
•
•

SPRING/SUMMER 2017

(CONTINUED ON PAGE 7)

(CONTINUED ON PAGE 3)

Last fall, our newsletter, celebrated 

The Foundation’s tenth anniversary by 

recapping our first ten years of work 

during which time we established 

FPN as the premier organization 

dedicated to improving the lives of 

patients with peripheral neuropathy. 

As we begin our second decade, we 

recommit ourselves to fulfilling the 

vision of the future described by the writer, Neal 

Asher— a future secure with the knowledge of 

how to prevent, 

treat and even 

cure peripheral 

neuropathy. 

In this Spring issue 

of our newsletter, 

there are two 

research articles 

that provide hope for that future. Researchers 

from San Diego, CA are investigating the utility 

of anti-muscarinic drugs already approved for 

use in other conditions as a new treatment for 

peripheral neuropathy. In St. Louis researchers are 

investigating whether particular molecules prove 

to be useful biomarkers that could help them 

develop a new non-narcotic painkiller for patients 

with chemo-induced peripheral neuropathy.

In this second decade, I am excited to serve as 

FPN’s new Executive Director with the Foundation’s 

dedicated Board of Directors. In December, the 

board elected a new President, Louis Mazawey. 

Under Lou’s leadership the board is committed to 

raising funds to grow our Peripheral Neuropathy 

Research Registry and to raise awareness 

throughout the neurologist community about 

the resources FPN has for their patients. In April, 

FPN welcomed a new addition to our team, 

Lindsay Colbert. As Director of Development and 

Marketing, Lindsay is focused on the future of FPN: 

spreading the word about and garnering support 

for the Foundation’s work. We, the staff and Board 

of Directors of the Foundation for Peripheral 

Neuropathy are grateful for your support. Please 

share ANY ideas you have for how we may better 

serve the community and create a better future for 

people living with PN.

Marlene Dodinval

INSIDE

• Medical cannabis Q & A
• Spring cleaning tips

“If I could time travel into the future, 
my first port of call would be the point 
where medical technology is at its 
best because, like most people on this 
planet, I have this aversion to dying.”

Neal Asher, science fiction writer 

Last spring, the FDA held a public 
meeting to hear perspectives from 
people living with neuropathic pain 
associated with peripheral neu-
ropathy (PN). FDA conducted this 
meeting to hear about the disease, 
its impact on daily life, and cur-
rently available therapies. The meet-
ing was also part of the agency’s 
Patient-Focused Drug Development 
initiative, to more systematically gather pa-
tients’ perspectives on their condition and available therapies to 
treat their condition. As part of this commitment, FDA is holding at least 20 public 
meetings over the five-year period, each focused on a specific disease area. In Febru-
ary 2017 they released their report.

Meeting overview

This meeting provided FDA the opportunity to hear directly from patients, caretak-
ers, and advocates about their perspectives and experiences on the pain associated 
with peripheral neuropathy, and its treatments. The discussion focused on two key 
topics: (1) disease symptoms and daily impacts that matter most to patients, and (2) 
patients’ perspectives on current approaches to treating neuropathic pain associ-
ated with PN. For each topic, a panel of patients shared comments to begin the dia-
logue. Panel comments were followed by a facilitated discussion inviting comments 
from other patients and patient representatives in the audience. The discussion was 
led by an FDA facilitator, and a panel of FDA staff asked follow-up questions. Partici-
pants who joined the meeting via live webcast were invited to submit comments 
throughout the discussion. Additionally, in-person and web participants were peri-
odically invited to respond to polling questions, which provided a sense of the de-
mographic makeup of participants and how many participants shared a particular 
perspective on a given topic.

A  M E S S A G E  F R O M  T H E 
E X E C U T I V E  D I R E C T O R

PN      SPOTLIGHT 

European Workshop Focuses on Anti-
MAG and IgM Paraprotein-Associated 
Peripheral Neuropathy
A group of 20 clinical experts—primarily from European hospitals and medical 
centers—recently met in Naarden, the Netherlands, to hold a workshop on a 
rare type of peripheral neuropathy, triggered by the auto-immune system. The 
workshop, held under the auspices of the European Neuro-Muscular Center 
(“ENMC”), had a lengthy title: “Improving Future Assessment 
and Research in IgM Anti-MAG Peripheral Neuropathy; a 
Consensus Collaborative Effort.” But its mission was simple: 
To help PN patients with this rare condition lead better lives. 
Highlights of the workshop are summarized below.

What is Anti-MAG PN?

Human blood plasma contains numerous proteins including the 
immunoglobulins, IgG, IgA, and IgM. When one of these is over-produced, 
it results in “monoclonal gammopathy.” If there is no evidence of myeloma or 
lymphoma, this is called monoclonal gammopathy of undetermined significance 
or MGUS. In some cases, particularly for IgM MGUS patients, the IgM proteins 
attack the myelin around the nerves in a person’s feet and/or hands, causing 
a peripheral neuropathy, an IgM-associated peripheral neuropathy. In about 
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SLU SCIENTIST EXAMINES POTENTIAL BIOMARKERS FOR PAIN 
LINKED TO DEBILITATING HEALTH CONDITIONS 

With new funding from The Mayday Fund, a 
Saint Louis University researcher will leverage 
her discovery of a pain pathway to determine 
if either of two key molecules can be used as 
biomarkers for pain associated with four debili-
tating health conditions: chemotherapy-induced 
peripheral neuropathy (CIPN), endometriosis, 
interstitial cystitis and vulvodynia.

“It is exciting to reach the 
moment when you can 
take your research from 
the laboratory to the clin-

ic,” said Salvemini, who 
is professor of pharma-

cology and physiology at 
SLU. The medical commu-
nity recognizes an urgent 
need for safer, non-addic-
tive pain medications.

In previous work, 
Salvemini discovered 

pain pathways—the molecular series of events 
that lead to pain—that helped researchers un-
derstand how pain occurs. The pain pathways are 
dependent on two molecules: S1PR1 and A3AR 
(sphingosine 1-phosphate receptor subtype 1 and 
A3 adenosine receptor subtype). By modulating 
these molecules, scientists were able to block and 
reverse pain. This finding is particularly encour-
aging because a drug that modulates S1PR1 is 
already on the market and one that modulates 
A3AR is in advanced clinical trials.

Salvemini’s next goal is to see if S1PR1 and 
A3AR can serve as biomarkers in the clinic.

A biomarker is something that can be mea-
sured—a scientific yardstick to see who is suffer-
ing from pain via this molecular pathway and, in  
the future, may be able to tell us if medicines can  
work to stop or limit this pain. Identifying bio-
markers is an important step in the scientific pro- 
cess to find a new painkiller; without a biomark-
er, it would be difficult to know if a medication 
is easing pain or if pain is subsiding for another 
reason. This will also allow doctors to select those 

patients that will be more likely to respond to the 
medicine in a personalized approach.

Based on her previous work, Salvemini believes 
that higher levels of S1PR1 and/or A3AR cor-
relate with chronic pain incidence and intensity 
and predict the development of chronic pain syn-
dromes, suggesting these receptors may be good 
targets for new drugs that target these pathways 
to treat or prevent chronic pain syndromes.

“Our goal is to take this exciting basic science 
work a step further and study to see if these mol-
ecules can serve as biomarkers in people, helping 
us to identify patients who would and who would 
not benefit from drugs that target this pathway 
and providing a more personalized approach 
to pain treatment,” Salvemini said. “This study 
focuses on high impact, high potential chronic 
pain-associated conditions.”

“The problem of chemotherapy-induced pain is 
a critical unmet need that severely impacts our 
patients struggling with cancer and their ability 
to receive potentially lifesaving treatment. While 
SLU has had an enduring commitment to manag-
ing chronic pain, Dr. Salvemini’s work represents 
an important, innovative approach that will 
directly benefit the population that our Cancer 
Center serves. This ‘bench to bedside’ project is 
central to the clinical research mission of our he-
matology and oncology division, and I am excited 
to be a part of this work,” Lionberger said.

