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Introduction

There is growing awareness that an individual’s perspec-
tive on health and illness represents an important aspect 
of total healthcare. Increasingly, the person’s experience 

plays a significant role in helping professionals adapt their care 
to the needs of the individual. Healthcare providers are in-
creasingly formalizing the way in which this information is 
reported using patient-reported outcome measures (PROMs).1 
These measures provide a way in which professionals can 
gain insight into how patients perceive their conditions and 
the impact their conditions have on the quality of their lives, 
as well as monitor the impact of different treatments on life 
quality. This information will help the clinicians of the future 
deliver individualized care that focuses not only on healing 
the wound, but also on optimizing the quality of life of the 
person with a wound and his or her circle of care.

There have been substantial changes in this field over the 
past 10–15 years as researchers and clinicians have worked to-
gether to build on earlier work that described patient experi-
ences while living with acute or chronic wounds. This funda-
mental work has led to the increased availability of tools for 
use in research and clinical contexts that allow us to measure 
improvements in this area. For example, in the United States, 
the Centers for Medicare & Medicaid Services (CMS) now 
require that residents in long-term care facilities be inter-
viewed about their quality of life as part of the Minimum Data 
Set (MDS) 3.0 regulatory process. Every facility is required to 
capture person-centered concerns on an ongoing basis and 
to connect them to the care planning process. Few clinicians 
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would disagree that the presence of a wound has 
a great impact on the individual. This chapter will 
outline key considerations in defining health-
related quality of life and using robust tools to 
measure this outcome and outline the importance 
of qualitative work in reviewing the life quality 
of patients with nonhealing wounds. We will pro-
vide examples of ways in which consideration for  
quality-of-life issues for the person with a wound 
and his or her circle of care can be built into rou-
tine clinical care.

What is Quality of Life?
The term quality of life first appeared in the 

United States in the 1950s as a slogan to represent 
“the good life” and was featured during the next 
decade in European political discussions. More re-
cently, however, it has become part of a holistic 
view of the individual within healthcare systems. 
Quality of life is a broad concept that reflects an 
individual’s perspective on the level of life satisfac-
tion experienced in a variety of situations, includ-
ing housing, recreation, and environmental condi-
tions. In this way, it is a subjective measure that is 
affected by factors well beyond health status. 

Consequently, most authors since the 1980s 
have restricted their definitions to health-related 
quality of life (HRQoL) outcomes, referring to 
the impact of health and illness on physical and 
social functioning and psychological well-being. 
In the 1990s, HRQoL assessments were further 
refined and aimed to capture data on both ob-
jective functioning and subjective well-being. This 
approach tackles the controversy over the relative 
importance of these two aspects of this concept 
while acknowledging the patient’s experience of 
disease and treatment as a central component of 
healthcare and healthcare research.2,3

HRQoL is a complex multidimensional con-
cept that reflects the total impact of health and 
illness on the individual. However, many studies 
infer improvements in HRQoL from change in 
a single clinical parameter, usually pain. While all 
those involved in wound care would acknowledge 
the profound impact pain can have on an individ-
ual, it is important to note that pain and HRQoL 
are not equivalent concepts. Just as a clinician will 
require information on a range of physiological 
parameters before making a diagnosis, so, too, is 
information on a range of dimensions needed be-

fore statements can be made about the HRQoL 
status of an individual.4 

PROMs include a range of validated tools that 
are designed to measure either a person’s percep-
tion of his or her general health or in relation to 
a specific disease or conditions (eg, pain, chronic 
wound). HRQoL tools come into this category: 
HRQoL is measured using robust, validated ques-
tionnaires where people rate their health in re-
sponse to individual items. These tools may be a 
generic measure of HRQoL when the questions 
are related to general health, allowing for HRQoL 
comparisons to be made across a range of health 
states, or condition-specific measures, where tools 
have been developed to assess the impact of a 
particular condition or illness. Condition-specific 
tools are often more sensitive to change in a per-
son’s condition over time (eg, improvement to-
ward healing) as the individual items included in 
the questionnaire have been developed from the 
experiences of people who have lived with that 
particular condition. However, generic HRQoL 
tools allow the health state of a person with a 
chronic wound to be compared with any other 
health state, for example, a person with a fractured 
femur — such comparative data can be important 
when planning resource allocation and the provi-
sion of services.

