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Health-related quality of life
with lymphoedema: a review
of the literature
Philip A Morgan, Peter J Franks, Christine J Moffatt

Morgan PA, Franks PJ, Moffatt CJ. Health-related quality of life with lymphoedema: a review of the literature. Int
Wound J 2005;2:47—62.

ABSTRACT
This article reviews qualitative and quantitative studies that evaluate health-related quality of life (HRQoL) in
lymphoedema. Qualitative studies reveal a number of factors that can affect HRQoL. These include a lack of
understanding of lymphoedema by health professionals and poor information provided to patients. Emotional
responses include shock, fear, annoyance, frustration and negative body image. Treatment can be costly in terms
of time and disruption to lifestyle. Quantitative studies show that patients with lymphoedema experience greater
levels of functional impairment, poorer psychological adjustment, anxiety and depression than the general
population. Increased limb volume is poorly related to the impact of lymphoedema on the patient. Factors
leading to deficits in quality of life include the frequency of acute inflammatory episodes, the presence of pain,
skin quality, lymphoedema in the dominant hand and reduced limb mobility. There is some evidence that the
adoption of patient-centred guidelines can improve quality of life in patients with breast-cancer-related
lymphoedema. HRQoL is an important outcome in the management of patients with lymphoedema. Further
studies must examine how lymphoedema impacts on patients other than those with breast-cancer-related
lymphoedema and the consequences to patients of different approaches to care.

Key words: Lymphoedema . Patient experience . Physical and psychosocial effects . Quality of life

INTRODUCTION
Lymphoedema is a chronic swelling arising
from the accumulation of protein-rich fluid
that would otherwise drain via the lymphatic
system. It can be grossly disfiguring, and
although it usually affects one or more limbs,
it may involve the trunk, head or genital
area. While it is recognised as a common
complication of cancer and its treatment, for

example in breast cancer (1), it may occur for
other reasons such as trauma (2), parasitic
infection (3) or primary lymphoedema due to
an intrinsic abnormality of the lymphatic sys-
tem (4). A recent prevalence study in the Uni-
ted Kingdom (UK) (5) found lymphoedema,
of various causes, to be more common than
community health care professionals per-
ceived it to be. The study estimates that
0�13% of the general population is likely to
be affected rising to 0�5% in those over 65
years of age, giving an expected number of
patients in the UK in excess of 80 000. In
women with breast cancer, it affects one in
four patients.
The swelling associated with lymphoedema

can range from mild to severe. Untreated, or
under-treated, lymphoedema can result in
skin changes, fibrosis with thickened but fra-
gile tissue, loss of normal sensation, impaired
function, pain, discomfort and a sense of
heaviness in the affected limb (6). The changes
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. a prevalence study estimates that
0�13% of the general population
is likely to be affected

. in the UK in excess of 80,000
individuals suffer from lymphoe-
dema

. the swelling related to lymphoe-
dema ranges from mild to
severe



that take place within the tissues often bring a
susceptibility to inflammation and recurrent
infections known as acute inflammatory epi-
sodes (AIE) (7). There is no cure for lymphoe-
dema, and its management involves the use
of a combination of conservative treatment
methods aimed at improving, and maintaining,
the patient’s quality of life. By definition, the
management of this chronic condition is long-
term, and Ganz (8) points out that treatment
can be difficult and cumbersome and may be
less effective than was perhaps hoped for.
Traditionally, lymphoedema has been

viewed as a relatively unimportant and
untreatable side effect of essential life-saving
treatment for cancer and has been largely
neglected by researchers (9). There is, however,
evidence that this perception is changing and
increasingly lymphoedema is recognised as a
significant and complex problem and can
represent a considerable challenge to a person’s
health-related quality of life (HRQoL) (6,10).
Typically, the evaluation of HRQoL

attempts to capture the impact of health and
illness on a person’s physical and mental well-
being as well as on their ability to function
socially (11). Its importance lies in the shift
away from traditional practitioner-deter-
mined outcome measures (12) to focus on the
patient’s perspective and how both illness and
treatment impact on daily life (13). Equally
important is that quality of life data have the
potential to inform the physical, psycholo-
gical, social, spiritual and financial aspects
of caring (14,15). The aim of this article is to
review what is known about the HRQoL of
people with lymphoedema, to suggest direc-
tions for future research and to identify impli-
cations for the care and management of this
patient group.