If patients suffering pain have a correlating high 
level of these molecules in their blood or tis-
sue, these markers may be able to serve as useful 
measurements to know that the pain pathway is 
activated and that patients might benefit from a 
drug that specifically targets these molecules.

If one or both of these two molecules does prove 
to be a useful biomarker, researchers will have 
laid the groundwork for a proof-of-concept trial 
to test a drug that interferes with the molecular 
pathways engaged by these molecules and could 
serve as a new non-narcotic painkiller.

Source: https://www.slu.edu/

BLOCKING MOLECULAR SIGNALING 
PATHWAY COULD PREVENT OR 
REVERSE PERIPHERAL NEUROPATHY 

Researchers at University of California San Diego 
School of Medicine, with colleagues in Canada, have 
identified a molecular signaling pathway that, when 
blocked, promotes sensory neuron growth and prevents 
or reverses peripheral neuropathy in cell and rodent 
models of type 1 and 2 diabetes, chemotherapy-induced 
neuropathy and HIV.

“Peripheral neuropathy is a major and largely untreated 
cause of human suffering,” said first author Nigel 
Calcutt, PhD, professor of pathology at UC San Diego 
School of Medicine. “It has huge associated health care 
costs.”

Previous research has described at least some of the 
fundamental processes involved in healthy, on-going pe-
ripheral nerve growth regeneration, including the critical 
role of mitochondria—cellular organelles that produce 
adenosine triphosphate (ATP), the energy-carrying 
molecule found in all cells that is vital to driving nerve 
recovery after injury.

In the January 17, 2017 issue of the Journal of Clinical 
Investigation, the researchers looked for key molecules 
and mechanisms used in sensory neuron growth and 
regrowth. In particular, they noted that the outgrowth 
of neurites—projections from a neuronal cell body that 
connect it to other neurons—was constrained by activa-
tion of muscarinic acetylcholine receptors. This was 
surprising, they said, because acetylocholine is a neu-
rotransmitter usually associated with activation of cells.

With identification of this signaling pathway, the scien-
tists suggest it is now possible to investigate the utility of 
anti-muscarinic drugs already approved for use in other 
conditions as a new treatment for peripheral neuropathy.

“This is encouraging because the safety profile of anti-
muscarinic drugs is well-characterized, with more than 
20 years of clinical application for a variety of indications 
in Europe,” said senior study author Paul Fernyhough, 
PhD. “The novel therapeutic application of anti-musca-
rinic antagonists suggested by our studies could poten-
tially translate relatively rapidly to clinical use.”

Source: University of California - San Diego

CLINICAL TRIALS 

Evaluating the Effects of Acupuncture in the Treatment of 
Taxane-Induced Peripheral Neuropathy    

NCT02831114  

This study will enroll female breast cancer survivors at the Greenville 
Health System Cancer Institute Center for Integrative Oncology and 
Survivorship to assess whether acupuncture holds any therapeutic benefit 
for TIPN and how it influences the mechanisms underlying resolution of 
TIPN. This would provide critical validation of acupuncture and increase 
potential for other forms of chemotherapy induced peripheral neuropathy. 

Location Greenville, South Carolina

Phase 3 Gene Therapy for Painful Diabetic Neuropathy   
NCT02427464

The purpose of this study is to determine the safety and efficacy of bilateral 
intramuscular injections of VM202 versus placebo in the treatment of 
painful diabetic neuropathy.

Location AZ, AK, CA, CT, FL, IL, KS, MN, NY, NC, TX, UT, WA

“The problem of chemotherapy-
induced pain is a critical unmet need 
that severely impacts our patients..."
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Dorsal Root Ganglion neurones in culture. Cretive Commons © Wellcome Images: Kate Nobes, Mark Shipman

NEW BOOK AVAILABLE 

Small fiber neuropathy is one of the most complicated diseases 
to diagnose and treat, because every patient’s experience can be 
very unique. Written by eight neurologists representing some of 
the leading experts on this disease, this guide arms patients and 
caregivers with the latest information available today about 
small fiber neuropathy—what causes it, what the common signs 
and symptoms are, how it’s diagnosed and ways to manage the 
disease and minimize pain.  Information on ordering printed 
and e-book versions can be found at www.hiltonpub.com 



FPN recently published a series of 5 articles about the use of medical can-
nabis for peripheral neuropathy on our website. Those articles raised some 
interesting follow up questions that Dr. Mazanet answers here:

Q 
With all the great things medical cannabis can do, some patients 
are being discharged from their neurologists & pain doctors for 
being a medical cannabis patient. What  

                     suggestions would you have for those patients?

A 
On a state by state basis, physicians are being convinced of the 
benefits of legal medical cannabis. It would be unethical for a 
neurologist or pain doctor to “discharge” a patient from their 

care if they sought relief from a legal medical alternative in that state; 
treating physicians must abide by all relatively safe alternative treatments 
patients choose, even if they do not agree with that choice. There is now 
abundant data that medical cannabis when used as directed is safe.

Patients should not try to persuade their treating physicians to become 
licensed medical cannabis providers; however they can play a role in pro-
viding their health care providers with the latest research updates about 
medical cannabis. A January 2017 report from the National Academy of 
Science, Engineering and Medicine discusses conditions where there IS 
and where there IS NOT enough evidence to draw a conclusion regard-
ing benefit from medical cannabis. Most importantly, they point out the 
need for additional research.  (http://www.nap.edu/24625

Q 
Are there certain types of peripheral neuropathy that seem to 
respond better to medical cannabis than others?

A
Peripheral neuropathy encompasses a wide range of pathologies. 
But the general pain and uncomfortable sensation feel the same 
and generally have the same neural pathways (unlike visceral 

pain from appendicitis, or chronic back pain from a vertebral disc which 
are both distinctly different). What is becoming more obvious is that 
both THC and CBD have separate roles in the treatment of neuropathic 
pain, and therefore the perfect hybrid strain or ratio of THC:CBD in 
the final product is not clear. Some patients prefer a THC predominant 
product, some like a bit more CBD. Research into the different propor-

tions of these two cannabinoids, as well as the importance of many of 
the minor cannabinoids to the alleviation of neuropathic pain is still in 
its infancy. We hope that eventually researchers in the US will be able to 
conduct some of this important medical research. 

Q 
Are there common health issues that would prohibit me from 
using medical cannabis to treat my neuropathy? For example, 
heart arrhythmia?

A
All patients who use medical cannabis should be cleared by their 
primary physician who should be aware of all products their 
patients are taking, even alternative treatments. Patients with 

arrhythmias who are anticoagulated should be aware that their warfarin 
dose (based on INR) might need to be adjusted, although there is some 
preliminary evidence that this might only be for smoked product. Ad-
ditional things to keep in mind:

u Patients with pulmonary disease or asthma should be careful of 
inhaled products in general (should not smoke ANYTHING)

u Patients who operate machinery or drive motor vehicles should be 
aware that medical cannabis could put them at risk for injury or col-
lision.

u Additional warnings can be found in the recently published report 
from the National Academy of Science, Engineering and Medicine 
(http://www.nap.edu/24625 ).

The most important thing for you and your physician to know is to 
START LOW (low strength, dose) and GO SLOW (titrate dose and 
strength up). This requires patience as the results may take longer but 
patients often have unexpected minor side effects that are uncomfortable.

