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	Alternate Therapies: 
	

	Is either light (LED, infrared, laser) therapy, or ReBuilder therapy effective for idiopathic PN?
	Light therapy (i.e. Anodyne MIRE, infrared, LED) may temporarily increase blood flow to an area as well as provide a sensation of warmth. Once the light is removed, however, this effect would be lost.  Light therapy has not been established to provide lasting, ongoing relief of symptoms of neuropathy and is not a clinically recognized treatment or cure for neuropathy.  

~ Elizabeth McTaggart MSN RN
Below is a link to one of a number of available research reports available that have found no significant, lasting benefit from light therapy for neuropathy.

http://care.diabetesjournals.org/content/31/2/316.full 

	There is a physical therapy place, ‘Premier’, that advertises using a light relief apparatus that stimulates the nerves. Is this possible? 
	

	Does bio-feedback help? 
	There are various forms of bio-feedback. Generally speaking, bio-feedback is a form of relaxation training aimed at increasing a person’s awareness of their body and their body’s stress response. Training in bio-feedback can enable a person to regain a sense of control over their body’s response to stress/anxiety by effecting physiological changes such as progressive muscle relaxation, lowering pulse rate, slowing down breathing, and even increasing blood flow to hands and feet. Bio-feedback can be an effective tool in the management of neuropathic pain.

~ Elizabeth McTaggart MSN RN
Additionally, in the context of physical therapy, bio-feedback is used as an approach to muscle re-education in the presence of decreased sensation, and pain.

~ V. Tysseling-Mattiace PhD PT

	Clinical trials: 
	

	Can you be included in more than one clinical trial at a time? (i.e., one for chemo induced PN and one for ovarian cancer?)
	Almost all studies include a statement in their exclusion criteria that states that concurrent participation in a study of an investigational agent or device is exclusionary. Allowing someone to be in two studies at one time would question the internal validity of each study design and confound the results (ie. you would not be able to prove whether any effect seen is due to the investigational agent in study A verses study B).

~ Emily Kunka CCRP, Research Study Programs Coordinator 2

	Clinical trials on EpiCept: what is the update? 
	EpiCept (crinobulin) is a novel anti-cancer drug, recently studied in a Phase 1 (*first trial in humans) clinical trial; administered to patients with advanced cancer which have not responded to or have recurred following treatment with available therapies. Cancer focus specified: advanced solid tumors and lymphomas.

No results on this clinical trial have been posted at this time.  Submission of a study’s results is required within 12 months after the primary endpoint completion date. This trial appears to have ended in September of 2009. Expect results to be posted by September of 2010.

Here is a link to the clinical trial overview for the Epicept trial : 

http://clinicaltrials.gov/ct2/show/NCT00423410?term=Epicept&rank=3
Patients should be encouraged to bring forward their questions and interest in clinical trials to their treating physician and certainly, if available, to their clinic’s research coordinator.

~ Emily Kunka CCRP, Research Study Programs Coordinator 2


	Drug therapies: 
	

	Does Rituxan cause PN?
	Paresthesias (abnormal skin sensations, such as burning, prickling, itching, or tingling, with no apparent physical cause) have been reported in less than 5% of patients treated with Rituxan. However, paresthesias could be caused by a variety of factors – not necessarily related to Rituxan use – and thus should be discussed with and evaluated by a physician.

~ Elizabeth McTaggart MSN RN

	Are there more effective low dose drugs than Lyrica and Neurontin?
	The effectiveness of medication to treat symptoms of neuropathy depends on the symptoms of neuropathy being treated, the medication selected and the individuals’ response to the medication – including their response to any side effects.

Keep in mind that a single medication can often bring incomplete relief and in some cases a combination of medications may be needed to help alleviate symptoms of neuropathy. 

That being said, gabapentin (Neurontin) and pregabalin (Lyrica) are typical first line medications for treatment of neuropathic pain.  Some patients may benefit from a low dose antidepressant such as amitriptyline (Elavil) or nortriptyline which has been shown to be effective in treating some forms of neuropathic pain. 

