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MY PN My name is Steve, I am 63 years old and I have been 
living with idiopathic neuropathy for 2 years. My symptoms are moderate with 
burning feet, tingling in my hands and feet and numbness. Shortly after retiring, 
I noticed that my left foot would tingle when I walked. I thought little of it, 
assuming the tingling was due to tight shoes, some cold weather, or lots of walking. 
But then the tingling spread to my right foot, then my hands. Naturally, I searched 
the web for “tingling hands and feet” and up popped peripheral neuropathy. This 
disorder struck an immediate response because my mother suffered from PN and 
used a walker and leg braces the last 10 years of her life. I immediately panicked 
assuming I inherited this disorder and that I was shortly destined for a more 

constrictive life. I was naturally angry—only 3 months into 
my long planned retirement, I was faced with a difficult 
health issue. I was scared, angry, and confused.

I made the rounds of doctors and went through tests 
to find the cause, including a painful nerve test. The 
results showed I probably had idiopathic small fiber 
PN, or damage to the small nerves in my hands and 
feet but with no identifiable cause (or idiopathic 
neuropathy). I also learned that my PN was 
probably different than the motor neuropathy my 
mother suffered from and not inherited. 

understanding My pn  
Based on discussions with my 

doctors and my own research, I began 
to better understand my PN and its 
consequences. Because the cause of 

my PN is unknown, I could only treat the symptoms. 

(continued on page 3)
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FPN   news
in this issue of fpn news, we have 
dedicated many of the articles on the 
importance of patient engagement. 
a patient’s greater engagement in 
healthcare contributes to improved 
health outcomes. the old models of 
care, where physicians tell patients 
what to do and try to motivate them 
to change, do not work. because 

patients’ day-to-day decisions have a tremendous 
impact on their health, they must be active, 
informed participants in the health care process. 
dealing with chronic illness such as peripheral 
neuropathy, requires two things. first, a team 
with you at the center. second, active, involved 
participants—especially an active, involved patient. 

studies have shown when patients are encouraged 
to be more involved, and when their physicians are 
less prescriptive, patients have better outcomes. 
this approach can be more efficient because the 
health care team is addressing the patient’s agenda 
first—and the patient’s agenda is, after all, the real 
reason for the visit.

fpn is here to help empower you, the patient, with 
education; from our website to our newsletters, we 
will guide you to becoming an active and engaged 
patient. 

We also want to help others by Sharing Your PN 
Experience. in past newsletters, we have shared 
a variety of inspiring patient stories. We hope to 
continue with these stories, but, we need your 
help. We are seeking individuals willing to share 
their personal experiences with pn, including how 
you learned about your pn, what treatments you 
have tried, and how you have adjusted, physically 
and emotionally to live the best life you can while 
coping with pn. Your story like steve’s in “My PN” 
will be featured on our website and publications. 

if interested, please email us at info@tffpn.org and 
indicate how long you have had pn, the type of 
pn you have (if known) and contact information, 
including a phone number. a representative from 
the foundation will contact you. Your story can 
remain anonymous.

as this year comes to close, we want to wish you 
and your family a healthy and happy holiday 
season. We hope you will choose to make your 
year-end charitable donation, to the foundation for 
peripheral neuropathy. 

Warmest Wishes,

pam shlemon

P A I N  M A N A G E M E N T  P R O G R A M S 

interdisciplinary Management  
of chronic pain  
for many people, living with pain is a way of life. to neuropa-
thy patients, living a full and active life may seem impracti-
cable. but, do you know it is actually possible to increase 
your level of functioning and quality of life while reducing 
your sense of suffering? the key, like anything in life, is to 
have the right skills, direction and support. 

We understand that it’s difficult to move forward once pain-
ful peripheral neuropathy has entered your life. chronic neu-
ropathic pain requires changing how you think about your 
disorder, and opening your mind to new approaches to well-
ness. Most importantly, it requires you to move beyond the com-
pliant role of patient, waiting for someone else to find a solution, and 
into the more active role of a person who is coping with his or her own pain.

How does one go about getting the right skills? first, you need to understand your 
own health. so, prepare yourself before your doctor’s visits; do your homework; write 
questions down; ask your doctor to speak slowly; and ask him/her to explain medical 
jargon in plain language. if you do not understand, keep asking until you do. Make 
sure you obtain a copy of all of your medical records. bring a relative or friend to 
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New mechanism in pain  
management discovered

It’s in the brain where we experience the unpleasant sensations within the 
neurons of the brain. For years, researchers have been exploring the significance 
of calcium channels and the peripheral nervous system on the development 
of chronic pain conditions. At the Canadian Institutes of Health Research 
(CIHR), Neuroscientist Gerald Zamponi, PhD, and his team have discovered 
a mechanism that can reverse chronic pain. Their research has revealed pain 
signals in nerve cells can be turned off by disrupting the communications of 
a specific enzyme using calcium channels, a group of important proteins that 
control nerve impulses.

