Lymphedema

Lymphedema is swelling of an arm, leg or other part of the body because the lymph channels, which drain fluid away from that part, are blocked.  The most common causes of blockage are surgery or radiotherapy which either cut through or cause scaring of these drainage vessels.  Lymphedema is a problem because the limb can be swollen, painful or numb, the swelling can interfere with motion or movement of the arm or leg, and especially can predispose to infection of the skin  (cellulitis).

Lyphedema can be a minor nuisance or major problem.  It can develop over a period of years if there is progressive fibrosis and scaring from inflammation or trauma to the arm, particularly from infections of the skin (cellulitis) or from late effects of radiation therapy. Symptoms vary from person to person and depend upon the degree of lymphedema.  Symptoms may include: swelling, numbness, pain, stiffness, reduced range of motion or weakness. It can have a psychological impact because it is visible, affects body image, may require compression sleeves or reminds the person of the cancer and its treatment. Sometimes there is numbness in part of the arm following node biopsy or dissection that is due to cutting nerves and not related to lymphedema.

The chance of developing lymphedema following breast cancer treatment depends upon the exact type of surgery and/or radiotherapy.  The following table summarizes the risk of lymphedema for each of the kinds of treatment.

RISK OF DEVELOPING LYMPHEDEMA


TREATMENT





 LYMPHEDEMA
Lumpectomy and radiation (no lymph node biopsy)



0-2%

Lumpectomy/Mastectomy and Sentinel Lymph Node Biopsy

0-7%

Lumpectomy and Axillary Lymph Node Dissection (ALND)

14-19%

Lumpectomy and radiation to the axilla




7%

Mastectomy, ALND and radiation to axilla




40-50% (13% severe)

Conclusion: The least risk is with Sentinel Node Biopsy. The risk increases with removal of multiple axillary nodes (ALND) or with radiation to the axilla.  It is highest if there is both ALND and radiation.  The latter combination treatment is given only if there are many nodes involved (>4) and the risk of cancer recurrence in the axilla is high. (Physician decisions to do a node dissection and/or radiotherapy to the axilla are directed to provide the greatest chance of cure for the cancer.  The risk of side effects is consciously balanced against the chance of providing the longest survival.)

Preventing Lymphedema after treatment.


There is a lot of misinformation and mythology about lymphedema and what might precipitate it or make it worse.  Even many doctors and nurses may be giving erroneous or unproven advice.  The most authoritative and current review available  (Uptodateonline.com) offers the warning that the preventive strategies mentioned in the literature have “no scientific evidence supporting the efficacy of these approaches.” They then list the various recommendations that articles promote repeating the warning “there are no good data supporting” these ideas.  This makes it doubly hard for both patients, doctors and nurses to know what to believe.

The following recommendations are my conclusions based on the most current (uptodateonline.com, Apr. 23, 2009) scientific information available.

MYTH: Exercise will cause lymphedema.

TRUTH: Multiple studies have shown that even when lymphedema is present, even weight lifting does not make it worse.  (Weight lifting in women with breast cancer related lymphedema. NEJM 2009;361:66a4-73) There is no evidence that exercise causes lymphedema.

MYTH: You can’t take blood pressures, draw blood or have IV’s in the arm on the same side as the breast cancer.

TRUTH: This belief began (without evidence) in the era of radical surgeries (removing the chest muscle with the breast) which are no longer done. It is preferable, if there is lymphedema in that arm and there is an option to use the other side for drawing blood or IVs, to use the unaffected arm. Blood pressures can be taken on the arm with lymphedema and are not dangerous but may be uncomfortable. 

MYTH: You can’t have a massage in the arm on the same side as the breast cancer because it will either cause lymphedema or make the cancer spread.

TRUTH: Any massage that is comfortable is gentle enough to be safe and WILL NOT cause lymphedema.  Massage WILL NOT spread cancer, though many (well meaning but misinformed) massage manuals may say that.  If you have lymphedema in that arm, people specifically trained in lymphedema massage should do massage.

MYTH: You cause or make lymphedema worse by flying.

TRUTH: There is no evidence that flying causes lymphedema and studies show that flying, even more than 4.5 hours, does not make lymphedema worse. You don’t need compression sleeves if you don’t have lymphedema even if you are flying long distances. If you have and use a sleeve, wear it as directed whether you are flying or not.