However, important qualitative approaches also 
are used to ensure that the rich data that emerges 
from this approach can capture the detail of the 
everyday life experiences of people with chronic 
wounds, such as the social stigma, guilt, and shame 
associated with living with a malignant wound.5,6 
Work in this area has shown that an improvement 
in daily life quality is an important health outcome 
that may, in the short term, affect a person’s mo-
tivation to continue with treatment in the long 
term and so improve clinical outcomes.7 Research 
into the life quality of people with wounds using 
qualitative approaches is just as important as quan-
titative research in informing our clinical practice 
so that wound care outcomes can be optimized.

Why Measure HRQoL?
Improved HRQoL for people has become in-

creasingly recognized as an important outcome 
measure for a range of interventions and particu-
larly important for people with chronic conditions 
or those receiving palliative care. The importance 
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of the measure can be grouped under 3 head-
ings: clinical practice, research, and audit/quality 
improvement-quality assurance.

Clinical practice. During routine clinical 
practice, healthcare professionals intuitively take 
into account life quality issues when making clini-
cal decisions. Robust quality data in this area will 
help formalize some of these decisions. HRQoL 
data may be particularly relevant when expen-
sive or hazardous options need to be considered 
for those patients not healing using conventional 
treatment. With the increasing costs associated 
with patient care, HRQoL may be a useful mea-
sure for allocating finances to patient care. There 
is, as yet, no “gold standard” to measure cost ef-
fectiveness or to analyze costs, but at some point 
in the development of appropriate formulae, the 
“human” cost needs to be considered. On the in-
dividual level, considerations about treatment op-
tions may be influenced by those aspects of living 
with a wound that have the greatest impact on 
the person, while at the population level, HRQoL 
data are generally considered as valid indicators of 
service needs and intervention outcomes.

Research. HRQoL data may prove to be use-
ful as an additional outcome measure for research 
in wound care, as an alternative to “days to heal-
ing” (particularly for those patients where heal-
ing is not a realistic option), or as an additional 
measure of efficacy of the clinical treatment plan. 
In some areas, HRQoL has become an accepted 
endpoint in clinical trials, particularly when com-
paring treatments with similar or no impact on 
disease progression or survival.8 The development 
of new therapies, particularly those using new 
technologies, should include HRQoL data: enor-
mous amounts of time could be devoted to the 
development of a new technique only to find that 
it is not acceptable to patients (eg, because of side 
effects like burning or stinging). 

Audit/quality improvement-quality as-
surance. HRQoL data may be extremely useful 
within audits or quality improvement or quality 
assurance programs to demonstrate effectiveness 
and as a means of measuring change. Certainly, the 
work within this area could eventually allow us to 
provide a patient-based view of the service and 
treatment provided. Measuring HRQoL can help 
identify the burden of disease and disabilities and 
help countries monitor health objectives (eg, iden-

tify subgroups with poor perceived health in or-
der to guide service interventions).9 HRQoL data 
may be particularly important for planning servic-
es for the elderly in an era when life expectancy 
is increasing, given the expectation for improving 
both the number and quality of life years despite 
the consequences of the normal aging process.9

Quality of Life and Pressure Ulcers
Compared to other wound types, there is lim-

ited empirical evidence for the impact of pressure 
ulcers on HRQoL, although a systematic review10 
in 2009 included 31 studies with 2,463 patients. 
These studies included 10 qualitative studies (de-
scribed as “good quality” studies) on life quality 
and 21 quantitative studies (described as “poor 
quality” studies) across a range of patients, includ-
ing frail elderly and those with spinal-cord injury. 
Collectively, these studies cover 11 key themes that 
cover a range of issues from physical restrictions, 
social isolation, the impact of wound symptoms, 
body image, and self-concept, as well as the impor-
tance of the relationship between the patient and 
the healthcare provider. The major issues raised 
related to severe wound pain and the concern 
that healthcare providers did not listen to patient 
concerns, particularly in relation to responding to 
early warning symptoms of deterioration.