According to Dr. Zamponi, “Chronic pain can be a debilitating condition 
that affects many people and is often poorly controlled by currently available 

treatments. Therefore, new treatment avenues are needed. Our discovery 
opens the door towards new treatments, and based on the data that we 
have so far, it is a viable strategy.” Zamponi and his team are analyzing over 
100,000 molecules, with the anticipation that one could stop the enzyme’s 
communications. Possibly, if the right molecule can be identified, they could 

develop a new drug. At this time, two viable molecules have been found to be 
painkillers in animals. 

news Briefs

STRATEGIES FOR CANCER TREATMENT RELATED 
PERIPHERAL NEUROPATHIES    

Chemotherapy-induced peripheral neuropathy (CIPN) is 
characterized by numbness, tingling, and pain in a stocking glove 
distribution. Studies of CIPN have demonstrated that numbness and 
tingling tend to be more common than pain. Symptoms often begin 
while patients are receiving chemotherapy and can persist for years.  
CIPN can have detrimental effects on patients’ quality of life and 
functional ability, as well as lead to increased healthcare expenditures.

CIPN neuropathy can vary from a mild problem that resolves with 
the end of treatment to a chronic severe life-altering syndrome.  The 

pathophysiology behind CIPN is not fully understood and, most 
likely, differs between agents.  Platinum hemotherapeutic agents seem 
to interact with DNA and lead to apoptosis of dorsal root ganglion 
(DRG) neurons.  Taxanes interfere with microtubules and therefore 
can disrupt axonal transplant. Recently, there is evidence that the 
acute neuropathy syndromes associated with chemo agents paclitaxel 
and oxaliplatin may predict the development of chronic neuropathy.  

Multiple agents have been studied for the treatment of CIPN.  Many 
of the investigated agents are commonly used in the treatment of non-
CIPN neuropathic pain.  However, few agents have proven efficacy in 
the treatment of CIPN.  The evidence for each agent will be reviewed 
below with emphasis on larger clinical trials.
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Source: Hotchkiss Brain Institute

ANTIDEPRESSANTS

Duloxetine a serotonin-norepinephrine 

reuptake inhibitor (sNri) antidepressant 

that is the first line of intervention for ciPN

Venlafaxine a sNri that has been effective 

for treating ciPN and can be considered 

an alternative to duloxetine; however, in 

certain dosages, 150-220 mg/day, studies 

have found venlafaxine to have a negative 

effect on those with diabetic and other 

forms of neuropathy

Nortriptyline/Amitriptyline tricyclic 

antidepressants (Tca) determined to be 

effective in treating non-ciPN neuropathic 

pain; in limited studies, these agents did not 

improve sensory neuropathic symptoms 

for ciPN.  due to the limited nature of 

previous studies, recent asco guidelines 

state it is reasonable to try them for 

ciPN.  Nortriptyline is recommended over 

amitriptyline as the later has greater toxicity 

issues

GABAPENTINOIDS

Gabapentin an antiepileptic agent, which 

has been found effective in the treatment 

of a variety of neuropathic pain symptoms; 

considered the first line of treatment for 

neuropathic pain

Pregabalin another antiepileptic 

medication, which has proven effective in 

treating non-ciPN pain.    More multiple 

phase studies need to be conducted before 

ascertaining the effectiveness of pregabalin 

in the treatment of ciPN

Opioids commonly used for the treatment of 

chronic pain, this class of agents including 

morphine, hydromorphone, fentanyl, 

and oxycodone, has limited study data to 

determine their efficacy in the treatment of 

ciPN symptoms

OTHER AGENTS

Topical Amitriptyline, Ketamine, +/-Baclofen 

preliminary data suggests these topical 

agents may be beneficial in the treatment 

of neuropathic pain; currently, the results 

of various studies present contradictory 

findings. in one study, participants 

experienced the greatest improvements in 

tingling, cramping, and shooting/burning 

pain in the hands.  at this time, there are 

no known toxicities or systemic toxicity for 

these topical medications

Alpha-Lipoic Acid a beneficial treatment 

for diabetic neuropathy (dPN); a number of 

small studies investigating the effectiveness 

of aLa have found it did not prevent toxicity 

leading to ciPN

Acetyl-L-Carnitine effective in treating dPN; 

has not shown to be beneficial for ciPN or 

the prevention of ciPN. in fact, one study 

found aLc increased ciPN in taxane-induced 

neuropathy by 24 weeks

E M E R G I N G  T H E R A P I E S

PHARMACOLOGIC

Topical menthol a cooling agent that can 

be used as a topical analgesic; preliminary 

studies found a possible benefit for the 

treatment of ciPN

Capsaicin a high-concentration capsaicin 

patch (8%) has proven a potential benefit 

in the treatment of localized neuropathic 

pain

NoNPharMacoLogic

Scrambler therapy  a device that 

provides noninvasive cutaneous electro-

stimulation with a goal of substituting 

“non-pain” information for “pain” 