METHODS
Information for this review was gathered from
articles referenced through the medical (Med-
Line, EMBase) and nursing (Cinahl) systems
using key words ‘lymphoedema and quality
of life’, ‘chronic oedema and quality of life’,
‘psychosocial and lymphoedema’ and ‘patient
experience and lymphoedema’. Research evi-
dence was categorised into four broad areas:

. Qualitative research

. Development and validation of disease-
specific tools

. Cross-sectional quantitative research

. Longitudinal and outcome research

The criterion for inclusion was, in the case
of quantitative studies, the investigation of
quality of life for people suffering from lymphoe-
dema. Only studies which have the effects
of lymphoedema on quality of life as their
primary focus were considered eligible. For
qualitative studies, the criteria encompassed
research that explored the quality of life of
patients with lymphoedema, the patient
experience of lymphoedema and the psycho-
social implications of the condition. Specific
exclusions were for individual case studies
and studies that referred to quality of life
but which gave no results for its evaluation
or measurement.

REVIEW OF THE LITERATURE

Qualitative research
Qualitative research approaches attempt to
achieve a deeper understanding of the impact
that lymphoedema can have on the lives of
patients. These studies act as a window on
the experience of lymphoedema from the
patient’s perspective and provide powerfully
subjective accounts which can contribute
to more sensitive and effective treatment
and care decisions. Of the six qualitative
studies reviewed, one was conducted in
Australia, three in the UK, one in the United
States of America (USA) and one in Sweden
(Table 1).
In order to gain insight into the depth and

complexity of the problems experienced by
women with breast-cancer-related lymphoe-
dema and to explore changes in perceptions
over time, Woods (16) conducted semi-
structured interviews with 37 women on
referral to a specialist lymphoedema service
and again 6 months later. At the time of refer-
ral, 90% of the women had not received even
basic information about the risk of developing
lymphoedema. As a consequence, the appear-
ance of swelling brought a feeling of shock
and fear that the cancer had returned, or
that something had gone wrong. For some, the
swelling served as a reminder of the cancer and
its treatment.
Coming to terms with their lymphoedema

presented particular challenges and many
expressed thoughts and feelings of annoyance

Quality of life with lymphoedema
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enced through the medical and
nursing systems

. research evidence was cate-
gorised and analysed
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and frustration at the limitations imposed by
the swelling. Negative body image and
reduced self-confidence in their appearance
were major effects forcing many to make a
complete change to their preferred style of
dress. The women in this study also commen-
ted that their self-confidence was negatively
affected by the cumulative effects of see-
mingly harmless comments about their swel-
ling by others. Woods notes that a reduction in
limb volume was linked to a positive trend in
the patient’s perceptions of their lymphoe-
dema. After 6 months of treatment, some
improvement was reported in coming to
terms with the swelling, problems with
clothes and body image and the range of
movement in the swollen arm.
In a study 2 years later, the same author (17)

explored the psychosocial factors that were
significant for a study group of 40 women
with arm swelling related to breast cancer
who were attending an established hospital-
based lymphoedema clinic. Using semi-
structured interviews, they found that for
many women the appearance of the swelling
had been unexpected and rapid, generating
feelings of fear, anger and disappointment.
Lack of awareness of the risk of lymphoedema
and its continuing consequences was com-
monly expressed. Indeed, some thought that
it would be short-lived and that it was an
effect of the cancer treatment and would go
once this phase was over. Adjustment to their
swollen limb and its effects was often
achieved through a process of trial and error.
The depth of feeling associated with such
adjustment, particularly with regard to the
effect of the swelling on outward appearance,
was for some women considerable.
A phenomenological study conducted in

the USA by Carter (18) involved a self-
selected sample of ten women aged between
36 and 75 years who had completed breast
cancer treatment at least 7 years previously
and had lymphoedema for an average of 4
years. Demographic data were collected, and
patients were interviewed twice, 1 week
apart, using semi-structured interviews. Three
dominant themes emerged: abandonment by
medicine, concealing the imperfect image and
living the interrupted life.
In this study, women spoke of the distress