THE VOICE OF THE PATIENT (CONTINUED FROM PAGE 1)

Key themes

Several key themes emerged from this meeting:

n Patients struggled daily with their symptoms. Patient experienced numerous pain sen-
sations including, but not limited to: numbness, tingling, burning, and stabbing in various 
locations of the body; particularly their hands and feet. Patients experience neuropathic 
pain unpredictably and suddenly, limiting their ability to obtain adequate pain control on 
a consistent basis.

n Patients experienced difficulty in achieving pain relief. Participants described using a 
complex regimen of both drug and non-drug treatments when pursuing symptom con-
trol with a vast range of variability in effectiveness. They noted the significant burden of 
trial and error therapy regimens, the difficulty of weighing benefits and adverse effects 
when making treatment decisions, and the challenges they faced in obtaining access to 
prescription drug products.

n Patients and families shared the devastating toll neuropathic pain takes on their lives. 
Many participants described loss or significant changes to their careers, limited social 
interactions, decreased quality time with family, and feelings of hopelessness due to their 
disease.

n Patients emphasized the need for increased awareness and research of neuropathic 
pain associated with PN across the medical community. Participants expressed a desire 
for focused research in the areas of pain management and nerve regeneration.

Approximately 37 patients who experience 
neuropathic pain associated with PN or pa-
tient representatives attended the meet-
ing in-person, and over 54 web participants 
provided input through the live webcast 
and polling questions. According to their re-
sponses to the polling questions and regis-
tration data, in-person and web participants 
represented a range of patients, with a slight-
ly higher proportion of women, adults aged 
18-70+, and patients living with the disease 
for more than 10 years and others only living 
with the disease less than 1 year. Although 
participants may not fully represent all of the 
population living with neuropathic pain as-
sociated with PN, FDA believes that the input 
received reflects a range of experiences with 
symptoms and treatments of the condition.

To supplement the input gathered at the 
meeting, patients and others were encour-
aged to submit comments on the topic to 
a public docket. Approximately 105 com-
ments were submitted, the majority by indi-
vidual neuropathic pain associated with PN 
patients and caregivers. FDA also received 
comments from advocacy groups, including 
the Foundation for Peripheral Neuropathy.  
FPN also submitted survey comments from 
525 neuropathic pain patients. 

The patient input generated through this 
Patient-Focused Drug Development meet-
ing and public docket strengthens FDA’s 
understanding of the burden of neuropathic 
pain associated with peripheral neuropathy 
on patients and the treatments currently 

used to manage its symptoms. FDA staff will 

carefully consider this input as it fulfills its role 

in the drug development process; including 

advising sponsors on their drug develop-

ment programs and assessing benefit-risk 

for products under review for marketing ap-

proval. This input may also be of value to the 

drug development process more broadly. For 

example, the report may be useful to drug 

developers as they explore potential areas of 

unmet need for neuropathic pain associated 

with peripheral neuropathy patients in areas 

such as pain control and nerve regeneration. 

It could also point to the potential need for 

development and qualification of new out-

come measures in clinical trials.

To read the full report and get more informa-

tion on the meeting, including the archived 

webcast recording and meeting transcript 

visit: http://www.fda.gov/ForIndustry/User-

Fees/PrescriptionDrugUserFee/ucm490866.

htm

COMPLEMENTARY THERAPIES
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Q 
Are there certain forms (in terms of inhaling, edibles, topi-
cal, capsule, etc.) of medical cannabis that are more effective 
than others specifically for PN?

A
The value of different formulations depend on the goal of the 
patient. Vape or smoke works fastest, but lasts for the short-
est amount of time. Tinctures (oils under the tongue given 

by drops) work via what is termed a mucosal route because it is easier 
for the medicine to cross the mouth membranes than the skin. This 
is the next fastest to work after the pulmonary route, and the effect 
may last a bit longer. Edibles and capsules (both oral) are metabolized 
in a similar fashion and take longer to work but the duration of the 
effect is longer.  Topical preparations are not all the same, as some 
don’t’ cross the skin well to get into the blood stream and are more 
moisturizer than medication. That said, some topical preparations are 
excellent and patients use them for effective local relief of trigger pain 
points.

For PN patients who want relief all day, getting on a regular oral regi-
men is the most reliable but it takes a while to get a stable blood level. 
For breakthrough pain or at night, they might want to vape or use a 
topical (particularly if local regions are affected). 

Q
I recently read about cannabis patches.  
Are they effective?  
What are the risks/benefits?

A
Patches are another way to deliver medicine across the skin 
in a more convenient way than creams or lotions (although 
some patients like the effect of rubbing a trigger point with 

medication directly).  Another benefit is that they are a defined dose 
in the patch, although we have no idea how much of the dose gets 
into the blood stream. They are often effective, again it depends on 
the brand/type. The effect of patches can take a while to see (again, 
medicine has to cross skin and get into blood stream in therapeutic 

doses), but when they are used on a regular schedule they can provide 
a constant amount of medicine in the blood. 

Q
Do you know of a forum of any kind where  
medical cannabis users share their  
experiences and even “best practices”?

A
I don’t, but I will keep looking for you.  
If any other readers know of one,  
please let US know!

Q
Some company sent me True CBD Tincture drops. I am 
supposed to put 15 drops under my tongue and hold 60–90 
seconds before swallowing. I didn’t use them and didn’t  

                      order any and I got another bottle yesterday. It is hemp 
derived cannabinol extract emulsified in virgin hempseed oil. I have 
no idea why I am getting it. I looked it up and it is mega expensive if 
I use it every day or a couple times every day. What are your thoughts 
on the drops?

A
It is never a good idea to use something (particularly a 
medication) that you did not order. That said, tincture is a 
perfectly reasonable formulation choice to get the drug into 

the blood stream, and holding the medicine under the tongue allows 
it time to cross the oral membranes (oral mucosal absorption). What 
is swallowed then takes longer through the oral route like a pill or 
edible. 

Dr. Rosemary Mazanet MD PhD was trained in Internal Medicine 
(Brigham and Women’s Hospital, Boston) and Medical Oncology (Dana 
Farber Cancer Institute, Boston), and has been active in the Biotechnol-
ogy community for the last 30 years. Currently she is involved in strategic 
drug development and is the head of the Scientific Advisory Board for 
Columbia Care, Inc, a company that grows and dispenses legal medical 
cannabis in 9 states.

50% of those patients with an IgM-
associated peripheral neuropathy, the 
IgM paraprotein is directed against a 
part of the nerve called myelin associated 
glycoprotein (MAG). This subgroup of 
those with IgM-associated peripheral 
neuropathies then have an anti-MAG 
neuropathy.

People with IgM-associated peripheral 
neuropathies, including those with anti-
MAG neuropathy, have a neuropathy that 
ranges in severity from mild to severe. 
Distal pain and impaired balance are very 
frequent in the anti-MAG group. 

Who is Affected?

There are no definitive studies, but anti-
MAG neuropathy usually affects persons 
in their 50’s to 70’s. Classically, it is mildly 
progressive, although a distinct minority 
of patients do end up with severe mobility 
issues. And it may be necessary to perform 
follow-up bone marrow biopsies to detect 
the possible development of myeloma or 
lymphoma.

What is the Treatment?

Treatment depends on the level of pain 
and disability. Some people never need 
treatment and are just followed. Others 
need treatment for their neuropathic pain. 
In more severe cases, IVIg or anti-cancer 
drugs, such as rituxan, can be used to 

improve or slow the condition. 

Scope of ENMC Workshop

The distinguished attendees—coming 
from 10 different European medical 

centers and 3 in the 
US—addressed different 
aspects of the disease. 
Several of the participants 
were the same medical 
professionals who 
identified the core 
characteristics of anti-
MAG neuropathy over 
25 years ago. Nearly 20 
presentations over the 
two-day conference 
focused on—

• outcome measures—past and future

• identification of clinically relevant 
changes

• the development of the disease and 
similarities to other auto-immune 
neurological conditions, and

• potential drug therapies.

Foundation President Lou Mazawey and 
Dr. David Cornblath, Board Member, 
both attended the workshop and 
presented a session “The Need From 
Patient’s Perspectives: What to Measure.” 
In the course of the presentation, Lou 
focused on the progression of the disease 
in his case and how it has impacted his 
quality life—two focal points of the 
workshop. Dr. Cornblath focused on 
measurement techniques, indicating that 
current approaches should be broadened 
to include more factors identified by 
patients such as pain, fatigue and tremor 
as well as emotional criteria.