information; the few, small trials that have 

been conducted indicated the possible 

effectiveness of the scrambler for the 

treatment of ciPN

NONPHARMACOLOGIC 
INTERVENTIONS

Exercise  some evidence has indicated 

strengthening exercise programs are 

effective in increasing the strength 

of tested muscles; currently, no trials 

have been conducted to investigate the 

efficacy of exercise in the treatment of 

ciPN. however, it has been demonstrated 

to be effective in treating diabetic 

neuropathy and can be a useful part of 

pain management strategies

Acupuncture  in small studies, 

acupuncture has produced positive 

preliminary data; more studies need to be 

conducted to determine if it is beneficial 

for ciPN, but acupuncture has shown 

to be safe and possibly effective in the 

treatment of ciPN

Source: Current Treatment Options Oncology

clinical trials 

The Nutritional Benefits of Metanx in Patients with 
Diabetic Peripheral Neuropathy    

(MEDIAN) [NCT01990092]    

This study will evaluate the short-term and long-term safety and nutri-
tional benefits of Metanx® for those with mild to moderate diabetic PN.

Sponsor Pamlab, Inc.

Locations Various in the  
following states – AL, AZ, AK, CA, 
CT, FL, GA, LA, OH, PA,TX, VA 

Contact Page Young  
985-867-5788  
pyoung@pamlab.com

Peripheral Neuropathy Research Registry     

The PNRR is actively enrolling PN patients and collecting data that 
will be used by researchers to: –understand the disease, –improve 
diagnosis of PN, –develop new effective treatments, –disseminate 
knowledge to researchers and clinicians, and –find a cure.

The PNRR is focused on chemotherapy-induced, diabetic, idiopathic, 
and HIV/AIDS neuropathies. To enroll, please contact one of these sites:

Beth Israel, Boston, MA  
617-632-0899 

Icahn School of Medicine at 
Mount Sinai, New York, NY 
212-241-0784

Johns Hopkins, Baltimore, MD 
443-287-0627

Northwestern University, 
Chicago, IL 312-695-7950



your visits. remember to ask questions! 
the goal is to educate yourself enough so 
that you only need to utilize your doctor for 
guidance and directions. if you are willing to 
take an active role in your own healthcare, 
you will move from a patient to an active 
person. 

direction should come from a team of 
healthcare providers. However, obtaining a 
direction from one physician will not pro-
vide you with all of the guidance and direc-
tion required to help you along your path of 
wellness.

the expectation of finding the one medi-
cation or treatment that will take away the 
pain caused by your neuropathy is usually 
unlikely. While there are many medications 
and treatments that do reduce some pain, a 
one-step approach isn’t the most effective. 
try working with your health care team to 
find the combination of strategies that will 
reduce your suffering and increase your lev-
el of functioning. 

the american chronic pain association uses 
the analogy of a car with four flat tires. You 
can’t put air in just one tire and expect it to 
move forward when only one tire is func-
tioning. consider what else could fill the 
other three “tires” to keep you moving on 
the path to wellness. 

the necessary combination of therapies 
and interventions will be different for each 
person, so it’s important that you take an ac-
tive role in the process. 

treatment of patients with pain requires at-
tention to psychosocial and behavioral fac-
tors, as well as understanding the extent of 
an individual’s underlying physical patholo-
gy. an interdisciplinary approach addresses 
the many facets of pain and can meet the 
many demands of peripheral neuropathy.

an interdisciplinary team of health care pro-
viders working directly with the person with 

pain can employ a variety of measurements, 
interventions, and strategies for self-man-
agement. the team can design a complete 
program from assessment, treatment, com-
munication and education to follow-up. the 
treatment is never focused on just the pain, 
but takes a holistic approach. remember, 
who you are and how you feel is as much 
a part of shaping your treatment as is your 
physical self.

The interdisciplinary teams are made up of: 

each discipline involved in the interdisci-
plinary team has a valuable base of knowl-
edge and a set of discrete skills that com-
plement each other. although roles may 
overlap, team members are collaborators 
and partners, not substitutes for each other. 
interdisciplinary teams encourage comple-
mentary roles and responsibilities, conjoint 
problem solving, and shared accountability 
that when blended together make for treat-
ment option(s) that allows the patient to 
make progress. 

biofeedback, physical therapy, counseling, 
support groups, nutritional counseling and 
a host of other approaches are a few other 

MEDICAL CARD Unfortunately, nationally accessible 
medical records do not exist, yet. Your card should include medical 
problems, surgeries, doctors’ name(s), insurance information, 
allergies, and current medications.

CHANGES to your medical record: For example, recent test 
results so they can be discussed during your appointment. 

MEDICATIONS Yes, the actual containers! All of them! 
Put them all in a bag to bring with you. If you’ve stopped taking a 
medication, tell your doctor. Being honest with your doctor is the 
only way to make sure you are taking the best medication for your 
diagnosis.

LIST OF ALTERNATIVE THERAPIES Most doctors 
are not experts in herbal therapies, but it’s useful for them to 
know what you’re taking in case they may interact with your other 
medications. Keep a list of fish oil, vitamins, and supplements that 
you’re using, and a record of any visits to chiropractors, naturopaths, 
or other practitioners. 