caused by the insensitivity and limited
knowledge about lymphoedema of many

physicians, the conflicting information they
obtained (and the difficulty in obtaining it)
and the paucity of specialist treatment centres.
The time, financial cost, life-style disruption
and difficulty associated with many aspects
of lymphoedema treatment, as well as con-
cerns regarding its efficacy, were identified
as barriers to care and led many to develop
their own treatment regime based on trial and
error. Women in this study varied in their
sensitivity to the appearance of their swollen
arm, but all took measures to conceal what
they saw as an imperfect image. In addition,
managing lymphoedema was, for some
women, more distressing than coping with
the cancer itself and caused them to modify
their personal, work and social life-styles.
Carter (18) argues for sensitive and research-
based care, more treatment centres and user-
friendly treatment programmes to enhance
concordance. She also suggests that women
with lymphoedema would benefit from
psychosocial assessment and support.
The lived experience of cancer-related lym-

phoedema and its psychological impact was
explored by Hare (19) using a grounded
theory approach. In this study, 20 women
were randomly allocated to one of four
focus groups to discuss ‘what it is like to live
with lymphoedema’. Three main categories
emerged: finding information, suffering
silently and counting blessings. Participants
in this study described how receiving inade-
quate information left them unprepared for
the shock of lymphoedema and prolonged
their coming to terms with the condition.
While the dominant strategy for coping with
breast-cancer-related lymphoedema in this
study group was to ‘count one’s blessings’
and to ‘feel lucky to be alive’, the experience
of lymphoedema involved much suffering.
This suffering, often in silence, involved
major life-style changes and feelings of loss,
isolation, sadness, helplessness and anxiety.
A phenomenological study conducted in

Sweden by Johanssen and colleagues (20)
used a critical incident approach to explore
12 working women’s experiences of mild or
moderate lymphoedema following breast
cancer treatment. Their findings indicate that
there are many different practical and psycho-
logical problems related to arm lymphoedema
and many of these echo those in the studies
reviewed here. Two findings are worthy of
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note. The first relates to work outside the
home; heavy work, work that required preci-
sion, including word-processing, or long
periods without rest became difficult or
impossible. Coming to terms with such effects
was problematic for many and was accompa-
nied by feelings of sadness, anger and disap-
pointment. The second is that while the
women appeared to cope well using both
problem-focused and, more commonly, emo-
tion-focused strategies, analysis of critical
incidents of everyday concerns related to
lymphoedema, although few in number, was
entirely negative. Eleven such critical
incidents were identified and included irrita-
tion from the sleeve, slight swelling in the
hand or arm and being told their lymphoe-
dema had increased in volume by 50ml. This
contrasted to critical incidents related to their
cancer which produced both positive and
negative responses. An interpretation put for-
ward is that while the women in this study
appeared to cope well on a day-to-day basis,
lymphoedema and its related problems were
capable of inducing considerable levels of
stress.
The experience of lower limb lymphoedema

following surgery for gynaecological cancer is
documented in a study by Ryan et al. (21), in
which 82 women were interviewed using a
structured interview schedule. Women in this
study describe being unprepared for lower
limb lymphoedema and shocked by its per-
manence and severity. They talk of the con-
siderable delay in finding appropriate help
and having to seek out information and
treatment for themselves. Many considered
the information and treatment they eventually
received to be inadequate and in some cases
inappropriate. Referral to specialist practi-
tioners was slow and protracted, and a large
number of women implemented their own
self-management strategies as a consequence.
For the women in this study, lower limb lym-
phoedema represented a major disruption to
their lives and had an impact on appearance,
mobility, finances and their self-image.

Development and validation of disease-
specific tools
Only one published example of the develop-
ment of a disease-specific tool to evaluate
HRQoL for patients suffering from lymphoe-

dema was identified (Table 2). In 2001,
Launois et al. (22) published their results of the
development of a tool (ULL-27) to assess the
HRQoL for patients with upper limb lym-
phoedema. The ULL-27 was validated in a
sample of 304 patients over a 28-day period.
Data were gathered from a number of sources.
These included volume differences between
the healthy and affected arms, symptom
scales completed from patient interviews,
ULL-27 and SF-36 scales completed by the
patients and the overall opinion of doctors
and patients. Factor analysis isolated 27
items in three dimensions: a physical dimen-
sion (15 items), a psychological dimension
(seven items) and a social withdrawal
dimension (five items). At day 0, the physical
and social withdrawal dimensions of the
ULL-27 were significantly correlated with
the severity of the illness but not the psycho-
logical dimension. Sensitivity between day 0
and day 28 in patients with active disease
was good in all dimensions of the ULL-27.
Trait validity was assessed by correlating the
domains of the ULL-27 with the SF-36, but
no results are given. Of particular note is that
the findings suggest that the volume of the
oedema suffered poorly reflects the impact of
the condition on the patient.