Workshop participants emphasized the 
need for specific functional outcome 
measures to track the progress of 
patients and the effectiveness of various 
therapies. In order to do this, the project 
being conducted in the Netherlands 
and soon elsewhere will collect data to 
classify patients and understand their 
natural history, the neurological and 
haematological characteristics of the 
disease, and treatment responses, both 
past and future. The project will be 
inclusive of all worldwide centers with 
disease expertise which can include at 
least 10 participants.

The data will be collected in a patient 
registry which ideally will include over 
250 patients. It is hoped that the project 
will lead to improved diagnosis and 
treatment of patients with IgM-associated 
peripheral neuropathy and anti-MAG 
neuropathy. Ideally, new therapeutic 
strategies may emerge from clinical trials 
which may start in late 2018.

PN SPOTLIGHT   (CONTINUED FROM PAGE 1)

Attendees of the ENMC workshop in the Netherlands
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Barrette, William
Barrickman, Eddie
Barron, Robert
Bartlett, Kay
Bartlett, Norman
Bartul, John
Barz, Sandra
Basenberg, Joe & Jean Alice
Bashaw, Mary & Vernon
Bastien, David
Bates, USN, Ret., LCDR Richard 
Bauer, Ivan
Bauer, Paul
Bay, Ethel
Baylis, Francis
Baze, Verna & Rick
Beak, John
Beaudett, Stephanie & Mal
Beaudoin, John
Bechtel, Doris & Thomas
Beck, Lynda
Beck, Paul
Becker, Harry
Becker, Lawrence
Beckman, Lisa
Beer, Martin & Marilyn
Belani, Pooja
Bell, Jim & Bobbi
Bell, Lawrence
Belville, Mary
Bender, Ozzie & Liliane
Bennett, Billie
Berezin, Mikhail
Bergan, Joan & Richard
Bergmann, Marguerite
Berk, Lee & Susan
Berkowitz, Bernard
Berkowitz, Leonard & Dolores
Berman, Glenn
Berra, Silvio
Berry, Edwin
Berryhill, Brad
Bershefski, Paul & Patricia
Besemer, Marilyn
Beth, Kenneth & Mary
Bettencourt, Cynthia
Bevan, George
Beyer, Paul & Elaine
Bibro, Mark
Bickford, Robert
Bieda, John & Jeannette
Bielke, William
Bigwood, Jeremy
Bilodeau, Gerard
Bird, Miriam
Birkner, Patricia & Eugene
Bishop, John
Black, Dodi
Black, Norman
Blackman, Leonard & Frances
Blackwell, Emily
Blair, John & Jane
Blair, Wayne
Blanchard, William
Blank, Thomas & Carol
Blanken, Roger
Bliss, John & Tamara
Bliss, Tess
Blitz, William
Bloom, Gerald
Blumenfeld, Stan & Barbara
Boblitz, Gail

Boek, Joseph & Dagmar
Boessl, Inge & Henry
Boettcher, Virginia
Bogas, Susan
Bogoslavsky, Melinda & Roman
Boisvert, Brian & Robin
Bolig, Cookie & John
Bolotin, Richard & Judith
Bomgardner, Dorothy & Frank
Bonneau-White, Patricia
Booz, Richard
Borders, J. David
Bordovsky, Robert
Boris, Howard
Borok, Frances & Ben
Boros, Louise & Joseph
Boslow, Marshal
Bowman, Charles
Bowman, Charles Don
Bowman, Kathleen
Boyden, Jane & Amy
Boyes, Maureen & Gene
Bradley, Harry A. & Mary
Bradley, Wray
Branflick, Lou
Branin, Francis
Bravelets
Breitmayer, Wendy
Brennan, Tom
Brenner, Craig
Bretzman, Merlin & Nancy
Bridgeman, Rose
Briggs, Bruce
Briggs, Shirley
Brille, Joan & Bernard
Brimfield United Methodist 
Church

Bringardner, Rodger
Broderick/Kalush, Daniel & 
Margaret 

Broer, Henry & Patricia
Brooks, Becky
Brooks, Kerri
Brott, Sam
Broun, Robert
Brown, Dasha
Brown, Helen
Brown, Keith
Brown, Marley
Brown, Melinda
Brown, Nancy
Brown, Robert
Brown, Scott
Brown, Stuart & Jean Marie
Brownlee, Gay
Brownlie, Stephaine
Brugger, Astrid
Bryan, James & Karen
Bryner, Fred
Brynestad, Phyllis
Buban, John & Kathleen
Bucelato, Karen & John
Buchanan, Shannon & Jo
Bucher, Carolyn & James
Buikema, Sally
Buley, Sandra & Peter
Burch, Andrea
Burkett, Ruth
Burmeister, Henry
Burnett, Billy
Burton, Hali
Busby, Brian
Busby, Connie
Busch, Judith
Bush, Edward & Louise
Buss, Mary & Douglas
Bussell, Laura
Bustamante, Robert
Butcher, Joseph & Theresa
Butler, Flo
Butterfield Construction Co., Inc.
Byrne, Jane & Richard
Caddell, Deborrah
Cadley, Catherine &  John
Cadmus, James & Susan
Caffrey, Lynn
Cain, Donna
Calden, Ruth
Caldera, Mary
Call, William 
Cameron, George
Campanelli, Joanne & Frank
Campbell, David
Campbell, Diana & Louis
Campbell, Donna
Campbell, Ron
Cardo, Carl & Winifred
Carey, Omer
Carle, Ann
Carlson, Jerry & Susan
Carlton, Pauline
Carmi, Giora
Carpenter, Milton & Nancy
Carr, Craig & Gloria
Carr, Susan
Carruthers, Dina & Peter
Carson, John
Carter, Paul
Carter, Shirley
Carter, Wayne & Donna

Cartwright, Mary
Caserta, Cindy
Casper, Mark & Carol
Cassada, Charles
Castalia, Bradford
Castenholz, Phyllis
Cate, John
Cecchi, Shirley
Celic, Evelyn
Certo, Janine & Steve
Chaifetz, Marc
Chamberlin, Robert
Champagne, Fred & Barbara
Chan, Kit Fan
Chao, Nancy & Don
Charles R. Campbell Living Trust
Chase, Ronald
Cheatham, Walt
Chepurna, Virginia
Chesser, Angela
Chmielowiec, Mary
Chokshi, Vinod & Dianne
Choremi, Barbara
Christatos, Maurice
Christopher, Clara
Chrobot, John
Chudy, David & Kathleen
Ciccone, Dominic
Ciesla, Bob
Cion, John & Mary
Cisson, Michael
City Electric Motor Company of 
Lexington

Clark Family Living Trust
Clark, Betty
Clark, Janis & Henry
Clark, Linda & Clarence
Clark, Steven
Clarkson, Alex & Patty
Clauson, Melreta & Bruce
Clayton, Paul & Laura
Clear, Rodney & Kimberly
Clements, Neal
Clutts, Charles
Coakley, James
Cobb, Milinda
Coburn, Ty
Cochran, Chris
Coen, Esther
Cohen, Andrew & Ali
Cohen, Bill
Cohen, Inis & Sidney
Colby, Charles
Cole, Daniel & Ruth
Cole, James & Maxine
Cole, John
Coleman, John & Jane
Coleman, Larry & Nina
Coleman, Rob
Coli, Amos
Collins, Shelley
Combs, Cathy
Combs, Leonard
Combs-McGaha, Andrea
Conahan, Jon
Cone, Emmette & Linda
Conley, Mike
Conner, Harry & Martha
Connors, Joyce
Cook, Larry & Pat
Cook, Patsy
Cookson, John & Margaret
Cooler, Dee
Cooley, Tommy
Cooper, Gail & John
Cooper, William & Sadie
Corbin, John & Elizabeth
Cornwell, Jean
Cornwell, Kenneth
Corsi, Lorenzo & Rosemarie
Corymore Foundation Angela 
Lansbury Shaw