JOURNAL OF YOUR SYMPTOMS Keep daily track of 
your story. Note what each symptom is like throughout the day and 
weeks. Vivid details of your symptom experience will help your doctor 
determine a course of action or change in your treatment plan. 

LIST OF YOUR QUESTIONS Brainstorm before your 
appointment, and start with the most urgent; don’t forget about 
your emotional health—it influences your physical health. Don’t 
leave your doctor’s office without asking questions and getting 
them answered! 

NOTEBOOK AND PEN Your doctor may not always 
have writing equipment readily accessible. Write down things that 
don’t make sense, ask for clarification, and ask your doctor to spell 
words you don’t recognize. At the end of the visit, ask for a verbal 
summary. Make sure you write down and understand your plan or 
ask your healthcare provider if you can use your recording device on 
your smartphone to record their summary.

FAMILY MEMBER OR FRIEND S/he can help 
remind you of your questions and concerns, give you support, and 
is another measure to help ensure your doctor answers all the 
questions you have.

BEFORE LEAVING YOUR APPOINTMENT  
Ask how to reach the doctor if you have questions or concerns—by 
email? By phone? What hours are best? How soon can you expect 
a response? Don’t leave if you’re uncertain about your 
diagnosis or treatment plan.
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10 things to always bring 
to your Doctor’s visit
Preparing ahead of time can help you and your doctor 
make the most out of all-too-brief appointments. 

PAIN MANAGEMENT PROGRAMS (continued froM page 1)

BRISTOL-MYERS SQUIBB  
the foundation has been awarded a 
grant from bristol-Myers squibb (bMs). 
this grant will support expansion of the 
foundation for peripheral neuropathy’s 
peripheral neuropathy research registry. 
bMs is committed to the development 
of medicines to address areas of high-
unmet medical need, including effective 
treatments for patients with painful 
neuropathies. this registry will improve 
the chances of successful development 
of a safe and effective treatment for this 
population of patients. 

this relationship represents another 
example of the important collaboration 
that leverages the strengths between bMs 
and the foundation. We are excited to 
partner with bMs on this very important 
research initiative. 

ways to “fill your tires.” these approaches 
include ways to strengthen and relax the 
body, to use your mind and feelings more 
productively, and to connect with others 
to find support. Maybe these approaches 
could fill your tires.

Just as you maintain your tires to move 
ahead, you need to maintain your wellness. 
pain management is similar: it’s the combi-
nation of strategies that can keep us moving 
forward. it’s a team approach where you, as 
the person with the pain, take an active role 
in your health, and is the most effective way 
to live fully in spite of your pain. 

DONOR  
SPOTLIGHT

—
10
 
T
H
I
N
G
S
—

“patient” 
(person with pain)

significant others 
(faMily, friends)

recreational 
therapists

Vocational 
counselors

physicians

nutritionist/
dieticians

Volunteers

nurses

occupational 
therapists

pharMacists

psychologists

physical 
therapists

support 
staff

social 
workers

Reference: Dr. Leana Wen
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What Do Music Therapists Do?  
Music therapy utilized in the treatment and management of pain conforms 
with the expectations and requirements inherent in the medical model of 
treatment. Music therapy programs are based on individual assessment and 
collection of extensive data for the development of complex patient histories 
and client-centered treatment plans. patient objectives are specific and rel-
evant to medical diagnosis, course of treatment, and discharge timeline.

once goals and objectives are established, music therapists use music activi-
ties, both instrumental and vocal, designed to facilitate changes that are non-
musical in nature. through a planned and systematic use of music and music 
strategies, the music therapist provides opportunities for:

functioning as members of an interdisciplinary team, music therapists also evaluate the patients during the course of 
treatment, implement changes that are indicated by the patient’s response, and document benefits in medical, not 
musical, terms.

P A R T  1 
[OF A TWO-PART SERIES]

Using the Arts as an Integrative Treatment for Pain

in this first-of-a-

series, we will high-

light the benefits of 

Music Therapy as an 
Integrative Treat-

ment for Pain. 

there are many 

ways to classify 

pain. the most 

common way is 

to relate 

p a i n 

to its 

source or to associate it 

with a diagnosis. another 

way to categorize pain ac-

cording to its intensity and/or duration. typical-

ly, acute pain can be mild or severe and may last 

a moment, weeks, or months. it is thought to be 

shorter-lived (less than six months) than chronic 

pain. chronic pain, in contrast, may be consid-

ered a disease state. it is pain that outlasts the 

normal time of healing, if associated with a dis-

ease or injury. the therapy of chronic pain must 

rely on a multidisciplinary approach and should 

involve more than one therapeutic modality.  

Music therapy is a common and growing treat-

ment remedy for people in pain. for acute 

episodes during a pain crisis and for lingering 

pain resulting from a chronic condition, music 

therapy is becoming a well-known analgesic. 

it is an effective therapy as an in-the-moment 

treatment for an increasingly pain-stricken pop-

ulation.

therapists use music to promote healing and 

enhance quality of life for their patients. it may 

be used to encourage emotional expression, 

promote social interaction, relieve symptoms, 

and for other purposes. 

