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The Experience of Lower Limb Lymphedema
for Women After Treatment for Gynecologic Cancer

Mary Ryan, RN, BN(Hons), M. Colleen Stainton, RN, BSN, MN, DSN,
Carmel Jaconelli, RN, DipApplScience(Nurs), GradDip(MedSurgNurs),
Sally Watts, RN, Patricia MacKenzie, RN, BA, and Tamar Mansberg, BSc, DipPhysio

Purpose/Objectives: To describe women’s experiences with lower
limb lymphedema to inform both preventive and management clinical
practices.

Design: A retrospective survey.

Setting: The gynecology/oncology unit of a tertiary referral women’s
hospital in Australia.

Sample: 82 women who developed lower limb lymphedema after
surgical and radiation treatment for gynecologic cancers.

Methods: Structured interviews.

Main Research Variahles: Psychosocial and emotional impact,
physical effects, knowledge, support, treatment modalities.

Findings: Women identified changes in appearance and sensation in
the legs and the triggers that both preceded and exacerbated symptoms.
Women described seeking help and receiving inappropriate advice with
as many as three assessments prior to referral to lymphedema special-
ists. Many women implemented self-management strategies. Lower
limb lymphedema had an impact on appearance, mobility, finances, and
self-image.

Conclusions: Increasing longevity after gynecologic oncology treat-
ment requires all practitioners to be aware of known or potential triggers
of lower limb lymphedema and the appropriate referral and management
strategies available. Women at risk need to know early signs and symp-
toms and where to seek early care.

Implications for Nursing: The role of nursing in acute and commu-
nity care of women at risk for developing lower limb lymphedema in-
cludes (a) engaging women in protecting their legs from infection or
trauma pre- and postoperatively, (b) providing nursing care and educa-
tion during the pre- and postoperative phases, and (c) ensuring that
women being discharged are aware of early signs and symptoms of
lower limb lymphedema and how to access qualified, specialized thera-

pists so that early and effective management can be initiated.
A radiation have significantly reduced mortality from

the major cancers of the femal e reproductive system,
thusincreasing longevity. Reducing sequelae that may affect
quality of lifeisan important consideration in contemporary
gynecologic cancer care. Although women may be cured
from these cancers, subsequent morbidity such aslower limb
lymphedema can be debilitating and require intensive, costly
treatment. Few documented studies exist that focus primarily
on this symptom.

Lymphedema s a chronic condition that may develop af-
ter removal of or radiotherapy to lymph nodes. Lymphedema
occurs when the lymphatic system is unable to maintain tis-
sue fluid homeostasis, resulting in accumulation of protein-

dvances in surgical procedures, chemotherapy, and

Key Paints. ..

O Development of lower limb lymphedema erodes women's
sense of full recovery after treatment for gynecologic cancer.

O All healthcare practitioners require more knowledge of early
warning signs and appropriate referral for care of lower limb
lymphedema.

0O Women at risk require predischarge information about the
possibility of developing lower limb lymphedema and where
to seek early and appropriate treatment.

rich lymph fluidsin the interstitial spaces of subcutaneoustis-
sue (Logan, 1995). Lymphedema can lead to distortion of
size, shape, and function of affected extremities.

No standardized guidelines are available for nursing carein
the pre- and postoperative periods for women undergoing gy-
necologic cancer surgery involving lymph node dissection.
Knowledge is needed that will inform a dynamic multidisci-
plinary model of continuous care for those at risk for devel-
oping lower limb lymphedema after gynecologic cancer treat-
ment.

Researchers can only hypothesize that lymphedemain one
or both legs will encroach on awoman’s quality of life and
well-being after an experience with apotentially fatal disease.
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Thisarticle reports on astudy of the experience of lower limb
lymphedema after treatments for gynecol ogic cancersthat was
part of alarger study that also examined the incidence and
prevalence of this condition (Ryan et al., in press).

Previous Research

A review of theliterature revealed a paucity of information
about lower limb lymphedema after gynecologic cancer treat-
ment in contrast to upper limb lymphedema after breast can-
cer treatment. The management of upper limb lymphedemais
not directly transferable to the management of lower limb
lymphedema. The incidence and impact of lower limb
lymphedema have not been studied widely. One study that
observed the incidence and impact of lymphedema of all
women having groin dissection for vulvar cancer during a
one-year period found that 13 of 16 women were symptom-
atic within six weeks after surgery (Abang, de B Lopes,
Regnard, & Monaghan, 1999). The researchers advocated
preventive or early intervention practices for women who had
lymph nodes removed during surgical treatment for vulvar
cancer, but they did not suggest what practices may be effec-
tive. Another study measured theincidence of lymphedemain
54 women after treatment for cancer of the cervix (Werngren-
Elgstrém & Lidman, 1994). Using limb volume measure-
ments and structured interviews, the authors reported that
41% (n = 22) of women developed measurable lower limb
lymphedema, with 22% (n = 12) reporting symptoms. Other
available case reports each described one case of awoman
with lower limb lymphedema, the management, the outcome,
and the suggested best treatment models (Araujo et a., 1997;
Charge, 1995; Matthiesen & Simonsen, 1990).