Cross-sectional studies
Thereare fewcross-sectional studies that evalu-
ate the impact of lymphoedema on HRQoL,
and the four studies reviewed here use a vari-
ety of generic tools and methods (Table 3).
For example, Tobin et al. (23) used a battery of
tools to compare the psychological problems
of 50 patients with breast cancer treatment-
related arm swelling with 50 controls follow-
ing breast cancer treatment but without arm
swelling and matched for age, duration since
treatment and type of treatment. Tools used
include a modified Karnofsky scale to assess
functional impairment, the Social Stress and
Support Inventory, a Clinical Interview Sche-
dule, the Hospital Anxiety and Depression
Scale and the Psychological Adjustment to Ill-
ness Scale. Beaulac and colleagues (24) used
the Functional Assessment of
Cancer Therapy— Breast to assess the quality
of life of 151 women with lymphoedema fol-
lowing either axillary lymph node dissection
(ALND) and radiation or mastectomy without
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radiation for early stage breast cancer. The
remaining two studies used the SF-36. Moffatt
et al. (5) compared the SF-36 scores of 228
patients with chronic oedema of a variety of
causes with published normative data, while
Pereira de Godoy and colleagues (25) used the
SF-36 to compare the quality of life of 23
patients with lymphoedema of both upper
and lower limbs with 23 patients without lym-
phoedema. Moffatt et al. (5) also used the
McGill short form pain assessment tool to
assess the pain symptoms experienced by
patients.
Although the use of different tools and

methodologies make comparison across
studies difficult, it is possible to identify a
number of common themes. The evidence
from these cross-sectional studies indicates
that patients with lymphoedema demonstrate
poorer psychological adjustment, greater
functional impairment and increased anxiety
and depression than do patients without lym-
phoedema (5,23—25). Pain and discomfort was
found to be an important factor in the lives of
a significant number of people with lymphoe-
dema (5). Also important is the disruption
lymphoedema and its treatment can cause
to the social, emotional and working lives of
sufferers and the challenges it can place on
relationships within families (5,23—25).

Longitudinal and outcome studies
As with cross-sectional studies, longitudinal
studies have favoured the use of an array of
tools that assess a number of different aspects
of quality of life as outcome measures for a
variety of interventions. Across the eight
studies reviewed here, ten such tools are
used, often in combination, and
in some cases, within complex methodologies
(Table 4). Such variety and complexity, while
in many ways reflecting the essential nature of
lymphoedema, makes comparison between
different research findings difficult. However,
a number of broad as well as more focused
findings can be identified. Broad findings
include (a) the physically and emotionally dis-
abling impact of lymphoedema and its nega-
tive effects on HRQoL following breast
surgery for cancer (ALND) (26), (b) the rela-
tionship between the implementation of evi-
dence-based, patient-centred guidelines for
the management of lymphoedema and

improved HRQoL outcomes (27) and (c) the
positive influence on HRQoL of a planned
combination of intensive treatment, patient
education and ongoing support for self-
management identified in patients as diverse
as those suffering with lymphoedema second-
ary to breast cancer treatment in a modern
health facility in Australia (28) and lymphatic
filariasis in a community with limited
resources in Guyana (29) on their HRQoL.
More focused findings include the identifi-

cation of factors associated with lymphoe-
dema that can lead to deficits in HRQoL.
These include the frequency of AIE (30), the
presence of pain and discomfort (5,31,32), the
condition of the skin (29,32), lymphoedema in
the dominant hand (31) and reduced mobility
of the limb (32). A common finding is that the
volume of swelling, often used as a treatment
outcome, is not correlated with improved
HRQoL (31—33). Equally, Passik et al. (31)
found that adjustment to lymphoedema was
adversely affected by low levels of perceived
social support and reliance on an avoidant
coping style. Poor social support and avoidant
coping were correlated with psychological
and social distress and sexual difficulties and
were associated with a negative impact on
body image and the reporting of significantly
greater pain. They argue that treatment and
management decisions should not only focus
on the severity of lymphoedema based on the
volume of swelling and other clinical signs
but also on a psychosocial assessment.

