can be burdensome and restrictive, with regard to

not only physical and psychological but also social well-being. This review

aims to analyse social participation in patients with chronic wounds and to

compare results across different wound types. A search string was applied in

several electronic databases. Results were screened according to predefined

inclusion and exclusion criteria. Data of eligible articles were extracted and

synthesised narratively. The search revealed 42 eligible publications. Only

minor differences across different ulcer types could be detected. Overall, family

members were the main social contacts for patients; they often provided

wound care and emotional support. Patients had few non-family relations, but

those existing were often very close. Patients felt guilty as their condition

imposed burden on family and friends, as well. A close relationship with

nurses was described. Restrictions were caused by direct and indirect conse-

quences of the wound. Overall, social support and social connections were

reduced in wound patients. Inconsistent results were found regarding social

isolation. In summary, people with chronic wounds experience impairments

in all aspects of social participation. Therefore, social participation deserves

increased attention in routine care both as a trigger of burden and as an out-

come of therapy.
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1 | INTRODUCTION

Living with chronic wounds can be burdensome and can
cause various restrictions in patients' daily life. A wound
becomes chronic when it fails to show sufficient healing
in a timely manner.1 The exact timeframe after which a
wound is considered chronic ranges from 4 weeks to

3 months.2,3 Besides the duration of the wound, the exis-
tence of an underlying condition is an indicator to
define a wound as chronic.4 Chronic wounds can have
different underlying aetiologies, such as venous insuffi-
ciency, arterial disease, diabetes, or constant pressure.5

Worldwide, the pooled total prevalence of chronic
wounds is 1.67 per 1,000 people6 with especially high
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prevalence in older adults.7 Age also negatively effects
healing and recurrence as well as treatment adher-
ence.8,9 People with chronic wounds often have reduced
health-related quality of life (HRQoL) with regard to var-
ious dimensions.10-12 Patients may not only experience
wound-specific burden, such as exudate, odour, and pain
but also more general impairments, such as depressions,
anxiety, and sleep disturbances.13,14 Furthermore, many
people with chronic wounds are financially burdened
and restricted in their activities,15 all of which can result
in impairments in patients' social participation.

Social participation and its impact on health have
been described by Douglas et al.16 They define different
forms of social participation:

• Social connections: ties with people in the individual's
intimate or extended environment.

• Informal social participation: activities with others
being pursued by the individual for own enjoyment by
taking advantage of social interaction.

• Volunteering: activities in organisations (eg, commu-
nity, church) being pursued by the individual for
others' benefit.

They suggested that the positive effects of these forms
of social participation on the individual's health are
mediated by:

• Social support: help and assistance for the individual
when it is needed.

• Social cohesion: the individual's sense of trust and reci-
procity in the community.

This model is used for this review because of its dis-
tinct and clear definition of different aspects of social par-
ticipation. Other authors may use different names for the
same aspects of social support.17-21 Another reason for
using this model is the fact that it was established in the
context of older adults, which is an important target
group with regard to chronic wounds.

Social participation can be beneficial in two ways: by
buffering specific stressors in stressful episodes or by hav-
ing a constant beneficial impact on health irrespectively
of the presence of stressors.22 According to Berkman,23

social support can improve health by enabling the indi-
vidual to experience a sense of belonging and intimacy.
However, negative consequences of social support might
occur for both providers of support and patients. From
the provider's perspective, providing informal care can be
burdensome and cause adverse health outcomes.24 From
the patient's perspective, extensive support can foster
patients' dependency.25 Especially in the absence of fam-
ily and friends, patients may become dependent from

formal care providers. Therefore, it has been suggested
that people with chronic wounds may hinder their
wounds from healing or induce recurrence of wounds in
order to preserve the contact to their nurses. This second-
ary gain of illness is called social ulcer.26 This phenome-
non is of rather anecdotal evidence27 though secondary
benefits from illness may occur. Beyond that, social partici-
pation not only influences health, but the health status also
influences social participation.27,28 Accordingly, experienc-
ing pain, having limited mobility, or feeling shame because
of wound odour and wound exudate leads to patients' rejec-
tion or inability to socially participate.29-32

The issue of social participation requires special atten-
tion in people with chronic wounds. This is because peo-
ple of higher age have more chronic wounds and less
wound closure,7,8,33 and also the highest risk for reduced
social participation up to social isolation.34