Measurement

Some researchers claim that the diagnosis of lymphedema
ishampered by alack of quantifiable measurement techniques
(Gerber, 1998). However, women developing lower limb
lymphedema commonly report perceived changes in sensa-
tion, such as a feeling of heaviness in the affected limb(s)
(Abang et a., 1999; Gerber; Green, 1998; Humble, 1995;
Samdani, Lachmann, & Nagler, 2001), and changesinthe size
of the affected limb(s) (Abang et al.).

Current practices to help minimize the incidence of upper
limb lymphedemainclude avoiding injections and blood pres-
sure checksin the at-risk limb (Brennan, 1992; Humble, 1995;
Smith, 1998). However, the practice of avoiding injectionsin
the legs of women who have had treatment for gynecologic
cancersis not awidely documented or accepted practice.

Triggers

Some triggers thought to precipitate upper limb lymphe-
dema have been identified and are used to educate women
about how to prevent or at least minimize severity (Passik &
McDonald, 1998). When lymphedema devel ops, stagnant
fluid in the interstitial spaces can put people at increased risk
for infection. Avoiding injury to the skin and keeping the skin
moisturized are examples of practices that people at risk are
encouraged to adopt. Good skin care is believed to minimize
lower limb lymphedema (Mortimer, 2000), asis avoiding
having the legsin a dependent position for long periods such
as with air travel (Casley-Smith & Casley-Smith, 1996;
Samdani et al., 2001).

Treatment

Current treatment for lymphedema primarily is imple-
mented by lymphedema therapists and involves massage
(Ilymphatic drainage), bandaging, and wearing correctly fitted
compression garments (Klein, Alexander, Wright, Redmond,
& LeGasse, 1988; McElrath & Runowicz, 2000; Samdani et
al., 2001), with variable outcomes. None of these practices
prevents lymphedema. They are aimed at reducing edemaand
associated discomfort.

Experience of Lymphedema

Studies focusing on the experience of having lymphedema
secondary to cancer treatment have identified both physical
and psychosocia concerns (Carter, 1997; Green, 1998; Vel-
anovich & Szymanski, 1999). Carter also reported that
women experienced frustration at the chronic nature of the
condition and dissatisfaction with the lack of knowledge
among healthcare professional s about lymphedemaand man-
agement. Without more evidence, these findings imply that
lower limb lymphedema would have similar effects on
women after treatment for gynecologic cancer.

Purpose

The purpose of this study was to describe the experience
with lower limb lymphedema of women after treatment for
gynecologic cancer from a perspective that would provide
guidance for nursing practice. The aim was to determine the
physical and emotional impact that lower limb lymphedema
has on the lives of women who had gynecologic cancer sur-
gery inalarge, urban, tertiary referral center in Australia.

Methods

A retrospective survey was conducted after ethical approval
from the hospital and area health service. The study took place
inamajor tertiary referral women’s hospital.

Sample

The names and addresses of women who had surgery for
gynecologic cancer within the five-year period (May 1995—
April 2000) were accessed from the gynecol ogic cancer data-
base. Care and consultation took place to exclude women who
were known to have died or who were terminally ill.

A total of 743 invitationsto participate in asurvey of lower
limb swelling and stamped return envel opes were mailed to
women. All women who had major surgery were included to
differentiate those who had and did not have lymph node dis-
section. The letter of invitation consisted of a brief introduc-
tion to and rationale for the study. Each woman was asked to
provide her name, type of surgery, follow-up treatment such
as chemotherapy or radiotherapy, and if she had experienced
any lower limb swelling after surgery. If the answer wasyes,
shewas asked if shewould consent to an interview and assess-
ment of the affected limb(s).

Data Collection

The research team developed the invitation to participate
and the interview guide. The research nurse wastrained inthe
research protocol, which included techniques for conducting
structured interviews. Women were contacted as soon as pos-
sible after consent to be interviewed was received. Appoint-
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ments were made for structured interviews in their homes at
their convenience. For women living long distances from the
hospital, telephone interviews were booked.

