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Knowledge of Iymphoedema among primary
health care teams: a questionnaire survey
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attending the lymphoedema clinic at Arthur Rank House in
Cambridge seemed to suggest a lack of awareness about lym-
phoedema among health professionals. It seemed worthwhile,
therefore, to determine health professionals' knowledge of this
condition.

JANET MCCABE

MARYLOU REID

SUMMARY
Lymphoedema usually develops following surgery or
radiotherapy for cancer, but can also occur in advanced
malignant disease or be primary in origin. Lower limb lym-
phoedema may present particular difficulties in diagnosis,
treatment and management. All types of lymphoedema can
seriously impair quality of life for those affected. This study
aimed to determine the level of knowledge among primary
health care team members concerning the identification
and management of patients at risk of developing lym-
phoedema, the current treatment options available for
patients with established lymphoedema, and the aware-
ness of local services available within the Cambridge
Health District. A postal questionnaire survey obtained an
84.3% response rate. Many primary health care profession-
als were not aware ofsome important issues in the preven-
tion and management of lymphoedema. This information
proved useful in enabling the specialist service to develop
appropriate educational initiatives.
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Introduction
YMPHOEDEMA is a chronic progressive condition caused
by fluid accumulation in subcutaneous tissues, and is due to

an inability of the lymphatic system to maintain normal tissue
homeostasis.' It can cause severe psychological and functional
morbidity for those affected.

It is estimated that 25% of women treated for breast cancer

may develop lymphoedema and this can happen years after the
original cancer treatment.23 Despite the increasing trend towards
conservative management of the patient with breast cancer, the
problem of upper limb lymphoedema does not appear to be
decreasing.4
The prevalence of lower limb lymphoedema is unknown, but

many lymphoedema clinics are experiencing increased referrals
for patients with leg problems. Anecdotal evidence from patients
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Methods
In May 1994, a postal questionnaire was sent to all the 187 gen-
eral practice principals and 139 practice nurses working within
the Cambridge Health district, together with the 48 district nurs-
ing sisters and 28 physiotherapists employed by Lifespan NHS
Trust. The questionnaire addressed the following issues: number
of patients with established lymphoedema seen within the last 18
months; awareness of the specialist service in Cambridge; num-
ber of patients referred to that service; referral when swelling
was minimal; aims of treatment; availability of treatment for
lower limb lymphoedema; use of diuretics; and desire for further
education. One question focused on patients at risk of developing
lymphoedema by presenting three clinical vignettes.

Respondents were also asked to indicate, in free text, what
possible psychological difficulties a lymphoedema patient might
experience, and what preventive advice, if any, they would give
to women considered to be at risk of developing lymphoedema.

Results
A response rate of 84.3% was achieved; 39.5% of respondents
reported that they had seen one or more patients with lym-
phoedema within the previous 18 months. Respondents who had
seen patients with lymphoedema were significantly more likely
to know of the local specialist service (P<0.00001; chi-square
test); 51.6%, the majority of whom were practice nurses, did not
previously know of this service.

Although the benefits of early referral for patients with mild
swelling is acknowledged in the literature, 65.5% of respondents
either would not refer a patient for treatment if swelling was
minimal, or were unsure if they would do so. Those professionals
who knew of the value of referring patients with minimal
swelling had seen more patients with lymphoedema than those
who did not appreciate the benefits of early referral (P<0.0001;
Rank sum test).
The majority of respondents knew that diuretics have limited

value in the management of lymphoedema, but 29.1% were
unsure of their value. There were significant differences between
professions, with general practitioners being the least likely to
consider them useful (P<0.00001; chi-square test).
Only 39.5% of respondents knew that effective treatment

exists for lower limb lymphoedema. Professional groups differed
substantially in their answers on leg treatment. Psychological dif-
ficulties likely to be experienced by lymphoedema patients were
well recognized by respondents; issues about body image were
mentioned most frequently.
More than 80% of respondents were aware that patients who

had received axillary interference during cancer treatment were
at risk of developing lymphoedema; most of those who were
unsure were practice nurses. Only 27.5% of respondents were
able to suggest appropriate preventive advice for such patients.
Few suggestions were made either for avoiding activities which
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could exacerbate the development of lymphoedema, or for 'pro-
tective' behaviour (P<O.OOO1; analysis of variance).

Nearly two-thirds (65.7%) of respondents expressed an inter-
est in further study concerning lymphoedema management. The
clinicians with the least experience and knowledge of lym-
phoedema were those least likely to want further education or
training.

Discussion
Lymphoedema has been regarded as a rare condition, yet our
data suggest that a significant number of primary care profes-
sionals will encounter it. Diagnosing lymphoedema can be prob-
lematic and it may often go unrecognized. Many professionals,
especially nurses and physiotherapists, need to appreciate that
diuretics are of little value in the management of lymphoedema.
General practitioners, in particular, could help their patients by
realizing that referral to a specialist lymphoedema clinic for early
intervention and treatment will maximise therapeutic benefit and
minimise the prospect of any swelling progressing.5
Many respondents were able to identify patients at risk of

developing lymphoedema, but were unsure how they should be
advised and managed. These patients should be encouraged to
look for early signs of infection, to be aware of the importance of
good skin care and, where possible, to avoid minor trauma to the
limb, such as that caused by insect bites and sunburn.
Professionals should try to avoid carrying out minor invasive
procedures (e.g. venepuncture, and injections and blood pressure
monitoring on limbs at risk, and on limbs which are already lym-
phoedematous).

The interface between primary care services and the specialist
service needs to be improved. Detailed knowledge of lym-
phoedema management may not be necessary for primary health
care professionals, but there is currently much avoidable suffer-
ing among lymphoedema patients owing to a lack of awareness
of effective treatment options.
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