Previous reviews have covered aspects of social partic-
ipation in people with chronic wounds. However, they
consider only specific dimensions of, or aspects related
to, social participation, such as social impacts,35-37 psy-
chosocial effects,38 experiences of living with a chronic
ulcer,39-41 or patient-centred care.42 Social participation
as described in the model presented earlier16 is a complex
construct having great impact on the patients' well-being
and should thus be considered accordingly in order to
achieve a comprehensive understanding of the impacts of

Key Messages

• Chronic wounds pose major restrictions upon
patients, not only regarding physical and men-
tal health but also social life. To date, no study
has compared social participation across vari-
ous wound types.

• The aim of this article was to review literature
about social participation of people with
chronic wounds and to compare results across
different wound types.

• Only minor differences between results of stud-
ies investigating different wound types could
be detected.

• Family is consistently described as the major
source of social support and social participa-
tion; mostly, a low number of relationships
with friends are reported but those existing are
described as very close. Patients with a contin-
uous nurse relationship often report a unique
relationship with this healthcare provider.
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chronic wounds on patients' life. Additionally, the previ-
ous reviews focused on one specific type of chronic
wounds each, mostly leg ulcers36,38,39 and venous leg
ulcers,27,37,40,41 or did not distinguish between different
types of chronic wounds.42 Accordingly, no conclusion
can be drawn whether social participation differs regard-
ing the underlying aetiology. Although some conse-
quences of chronic wounds are similar across wound
types (eg, frequent wound dressings, restrictions in choice
of clothes42), others differ with regard to the underlying
aetiology (eg, pain severity43). Revealing potential differ-
ences in social participation in these patients could
inform future research and clinical decision-making.

Therefore, the present review aims to describe the
state of research on social participation in patients with
chronic wounds, taking the different dimensions of social
participation into account, and to compare results across
different wound types.

2 | MATERIALS AND METHODS

The conduct of this systematic review has been registered
at PROSPERO (CRD42020157433). We searched the elec-
tronic literature databases MEDLINE (PubMed),
Cochrane Library, Web of Science, PsychINFO, and CIN-
AHL. The search string combined keywords related to
chronic wounds and social participation. Keywords on
chronic wounds were based on search strings used by
other systematic reviews on this indication42,44-46 and
were discussed with a dermatologist (NK). Keywords on
social participation were based on concepts covered in
the model of social participation16 and systematic reviews
about aspects of social participation.42,47-49 In collabora-
tion with a librarian, the search string was finalised to be
applicable in various databases. The search string as used
in MEDLINE (PubMed) is displayed in Appendix 1.

All search results were extracted, and duplicates were
removed. The titles and abstracts of the remaining records
were screened by two researchers (TMK and VA) applying
predefined exclusion criteria. Full texts were then assessed
accordingly. Exclusion criteria were (a) studying non-
dermatological ulcers, (b) studying acute ulcers, (c) study-
ing tropical ulcers, (d) social participation not being a
major outcome of the study, (e) specific article types (ie,
study protocols, case studies, no data collection), and (f)
article language being neither English nor German. Litera-
ture reviews were not included, but articles cited by the
reviews were screened related to title and reported content.
In a last step, reference lists of eligible articles were
screened for further relevant articles.

After identification of all eligible articles, data were
extracted including information on the article, the study,

sample characteristics, wound type, and the perspective on
and results regarding social participation. Wound types
were stratified by articles reporting on patients with any
form of leg ulcers (LU), venous leg ulcers (VLU), arterial
leg ulcers (ALU), mixed leg ulcers (MLU), diabetic foot
ulcers (DFU), pressure ulcers (PU), ulcers caused by other
diseases, mixed samples of different types, and unspecified
ulcer types. The perspective on social participation was cat-
egorised by articles treating social participation as a distinct
construct, as a subdomain of HRQoL, or as aspect of
another construct. Even though articles used different ter-
minologies for the aspects of social participation covered
here, their results were assigned to categories as defined by
the model of Douglas et al,16 namely social support, social
connections, informal social participation, volunteering,
and social cohesion. At a later stage, informal social partici-
pation and volunteering were combined to informal/formal
social participation because volunteering was seldom
reported and, if so, only jointly with activities of informal
social participation. Due to the heterogeneity of included
studies, the large number of qualitative articles, and the
variety of instruments used for assessing aspects of social
participation, data were synthesised narratively.