The age range of patients included in this re-
view and the range of conditions included make it 
difficult to assess whether the issues raised by those 
with spinal-cord injury are the same as those who 
are elderly. Many of those who develop pressure 
ulcers are elderly and frail with profound mobility 
problems and a wide range of additional concomi-
tant disorders. Such patients are often unable to 
complete self-ratings of HRQoL due to impair-
ment in cognitive functioning, so qualitative stud-
ies are more likely to capture the extent of their 
experiences, while high-quality, large scale studies 
using validated tools are still urgently needed.

While the sociological and psychological histo-
ries of the patient are deemed important aspects of 
patients’ assessment, it is clear that the majority of 
work in this area focuses on symptom control (eg, 
pain at dressing change) or overall patient discom-
fort.11,12 The need for detailed research work in this 
area is paramount, and clinicians and researchers 
must tackle and address the methodological diffi-
culties inherent in conducting research in this area.
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Clinical Application 
Using HRQoL measures to drive the wound care 

plan of care. Many of the issues raised by those with 
pressure ulcers can be approached with good communica-
tion between the patient and healthcare provider. Activi-
ties, such as attentive listening, responding to the patient’s 
needs for information, and reacting proactively to patient 
concerns, can help to build a strong relationship around 
managing wound symptoms in a way that the patient 
feels supported and a partner in his or her own care.

HRQoL measures that can drive the pressure ulcer 
plan of care include:

•  Attention to the person’s pressure ulcer-related  
concerns/complaints, especially wound pain

•  Timely assessment of changes in pressure ulcer  
status/deterioration

•  Appreciation for the person’s psychosocial concerns
•  Attention to the individual’s mobility problems and 
other comorbidities.

Quality of Life and Diabetic Foot 
Ulceration

While the literature contains many references to 
the devastating effects of diabetic foot wounds for 
the person with diabetes, the literature specifically 
on HRQoL has taken longer to emerge. However, 
recent studies have shown that the emotional sta-
tus of the person at the time when the first diabet-
ic ulcer appears can have long-term consequences 
for the individual, as a 5-year follow-up study has 
shown a 2-fold increase in mortality for those with 
depressive symptoms at initial presentation.13

Research work using generic questionnaires 
to measure HRQoL have indicated that people 
with diabetic foot ulcers have a significantly poorer 
quality of life than those with diabetes but no foot 
ulcers. For example, in a cross-sectional study in 
Norway14 with 127 adults with diabetic foot ulcers 
compared with 221 patients with diabetes but no 
ulcers and 5,903 controls from the general popula-
tion, Ribu and colleagues demonstrated that those 
with foot ulcers had statistically significantly poor-
er HRQoL when measured using the Short Form 
36 (SF-36) — with particular restrictions in physi-
cal functioning that limited their abilities in activi-
ties of daily living. These findings were confirmed 
in a longitudinal study from the same group who 
followed these patients for 1 year. HRQoL scores 
improved significantly for those patients whose 
ulcers went on to heal.15 Data from Spain16 also 

support the finding that having a diabetic foot ul-
cer reduces HRQoL; a study of 258 people with 
diabetes but no foot ulceration compared with 
163 people with diabetes-related foot ulcers indi-
cated a statistically poorer HRQoL when an ulcer 
is present using the SF-36. The study also showed 
that neuropathy, amputation history, and poor 
metabolic control were all associated with poorer 
quality of life. Data from Brazil also indicate this 
pattern of poorer HRQoL in those with active 
ulceration, although the study showed no differ-
ence in self-esteem scores.17