Interviews took place in the homes of the women when
possible. The geographic range for home interviews was
about 155 miles. Interviews took place in the homes of 45
women. Telephone interviews were conducted with 35
women who lived out of traveling range. An additional two
interviews took place in the hospital, where one woman was
attending the outpatient clinic and another was an inpatient.
Family members acted as interpreters for three women who
were not fluent in English.

Theinterviews were tape-recorded with the permission of
the women. The questions were designed to determine the
emotional and physical impact that lower limb swelling had
on thelives of women. The interview also sought to establish
what education and information was made available to the
women prior to the development of swelling and how much
time and expense the women devoted to managing what be-
came a chronic condition.

Data Analysis

Content analysis techniques were applied to the interview
data. Single units of behavior within the answersto each of the
questions wereidentified. For example, if awoman said, “The
first thing | noticed was swelling and pain in my legs,” this
comment became two units of behavior: “The first thing |
noticed was swellingin my legs’ and “ Thefirst thing | noticed
was pain in my legs.” This process generated 1,800 units of
behavior that became the data set for analysis.

Lists of units of behavior were generated for each of the
questions and circulated to each member of the research team.
Each member of the research team independently coded the
units into categories. In the case of the earlier example, the
two units of behavior eventually were categorized as “symp-
tomsat onset.” Further refinement into discrete categorieswas
carried out until all datawere included. Confirmation and con-
sensus of the coding were carried out in team meetings, and
arelationship between the categories was devel oped.

Findings
Sample

Thefinal sample of women who contributed to the data col-
lection was a cohort of 487, or 66% of those from the surveyed
population. Although lower limb swelling was reported by 36%
(n=177) of the women, clinical diagnosis was only made in
18% (n=89), dl of whom had lymph nodes removed. Seven of
these 89 women declined theinvitation to beinterviewed, leav-
ing the samplefor thisanalysis at 82 women who had confirmed
lower limb lymphedema. These 89 women had treatment for
cancer of the vulva (n = 32), uterus (n = 25), cervix (n = 21),
ovary (n=10), and vagina (n = 1). The interview data yielded
avariety of waysinwhich lower limb lymphedema had affected
the lives of these 82 women. These findings are presented in a
sequence experienced by the women from first noticing symp-
toms to adapting to living with the chronic condition.

The Onset of Lower Limb Lymphedema

Symptoms: Theinitial changes described by 73% (n = 60)
of the women were in appearance (85%, n = 51) or sensation
(15%, n=9). Appearance changes were swelling of part or al

of theleg, visible lumps, puffiness, and reddened areas. Sen-
sation changes included pain, heaviness, hardness, heat, ten-
derness, and pins and needles.

When asked specifically about pain, 60% (n = 49) of the
women were experiencing some degree of pain, with 27% (n=
13) of this cohort indicating more than one type of pain. De-
scriptions of pain included afeding of heaviness and fullness
(24%, n = 12), an ache (41%, n = 20), tightness (16%, n = 8),
sharp pain (12%, n = 6), and throbbing sensation (6%, n = 3).

Triggers. Somewomen described several triggersthat they
believed had preceded the appearance or worsening of symp-
toms signaling lower limb lymphedema. Figure 1 identifiesthe
types of triggers that 20% (n = 16) of the women believed ini-
tiated the onset of swelling. Three of thewomen identified more
than one trigger. Incidences of trauma or infection included
cellulitis, afal, ascitic tap, sunburn, injection to affected limb,
and amosquito bite. Stasisincluded either being ontheir feet all
day or long-distance traveling. Heat exposure included sitting
closeto aradiator, hot weather, sunburn, and being in ahot spa.

Factors that exacerbated lower [imb lymphedema were
identified by 59% (n = 48), with 33% (n = 16) of these women
indicating more than one factor. The most common worsen-
ing of lymphedema occurred when the legs were in one posi-
tion such as when traveling and especially standing (46%, n
= 22); with temperature extremes, especially heat (29%,
n = 14); with trauma or infection (17%, n = 8); and with
overactivity (8%, n = 4).

Seeking Information and Treatment

The effort to find appropriate information and treatment
was a long and convoluted one for 34% (n = 28) of women.
They described considerable delay in finding appropriate in-
formation and treatment.