The quality of all included studies was evaluated by
applying checklists of the Critical Appraisal Skills Pro-
gramme (CASP). These checklists exist for a variety of study
designs. As no CASP checklist exists for cross-sectional stud-
ies, the CASP checklist for case-control studies was adapted
by excluding criteria about the control group (CASP criteria
4 and 6a). Studies with a mixed methods design were
assessed using the CASP checklist for the corresponding
quantitative design. The number of criteria in each CASP
checklist ranged from 10 (qualitative, cross-sectional) to
13 (cohort). The evaluation for most criteria was three-
stepped (yes/can't tell/no), except for criterion 9 in cross-
sectional studies (“Do you believe the results?”: yes/no).

3 | RESULTS

Literature research in electronic databases identified
4,747 articles after removal of duplicates. After title and
abstract screening, 96 articles remained. Full-text assess-
ment identified 43 relevant articles, of which 32 were
original studies and 11 were reviews. Reference screening
was conducted accordingly. This process resulted in
42 eligible articles in total (Figure 1).

3.1 | Characteristics of included studies

The 42 articles included in this review present results of
40 studies and were published between 1986 and 2019
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(Table 1). Of these, 24 were qualitative studies.25,30-32,50-69 Of
the quantitative studies, 13 were cross-sectional70-82

(of which six had a comparative approach, eg, ulcer vs non-
ulcer participants) and two were cohort studies.83,84 Three
studies had a mixed-methods design.26,85,86 The number of
patients with chronic wounds included ranged from 365 to
758.80,81 About half of the articles (n = 20) reported about
studies conducted exclusively in the United King-
dom26,30,50,51,53,56,57,59,62,64,65,69,75,76,80,81,83-86 and seven articles
about studies conducted in Brazil.25,31,52-55,58,61,64,65,70,71,77,79

The other articles reported studies from different countries.
Results included 12 articles (21.8%) on patients with
VLU,25,50,54,55,59,62,63,66,69,76,82,86 9 articles (16.4%) on patients
with LU,26,60,72-75,78,80,81 8 articles (14.5%) on patients with
DFU,53,61,64,65,70,71,77,79 4 articles (7.3%) on patients with
PU,30,57,67,68 and 3 articles (5.5%) on patients with ulcers cau-
sed by other diseases: rheumatoid arthritis,56 epidermolysis
bullosa,51 and sickle anaemia.31 Four articles (7.3%) investi-
gated patients with different wound types,52,58,84,85 and one
article (1.8%) did not specify the wound types.32 Most articles
report on studies recruiting in an outpatient clinic or by dis-
trict nurses; seven studies did not specify the setting of recruit-
ment.53,65,67,69,72,74,77,79 One study each recruited patients
exclusively in an inpatient clinic,73 in both inpatient and
outpatient clinics,32 or in a Leg Club.85 Leg Clubs have
been developed in the United Kingdom and are meetings
in which community-based care is provided in non-
medical settings. Here, patients can drop in without
appointment for being treated by a nurse and socialise

with other patients.87 Leg Clubs have also been founded
in Australia and Germany.88

In 16 articles, aspects of social participation were
treated as distinct constructs,25,26,50,52,58,61,71,73-77,79,83-85

in 7 as subdomains of HRQoL,53,56,62,65,80,81,86 and in
19 they were described in the scope of another
construct,30-32,51,54,55,57,59,60,63,64,66-70,72,78,82 such as lived
experience or psychosocial adjustment. In quantitative
studies, aspects of social support were measured with
a number of different questionnaires (eg, UCLA Loneli-
ness Scale,89 Inventory of Socially Supportive
Behaviour,90 and Medical Outcomes Study Social Support
Survey91).

3.2 | Quality assessment

In using different CASP checklists for the quality assess-
ment, we acknowledged the difference in study designs.
The assessment revealed mixed quality of the included
articles (Table A1). In particular, quantitative studies did
not fulfil or only partly fulfilled some of the CASP
criteria. The number of fulfilled criteria ranged from one
to eight of 10 across the cross-sectional and from five to
six of 13 across cohort studies. Most of the quantitative
studies lacked generalisability due to small sample sizes
or low quality of study design. Within the qualitative
studies, many fulfilled the majority of the 10 criteria,
whereas others lacked the fulfilment of numerous

FIGURE 1 Flow chart of

systematic review process
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criteria. The number of fulfilled criteria ranged from one
to nine in qualitative studies. Most of the qualitative stud-
ies lacked a discussion of the relationship between
researcher and participants.