The impact of wound healing on quality of 
life was confirmed by an American study (N = 
253) that showed a 5- to 6-point deterioration 
in the mental component of the SF-36 for those 
whose diabetic foot ulcers did not heal over an 
18-month period.18 Similar patterns were ob-
served in a Swedish study (N = 75) that showed 
mental health summary scores, social functioning, 
and limits on daily living through physical and 
emotional limitations were significantly higher 
in those who went on to heal over a 12-month 
period, again using SF-36.19 However, a British 
multicenter study of 317 patients20 with diabetic 
foot ulcers found no statistical differences between 
those who had healed ulcers and those with on-
going ulceration/withdrawn at either 12 or 24 
weeks using the SF-36. The researchers were able 
to demonstrate a statistically significant difference 
in physical functioning and well-being in those 
who were healed at both 12 and 24 weeks and a 
difference also in social functioning at 24 weeks 
alone when a condition-specific tool, the Cardiff 
Wound Impact Schedule or CWIS, was used. 

The CWIS has been shown to be a valid and re-
liable condition-specific tool for chronic wounds 
on the lower limb. This tool has been recommend-
ed as a research outcome measure when evaluated 
for use in people with diabetic foot ulcers.21 This 
is just one of a number of condition-specific tools 
that can be used to assess HRQoL in this group. A 
review of all the available tools is outside the scope 
of this chapter, but those interested in finding out 
more about the range of tools available should re-
fer to a systematic review by Hogg et al.22

Studies on the life quality of people with dia-
betic foot ulceration have emphasized that this is 
a life of fear, mainly of amputation but also infec-
tion, with wound pain being an underestimated 
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problem in this group.23,24 Qualitative studies have 
shown that the presence of a diabetic foot ulcer is 
“inconvenient” and “burdensome,” with the fear 
of amputation precipitating anxiety and stress.25 

For people with diabetes, ongoing experiences of 
pain affected the ability to sleep and impacted mo-
bility and social life. These people also described 
feelings of depression, isolation, and loss of inde-
pendence.26 Patients with unhealed ulcers were 
frustrated with healing and had anxiety about the 
wound, reported problems with a range of activi-
ties of daily living, had problems with footwear, 
and complained of a limited social life.27 One 
qualitative study indicated that both the ulcer and 
the treatment for the ulcer restricted mobility and 
independence, leading to feelings of anger, fear, 
depression, helplessness, and boredom, and also 
showed that podiatrists were aware of the negative 
impact of ulceration on their patients’ lives but felt 
they lacked the skills necessary to deal with their 
patients’ emotional needs.28

Nearly 20 years ago, Williams29 noted the se-
verity of a situation in which we did not have 
quantitative information on the impact of foot 
disorders on quality-of-life dimensions and stated, 
“The lack of such information must rank as the 
most serious deficiency in our current knowledge 
of the impact of these disorders.” Considerable 
steps were taken during that time to address the 
situation, with both qualitative data on life quality 
and quantitative data on HRQoL collected from 
a range of countries using a range of methods, all 
indicating the profound impact that diabetic foot 
ulceration has on patients. A greater understanding 
of these issues should help us tailor clinical practice 
to assist patients while they live with ulceration 
and work to adopt positive foot self-care as a pre-
ventive measure against further deterioration.

Clinical Application 
Be aware of the potential for unrecognized pain in 

this group and consider the frustrations that patients may 
experience during the long road to healing and the life-
time of changes that will be needed to prevent recurrence. 
Using an holistic approach will help to pick up on the 
anxieties and stress that patients may feel and consider 
approaches, such as motivational interviewing, to assist in 
behavior change.30 

HRQoL measures that can drive the diabetic foot ul-
cer plan of care include:

•  Attention to the person’s diabetic foot ulcer-related 
concerns, including pain

•  Empathy for the person’s change in mobility and 
functioning (activities of daily living), sleep, and so-
cial functioning

•  Appreciation of any signs and symptoms of anxiety, 
stress, or depression

•  Assessment of concerns related to amputation and 
infection.