Coste, Juergen
Covert, Jack
Coward, Janice & Michael
Cowles, Juanita & Roger
Cox, Carole
Cox, David & Donna
Cox, Ira
Cox, Merrily
Cozza, Barbara
Craig, Hilary
Craig, Marnie
Crain, Richard & Susie
Cramer, Carolyn
Cravalho, Ernest & Ruth
Crawford, Barbara
Criley, Norma & Bruce
Crofts, Mary
Cronig, Stanley & Cynthia
Crosby, Lynn
Crowell, Ruth
Crowley, Sean
Cunningham, Donna
Curry, Joan
Curtis, James & Kim
Curtis, Jim
Curts, Richard
Cushing, Wayne & Wanda
Cyr, Charles

Dailey, Carol
Dallas, Janice
Daniel Paul Riggle Liv Tr
Daoust, Donald & Barbara
Darby, Carol
Davidson, Barbara
Davis, Gwendolyn
Davis, Marjorie
Davis, Thomas
Davis, Thomas
Daw, May & Carl
Day, Carolee
Dean, Lydia
Deane, Richard
DeAppolonio, Denise
DeCicco, Jodi & Salvatore
DeGutis, Michael
Deitsch, William & Darlene
Deitz, Brian & Gretchen
Dell, Alan
Dellwo, Robert
DelMonte, George
Deltz, Patricia & Paul
Delwiche, Deborah
Denike, Bruce
Denning, Kyle
Dennison, LuAnn
Dent, Robert
Derfler, Donna
DeSimone, Vincent & Susan
Dettloff, Charles & Nancy
DeVillez, Barbara & Michael
Dewey, Matt & Gloria
DeWoody, G. Michael
Dewsnap, Catherine & Terence
Dhillon, Ranbir
Dickerson, Robert
Dickin, John
DiGiorgio, Teresa
Dill, John
Dillon, Donna & Stephen
Dinale, Silvia
Dinapoli, Robert & Rosalie
Dittiacur, Martha
Dittmer, Elaine
Divney, Larry
Dobler, Victoria & Steve
Dochat, Cheryle
Dodd, Sharon
Dodson, Charles & Lynn
Doehler, Susan
Doerksen, Laurel
Doherty, Barbara & Richard
Dolan, John
Dolina, John
Domrow, Fred
Donahue, James & Cynthia
Donaldson, Arleen & Ricky
Donnelly, Sean
Donohue, Catherine
Doris Turkell Revocable Trust
Dotson, Leanne
Douglass, Myron
Drachsler, David & Susan
Dreiling, Doyle
Drewek, Nancy
Dreyer, Judy & Joseph
Drinks, Sonia
Drowos, Jeff & Linda
Drummond, Chris
Dubbs, Joanna
Duemke, Joy
Dunlap, Brad & Ellen
Durrant, Paul
DuSablon, Julie
Dutcher, Henry & Sandra
Dwerff, Vernon & Marian
Dyer, Stuart
Dykers, Andrew & Nancy
Dzubay, Donna
Earnhart, Mary Jane
Eastis, David
Eaton, Robert
Eck, Donald
Eckland, Jan & Galen
Edwards, Bruce
Edwards, Jarrell
Eerens, Peter
Ehlers, Susie & Robert
Ehrhardt, John
Eigen, Sarah
Eiger, Leonard
Eighmy, Thomas H. & Beverly B.
Eileen Fisher, Inc.
Eisel, Kathy
Eisel, William & Lois
Eisenerg, Selig & Joann
Elahi, Nasik
Eliopulos, Beverly & Chuck
Ellerbrake, Kelly
Elliott, Fred
Elman, Frank
Elmer, Virginia
Elmore, William
Embry, Helen
Emmert, Emery
English, Howard & Gwen
Enlow, Carlotta
Epstein, Gertrude
Erdman, Michael

Erickson, Cynthia
Erickson, Larry
Erwin, Paula
Eshbaugh, Barbara
Estey, Pauline
Etheridge, Dan
Eubank, Margaret
Evangelista, Jackie & Anthony
Evans, Elizabeth
Everson, Ronald & Doris
Fabin, Dennis
Facebook
Failing, Susan
Fair, Tommy & Carol
Faller, Brian
Falvey, Ila
Farmer, Colin
Farnell, Michael
Farris, Martin
Faust, Regis
Fechter, Gary & Suzanne
Feinberg, Richard
Felcher, Ellen
Felice, Thomas & Alice
Felling, Charles & Carolyn
Felton, Janet
Ferguson, Earl
Ferguson, Kathleen
Ferrucci, Matt
Fielding, Gary & Harriet
Fields, James
Fierke, Peg
Filderman, Robert
Findell, Joann & Roger
Finney, Sherry & Bruce
Fischmann, Patricia
Fisk, Darlene
Fitts, Laura
Fitzpatrick, Arlene & Walter
Flamm, Steve
Fleegal, Robert & Evelyn
Fleuchaus, Philip
Flick, Peter & Carolyn
Flowers, Raeford
Floyd, Carol
Flynn, Joyce
Flynn, Kathleen
Fobert, William
Forbes, Perry
Ford, Bonnie
Forlin, Frances
Forsyth, Jr., Alfred & Kay
Foster, Jacqueline
Fowler, Thomas
Fox, James
Fox, Michael & Marguerite
Fox, Robert
Foxworth, Michael & Linda
Frahm, Suzanne
Francella, Maureen
Francis, Constance
Francom, Mark
Frank, Clarence & Mary
Frank, Gordon & Marilyn
Frasca, Alison
Frensko, John
Friedman, Bob
Friedman, David & Carol
Friedman, David & Carol Sue
Fritz, Ronald & Sue
Fritzel, Roger
Frock, J Daniel & Joanne
Fulbright, Marilyn
Fulcomer, James & Joan
Fuller, Annie & Wain
Fuller, Lisa
Fuller, Robert & Jeanne
Fuqua, Nell
Furrow, Deborah
Gabriel, Lawrence
Gadzinski, Leonard & Nanette
Gale, Allen
Galewitz, Herbert  & Miriam
Gallagher, William
Gallahue, Jane
Gallmeyer, Ron
Gammon, Doretha
Gamstetter, Neil
Ganguzza, Felipe & Nelida
Gano, Dean & Mary
Garcia, Ricardo & Lydia
Garcia, Wanema
Garde, Frank
Gardner, Jacquelene & Willis Dean
Gaskin, Paul & Patricia
Gates, Arlene
Gates, Debbie
Gates, Sharon
Gatti, Fontaine Deanna
Gauck, Charles & Joyce
Gaylord, John
Gdula, Chet
Gebhardt, Klaus
Gebhardt, Raymond
Gelb, Susan
Genheimer, Nancy
Gerber, Lane
Gerson, Judith
Getman, Gerry & Kathleen
Giampolo, Anthony

Gibson, David
Gibson, Dixie & Gary
Gilbert, Jerome
Giles, Ron & Lynda Jene
Gill, Colleen
Gill, Elaine
Gilliam, Hank
Gilliom, Karen
Gillispie, Dwight
Gilman, Randy
Gingles, William
Gingras, Michelle
Gipe, Jennifer
Gladstone, Robert
Glasgow, James
Glaubers, Randy
Goddard, Bruce & Amy
Goebel, Doris
Goforth, Bill & Louise
Golberg, Aron
Golden, Ruth
Goldman, Allan
Goldman, Gerald
Goldman, Glenn & Lynn
Goldsberry, Gale
Goldstein, Carol
Goldstein-Hunt, Ilana
Golland, Marvin
Gomes, Joseph
Good, Gary
Goodnough, Glen
Goodsell, Susan & Gregory
Gordon, John
Gordon, Peter
Gorman, Mary Louise
Goss, Larry
Goss, Shirley
Goursky, William
Goyne, Robert & Barbara
Gradous, Fred & Bernadine
Graeger, Mary & Russel
Graham, Marilyn
Graham/McBride, Ronald & 
Jeanette