Sour ces of information: On noticing the onset of symp-
toms, 98% (n = 80) of the women began to seek advice from
professionals. The majority of first contact was with general
practitioners (54%, n = 44) and surgeons (22%, n = 18). The
remaining 22% (n = 18) consulted various other sources such
as gynecologists, nurses, and rehabilitation specialists. In the
first contact with a professional about the swelling, 27% (n =
22) of the women were not informed about lower limb
lymphedema or the specialist care available. Ultrasounds,
Doppler studies, and diuretics were ordered. Verbal responses

Temperature
21%
Trauma
or infection
47%

Stasis
32%

Figure 1. Categories of Reported Triggers of Lower Limb
Lymphedema (N = 16)
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to the swelling included, “It's nothing,” “It's sciatica,” “a
hernia,” “ part of surgery,” “You haveto livewithit,” and “It
will clear up.” A few of the women (7%, n = 6) wereinformed
about lower limb lymphedema but were not given any further
advice or management techniques. At these first sources of
information and assistance, 22% (n = 18) of the women were
referred to other healthcare professionals.

Getting referral to treatment: For 83% (n = 68) of the
women, asecond or third visit was required to get areferra to
aqudlified lymphedematherapist. Referralswere made by sur-
geons (30%, n = 25), genera practitioners (15%, n=12), radio-
therapists (6%, n = 5), physiotherapists (15%, n = 12), commu-
nity nurses (2%, n = 2), gynecologists (2%, n = 2), medical
oncologists (1%, n = 1), and a cancer clinic (1%, n=1). Ten
percent (n = 8) of the women found a lymphedema clinic
through their own research. One woman described her experi-
ence: “My own gynecologist knew nothing about lower limb
lymphedema. | am now sharing my knowledge with him.”

Timing of information: Figure 2 representsthe women who
reported when they were aware of the potential risk of devel-
oping lower limb lymphedema after treatment. Of the 17%
(n=14) of women who recalled being informed preoperatively,
the information came from surgeons (64%, n=9), genera prac-
titioners (21%, n = 3), and physiotherapists (14%, n = 2).

Of the 29% (n = 24) of women who recalled being in-
formed postoperatively, the information came from physio-
therapists (50%, n = 12), surgeons (42%, n = 10), and radio-
therapists (8%, n = 2). Three of the women wereinformed by
more than one source. The mgjority of these women werein-
formed during the postoperative hospital stay (71%, n = 17),
otherswere informed during follow-up visits, and the remain-
der not until after the onset of swelling (17%, n = 4).

Quality of information: The women who were provided
with information, either in the pre- or postoperative period,
described the quality of information as inadequate (38%, n =
13) or adequate (62%, n = 21). In an attempt to gain morein-
formation, 10% (n = 8) of the women conducted personal re-
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Figure 2. Percentage of Women Receiving Information
Pre- or Postoperatively

search through library resources, newspaper articles, and the
Internet. Some women (13%, n = 11) said they were shocked
to discover lower limb lymphedema: “1 had never heard of
lymphedema until | had it,” “I never expected this,” and “I
was very crossthat | hadn’t been informed. | wish somebody
had warned me about this.” Others had been told “there may
be some swelling,” with estimates of “onein amillion; it is
very rare.” Othersrecalled comments that minimized lymphe-
demasuch as, “I wastold to expect some swelling, but no in-
dication was given that it could be permanent.”

Women also were shocked at the severity of lower limb
lymphedema once it developed. Three of the women were fa
miliar with lymphedema from their own previous experiences
with breast cancer, and two others had learned of lymphedema
from friends with breast cancer. Only one woman said shewas
“very informed and well prepared.” Overal, the women de-
scribed their discovery of lower limb lymphedema as a shock:
“Itisavery much underpublicized condition that is happening
to people” and “I wish | had known before. It was like a big
secret, and | thought | was the only person on earth going
through this.” They felt done and somewhat betrayed.

Management Received

Complex physical therapy: Of the women who were
treated by lymphedema therapists, 93% (n = 76) received
some form of complex physical therapy (CPT). CPT includes
acombination of education, skin care, lymphatic massage and
exercises, routine bandaging, and compression garments, the
particular combination usually depending on the severity of
swelling and tolerance of treatments. The women reported
variation in perceived effectiveness of the treatments from
providing much relief and reducing swelling to having no
effect at al (see Table 1).

Compression gar ments: Compression garments were the
most common form of prescribed treatment. Of the 72% (n =
55) who had them prescribed, 20% (n = 11) were unable to
continue wearing compression garments. They were not
found to be either comfortable or attractive by 54% (n = 30)
who said they were, however, necessary to keep the swelling
controlled and reduce discomfort. Common comments were,
“They are uncomfortable” and “1 have never found a pair of
stockings really comfortable and wish there was a more
readily available range of stockings,” and that they wereworn
only as “a preventative measure to keep swelling down.”
Women reported that they did not wear them continuously
because, “They roll down and become uncomfortable” and
they are “difficult to keep up,” “too difficult to get on,” and
“unbearable in the summer.” Rural women believed they had
little choice in stockings avail able to them. One woman wor-
ried that, as she got older, “How am | going to get the stock-
ingson? It is already difficult.”