Quality of Life and Chronic Leg 
Ulceration

There is probably more data on quality-of-
life issues and patients with leg ulceration than 
any other wound type due to the qualitative and 
quantitative work undertaken in the early 1990s. A 
synthesis analysis31 in 2007 included 12 qualitative 
studies from the United States, Australia, Sweden, 
and the United Kingdom that identified 5 com-
mon themes: physical effects of leg ulceration, de-
scribing the leg ulcer journey, patient-professional 
relationships, cost of a leg ulcer, and psychological 
impact. Using software designed for the synthesis 
of qualitative research by the Joanna Briggs In-
stitute,32 the synthesis31 clearly demonstrated that 
living with the physical symptoms associated with 
an open, chronic wound dominated the data from 
all 12 studies. These physical symptoms included 
pain, odor, itch, leakage, and infection. The syn-
thesis also demonstrated how many patients had 
initially been guided by their own health beliefs 
and aided by family members before accepting 
that the wound was not a “simple scratch” and 
that professional help was needed. The relationship 
with the professional was described in both posi-
tive and negative ways. Positive themes associated 
with the relationship focused on therapeutic value, 
providing continuity of care, providing strategies 
to cope with a chronic condition, and — when-
ever possible — aiding patients in regaining con-
trol of their lives. The negative comments from the 
data included disputes between patients and their 
health professionals and patients being given con-
flicting advice. Across a number of studies (n = 8), 
patients perceived a lack of time, trust, empathy, 
and understanding — patients felt they were not 
listened to, and dissatisfaction with treatment was 
highlighted.

Although not all studies included in the syn-
thesis31 focused on psychological problems, many 
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patients reported feelings of embarrassment as-
sociated with the leg ulcer, the negative impact 
on body image, fear of amputation, negative self-
esteem, anger, depression (in some cases linked to 
suicidal thoughts), and a general sense of identity 
loss (as the wound dominated their lives). 

The authors concluded that many professionals 
work to a code of practice whereby the emphasis 
is on the route to healing, with the assumption that 
a healed wound will improve quality of life. How-
ever, they also noted that aiming for healing may 
not be the most appropriate route for those with 
large, hard-to-heal wounds or those whose wound 
duration is extensive, as this may “initiate a spiral 
of hopelessness.”

A more recent review that only included 8 
qualitative studies33 (focusing on venous leg ul-
ceration) confirmed that physical symptoms, espe-
cially pain, dominate everyday living with mobil-
ity, sleep disruption, exudate, and odor all causing 
significant problems. The authors also commended 
qualitative studies for their ability to provide in-
sight into the lives of people with chronic wounds.

Integrative reviews that included both qualita-
tive and quantitative studies34,35 looking at quality-
of-life issues for people with venous leg ulceration 
also have concluded that the impact of living 
with a chronic ulcer is profound, with individu-
als reporting more pain, more restrictions on their 
physical and social lives, and poorer sense of well-
being compared to controls. Together, these data 
suggest that regardless of methodology, theoretical 
philosophy, or study location, the findings are in-
creasingly confirmative that the impact on people 
is extensive, and we, as health professionals, now 
have to investigate ways in which we can deliver 
care that addresses these concerns.