Music has been used in medicine for thousands 

of years. ancient greek philosophers believed 

that music could heal both the body and the 

soul. native americans have used singing and 

chanting as part of their healing rituals for eras. 

the more formal approach to music therapy be-

gan in World War ii, when u.s. Veterans admin-

istration hospitals began to use music to help 

treat soldiers suffering from shell shock. 

scientific studies have shown the value of mu-

sic therapy on the body, mind, and spirit of 

children and adults. a number of clinical trials 

have shown the benefit of music therapy for 

short-term pain, including pain from cancer. 

some studies have suggested that music may 

help decrease the overall intensity of the pa-

tient’s experience of pain when used with pain-

relieving drugs. Music therapy can also result 

in a decreased need for pain medicine in some 

patients, although studies on this topic have 

shown mixed results.

other clinical trials have revealed a reduction 

in heart rate, blood pressure, breathing rate, 

insomnia, depression, and anxiety with music 

therapy. no one knows all the ways music can 

benefit the body, but studies have shown that 

music can affect brain waves, brain circulation, 

and stress hormones. these effects are usually 

seen during and shortly after the therapy.

Music therapy is an established health profes-

sion that uses music and the therapeutic re-

lationship to address physical, psychological, 

cognitive and/or social functioning for patients 

of all ages and disabilities. this treatment is a 

powerful and physically noninvasive medium 

and unique outcomes are possible when inter-

ventions are directed to reduce pain, anxiety, 

and depression. these outcomes appear to be 

mediated through the individual’s emotional, 

cognitive, and interpersonal responsiveness to 

the music and/or the supportive music therapy 

relationship. Music therapists offer services in 

hospitals, clinics, physical rehabilitation and out-

patient programs, senior centers, among others.

• Anxiety and stress reduction

• Nonpharmacological  
management of pain  
and discomfort

• Positive changes in mood  
and emotional states

• Active and positive patient 
participation in treatment

How Can You Find a  
Music Therapist or  
Get More Information?

american Music therapy association 
8455 Colesville Road, Suite 1000 
Silver Spring, MD 20910 
Phone: (301) 589-3300 
Fax: (301) 589-5175 
Web: www.musictherapy.org 
Email: info@musictherapy.org

What can you try at home? LISTENING TO MUSIC

BreaThiNg wiTh FaMiLiar Music if pain is not extreme, 
breathing deeply to slow, flowing melodies may be effective. 
When pain is severe, however, music with a strong beat is ad-
visable to guide a regular and predictable tempo for breathing. 
inhaling deeply and exhaling short puffs of air accompanied 
by fast, rhythmic music is another helpful focusing technique.

iMagery aNd MeMories imagining beautiful images or 
meaningful memories evoked by music, or identifying music 
that brings up beautiful places in the imagination, may trans-
port a person far away from the source of pain and elicit a 
sense of peace. Music that is associated with wonderful times, 
people, and places can evoke the same pleasant sensations 
that were originally experienced. With closed eyes, the listener 
pays particular attention to changes in the senses that come 
about with that memory.

acTiveLy creaTiNg Music or iMProvisiNg oN iN-

sTruMeNTs playing instruments offers a physical release that 
can be cathartic. Musical improvisation offers an expressive 
outlet for inner experience that often communicates better 
than words. the challenge of creating beautiful music hones 
concentration onto something positive outside of pain.

MoviNg To Music finding ways to move and dance to mu-
sic exercises the whole body, while also working out tension. 
When pain exists in on part of the body, it is likely that other 
areas of the body will be tight, and surrounding muscles will 
contract. Moving and dancing allows a freedom that com-
petes with the rigidity of pain.

siNgiNg singing is the body’s natural instrument. singing out 
a song with a full complement of dynamics conveys feelings 
while requiring attention to the notes, lyrics and interpretation, 
turning one’s focus and attention away from pain.

Music therapy offers a plethora of tech-
niques for changing the perception of 
pain. Music therapy may provide cop-
ing strategies for both acute and chronic 
pain, and in randomized controlled trials 
has been found to be effective. 

Music therapy is a safe, benign and po-
tentially effective integrative treatment 
that is indicated for many different 
kinds of pain and painful circumstances.

source: acap - Joanne loewy, da, lcat, Mt_bc,  
co-editor-in-chief of the Journal Music and Medicine.
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I will probably never 
know what caused my PN.

I was relieved to learn 
that further nerve damage 
would probably be slow 
growing, that I could lead 

an active life, and the odds of severely 
impaired mobility were low.

However, I also learned that nerves do not 
repair themselves from damage. Therefore, 
my nerve damage is probably permanent. 

I realized I had to find strategies and 
activities to help me live indefinitely with 
some level of chronic pain. I accepted 
that there was not going to be any magic 
medicine, doctor or organization that 
could solve my PN or give me all the 
answers. I had to take responsibility for 
learning how to live with PN. 