Salf-management: Aswell asreceiving trestment from pro-
fessionals, 73% (n = 60) of the women also used self-manage-
ment techniques that hel ped reduce swelling or provide com-
fort. The techniques the women used ranged from rest and
elevation of the legs, gentle walking, tai chi, and line dancing.
Some of the women said that they were motivated to do the
time-consuming daily massage and exercise routinesif they had
seen pictures or encountered someone with severe lower limb
lymphedema: “1 saw a swollen leg, and that was good to see
because | know if | don’t do the right thing, that could happen
tome. It actsasaguide as| don't want adrag leg.”
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Table 1. Effectiveness of Treatment Modalities

% of Controlled or
Treatment Type Sample  Reduced Swelling (%)
Compression garments 94 41
Lymphatic massage and 87 34
EXEercises
Bandaging 19 50
Diuretics 10 -
Care of limb instructions 5 -
Bike shorts 3 -
Anti-inflammatory drugs, 2 100
analgesics

Paddling in water 2 -

Minimal or No Unable to No
Difference (%) Reduced Pain (%) Tolerate (%) Comment (%)
5 15 22 17
21 10 - 31
- - 8 42
100 - - -

- - - 100
- 50 - 50
100 - - -

Impact on Lifestyle

Financial burden: Having lower limb lymphedema created
extra expenses (see Table 2). Expenses for compression gar-
ments and complex physical therapy were described asafinan-
cia burden for 27% (n = 22) of the women. Two women said
the cost of compression garments was not a concern because
they provided comfort and support, and two women received
free treatment. Two women described being denied employ-
ment because of thevishility of their legs. “| asked for ajob ap-
plication at a supermarket and wastold, “We can’t give you a
job, look at your leg” and “ Unable to find work because | can-
not sit or stand for long periods.” The reduced financial re-
sources of retirement aso were aconcern: “What concerns me
isretirement—wheat is going to happen because | am till going
to have lymphedema and the associated expenses.”

Changes to clothing: The women made major changesin
relation to their wardrobes (see Table 3). Long pants, long
skirts, or dresseswereworn exclusively by 79% (n = 65) of the
women to disguise the appearance of swollen legs or unflatter-
ing compression garments. They also described having to in-
crease the size of clothes: “1 only wear loose, baggy clothesto
hidethe swelling,” “abigger size of pants,” and “1 wear awider
shoe to fit stockings.” Swimsuits and shorts would “never be
worn” by 12% (n = 10) of the women. Fashionable shoes no
longer were possible for some women (9%, n = 7) because of
comfort and appearance, with summer being of particular dis-
tress: “I can't put shoes on in the heat of the summer.”

Changesto activities: A magjority of the women (51%, n =
42) dtered their everyday activities because of swollen legs.
Table 4 showsthe various waysin which the women found that
lower limb lymphedema altered their activities. Some women

Table 2. Lymphedema-Related Expenses

Treatment Expense % Reporting

Compression garments Ranged from $24-$570 a 60
pair; 1-10 pairs of gar-
ments purchased a year

Specialist care (massage thera-  Treatment prices ranged 28

pist, physiotherapy, private from $12 a visit to

expressed changesin personal relationships because of restricted
mobility and exercise: “I can’t walk with my husband any more.
It was something we enjoyed doing together.” Severd expressed
the loss of interaction and intimacy with partners as aresult of
the appearance and restrictions from swollen legs. They also
wererestricted in interaction with friends because they could not
participate in water aerobics or swvimming: “too embarrassing,”
“1 can feel peoplelooking at it,” or walking on the beach or in
the bush wasimpossible because of heavinessand aching aswell
as appearance. One woman summarized her experience with
lower limb lymphedemaas, “My whole life seemsto be turned
upside down—it seems to be revolving around my legs.” An-
other said, “It has ruined my life, and | have to put up with it.”