DISCUSSION
The approaches to evaluate HRQoL reviewed
in this article provide different perspectives
on what is an important measure of the
impact lymphoedema can have on a patient’s
life. Qualitative studies in particular have
explored the lived experience of lymphoe-
dema and add an important dimension to
our understanding of the physical and psy-
chosocial implications of this chronic condi-
tion. From these studies emerge accounts of
patients receiving inadequate information, of
poorly informed health professionals and of
insufficient specialist resources. Patients also
speak of shock, disappointment, anger and
fear at the first appearance of the swelling, of
challenges to their self-image, of the disrup-
tion to their personal, social and vocational
lives and of prolonged periods of adjustment
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. studies showed poorly informed
health professionals and insuffi-
cient specialised resources

. self-image and disruption of
their personal, social and voca-
tional lives are common issues
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to their lymphoedema often achieved, in the
absence of adequate information and support,
by trial and error. They also give accounts of
the costs and difficulty associated with treat-
ment and how managing their lymphoedema
can induce considerable levels of anxiety and
stress.
The evidence from cross-sectional and long-

itudinal studies using generic tools is that
patients with lymphoedema have poorer psy-
chological adjustment, greater deficits in their
ability to function physically and socially and
increased anxiety and depression than do
patients without lymphoedema. These studies
also identify that pain is a more common and
dominant characteristic than is often thought
to be the case. The findings indicate that pain,
the frequency of AIE, poor skin condition,
lymphoedema in the dominant hand and
reduced limb mobility are factors that can
lead to deficits in HRQoL. Equally important
is that the impact of lymphoedema on the
patients and their HRQoL is not necessarily
related to the volume of the swelling,
although one qualitative study has suggested
that it may contribute to more positive percep-
tions in self-image (16). Poor social support
and maladaptive coping styles are associated
with psychological and social distress as well
as with reporting significantly greater pain.
There is some evidence that the implementa-
tion of a coordinated approach to care and
management based on evidence-based,
patient-centred guidelines that include strate-
gies for treatment, patient education and sup-
port for self-management can have a positive
effect on HRQoL.
The studies reviewed in this article are

representative of a growing trend towards
efforts to understand how lymphoedema
affects the lives of patients. However, the
diversity of methodologies and number of
tools used in these studies create problems of
their own. Such a variety of approaches are
used that replication and comparison across
studies is virtually impossible. Clearly,
research that takes this into account would
contribute to the understanding of the impact
of lymphoedema on HRQoL. In addition,
there is a gap in our knowledge regarding
the use of HRQoL as an outcome measure
for interventions and therapies including.
Equally, there is a need for large cross-
sectional studies designed so that compari-

sons can be drawn not only across popula-
tions but also within populations, for
example, comparing the HRQoL of patients
with lymphoedema of upper and lower
limbs and between patients with lymphoe-
dema of different causes including, and espe-
cially, primary lymphoedema.
This review has a number of implications

for practice. It draws attention to the need for
clear, timely and ongoing information and
support for the patient and their relatives
and carers. It points to a need to adopt a
broader definition of the severity of the con-
dition and treatment outcomes that takes into
account the multifaceted nature of lymphoe-
dema. Such a measure would address not
only the volume of swelling but also pain,
skin condition, whether the swelling is in the
dominant hand and the extent of limb move-
ment as well as psychosocial factors such as
psychological morbidity and levels of social
support and coping strategies.

CONCLUSION
Lymphoedema is a chronic, complexandmulti-
faceted condition that has major physical,
psychological and social implications for the
HRQoL of patients. The primary aim of treat-
ment and management is to improve and
maintain HRQoL. If this is to be achieved,
the evidence from this review points to the
importance of having in place a coordinated
approach to treatment and management that
includes patient support. To be effective, such
an approach must be underpinned by a com-
prehensive education programme for health
professionals within an integrated, evidence-
based, patient-centred framework of care.
Clearly, the HRQoL of individuals must be a
key element when evaluating the success of
such approaches in the future.
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