Living with My PN
Over the past several years, mostly by 
trial and error, I have learned some things 
that work best for me. My symptoms are 
alleviated, not eliminated. 

TREAT THE WHOLE BODY  PN is more 
than just taking a pill—it requires lots of 
different interventions. I use diet, exercise, 
medication, foot treatments and vitamins 
to alleviate my symptoms. 

FIND PATTERNS OF SYMPTOMS  
I kept a journal, noting the severity of my 
PN at different times of the day and under 

different circumstances. This helped me to 
adjust my day accordingly.

TRY VARIOUS MEDICATIONS 
AND DOSAGES With my doctors, I 
experimented with medications to find 
the right medications and dosages with 
the fewest side effects.  I also take Metanx, 
a vitamin combination. 

COLD LASER TREATMENTS Based on 
my doctor’s recommendation, I tried 
these treatments on my feet, which 
seemed to help quite a bit. Although 
research* is preliminary, initial results are 
encouraging. 

TREAT THE FEET I use Urea lotion for 
dry, cracked skin and occasionally a 
topical lotion to reduce pain.  I swear by 
Ecco Bion tennis shoes. I also only wear 
wool socks to help with moisture. 

EXERCISE! My experience has been that 
when my circulation is good, my PN is 
better. 

ACCEPT BAD DAYS I can go for weeks 
feeling pretty good, and then all of a 
sudden have a bad day. On these days, I 
take it easy and try to relax without too 
much stress.

AVOID THE COLD Bitter cold weather 
has a very negative effect on my hands 
and feet—probably due to reduced 
circulation. Living in the Midwest, cold 
weather has been my biggest challenge.  

AVOID SCARE STORIES AND 
CHARLATANS There are lots of really 
scary PN stories online and too many 
“specialists” offering magic cures. Be 
careful and cautious: seek expert advice. 

IT’S NOT ONLY YOU Your family, spouse, 
and loved ones may be affected by your 
PN, however indirectly. Your need to 
adjust your life to live with PN can affect 
their lives as well.

My PN is Personal
PN is a personal disorder—it seems to 
affect us individually with highly variable 
symptoms and severity. My advice is 
to use good old trial and error to find 
what works best for you—there is no 
single solution.  My symptoms have not 
disappeared, but I am keeping them under 
control the best I can. I don’t know which 
of the things I do make a difference—I do 
know that trying to control my pain takes 
daily and incessant effort. 

And support the Foundation for 
Peripheral Neuropathy! It is the best—
if not only—advocacy and support 
organization for PN suffers. 

*There is some evidence that cold laser treatments can help 
heal damaged nerves or allow for new healthy cells. Cold 
laser treatments use energy from light to treat damaged nerve 
cells. These treatments stimulate the nerves through increased 
circulation and may result in healing of damaged tissue. 
Whereas the research on cold laser treatments is preliminary, 
there is initial evidence that treatments can reduce pain, restore 
sensation, improve balance, and decrease risk of ulceration. 

MY PN (continued froM page 1)

complementary 
THERAPIES

alpha-lipoic aciD converts glucose to energy; 
has a significant role in lowering blood sugar levels 
and increasing the efficiency of insulin. 

Good Sources  Spinach, broccoli, beef, brewer’s yeast, 
and some organ meats, e.g. kidney and heart

vitaMin c plays a crucial role in protecting nerve 
cells from oxidative damage; works as a natural anti-
inflammatory; helps protect and restore the myelin 
sheath of nerves; the body does not make vitamin c 
on its own and does not store it either 

Good Sources  Cantaloupe, orange, grapefruit, Kiwi, 
mango, papaya, pineapple, strawberries, raspberries, 
blueberries, cranberries, watermelon, broccoli, 
Brussels sprouts, cauliflower, green and red peppers, 
spinach, cabbage, turnip greens,  sweet and white 
potatoes, tomatoes, winter squash

vitaMin E protects the membranes of nerve cells 
and fights free radicals in your cells 

Good Sources  Wheat germ, barley, oats, rye, rice, bran 
and saw palmetto; palm oil, safflower oil, peanut oil, 
soybean oil, cocoa butter, rice bran, wheat germ

n-acEtylcystEinE (nac) an amino acid; the 
lymphocytes and liver use NAC to detoxify chemicals 
and other toxins that enter the body; has shown to 
be highly effective in detoxifying environmental  
pollutants, heavy metals, tobacco smoke, and 

alcohol; it has also been shown to reduce nausea in 
chemo patients. 