Granacki, Victoria
Granath, Janet
Graner, Douglas & Delia
Grantner, Debbie
Grants Pass PN Support Group
Gray, Thomas
Greathouse, Linda
Greeley, Mary
Green, Jr., Hampton & Nordica
Green, Michael
Greenberg, Burton & Marilyn
Greene, Phyllis & Michael
Greene, William
Greener, Roberta 
Greenway, Dolores
Greer, Marilyn
Gregor, Kenneth
Gregory, P.A., William
Greil, Lou & James
Griffin, Roy
Griffiths, Corinne
Griggs, Lois
Grimes, Carlene
Grissom, James
Griswold, James
Grodkiewicz, Thomas
Groome, John
Gros, Sonia
Gross, Joan
Grossman, Louis
Grove, Susan & Patrick
Grubin, Stan
Gu, Zheng
Guarnera, Kathleen & James
Guberman, Steven
Gudinas, James & Karen
Guenther, Alice & Lyle
Guild, Knit
Gunder, Peggy
Gupta, Devanshi
Guscette, Jim & Marilou
Guttman, Inge
Gydesen, William & Lois
Hackney, Shirley
Haffey, Anita
Hafner, J. & Helen
Hagan, Susan
Hagedoorn, Kathleen
Hahn, Janet & Daril
Hahn, Martha
Hahn, Neal & Nancy
Haidorfer, Anton
Hainer, Anders
Haist, Lynne
Hale, Ben & Betty
Hall, Grace & Tracy
Halverson, Marion
Hamilton, Robert
Haney, Mary
Hanna, David & Bettylyn
Hansell, Lisa
Hansen, Edwin
Hanson, Donna
Hardenburg, Jay & Maria
Harding, Robert & Laurie
Hardwick, Elizabeth

Hargett, John
Hargreaves, Hilary & Frederic
Harkey, Mike & Bev
Harless, Melanie
Harman, K. M.
Harmer, Clara
Harning, Rosemary
Harper, Susan & Gordon
Harrington, Kristen
Harris, Diana
Harris, Irwin
Harrison, Deborah
Harrison, Robert & Sylvia
Hart, Ted
Hartman, Gary & Grace
Hartman, Jim & Jennifer
Hathaway, Loline
Hauser, Patricia
Hawes, Colleen & William
Hayes, Glenn
Hayes, Kristina & Bernard
Hayes, Sally
Hayes, Tom
Haynes, Rick
Hays, David
Haywood, Joanne
Hazelwood, Brad
Hazzard, Gerald & Marilyn
Head, Merlyn
Healy, Patricia
Hebler, June & John
Hecktman, Melvin & Judy
Hedrick, Rachel
Heffner, Gray
Heimbigner, Jeffrey
Heisinger, William & Katherine
Heitmann, Judith & Hans
Hellman, Jan
Helmandollar, Angela & Robert
Henderson, Carolyn & James
Hendrix, Christine
Hendry, Sharon
Hennessy, Susan
Henning, Diane
Hepner, Maralyn & William
Herrgesell, Ron
Hertl, Suzanne & Paul
Herzberg, Jerry
Hess, William
Hettinger, Sharon & David
Hicks, Jim
Hicks, Marilyn & John
Higa, William
Higgins, James
Higgins, Rose
Hill, Dennis & Mildred
Hill, Gayle
Hill, Gina
Hillen, Helena
Himel, Justin
Hines, Robert & Shirley
Hirsch, Charles
Hirsch, Robert
Hirschel/Richard, Anne & Alice
Hite Funeral Home
Hoehn, Richard & Marge
Hoelscher, Lee & Joan
Hoffen/Singer, Jeff & Cheryl A.
Hoffman, Paul
Hoffmaster, Joan
Hoholik, Linda Jo
Hollar, Margaret
Holliday, CJ
Holman, Arthur & Linda
Holman, James
Holms, Barry & Cindy
Holt, George
Holt, Sheryl
Holtkamp, Elisabeth
Holtman, Kimberly
Homrighausen, Harold & Marva
Honeycutt, Jannette
Hoolihan, Jon
Hotchkiss, George & Michele
Houser, Franklin
Hover, Margaret
Howard I. Bernstein Trust
Howard, Elizabeth
Howell, H. R.
Howell, Wilma & Rayford
Hoy, Thomas
Hoyle, Henry
Huberman, Anne & Joel
Huck, Rose
Hudson, George
Hudson, Miles & Sandra
Hughes, Larry
Hull, Harold & Kathy
Hull, Jerry
Humphreys, Barlow
Hunerwadel/Flosenzier, Otto 
& Linda 

Hunter, Diana & Michael
Hunter, Leslie
Hunter, Niwana
Hurley, Rita
Hurst, Charles
Hutchinson, Leah
Hutchinson, Renate
Hutzelman, David

On behalf of the Foundation’s board of directors and staff, we are grateful for all those 
who supported the Foundation during 2016.

continued on the following page

Friend Circle
$1,000–$2,499

AIG Matching Grants 
Program

Alice C. Harley Charitable 
Foundation

Archer Family Charitable 
Corp

Asahi Kasei Pharma
Baker, Richard & Johanna

Barnett, Howard & Cathy

Bello, Richard & Patricia

Berman, Lois

Braderman, Joan

Buckley, Joseph & 

Maureen

Cattani, Arnold

Chase Family Foundation

Chromocell Corporation

Clear Voice Reserach

Convergence 

Pharmaceuticals Ltd

Cosgrove, Betsy

CSL Behring

Cushman, Lou

Easley, Richard & Ty

Endicott, John & 

Elizabeth

Field, Larry & Barbara

Hamilton Partners, Inc.