It is important to discuss medication questions, as well as questions about non-pharmacologic treatment options, with your physician. 

In some cases, an effective symptom management plan includes a combination of oral, and/or topical medications coupled with non-pharmacologic pain/symptom management strategies such as bio-feedback, relaxation therapy, cognitive therapy, and physical therapy/exercise.  

~ Elizabeth McTaggart MSN RN

	Is Zalodin (Xeloda?) knows to affect/cause PN?
	Treatment with capecitabaine (Xeloda) has been clinically associated with small nerve fiber loss within the skin, resulting in symptoms such as: pain, abnormal skin sensations such as burning, prickling, itching, or tingling, numbness, or temperature intolerance.

However, there are many other possible causes of neuropathy and anyone who is experiencing symptoms should discuss them with their treating physician and potentially, a neurologist.

Stubblefield MD, Custodio CM, Kaufmann P, Dickler MN. (2006). Small-Fiber Neuropathy Associated with Capecitabine (Xeloda)-induced Hand-foot Syndrome: A Case Report., J Clin Neuromuscul Dis. Mar;7(3):128-132.

~ Elizabeth McTaggart MSN RN

	How long can I stay on Gabapentin? 
	If gabapentin (Neurontin) is effective in reducing a person’s neuropathic pain and potential side effects such as drowsiness, dizziness, fatigue and weight gain are not problematic, there is no current limitation on how long a person can safely take it. Patients should discuss medication questions with their physician.  Some patients with co-existing health concerns, such as impaired kidney function, may not be candidates for this medication.  Safety of gabapentin during pregnancy has not been established; therefore, women who are considering pregnancy or become pregnant should discuss this with their physician.
~ Elizabeth McTaggart MSN RN

	Is there a time limit to improve symptoms during or after end of treatment? 
	Peripheral neuropathy is a term that describes damage to the peripheral nervous system and can encompass a variety of symptoms potentially caused by a variety of factors (some of which are still unknown).  Chemo-induced peripheral neuropathy (CIPN) can be caused by a variety of chemotherapy medications. Not all patients who receive chemotherapy develop neuropathy. Depending on the individual, the chemotherapy medication received, and the amount of the medication received, CIPN can be temporary or permanent. In some cases, for example, CIPN symptoms subside with a dose reduction or break in treatment (*if possible). 
Other people who develop CIPN experience a gradual improvement in symptoms over weeks to several months once treatment is completed or stopped.  Side effects of some chemotherapy medications that are a result of nerve damage can develop early on in treatment or years after treatment with the chemotherapy medication has ceased. 

Again, it is important to discuss medication and potential side effect questions/concerns with your oncology team and perhaps pursue a referral to a neurologist if symptoms are persistent and concerning.
Patients should be encouraged to report to their oncologist any new symptoms they experience during treatment with chemotherapy medications. To assist patients and health care providers in their efforts to assess and respond to side effects of chemotherapy medications, The American Cancer Society has published a Chemotherapy Side Effect Worksheet: http://www.cancer.org/acs/groups/content/@nho/documents/document/acsq-009502.pdf This list is extensive and may seem intimidating on first read, but remember, a patient’s experience with their chemotherapy treatment is influenced by a number of factors and this tool can be useful in highlighting the unique aspects of a person’s experience.  

~ Elizabeth McTaggart MSN RN

	Exercise:
	

	What kind of exercise can you do when all activity makes PN worse? 
	Everyone can experience discomfort after beginning an exercise program as the body becomes stronger in response to the challenge put upon it. Additionally, symptoms of neuropathy can be temporarily increased immediately after exercise, particularly after exercise that includes weight bearing through the affected limbs. Scientific literature on exercise and peripheral neuropathy, however, supports that exercise can improve the condition of neuropathy, not make it worse. In fact, we have seen many people note overall improvement of symptoms with regular exercise. We routinely recommend that people either continue to or begin regular exercise and that those who have increased symptoms with weight bearing exercise try exercises that put less pressure on legs such as swimming, running/walking in a swimming pool, and biking. We also recommend a slow start to exercise (ie low intensity, short duration), but then a slow, sustained increase in both intensity and duration.

