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methods, breast cancer survivors who
have lymphedema continue to say that
their quality of life (QOL) is poorer than it
was before they developed lymphedema.
They also express frustration that few
healthcare providers seem to understand
the difficulties patients encounter
because of lymphedema and that these
same healthcare providers often avoid
talking to them about lymphedema and
the problems associated with it because
they don't know what to do about it.

A review of current scientific literature
reveals that there is, indeed, a difference
in level of QOL experienced by breast
cancer survivors with lymphedema when
compared to QOL of breast cancer
survivors without lymphedema.

Additionally, in a study completed in
2003 by Ridner, when measured by three
different quality of life tools, breast cancer
survivors with lymphedema scored
significantly lower in QOL than did breast
cancer survivors without lymphedema.
This poorer QOL was present both in
women who had undergone lymph-
edema treatment and were completing
at-home self-care and in those women
who had undergone lymphedema
treatment, but had discontinued most
recommended at-home self-care
activities.

Why does this quality of life change
happen to breast cancer survivors who
develop lymphedema? Why does therapy
for limb volume reduction and at-home
self-care not appear to return these
women to previously enjoyed levels of
quality of life? Is this long-term change in
QOL related to the chronic nature of
lymphedema and/or the burdensome
arm seif-care activities that are necessary
for the rest of their lives? Or do other
factors contribute to this problem?

This article will provide research-based
information about symptoms (patient
reported problems that indicate a change
from normal levels of functioning, sensa-
tion, or appearance) and possible
co-morbid (co-existing) conditions that
may continue to influence the QOL

experienced by breast cancer survivors
with lymphedema after limb volume
reduction treatment.

Symptoms

Treatment-related outcomes and
symptoms other than limb size reduction
have been evaluated in lymphedema
studies in the past few years to evaluate
effectiveness of various types of lymph-
edema therapy provided to breast cancer
survivors from CDT to pumps. Typically,
physical symptoms such as aches, pain,
tightness, burning pain, cramps, discom-
fort, heaviness, general mobility, grip and
muscle strength were evaluated. Psycho-
logical/emotional symptoms such as
altered body image, feelings of abandon-
ment by healthcare professionals,
depression and psychological distress
also have been assessed in some
studies. In many studies, these symptoms
improved either temporarily or not at all
following various types of lymphedema
treatments, and poorer general health
and poorer adjustment to iliness have
been documented in breast cancer
survivors with lymphedema (Andersen et
al. 2000; Carter, 1997; Casley-Smith et
al., 1993: Cluzan et al., 1996; Johansson
et al., 1998; Mirolo et al., 1995; Piller &
Thelander, 1998; Tobin et al., 1993;
Velanovick & Szynaski, 1999; Woods,
1993). Because most of these studies did
not compare symptoms in breast cancer
survivors with and without lymphedema,
it remained unclear as to whether or not
these problems were related to lymph-
edema or to the breast cancer treatment
itself.

In 2003, Ridner conducted a study that
compared symptoms/problems and QOL
experienced by breast cancer survivors
with lymphedema to those experienced
by breast cancer survivors without breast
cancer-related lymphedema. A total of
128 breast cancer survivors took part in
the study: 64 women with breast cancer
treatment-related lymphedema and 64
women without breast cancer treatment-
related lymphedema. Differences in QOL
and symptoms/ problems were clearly
identified. QOL was significantly poarer in

those with lymphedema. Physical symp-
toms that were statistically significant
(p<.01) in breast cancer survivors with
treatment-related lymphedema included
alteration in limb sensation (heaviness,
tightness, aching, burning, swelling, hard-
ness, stabbing, and pins and needles),
decreased physical activity and fatigue.
Emotional symptoms included loss of
confidence in body and psychological
distress. Additionally, when participants in
this study were asked to write about
problems they experienced because of
their lymphedema, other problems
emerged. Many commented that the
swollen arm made it hard to sleep, I
can't sleep. It wakes me up at night."
Others discussed self-imposed limitations
such as giving up their favorite recre-
ational activities. Several were fearful they
would further injure their arms, “l am
afraid to participate in softball for fear of
injuring my arm.” Problems with everyday
activities such as wearing clothes and
jewelry were also discussed, "Wedding
rings are very tight,” or, "Regular clothes
sometimes do not fit over my arm.”

These findings indicate that multiple
stressful physical and psychological
symptoms exist in breast cancer survivors
with lymphedema and that treatment
designed solely to reduce limb volume
may insufficiently relieve these symptoms.
It is not hard to understand why women
who have odd sensations in their arms,
fear further injury of the swollen arm,
become less active and can no longer
wear their previous clothes or jewelry,
may experience a decline in QOL.

Co-Morbid Conditions

Obesity is thought to be both a risk
factor for developing lymphedema after
breast cancer treatment and a compli-
cating factor in long-term management of
the condition. In 1974, a group of scien-
tists reviewed medical records of 1,551
breast cancer patients treated between
1940 and 1965 (Say & Donegan, 1974);
they found individuals with a body weight
over 200 pounds were more likely to have
postoperative arm swelling than those
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