Good Sources  Not found in food; available forms 
are an aerosol spray (prescription), liquid solution 
(prescription), topical solution, and tablets or 
capsules

gaMMa linolEic aciD (gla) an omega 
6 fatty acid; important for many physiological 
functions; the body uses GLA to build healthy nerve 
structure and maintain healthy nerve function 

Good Sources  Borage oil, evening primrose oil, black 
currant

acEtyl-l-carnitinE (alc) proven to 
have neuroprotective properties; expedites 
nerve regeneration; improves nerve conduction 
velocity; prevents and slows down the onset and 
development of cardiac neuropathy in diabetic 
patients 

Good Sources  Flaxseed oil, sunflower oil

oMEga 3s essential fatty acids; can help 
regenerate nerves and nerve tissue; an anti-
inflammatory; protects nerves from injury 

Good Sources  Salmon, sardines, anchovies, tuna, 
halibut, cold-pressed fish oil

vitaMin bs— 

the body does not store vitamin B; they help the 
body convert carbohydrates into glucose; the most 
helpful are B1, B3, B5, B6, and B12

b1 – involved in the production of DNA 

Good Sources  Wheat germ, brown rice, rice bran, 
oatmeal, millet, legumes, raw nuts, mushrooms, 
Brussels sprouts, asparagus, peas, cabbage, broccoli, 
avocados, raisins, green leafy vegetables

b3 helps your body repair and regenerate skin and 
nerve cells 

Good Sources  Beets, brewer’s yeast, organ meats, 
salmon, swordfish, tuna, sunflower seeds

b5 known as the “anti-stress vitamin” it supports 
adrenal function and steroid hormone production; 
helps counteract stress and enhance metabolism 

Good Sources  Organ meats, brewer’s yeast, egg yolks, 
fish, chicken, whole grains, cheese, dried beans

b6 necessary for more than 100 enzymatic reactions 
in the body; plays a significant role in the production 
of neurotransmitters 

Good Sources  Brewer’s yeast, fish, poultry, meat, 
beans, eggs, sunflower seeds, spinach, carrots, sweet 
potatoes, peas, bananas

***if you are taking Levodopa, B6 might reduce its effectiveness***

b12 helps the body make red blood cells; assists 
in the production of DNA and RNA. Best Source:  
animal products 

Good Sources  Kombucha, whole grains, sweet 
potatoes, bananas, lentils, beans, molasses

hEal your nErvEs  
with nutriEnts
Many vitamins and minerals have been proven by scientific research to be strong 
weapons against nerve damage, and they are essential for nerve repair and healing. 
Here are a number of nutrients to help you battle your way to good health:
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Our mission is to dramatically improve the lives of  
people living with Peripheral Neuropathy.

The Foundation for Peripheral Neuropathy will be the catalyst for advancing innovative therapeutic developments and 

accelerating a cure for painful neuropathies by funding collaborative efforts of leading scientists and physicians. We will strive to 

raise awareness of peripheral neuropathy through outreach programs to patients, their families and healthcare professionals.

The information contained in this newsletter is not intended to substitute for informed 
medical advice. You should not use this information to diagnose or treat a health problem 
or disease without consulting a qualified health care provider. You are strongly encouraged 
to consult a neurologist with any questions or comments you may have regarding your con-
dition. The best care can only be given by a qualified provider who knows you personally.

You can send us questions 
or feedback at  
info@tffpn.org 
or call us at 

847-883-9942

The Foundation for 

Peripheral Neuropathy 

newsletter, FPN News is 

published two times a 

year, Spring and Fall. 

No Limits – Riding Across America  
People with chronic conditions, 

like peripheral neuropathy and 

other physical impairments, often 

believe there are limits to what they 

can do. Pain can be ever present 

in their lives and their vitality for 

living can diminish. But think about 

this…even if you think you can’t 

do something, maybe you really can! British adventurer, Dominic Gill, set out to find some 

unique individuals who were willing to take on new challenges in spite of their limitations. 

With an unusual tandem bike built with a recumbent front seat and secondary free-wheel 

mechanism, Gill organized a 4,000 mile cross-country bike trip. The bike allows weak or 

disabled individuals to tackle long distances. This unique journey was originally conceived 

in 2006 when Gill met Ernie Greenwald 

of Lompoc, CA, while on his first tandem 

cycling expedition from Alaska to 

Argentina. Greenwald was a 70-year 

old with lymphocytic lymphoma who 

wanted to bike across America. He was 

filled with passion to live an adventurous life despite his physical condition. Anxious to 

ride, Greenwald discovered that his cancer had spread and he was not going to be able to 

participate. 

Gill was forced to set out on a different adventure. After mapping out his journey 

and breaking it down into 10 stages, Gill went out and found 10 new companions 

to accompany him—all perfect strangers and all with significant physical disability:  

Traumatic Brain Injury (TBI), visual impairments, myotonic muscular dystrophy (MMD), 

...helping others overcome 

adversities and break 

boundaries is an honor

Sharing Stories

The vibrant colors of the budding 

flowers herald the arrival of spring and 

bring the promise of yet another new 

season. There’s a special reassuring 

quality about seeing the first flowers 

of the year—the certain knowledge 

that the dreary winter weather is behind us and the 

excitement of another new season looms.

This spring we are encouraging you to get personally 

involved in making Peripheral Neuropathy a thing 

of the past. There are countless ways to take part, 

whether you choose to participate in clinical research, 

fund our scientific and educational programs or 

simply help us raise awareness by sharing your 

personal stories with us.