Harris, Richard

Herlin, Nancy & Louis

Herrington, James

Jacob, Carol & Piers 

Anthony

Kinney, Douglas

Lamberti, Thomas

McGrail, William

Metz, David & Betsey
Minnesota Neuropathy 

Association
Mitola, Joseph
Neuropathy Alliance of 

Texas
NuFactor
OctaPharma

Pollack, Yvonne

Robbins, Lawrence

Saidel, Gary

Salmans, Van & Carolyn

Shaw, Ronald & Phyllis

Smith, Tammi & Tod

Steele, John & Betty

The Robert M Beren 

Foundation Inc

Thomas, Sara

Tufts, Carl

Waldrop, Susan & Walt

Weaver, Sylvia

Wise, Jack
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Hyman, Martin
Iannelli, Vincent
Irizary, Lorene
Isenstein, Mark
Ison, Anna
J Norman Long Family Trust
Jackewicz, Joseph & Gracelyn
Jackson, Lynwood
Jackson, Morse & Mary
Jackson, Wade
Jacobi, Mordecai
Jaeger, Anita M. & Gary
Jaeger, Louis
Jaeger, Philip & Janice
Jalango, Bob
James, John & Joan
Jamieson, Nancy
Jamtgaard, Ronald & Shirley
Janko, Michael
Jefferson, Beth
Jeffery, David
Jenkins, Pamela
Jensen, Barbro
Jensen, Marilyn
Jervah, David & Geraldine
Jessen, Harriet & Robert
Johannes, Steven
Johannsen, Jeryl & W. M.
Johnson, Charla & Mark
Johnson, Gale & Joan
Johnson, Jo Ann
Johnson, Lisa
Johnson, Mardell
Johnson, Mel & Phyllis
Johnson, Milan
Johnson, Walter & Ruth
Jones, Linda & Leon
Jones, Loydell
Jones, Marguerite
Jones, Marlene
Jones, Mary-Ellen & Barry
Joplin, Tom
Jordan, John & Monica
Kadish, Francis
Kahl, Norman & Marion
Kahn, Barbara
Kaiser, Roger
Kallen, Arthur & Vivian
Kallen, Roger
Kammeraad, Steven & Lisa
Kane, Bernard & Marianna
Kang, Betty & Thomas
Kaplan, Burton
Kaplan, Joe
Karesh, Reberta
Kasko, Michael
Kasper, Robert
Katz, Marjorie & Steven
Kaufman, Donald
Kaufman, Kurt
Kavanah, Mary
Kavich, Dolores
Kaye, John & Nancy
Kearney, Alison & Rich
Keller, Theres
Kelley, Henry & Brenda
Kelly, Beatrice
Kelly, Owen
Kenagy, Andy & Janice
Kent, Betty
Kenyon, Robert & Nancy
Kerr, Judy
Kervick, Robert & Janice
Ketonen, Jan
Kettle, John & Ellen
Kibby, Kurt & Michelle
Kidd, Janet
Kilty, Kurt & Janine
Kim, Eva
Kindberg, Anita
King, Martin & Anna
Kinkle, Douglas
Kirby, Frank & Claudia
Kirkegaard, Don & Deborah
Kiser, Bill
Kiss, Joyce & Raymond
Klaas, Erwin
Klebanow, Isidore
Kleinberg, Michael
Kline, Andrew
Klinger, Ken
Klorfine, Leonard & Norma
Knaack, John
Kneisley-White, Janice
Knepper/Montanari, Dennis 
& Susan

Knight, Terri
Knisely, Robert
Knoke, Mary
Knowlan, Patricia & Donald
Koch, Kay & Herman
Koehler, George
Koehler, John
Kolb, William
Koops, Terril & Alvin
Kope, Carol
Koster, Bob
Koster, John
Koster, Walter
Kozyra, John
Krafcik, Andrew
Krall, John
Krautkremer, James
Krewson, Brad
Krider, Glenn
Krienke, Albert & Jane
Kruchko, Stephen
Krug, Patricia & Leo
Krupnick, Marilyn
Kruse, Roy & Lynn
Kues, Irvin
Kuhn, Karl & Anne
Kunz, Gloria
Kurtz, Billie
Kvaal, Steven
Kyser, Mary Jean
Lace, Larry
Ladley, Donald & Undine
Lafosse, Rose
LaGorga, Donna
Landess, Richard
Lane, Anthony
Lane, Arthur
Lascari, Marilou
Laskoff, Robert & Jacqueline
Last, Wayne
Latarski, Sigmund & Madeline
Lau, Laura
Laughner, Linda
Laux, Mary & Harvey
Lavinghouse, Richard & Randy
Lawrence, David
Lawrence, Monica
Learn, Scott & Teresa
Leavitt, Diane
Lebouton, Evaline & Robert

LeBoy, Phil
Lee, Dennis

Lee, Donalee
Lee, Eun Hye
Lee, John & Kaye
Leegwater, John
Lefsetz, Muriel
Legacy, Sandra
Leigh, Greg
Leite, David
Lenz, Pamela
Lepper, Adolph
Lepsch, Ronald & Nancy
Lerner, Elaine
Leslie, Bruce
Leverentz, Rodney
Levin, Elaine
Levitas, Gloria
Levy, Larry
Lewis, Robert
Libben, Kevin & Sandra
Lindauer, Jackie & Ted
Lindbloom, Leslie
Lindquist, Jerry
Lindsey, Cheryl
Linney, Doug
Lipack, Ronald
Lippard, Stephen
Little, Audrey
Little, Marlene
Littles, Nadine
Litwin, Richard
Lock, Steve & Pam
Loeffler, Ed & Charlotte
Lofdahl, Cedric & Marcia
Loflin, Donna
Logan, Katherine
Long, Malcolm
Loobey, Thomas & Deborah
Loris, Kathy & Joseph
Lorraine, Walter
Lowenstein, Amy
Lowman, Linda & Kurt
Lowry, Simon
Lubov, Susan & Richard
Lucas, Joy & Tim
Lucas, Thomas
Luebbert, William & Nancy
Luebke, Arthur
Lugenbill, Cheryl
Lunde, John & Joyce
Lundegard, Robert & Marjorie
Lundgren, Eric & Rosalie
Luskin, Lynn
Lute, Daniel & Ella
Lyles, James
Lynch, James & Rosemarie
Lynch, Joe
Lynch, Kevin
Lytle, Richard
Maag, Ernest & Janice
Macaulay, James
Macdougall, Jan
Macko, Iana
MacNab, Meredith
Macrorie, Neil & Susan
Magol, Marsha
Maguire, Jenna
Mahler, Elliott & Carole
Malaga, Martin
Malcom, Donna
Malkevitch, Joseph & Nina
Maloney, Susan
Manhertz, Maxine & Earle
Mann, Joseph & Peggy
Mann, Maurice
Mann, Richard
Manning, Martha & Robert
Manning, Maryann
Manzer, Michael
Marcus, Diana & Marvin
Marcus, Steven
Mariconti, Marguerite
Maron, Eugene & Mary Ann
Marr, Jan & Richard
Marsh, Marguerite
Marshall, Craig & Eva
Martha Anne Garabedian Living 
Trust

Martin, Albert
Martin, Julie
Martin, Lenny 
Martin, Lois & Myron
Martino, Jane
Mary Louise Willey Revocable 
Trust

Marzilli, Robert & Sharon
Masi, John
Masika, Hagit
Mastrianni, Angela & Louis
Matheson, Richard
Mathis, Charles & Mary Lu
Mattey, Ronald & Ronda
Maull, Diana
Maurer, Mary
Mawson, Sten
May, Lisa
Mayer, Dick
Mayer, George
Mazelis, Fred
Mazor, Arra
McAlpine, Nick
McAvoy, Danielle
McCaffery, Margaret
McCall, Brandon
Mccall, Susy
McCarl, James
McCarthy, Michael
McCauley, Maureen
McComb, Donald & Marcia
McCulloch, Nathalie
McDermott/Reichtell, Mark & 
Roberta

McDonagh, Una
McDonald, Alan
McDonald, Gabrielle
McDonald’s Corporation
McDougall, Margaret
McElroy, Maurine
McFarland, Joyce
McGrory, Thomas
McGrory, Tom & Sue
McHardy, Jim
McHugh, Edward
McHugh, Patricia
McHugh, Susan
McIntosh, Linda
McKee, Kathleen
McKeon, James
Mckinney, Thomas
McKnight, David
McKown, Linda
McLaughlin, Rose
McLaughlin, Steve
McLeod, Kaye
McMasters, Susan
McNamara, Dorinda
McNamara, Nancy
McNeill, Gary
McNeill, John

McNichols, William & Patricia
McNulty, Peg
McPhee, Marguerite
McQuaide, John & Leslie
McShane, John & Nancy
Means, Fred & Helen
Mech, L. David
Meckl, Thomas
Medoff, Jack
Melchiorre, Philip
Melmon, Fae
Meloon, Philip
Memeuse, Kenneth
Meng, Malia
Meredith, Marjorie
Merkowitz, Jake
Merle, Bruce & Karen
Merrell, Allyne & Robert
Meservey, Kristina
Metz, Robert
Meyer, Frances
Meyer, Vance & Patricia
Meyers, Esther
Michelland, Joan
Michelson, Don
Middleman, Leona
Mighell, Maureen
Miller, Gerald
Miller, Irene
Miller, James
Miller, Janice
Miller, Larry & Brenda
Miller, Leslie
Miller, Mark
Miller, N. Ernest & Dorothy
Miller, Noelle
Miller, Roberta & Brian
Miller, Victoria
Miller, William & Ruth
Millican/Smyden, Hansel B. 
& Lynn