Coping With Lower Limb Lymphedema

Developing lower limb lymphedema after surgery for can-
cer was distressing. Several perspectives existed within this
sample of women, ranging from, “I would never have had
[nodes] taken out if | had known—I think | would rather have
taken my chances than go through this’ to “At least you are
alive and healthy—so you just put up with it” and “1 am happy
to have overcome the problem that caused it. If thisisall that
goeswrong, well, so beit.” A few women felt such alossthat
they made comments such as, “ This has been worse than the
cancer, living with aswollen leg.” Others made comparisons
such as, “| am pretty lucky because | have seen far worselegs
than my own.” The variation in ways of living with the con-
dition never reached acceptance but rather resignation by
thosewho alleged, “1 just copewithit. Itisthere, and | just try
to get on and do what | have to do the best that | can” and “It
has just become a routine to me, and you get on with life.”

Women reflected on learning to live with lower limb
lymphedema. Protection of the leg was important. “1 have a

Table 3. Clothing Alterations

Experience %

Shoe alterations (e.g., increased size or broadness, difficulty put- 38
ting shoes on, open shoes only, shoes for comfort over appear-
ance, no high heels, no sling backs, adjustable elasticized shoes)

therapy, podiatry care) $2,000 a month Increased size of garments 33
New clothes The purchase of new 12 Change in type of garment worn—loose-fitting garments for com- 27
clothes including under- fort and appearance
wear and footwear Bike shorts worn under all clothing to prevent chafing 2
N =47 N =82
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Table 4. Alterations in Daily Activities

Experience %
Standing or sitting for long periods 51
Unable to walk distances as long as before (many having pre- 20
viously enjoyed walks)
Retirement: change in occupation or restrictions in job oppor- 13
tunities related to occupations involving long periods of sitting
or standing
Housework has had to be spaced out. 6
Shopping very difficult 4
Driving any great distance is a painful experience (especially 4
when driving a manual automobile).
Unable to stand for long periods 4
Social activities limited 15
Previously played sports and social activities are unable to be 14
participated in—tennis, gardening, croquet, swimming, and
mowing a lawn.
Heavy objects are unable to be lifted. 1
Precautions being taken 13
Wary of participating in some activities, thinking twice before
doing so
General decreased participation in everyday activities 12
Wearing compression garments 7

Time-consuming and difficult to put on

N =82
Note. Some women identified more than one category.

constant fear of injury,” one said. Another who had five recent
hospitalizationsfor cellulitis explained, “| am aware of thevul-
nerability of the leg and that injury can cause complications. |
cannot plan on doing anything due to frequent bouts of cellu-
litis. | get only acouple of hourswarning, then everything gets
put on hold.” The women described knowing what leadsto in-
creased swelling: “1f | do something around the house, | really
pay for it after.” Traveling with legs down or standing for long
periods aso led to increased swelling. The women had to get
used to the heaviness of lower limb lymphedemaand itsimpli-
cations. “I tend to trip over alot. | don't realize the weight of
theleg and that | haven't lifted the leg high enough.”

Discussion

The response rate to the invitation to be interviewed was a
high 92%. The women who participated were very willing to
help develop more understanding of lower limb lymphedema.
They revealed that developing lymphedema affected their lives
inavariety of ways. Their descriptions of the challenges they
encountered when lymphedema devel oped have considerable
relevance for all those who care for women in both acute and
community settings after surgery for gynecologic cancer.

The path to qualified lymphedema therapists was not at all
expedient or consistent for these women. They felt they en-
countered considerable lack of knowledge or recognition of
their problems from awide range of healthcare professionals.
Appropriate information was not always received from those
from whom they first sought advice.

Some women were sent for Doppler scans or ultrasound or
were prescribed diuretics without apparent acknowledgement
of their risk for lower limb lymphedema. These findings point
to aclear indication that all professionalswho might be or are
involved with women undergoing gynecol ogic cancer surgery
need more knowledge about who is at risk of developing

lymphedema, how it presents, and resources for treatment.
With increasing survival rates, an appropriate continuity of
care model must be available.

Of note, many women reported not knowing about the pos-
sihility of lower limb lymphedema, but surgeons reported that
the possibility of lymphedema was discussed in preoperative
preparation. The women were unprepared when lower limb
lymphedema occurred and further shocked by the “perma-
nence’ and “severity” of this outcome of their treatment for the
aready alarming diagnosis of cancer. Because general practi-
tioners were the first to be consulted by 55% (n = 45) of the
women, the surgical and pathology reports routinely should be
copied to women's general practitioners, with a note to alert
them to the risk for lower limb lymphedema. They need to
know the context for “swelling of thelegs’ and be ableto ini-
tiate early management with lymphedema therapists.