3.3 | Social support

In 20 studies including patients with VLU,25,54,63,66,76,83

LU,75 DFU,53,61,64,65,71,79 PU,57,67,68 other disease-caused
ulcers,51 and different ulcer types,52,58,84 aspects of social
support were reported (Table 2). Patients' experiences
were similar across these ulcer types. Family members
represented the main resource for social support, pro-
viding direct and indirect wound care as well as emo-
tional support. Friends, neighbours, and colleagues
most often provided emotional support, social interac-
tion, and transport.31,51-55,57,58,63,65-68,71 Despite these
overall positive impacts of family and friends, results
varied across individuals and sometimes patients were
not able to receive the support they wished for52 or
patients deliberately avoided asking for help in order
not to burden others.53

3.4 | Social connections

In 25 studies, in which all ulcer types were
represented,26,30-32,50,52,55,59,60,62,68-75,77,78,80-82,85 aspects of
social connections were reported (Table 3). No consid-
erable differences between ulcer types were found. The
number of people with whom patients had social connec-
tions varied within studies. Besides psychological aspects
(eg, stress, worries) being negatively correlated with social
connections, wound odour was the only clinical variable
indicating fewer social connections.77,85 The number of
social connections was also lower in comparison with
healthy controls,75,78 particularly regarding extra-family
relations. Restrictions in sexuality and finding a partner
were also reported.55,62,70

Both direct consequences of chronic wounds (eg,
being immobile, being bed-bound, sitting in a wheel-
chair, having pain when walking)30,32,50,57,60,68 and indi-
rect consequences (eg, fearing that others could smell
wound odour or see leakage)31,32,50,59were associated
with social isolation, which is an extreme manifestation
of reduced social connections. However, results were
inconsistent as to whether social isolation is significantly
more frequent in patients with chronic wounds than in
controls.72,74 One study found upward deviations from
norm values across all patients, with larger deviations
from the respective norm value in men and younger
patients.80T
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3.5 | Informal/formal social
participation

Across all types of chronic wounds, 17 stud-
ies25,30,32,51,53,55,56,58,59,62,63,65-67,78,85,86 report restrictions
with regard to work life, social activities, leisure activi-
ties, everyday activities, and travelling (Table 4). One
study comparing ulcer patients and controls found signif-
icant differences in the frequency of activity cessation.78

Causes for restrictions in activities were similar across

ulcer types, such as immobility caused by the ulcer,
inability to wear appropriate clothing, and restricted time
due to increased effort put in wound care or appoint-
ments with formal care providers.30,53,54,56,58,59,62,63,67,86

Also, psychological impacts of the wound hindered
patients to participate socially as patients were ashamed,
were not able to enjoy formerly enjoyed activities, or
behaved more introverted because of their
ulcer.30,53,56,58,59,62,66,86 These restrictions could lead to
financial problems, diminishing social networks or

TABLE 5 Information on social cohesion as reported by studies differentiated by ulcer type

Social cohesion (n = 11)

Type Venous leg ulcer Diabetic foot ulcer Pressure ulcer
Other disease-
caused ulcer Mixed sample

Studies n = 359,63,86 n = 253,65 n = 167 n = 231,51 n = 352,58,85

Relationship
with
family and
friends

• Good relationship with
family members

• Many live together with
spouse or in same house
as child

n.a. n.a. • Strong view on
friendships and
selected
appropriate
friends

• True friends
perceived as
having
understanding
and being non-
judgmental

• A stable bond with esp.
family members can both
help patient managing
and inhibit self-care

• Fragility in affective
bonds

• Partner of indigenous
patient refused to sleep in
same bed and partner's
rejection of ulcer
treatment leading to
confrontations

Impact on
family and
friends

• Many felt family
affected

• Some felt guilty leaving
housework to partner or
being dependent on
them for self-care

• Felt putting burden
on family and
impacting
relationships

• Emotional tension
and strain due to
ulcer and diabetes
transferred into
relationship with
family (esp. spouse)

• Patient imagining
that odour was
most severe when
other people are
around

• Anxiety about
family members
and burden that
ulcers puts on
them and the
worry it causes

• Restrictions of
patient bring
restrictions to
others

• Sadness that
pain bothers
others

• Avoiding
talking with
family about
pain, only with
mother when
pain is
unbearable

n.a.