Two recent reviews focused on the different 
tools that have been used to conduct quantita-
tive studies of HRQoL,35,36 including both ge-
neric and condition-specific questionnaires. The 
reviews demonstrated that many researchers still 
question the relevance of using generic tools 
(those designed to be used with any health con-
dition), as the resulting data make it difficult to 
attribute HRQoL scores to leg ulceration rather 
than any other comorbidity that may be present. 
Both reviews also described the growing number 
of condition-specific tools that are available and 
have been developed based on the experiences of 

people with chronic wounds. These reviews con-
cluded that many tools have been able to dem-
onstrate acceptable levels of reliability, validity, and 
discrimination between healed and active ulcer-
ation. Some are available in several languages, and 
some are still in the early stages of development. 
Researchers have concluded that at this stage in 
the development of these relatively new tools, it 
may be wise to use both a generic and condition-
specific tool in clinical trials.37 HRQoL work with 
condition-specific tools may still be in its infancy, 
but we must endeavor to investigate the specific 
impact of wounds on the individual if we are to 
truly understand the condition from the perspec-
tive of the person. Those interested in finding out 
more about specific tools will find relevant details 
in these reviews.35,36

Clinical Application
The data strongly suggest that patients’ experiences of 

living with wounds are dominated by symptom manage-
ment, with all studies showing that the wound and its 
treatment have a profound effect on quality of life. Nurses 
predominate in the care of these patients, and where that 
relationship works well, the benefits to the patients are 
substantial. Unfortunately, not all relationships work so 
well, indicating a need for more training and education 
around quality-of-life issues as the patient’s needs go 
far beyond the routine treatment of wounds. The data 
suggest that a holistic approach to assessment is impor-
tant and that patients and professionals need to build 
relationships based on mutual trust and respect if the 
patient’s overall experience is to improve.

HRQoL measures that can drive the venous ulcer 
plan of care include:

•  Attention to the person’s venous ulcer-related con-
cerns, including symptoms, body image changes, and 
other psychosocial concerns

•  Appreciation for the person’s change in mobility and 
functioning (activities of daily living), sleep, and so-
cial functioning

•  Regular review of patient concerns through active 
listening.

Conclusion
Formal HRQoL assessment in patients with 

chronic wounds is relatively new, with investigators 
using a range of methodologies and measures with 
this patient population. Many of the studies are 
cross-sectional in design and descriptive in nature, 
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indicating that there is still a large amount of basic 
theoretical and empirical work yet to be complet-
ed despite the huge progress that has been made 
in recent years. Compared to trials in other patient 
populations (eg, cancers, AIDS, asthma), relatively 
few randomized, controlled, chronic wound trials 
have included HRQoL data, although some stud-
ies are now including such measures as secondary 
outcomes.8 Yet, anyone who spends even a short 
amount of time with a frail elderly patient who is 
house-bound with large wounds on both legs can-
not help but be moved to appreciate the impact of 
living with that condition on everyday life. Atten-
tion to and appreciation for a person’s HRQoL 
concerns should drive the individual’s wound care 
plan of care.

The challenge for the future is to ensure that 
we pay as much attention to HRQoL and life 
quality as we do to other important clinical pa-
rameters and start to build new ways of delivering 
care that ensure that we keep patients’ well-being 
as our central focus. The data are now consistent-
ly showing us that the quality of life of patients 
with chronic wounds is very poor — regardless 
of where the study has been conducted, whether 
qualitative or quantitative approaches have been 
used, or the sector within which the healthcare 
was provided. We now need to go beyond describ-
ing the situation and consider ways in which we 

can work in partnership to ensure we provide op-
timal care and work for the best possible outcomes 
for people with wounds, including an improve-
ment in their sense of well-being.38

Self-Assessment Questions
1.  Why is assessing HRQoL important?

A.  Patients like to talk to us about their lives
B.  Government tells us to assess everything
C.  Clinical, research, audit/quality reasons ex-

ist that can lead to improved outcomes 
D.  Clinicians do it routinely, so there is no 

need to assess HRQoL

2.  What sort of tool would you use to assess 
HRQoL in a way that you could compare it for 
different groups of patients?

A.  Condition-specific tools
B.  Generic tools
C.  Qualitative methods
D.  Ask the clinician

3.  If you wanted to find out more about the life 
quality of your patients, which approach would 
you take?

A.  Condition-specific tools
B.  Generic tools
C.  Qualitative methods
D.  Ask the clinician

Answers: 1–C, 2–B, 3–C
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