The development of lower limb lymphedemanot only dtered
the women'’s activities but also created unexpected costs that
were a financial burden. Most health insurance plans do not
cover compression garments and have no or limited reimburse-
ment for CPT. Treatment such as CPT istime-consuming and
expensive. Compression garments are costly, and many women
required new clothes. Thefact that some women, knowing the
risk of increased swelling, occasionally chose not to wear com-
pression garments so that they could wear anice dress “without
ugly stockings being visible” indicates continued attempts to
regain or have anormal body. Some women would not wear
swimsuitsor shorts. They preferred comfort and wore“ unattrac-
tive” or “different styles’ of clothesto disguise the appearance
of swelling or compression garments. These findings support
those of Carter (1997) and Velanovich and Szymanski (1999),
whose work with women with breast cancer found that lymphe-
demaleads to major changesin body image and self-esteem.

The individual ways in which women sought relief from
symptoms are apparent in the findings. The seeking and use
of self-management modalities by 73% (n = 60) of thewomen
showed the scope and range of their desperate search for as-
sistance in managing physical and mental distress.

Implications for Practice and Research

This study points to a clear role for nurses in the care of
women undergoing surgery for cancer with resection of pel-
vic, abdominal, and groin lymph nodes. That role extends
from the preoperative phase through community-based care.

Education of Nurses

Education of nurses about the early onset and distress result-
ing from lower limb lymphedemaamong women at risk isim-
portant. The need for women to have information is paramount.
Education should begin preoperatively and occur again prior to
discharge from the hospital. Information should be delivered
oraly and in awritten format. Educating healthcare profession-
als, women, and their significant othersis an appropriate aspect
of the advanced nurse practitioner’ srole. Nurses must know the
signals of onset and how to help women access resources, in-
cluding those available by phone and the Internet, which will be
especially important for women from rural and remote areas.

Education of Women

Women facing the diagnosis of and surgery for gynecologic
cancer may not take note of the possible risk for lower limb
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lymphedema, evenif it isdescribed carefully. Theterms*lower
limb lymphedema’ and “lymphedema’ may not have meaning
to women, particularly when they are distressed and distracted
while making plansfor treatment. Healthcare providers explain-
ing therisk of lower limb lymphedemato women preoperatively
may find that using language that women will understand might
increasetheir awareness of therisk and early signs. Phrases such
as"If you notice swellinginthisleg or legs’ or “If your leg fedls
heavy or aches” may help them think of lower limb lymphe-
dema and seek advice and diagnosis at an early stage.

Preadmission clinics where nurses meet and discuss self-
care with women are an important strategy in preparing
women for surgery where lymphedema may be an outcome.
Nurses can provide advice about how to maintain skin integ-
rity of the legs by reviewing the women’s activities to iden-
tify those that might result in trauma or infection.

During postoperative care, nurses who are aware of at-risk
women can implement strategies to protect the lower limbs.
Maintaining skin integrity and avoiding the possibility of in-
fection is important. Nurses caring for women after lymph
node dissection for breast cancer do not giveinjectionsin the
upper limbs, although this practice has not been tested for
lower limbs. Therefore, avoiding injectionsin the lower limbs
of such women seems reasonable. Special care can be taken
during assisted mohility, and ensuring good lighting can help
women avoid bumping into furniture or equipment.

Prior to discharge, nurses can be sure that at-risk women
have the information they need to recognize early signs of
lower limb lymphedemaand where to seek early and appropri-
ate care. When possible, thisinformation should be provided in
the presence of partners or significant others. Women need to
know the possible triggers and the changes in sensation or ap-
pearance that signal a need for immediate specialized care.
Referral information about lymphedema clinics and local or
state lymphedema support groupsisessentia prior to discharge.

Nurses working in home care and community clinics also
need information about women at risk for developing lymphe-
dema, early warning signs, and the nearest lymphedemathera
pist. Nurse-to-nurse referrals could increase the continuity of
care and support of these women and their families.

Written materials that are usable, readable, and meaningful
to women are needed. The authors have devel oped a book-
mark that contains information about triggers and needed
contact numbers. Each woman in this study received a book-
mark with athank-you letter when they completed the data-
collection process. The women welcomed this format. Based
on their positive responses, the authors now provide book-
marks to all women who come to the unit and are at risk for
developing lymphedema after treatment.

Asthe hedlthcare system tries to become effective and effi-
cient, minimizing or treating early-onset lower limb lymphe-
demawill have benefits to both women and the hedlthcare sys-
tem. Lower limb lymphedemahas high costs, whether borne by
thewomen or the healthcare system. For women, the costs are
more than financial and include social and mental implications.