Relationship
with
formal
carers

• Continuity in nurse
leading to close
relationship, sometimes
describes as mother-
daughter relationship or
close friendship

• Patient with
inconsistencies of care
report no relationship
with nurses at all (even
not knowing name)

n.a. n.a. n.a. n.a.

Abbreviations: n, sample size; n.a., no information available.
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feelings of guilt because the patients' burden led to
restrictions for others. Nevertheless, some patients
reported to maintain their active social life or their desk
jobs.56,59 The only reported newly uptaken activities were
those offered by a Leg Club.85

3.6 | Social cohesion

Eleven studies reported on social cohesion (Table 5)
including patients with VLU,59,63,86 DFU,53,65 PU,67

other disease-caused ulcers,31,51 and different ulcer
types.52,58,85 In all ulcer types, patients reported feel-
ings of guilt, anxiety, or sadness because of the bur-
den that they felt was loaded onto family members or
friends due to the patients' restrictions. Patients
stated that their personal tension was transferred to
the family, that they avoided talking to others about
their issues, or that personal bonds became
fragile.31,52,53,58,65,67,86However, several studies also
highlight patients' strong relationships with both
family members and friends, which help managing
self-care and having a safe environment with non-
judgemental people around.51,58,63 Moreover, VLU
patients also describe a strong relationship with their
nurses; however, this was only the case when there
was consistency in the person providing care.59

4 | DISCUSSION

The aim of this systematic review was to analyse social
participation in patients with chronic wounds and to
compare results across different ulcer types. For this, the
model of the effect of social participation on health16 was
used, and thus, results assigned to social support, social
connections, informal/formal social participation, and
social cohesion. Most of the included studies focused on
social connections and social support. The most fre-
quently studied patient groups were VLU patients,
followed by patients with any LU (probably also includ-
ing a large share of patients with VLU), DFU, and
PU. This corresponds to the actual prevalence of wound
types with most chronic wounds being chronic leg
ulcers,6 and the greatest share of chronic wounds being
venous aetiology.92

This review reveals that no considerable differences
have been found in the social participation of patients
with different types of ulcers. Consistent results across
the studies were that the main source of social contact
was the family, who also provided wound care and
relieved the patients from housework activities. Relation-
ships with family members and friends were often close,

but patients also feared to bother others. Patients often
had to quit or rearrange previously conducted activities
and only few reported newly uptaken activities. Accord-
ingly, direct and indirect consequences of the chronic
wound led to reduced social interactions and partly even
caused social isolation. An inconsistent picture was seen
regarding which sociodemographic, clinical, or psycho-
logical characteristics are associated with patients' social
participation.

The importance of family members and spouses
found in the included studies aligns with previous find-
ings stating that family members and spouses are impor-
tant caregivers and care coordinators for patients with
various diseases (eg, stroke, musculosketeal diseases,
depression).93 In their role as caregivers, relatives can
facilitate patient-centred care.94 However, the great share
of care provided by informal caregivers can also lead to
high burden for relatives.95 Therefore, it is important not
to overlook this specific target group and to provide inter-
ventions to provide help, which has already shown posi-
tive effects for informal caregivers of patients with
dementia and cancer.96

The fact that only a small number of extrafamilial
relationships was detected, but that those existing were
often close and of non-judgemental nature, emphasises
the importance to study not only the quantity of social
contacts. Accordingly, Victor et al97 reasoned that in
the general population of older adults, the number of
social contacts alone does not explain feelings of lone-
liness but that the individuals' experiences and under-
standings need to be investigated qualitatively. Despite
the close relationships reported in the articles, some
patients expressed a tendency to avoid bothering
others. Together with direct consequences of the
wound (eg, exudate, odour, pain, immobility, time-
consuming treatment), this may lead to restrictions in
various activities as well as withdrawal from social
interaction, and hence promote the risk of self-
isolation and feelings of loneliness.