Minenna, Michael
Misakian, Fred
Mitchell, June
Mitchell, Laurence
Mitchell, Wayne
Mitchem, Alberta
Mittnacht, Marcia
Mockapetris, Edward & Angela
Molek, Larry
Moloney, Philip & Gail
Monahan, Colette
Mongillo, Susan
Monico, Laurie
Moniz, Joseph & Rose
Montesano, Carmen
Montuori, Anthony & Ida
Moody, Norma
Moore, Allan
Moore, Anne
Moore, Charles
Moore, Gerald & Marsha
Moore, Patricia
Moore, William & Martha
Moores, Molly
Moran, Michael
Mordkofsky, Hal
Morgan, Jr. , Henry Coke
Morgan, Mary & James
Morgan, Wendy
Morris, James
Morris, Marilyn
Morrison, James
Morrison, Richard
Morrissey, William & Carolyn
Morrow-Jones, Charles
Morse, James & Carolyn
Morton, Jane & Paul
Moschella, James & Darlene
Moss, Anne
Mosston, Leora
Mota, Michael
Motola, Isaac
Moulton, Virginia
Moundrige Telephone Company
Mowbray, Tom
Mowry, Karen
Moyer, Kathy
Mrdeza, Scott & Susan
Mueller, Monika
Mugmon, Marc & Ellen
Mulherin, James
Mullen, David & Linda
Multer, Thomas & Marian
Mulvey, Mark
Munafo, Rosalie
Munson, John
Murphy, Fran
Murphy, Francine
Murphy, Henry
Murphy, Richard
Murphy, Scott
Murray, Patrick
Musolf, Bill & Karen
Mutterperl, Donald
Myers, Lorraine
Myers, Walter & Marjorie
Nagle, Joseph
Nakell, Mark
Nallia, Joe & Stephanie
Nankin, Robert
Nash, Donald & DJ
Nau, Jr. , Thomas & Marian
Neer, David
Neering, Eileen
Negnewitzky, Varda
Nelson, Lynn
Nere, Bonny & John
Neslund, Elizabeth & Scott
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  SPRING 
CLEANING

Here are some of the most common 
(and most useful) non-toxic cleaning 
products.  

BAKING SODA

Baking soda is a pantry staple with proven virus-killing abilities 

that also effectively cleans, deodorizes, brightens, and cuts 

through grease and grime.

CASTILE SOAP

Castile soap is a style of soap that’s made from 100 percent plant 

oils (meaning it uses no animal products or chemical detergents). 

Castile cuts through grease and cleans.

VINEGAR

Thanks to its acidity, vinegar is nothing short of a cleaning 

wunderkind—it effectively (and gently!) eliminates grease, soap 

scum, and grime.

LEMON JUICE

Natural lemon juice annihilates mildew and mold, cuts through 

grease, and shines hard surfaces (It also smells awesome.).

OLIVE OIL

This good-for-you cooking oil also works as a cleaner and 

polisher.

ESSENTIAL OILS

Essential oils have gained popularity thanks to aromatherapy, 

but these naturally occurring plant compounds also make great 

scent additions to homemade cleaning products (particularly if 

you’re not into the smell of vinegar). Essential oils are generally 

considered safe, but these extracts can trigger allergies—so keep 

this in mind when choosing scents.

BORAX

Many DIY cleaners tout Borax (a boron mineral and salt) as a non-

toxic alternative to mainstream cleaning products; however, the 

issue is pretty hotly debated. Some research suggests Borax can 

act as a skin and eye irritant and that it disrupts hormones. For 

this list, we suggest you avoid products that use Borax.

A note on mixing products: Most of these ingredients can be used in 
combination with each other; however, many sources advise against 
mixing castile soap with vinegar or lemon juice. Since castile soap is 
basic (i.e., high on the pH scale) and vinegar and lemons are acidic, the 
products basically cancel each other out when used in combination 
(though it’s fine to wash with a base—like castille soap—and rinse 
with an acid—like 
vinegar!).

Some researchers believe toxin accumulation in the body can cause peripheral nerve damage. Some of the most com-

mon toxins in the environment are heavy metals, PCB’s, dioxins and pesticides. Some are in our own homes as well: 

aluminum, chlorine bleach, dry-cleaning chemicals, and household cleaners. 

Luckily, chemical-laden cleaning products aren’t the only means to keep a home sparkly. 

Non-toxic homemade cleaning products aren’t only better for us, they can also help save us 

money and protect the environment. Making your own products cuts down on packaging 

waste and reduces the release of household chemicals that can contribute to air 

and water pollution. The best news? The majority of the most powerful clean-

ing products may well already be on your pantry shelves. 

So Fresh and So Clean—Meet the Star Players
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Letters from fans

I pray a lot! I still hav
e 

my sense of humor and my 

love of life but it’s har
d 

sometimes to even get ou
t 

of bed. When I looked up 

nerve damage I found you
r 

site and it answered a lo
t 

of my questions. Thank yo
u 

very much! I’m no longer 

alone.  

Karla

I have been asking quest
ions about PN for years a

nd NEVER have 

I ever had such specific answers to my questions.
 Quick, precise, 

knowledgeable answers. T
hank you once again for t

his information.            

Greg

Thank you so very much for the information, 
it makes me feel better j

ust knowing people 

know what this dratted d
isease is and some 

helpful suggestions for r
elief… I appreciate 

the info and love knowin
g your organization 

is there with helpful tip
s. Thanks so much.

Marilyn

I have been asking quest
ions about Very helpful i

nformation re latest 

research/treatment/optio
ns/coping strategies. You

 have helped me a great 

deal in my search for pai
n relief as well as encou

ragement. You are easy 

to contact with concerns
 and always quick with a 

response. You are a 

great support system.    
 Susan



485 Half Day Rd., Suite 350
Buffalo Grove, IL 60089

O U R M I S S I O N I S  TO D R A M AT I C A L LY I M P R O V E T H E L I V E S  
O F P E O P L E L I V I N G W I T H P E R I P H E R A L N E U R O PAT H Y BY:

• 

Serving as the premier resource of information for  

patients, their families and healthcare provider

•

Accelerating a cure for peripheral neuropathies

•

Funding collaborative efforts of leading scientists

•

Raising awareness of peripheral neuropathy

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 condition. 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)

(ContinueD on Page 6)
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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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Please use the enclosed donation 
envelope (or donate online at  
www.foundationforpn.org)  

to support the on-going  
work of the Foundation. 

Charitable bequests are a wonderful 
philanthropic expression. It is a 

magnificent legacy for the donor 
and can benefit your family by 

reducing taxes when a bequest is 
made through your will or  

living trust.

Please consider a bequest to 
the Foundation for Peripheral 

Neuropathy when you plan  
your estate.

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

TOMORROW

 Contact 
Pam Shlemon 

at 847-883-9951 
or at 

pam@tffpn.org

Your gift to the Foundation means you are sharing 
in our commitment to dramatically improve the 
lives of those living with peripheral neuropathy.

For more information about 

giving, including bequests and 

sponsorship opportunities

For the most up to date news and information visit our website 

WWW.FOUNDATIONFORPN.ORG

Like us on Facebook.com/

TheFoundationForPeripheralNeuropathy  

and become a fan.

WHY DO PEOPLE give TO CHARITY?

How and why you choose to provide financial support to a particular cause is a very 
personal issue. According to the Network for Good, here are some of the top reasons 
donors give for supporting charities. Do any of these resonate with you?

v  Someone I know asked me to give and I wanted to help them.
v  I was emotionally moved by someone’s story.
v  It makes me feel a sense of closeness to a community group.
v I want a tax deduction
v There was someone I wanted to memorialize.
v I was raised with a tradition of giving to charity.
v It helps promote a positive image for myself/company.
v Giving helps me build a legacy that perpetuates me, my ideals or my cause.
v I am very fortunate and want to give back to others.
v Religious reasons.

The Foundation for Peripheral Neuropathy hopes our mission is important to you and 
that by supporting us we help you fulfill your personal objectives for charitable giving.