Nurses need a combination of education and research so
that they can be knowledgeable members of multidisciplinary
cancer teams. This study is an example of theclinically based
and clinically relevant research that nurses can perform and
the understanding that can be gained. Further research is
planned to test practices designed to minimize or prevent
lower limb lymphedema.

The authors gratefully acknowl edge the support of Associate Professor N.
Hacker, director of gynaecology/oncology at the Royal Hospital for Women
in Sydney, Australia, and Terase Malone, data manager; and the assistance
of the women who participated in the study.

Author Contact: Mary Ryan, RN, BN(Hons), can be reached at
mryan@mail.usyd.edu.au, with copy to editor at rose_mary@
earthlink.net.

References

Abang, M.D.K., de B Lopes, A., Regnard, C., & Monaghan, J.M. (1999).
Lymphoedema following surgical treatment of vulva cancer: Short-term
follow up. International Journal of Gynecologic Cancer, 9, 130-131.

Araujo, JA., Curbelo, J.G., Mayol, A.L., Pascal, G.G,, Vignale, RA., &
Fleurquin, F. (1997). Effective management of marked lymphedema of the
leg. International Journal of Dermatology, 36, 389-392.

Brennan, M.J. (1992). Lymphedemafollowing the surgical treatment of breast
cancer: A review of pathophysiology and treatment. Journal of Pain and
Symptom Management, 7, 110-116.

Carter, B.J. (1997). Women'’ s experiences of lymphedema. Oncology Nursing
Forum, 24, 875-882.

Cadey-Smith, JR., & Cadey-Smith, J.R. (1996). Lymphedemainitiated by air-
craft flights. Aviation, Space, and Environmental Medicine, 67(1), 52-56.
Charge, H. (1995). Treatment of lymphoedema. Nursing Times, 91(30), 53—

54, 56-58.

Gerber, L.H. (1998). A review of measures of lymphedema. Cancer, 83(12
Suppl.), 2803-2804.

Green, J. (1998). Lymphoedema. In G. Poulton (Ed.), Nursing the person with
cancer (pp. 210-217). Melbourne, Australia: Ausmed Publications.

Humble, C.A. (1995). Lymphedema: Incidence, pathophysiology, manage-
ment, and nursing care. Oncology Nursing Forum, 22, 1503-1509.

Klein, M.J., Alexander, M.A., Wright, J.M., Redmond, C.K., & LeGasse,
A.A. (1988). Treatment of adult lower extremity lymphedema with the
Wright linear pump: Statistical anaysisof aclinical trial. Archives of Physi-
cal Medicine and Rehabilitation, 69(3 Pt. 1), 202-206.

Logan, V.B. (1995). Incidence and prevalence of lymphoedema: A literature

review. Journal of Clinical Nursing, 4, 213-219.

Matthiesen, L., & Simonsen, E. (1990). Lymphedema of legs and truncus as
a complication of cancer colli uteri and treatment. European Journal of
Gynaecological Oncology, 11(1), 23-25.

McElrath, T.J., & Runowicz, C.D. (2000). Preventing and managing lymphe-
dema. Contemporary Obstetrics and Gynaecology, 45, 115-129.

Mortimer, P.S. (2000). Swollen lower limb-2: Lymphoedema. BMJ, 320,
1527-1529.

Passik, S.D., & McDonad, M.V. (1998). Psychosocial aspects of upper ex-
tremity lymphedemain women treated for breast carcinoma. Cancer, 83(12
Suppl.), 2817-2820.

Ryan, M., Stainton, M.C., Slaytor, E.K., Jacondlli, C., Watts, S., & MacKen-
zie, P. (in press). The aetiology and prevalence of lower limb lymphedema
following treatment for gynaecological cancer. Australian and New Zealand
Journal of Obstetrics and Gynaecology.

Samdani, S., Lachmann, E., & Nagler, W. (2001). Unilateral extremity swell-
ing in femal e patients with cancer. Journal of Women's Health and Gen-
der-Based Medicine, 10, 319-326.

Smith, J. (1998). The practice of venepuncture in lymphoedema. European
Journal of Cancer Care, 7, 97-98.

Velanovich, V., & Szymanski, W. (1999). Quality of life of breast cancer pa-
tientswith lymphedema. American Journal of Surgery, 177, 184-187.
Werngren-Elgstrém, M., & Lidman, D. (1994). Lymphoedema of the lower
extremities after surgery and radiotherapy for cancer of the cervix. Scan-
dinavian Journal of Plastic and Reconstructive Surgery and Hand Surgery,
28, 289-293. LA

RYAN —VOL 30, NO 3, 2003

423