Besides family and friends, the unique relationship
with professional healthcare providers (especially
nurses) needs to be acknowledged. This relationship
can go beyond the provision of wound care and
become a resource of emotional support. For such a
relationship to develop, it needs continuity in care and
a collaborative relation between patient and provider.
Additionally, continuity in and confidence with profes-
sional care may prevent patients from terminating pro-
fessional care and from starting self-treatment. One
third of self-treating wound patients were found to do
so98 (eg, for reasons of unavailability of the familiar
care provider, differing ideas about the treatment
across different care providers, inconvenience of
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professional care). Other reasons for self-treatment
were the wish to be independent, the wish to conduct
treatment at the desired time, or the costs caused by
professional care. At the same time, this study98 found
that few patients were educated or trained for self-
treatment, and that debridement was rarely conducted
in self-performed wound care. This calls for a well-
designed educational programme for self-treating
patients. The same accounts for informal caregivers,
who often bear a large share of the wound care, but
may still lack important knowledge and skills required
for providing safe care.99 On the contrary, a close rela-
tion to the nurse may also lead to the phenomenon of
social ulcers.26 This describes the patient's wish of the
wound not to heal in order to maintain the social con-
tact with the care provider and is probably particularly
relevant for the patients with the lowest number of
social contacts.

The major strength of this review is that, to our
knowledge, it is the first study comparing social partici-
pation of patients across different types of chronic
wounds. Based on the current state of research, no differ-
ences between types of chronic wounds could be detected
regarding any aspect of social participation. Nevertheless,
some limitations should be considered. To make results
comparable, we assigned the content of each article to
dimensions as used in the model of Douglas et al,16

irrespective of the actual wording in the article. This
model focuses on older adults and, hence, does not con-
sider the working situation, which might be an important
source of social participation for younger people. We,
therefore, assigned findings on the working situation to
the aspect of (informal) social participation. Furthermore,
the number of eligible articles differs with regard to the
wound type and the aspect of social participation, which
may limit the explanatory power. Additionally, the search
revealed a mostly moderate methodological quality, espe-
cially in quantitative studies. Also, a large share of the
relevant articles presents data from studies conducted in
the United Kingdom. A reason for this might be the
academisation of nursing, which is more advanced in the
United Kingdom than in other countries.100

Considering the positive effect social participation has
on the individual's health, particularly older people,101-103

it should receive more attention in clinical practice and
public health. This includes the assessment of social sup-
port and the possibility to engage in social interactions as
part of clinical care. For routine assessments in clinical
care, a validated, short, and feasible, yet sufficiently com-
prehensive questionnaire would be needed.

A possibility to enhance social participation in
patients with chronic wounds would be to strengthen the
concept of Leg Clubs. Especially regarding patients' social

interactions, Leg Clubs have shown positive impacts.104

It might be promising to open the concept also for
patients with other chronic wound aetiologies because
patients' experiences barely differ, as found in this
review. Following the approach in the United Kingdom,
Leg Clubs have already been initiated in Australia and
Germany.88 However, differences between healthcare
systems might impair the transferability of this con-
cept.104 For example, one Leg Club, which has been initi-
ated in the German city of Munich, is located in a
general practitioner's office and requires the physician to
prescribe treatment; the project is based on the engage-
ment of volunteers as it is not funded by German sick
funds.105

In routine care, social participation should receive
increased attention both as a trigger of burden and as an
outcome of therapy. For this, the patients' individual goal
setting should be recognised and targeted with an indi-
vidual treatment plan. One way to assess treatment goals
of patients with chronic wounds is to use the Patient Ben-
efit Index,106 which also covers aspects of patients'
social life.

This review revealed a high number of qualitative
studies. Quantitative studies were not only less numerous
but also of moderate quality only. In future research,
emphasis should be placed on high-quality quantitative
studies that include control groups of people without
wounds. Nevertheless, the assessment of social participa-
tion should not be restricted to counting contacts and
activities but should also consider the patients' perception
of and confidence with aspects of their social lives, rather
calling for mixed-methods studies. Following the finding
that social participation is similar across different types
of wounds, studies do not need to be restricted on one
single wound aetiology but may investigate the social
participation of different patients with diverse aetiologies
simultaneously.
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