Stories are the way we learn about each other. They 

interest us; they inspire us; they teach us. Some tell of 

the long, discouraging journey that eventually led to 

your diagnosis of PN. Others recount the treatments 

you’ve tried—what works and what doesn’t. More talk 

about your pain—both physical and emotional—of 

living with PN every day. And through it all you’re just 

relieved that someone is listening to your story…

someone cares.

Your stories are important to share. The more you 

share them the more others become aware of PN 

and the struggles it causes. Stories will help someone 

know that the pain, numbness and tingling that 

they’ve felt for years actually has a name. Sharing lets 

them know they are not alone. 

Our Facebook community helps and encourages 

each other. Each story is different, but the concern 

they have for each other is genuine…they’ve been 

there! You can also contact us to share your story at 

info@tffpn.org. Your story may get published in our 

newsletter, website or in press releases to tell the 

story nationally. 

All of your stories will be used as encouragement 

for others. And your stories will join together to tell 

an even bigger story—the story of PN. What it is. 

How it affects you. The need for research and new 

treatments. The need for a cure. 

If you haven’t told us your story…we hope you will. 

Pam Shlemon
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Dianne—ChiCago to ClevelanD

Some might say Dianne Jones is one of the lucky ones. Diagnosed with idiopathic peripheral 

neuropathy 25 years ago, she experiences numbness and tingling but she has no pain. Her hands 

and feet are numb; moving around is difficult. She loses her balance, bumps into things, her 

gait is uneven. She is stiff and uncoordinated, and needs a railing to go up and down stairs. Her 

hands get really cold—or really hot. 

Active in her real estate business and in her church, Dianne enjoyed many of her tasks: typ-

ing, sewing and mending, serving communion. She especially liked typing and was quite good. 

Now, she can’t type or thread a needle. It started getting worse about 10 years ago. She could 

walk fast but not slow—she lost her balance, she stumbled. Her doctor even noticed 

that she trailed her fingers along furniture to help her keep her balance—something 

Dianne was doing without thinking. 

To keep from falling, Dianne purchased a cane. Onlookers often 

draw inaccurate conclusions when they see people fall; the 

cane helps Dianne’s stability and sends the message to oth-

ers that she has physical limitations. Dianne volunteers 

with the ‘Culture Bus’ that takes seniors with early 

(CONTINuED ON PAGE 3)
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memory loss to cultural events. Using her cane 

and struggling to walk, she is often seen as one 

of the patients. Still she enjoys the outings and is 

philosophical, “People need to do what they can.”

Dianne and her husband Doug have always 

been active. They liked to bike but when  

Dianne could no longer control her own 

bike, they bought a tandem. They try to ride 

20 miles every week and even participated 

in a 300 mile race in Wisconsin. 
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like us on Facebook.com/

TheFoundationForPeripheralNeuropathy  

and become a fan.
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Every contribution is 
significant. You can support 
The Foundation for Peripheral 
Neuropathy through:

n Donations to the Annual Fund
 Annual Fund gifts are used to underwrite 

immediate needs and to fulfill the mission 
and vision of the foundation. 

n Memorial/Tribute/Honor Gifts
 Provide a special way to celebrate the 

memory of a loved one, a birthday, anni-
versary, wedding, holiday or an occasion 
of significance for someone you love.

n Major Gift Contributions
 Generous and transformational gifts 

to sustain and grow the Foundation 
for Peripheral Neuropathy

n Grants 
Provide support through a 
commitment from your personal, 
family or corporate foundation.

Use the enclosed donation envelope 

or donate online by visiting our website at 

www.foundationforpn.org, by phone:  

1-847-883-9942, or by mail
n  Follow us on Facebook!  
n  Share this newsletter!
n  Contact us to lend your time and talent! | GET INVOLVED |

For more information about giving
and sponsorship opportunities

please contact Pam Shlemon at
  847-883-9951 or at pam@tff pn.org

As a registered 501 (c) (3) not-for-profit organization, all donations made to the Foundation are tax exempt to the fullest extent permitted by law.

MAKE A

difference 
TODAY

MAKE A

difference 
TODAY

Letters from fans
“I just want to take a minute to THANK the Foundation. An 

organization who saw and ACTED on our need for deeper 

research into this baffling disease that’s been IGNORED long 

enough....So, THANK you again for awakening the medical 

research folks to find some ANSWERS for us.”   Anna L 

“I feel it is hard to cope 

emotionally at times with 

this new situation and daily 

challenges and I have hardly 

had any advice on how to tackle 

the recovery period. Thank 

you for providing information 

on your website to help those 

of us suffering and can’t find 

answers from our own medical 

professionals…so frustrating. 

Many thanks.”   Rita

“I am a 32 year old woman and three 

months ago I was diagnosed with 

peripheral small fiber neuropathy induced 

by herpes simplex. I have looked around 

online to find an association in London or 

in the UK, but I can’t find any.”    

“Many thanks for the brilliant website.”