FAQ

How do I know if I have lymphedema?
The standard way of testing for the presence of lymphedema is to measure the circumference of the affected arm and compare it with the other arm.  Measure a point about 4 inches (10cm) above and below the point of your elbow on each side and run a tape measure around the circumference of you arm with your muscles relaxed.  Also measure the wrists.  If there is a consistent difference of more than 2 cm (3/4 inch) between equivalent areas you probably do have lymphedema.  There may be a difference between perceiving swelling and measuring swelling. In a study of 936 women, 27% reported arm swelling but only 16% had a measurable difference in arm circumference.

I have lymphedema in my arm.  What should I do about it?

1. If the swelling is bothersome, after checking with your physician, see a physical therapist trained in lymphedema and follow their advice. In a series of visits they will treat the swelling and teach you how to do massage. Different therapists do different kinds of treatments.  Generally they include some form of massage or bandaging to decrease the edema (including pneumatic compression devices). Do the exercises at home; daily if at all possible. Wear the sleeve. 

2. Compression sleeves help.  You might need a custom-made one or a standard one might work. They should not bind on your arm and do feel “snug.”  They sag after a while and you might need a new one when they loose their elasticity.  Some therapists or doctors recommend wearing them 24hrs/day others recommend only during exercise or when you are awake.  If you have a sleeve, use it and find out what works best for you.

3. Protect that arm from infection.  If you are gardening, wear a glove (it will protect your nails, too!)  Wear a long sleeved shirt, cotton/denim if you’re pruning the roses.  If you get cut and the skin is broken on that arm, wash the wound promptly.  You don’t need to dip it in alcohol, soap and water will do. Keep a small bottle of antiseptic gel (Purell) in your pocket and clean the wound immediately if you can’t get to soap and water.

4. If you get any sign of redness around the wound, use antibiotic ointment and a band-aid.  If it’s not better in 48 hours—or especially if it’s worse—see a doctor promptly.  Cellulitis, bacterial infection of the skin, is no joke in a lymphedematous arm.  It can be a life threatening infection that might need intravenous antibiotics

If I get lymphedema will it ever go away?

The initial swelling that may follow surgery and/or radiation may be temporary.  In some cases lymphedema improves spontaneously; in other cases treatment can produce a lasting relief.  In other situations you may need to do your exercises regularly and use a sleeve regularly to prevent the swelling from returning.

My arm and shoulder still hurt after surgery.  Is that due to lymphedema?

Initial symptoms after surgery, in the absence of arm swelling, may not be from or progress to lymphedema.  The numbness, which may be uncomfortable, can be a result of the unavoidable cutting of nerves during surgery.  This may take up to a year to get better.  Frozen shoulder, where the joint locks up and movement is restricted, responds to physical therapy and is unrelated to lymphedema. In one study of 1300 patients 8 years after treatment, 37% of women reported arm symptoms but only 8% reported lymphedema.

My arm looks ugly swollen up and the sleeve is ugly too.  I feel unattractive, even ashamed of how I look.  What can I do about that?

There is no question that lymphedema can be associated with significant anxiety, depression, sexual dysfunction, social avoidance and exacerbation of pre-existing psychological distress.  Addressing the psychological symptoms independently of treating the physical problem may be necessary.  You can cover up the arm with a long sleeved dress or shirt.  You need not cover up your feelings.  If you are having feelings of shame, poor body image, anxiety or depression that interfere with you life these can be successfully treated with counseling or, if necessary, medication.

I’ve tried physical therapy and a sleeve but they don’t work and my lymphedema is getting worse.  Is there anything else I can do?

Combination therapy (Complex decongestive physiotherapy, CDPT) is a several week treatment program and long-term maintenance that has some success in lymphedema that is unresponsive to standard elastic compression therapy.  It should not be done if you have an active infection or blood clot in the arm or severe heart failure.

What medicines, diuretics or herbs can I use?

Diuretics don’t work well on lymphedema though they may work on venous edema which is generally in the legs not the arm.  Antibiotics are critical in treating infections.  There are no herbs or supplements that have been shown to be effective in treating lymphedema.

It’s five years since I had surgery and radiation.  My arm’s okay now.  What are the chances I could get lymphedema later?

In a Delaware study of 631 women with various treatments and observed for 5 years, lymphedema developed in 42%.  It was mild in 23%, moderate in 12% and severe in 2%.  Ninety percent of the cases developed within 3 years. Hence, your chance of lymphedema beginning after 5 years is very low. 

I heard you could get cancer of the arm if you have lymphedema?
There is a very rare cancer, lyphangiosaracoma, that can develop in the affected arm.  In a Swedish study of 123,000 women, 1 in 3,500 developed this complication.  If blue-red or purple nodules appear on that arm, your doctor should examine them.
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