 ~ V. Tysseling-Mattiace PhD PT

	Other PN types:
	

	Sensory PN – What other body parts are affected in addition to feet & hands?
	Peripheral nerves are present throughout the body and as a result, dysfunction of those nerves (i.e. due to disease or damage) can present itself potentially wherever these peripheral nerves exist. 
~ Elizabeth McTaggart MSN RN

	Nutrition:
	

	
	A well balanced diet is important for nerve health.  Consume a diet of nutrient-dense foods that are low in saturated fat and trans fat, cholesterol, added sugars, salt and alcohol.  Include high fiber whole grains, fruits, vegetables, low-fat dairy and lean protein.

~ Anne Leavell  MS RD LDN CDE 


	Supplements:
	

	What is a good dosage for Vitamin E and B-complex? 
	Prior to initiating any supplement regimen, it is advisable to discuss your plan and questions with your physician.  Generally speaking: Vitamin E 400 IU daily; B-complex – 1 tab per day.

Vitamin E is a fat soluble vitamin with antioxidant activity. A typical supplement dose is 400-800 IU per day. However, because it is a fat soluble vitamin it is possible to take too much, which in rare cases can cause side effects such as nausea/vomiting, weakness, fatigue, rash, and increased cholesterol.  These side effects are typically reversible once the supplement is stopped.

B-Complex vitamins typically contain a mix of Vitamins: 

· Vitamin B1 (thiamine) 

· Vitamin B2 (riboflavin) 

· Vitamin B3 (niacin or niacinamide, sometimes also known as vitamin PP) 

· Vitamin B5 (pantothenic acid) 

· Vitamin B6 (pyridoxine, pyridoxal, or pyridoxamine, or pyridoxine hydrochloride) 

· Vitamin B7 (biotin) 

· Vitamin B9 (folic acid) 

· Vitamin B12 (various cobalamins; commonly cyanocobalamin in vitamin supplements) 
Vitamin B12 deficiency left untreated can result in nerve degeneration and dysfunction.  A typical, over the counter B-complex vitamin is safe and well tolerated, however it does not contain enough vitamin B12 to address a deficiency. Also, some patients are unable to absorb sufficient B12 from their diet and thus require B12 supplementation through monthly injections. 

Vitamin B6 is essential for protein and carbohydrate metabolism and can be used to help prevent toxic effects of some medications; 100mg per day is considered the maximum, safe dose for adults without a deficiency in Vitamin B6. However, again, this should be discussed with your physician. Prolonged, high dose supplementation of Vitamin B6 (up to 2-6gm/day) can result in toxicity and can actually cause a severe sensory peripheral neuropathy.
~ Elizabeth McTaggart RN BA MSN

	Misc:
	

	Would Lymphedema cause PN?
	Lymphedema refers to the collection of the body’s lymph fluid into the tissues (typically of the arm(s) or leg(s)). Lymphedema occurs as a result of impaired lymph fluid circulation and can occur spontaneously, as a result of disease or of lymph node removal or injury post cancer treatment/surgery. Swelling of the tissues can result in pressure on the blood vessels and nerves in the affected limb. Prolonged pressure can result in reduced blood flow that is vital for healthy tissues and nerves and can potentially cause damage to peripheral nerves resulting in a form of peripheral neuropathy. 
~ Elizabeth McTaggart RN BA MSN

	Are there any support groups in the area?


	The Peripheral Neuropathy clinic at the Northwestern Medical Faculty Foundation has begun the first face-to-face peripheral neuropathy support group in the Chicagoland area. With generous support from the Foundation for Peripheral Neuropathy, we will be meeting monthly at Northwestern Memorial Hospital.  Our initial meeting discussed the origins and current symptoms of our conditions and the community resources and coping strategies we have used to maintain and enhance our quality of life. Future directions, including inviting expert speakers and/or subdividing into more specialized groups, will be guided by the expressed needs of members.

For more information on this support group please send an email to: jbreslow@nmff.org 

~ Julian Breslow PhD LCSW


