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AN INTRODUCTION TO THE STEM CELL
The first true stem cell was discovered and named in 1908 by the Russian scientist, Alexander Maksimov, 
who found that certain cells could generate blood cells. In 1963, Canadian researchers Earnest McCullough 
and James Till described the self- renewing nature of  transplanted mouse mesenchymal cells. In 1998, Dr. 
James Thomson and his colleagues from the University of  Wisconsin - Madison announced the successful 
extraction of  stem cells from human embryos in the laboratory. Enormous excitement surrounds these and 
related discoveries because stem cells have the potential to develop into many different cells, which means 
they can serve as an internal repair system. When a stem cell divides, it has the potential to either continue 
functioning as is or to become another type of  cell with a more specialized function, such as muscle, red 
blood or brain cell. The most important characteristic of  stem cells is their ability to renew, repair or 
replace worn out or damaged tissue. 

We are now in 2010, faced with a multitude of  potential stem cell therapy opportunities for those with ALS 
and other debilitating diseases and injuries. As a result, an entirely new and complicated collection of  terms 
has emerged in the process. The terminology includes embryonic, adult, fetal, mesenchymal, umbilical cord 
blood, amniotic, olfactory ensheathing cells, autologous, allogeneic and a whole host of  other substrata of  
stem cells, enough to confuse any patient and possibly even some of  the scientists. 

An important function of  ALS WORLDWIDE is to provide information to its patient community. This 
information includes descriptions, explanations, and amplification of  words, phrases, technological 
advances, scientific research, potential protocols, current experimental programs and relevant 
documentation. Patients are regularly confronted with trying to understand all of  these significant subjects. 
They want and deserve clarity for the life and death decisions that they face. Instead, the medical and 
scientific jargon confuses instead of  clarifies. Physicians will speak convincingly and without hesitation about 
the unreliability of  “medical tourism” and the not yet proven nature of  “stem cell therapy.” A frequently 
quoted response from even the most prominent neurologists about “stem cell therapy” is to simply say, 
“don’t waste your time. Rilutek is the only FDA-approved treatment for ALS.” Unfortunately, Rilutek offers 
minimal benefits, if  any; it can be dangerous to the liver; and is exorbitantly expensive with little therapeutic 
value. Faced with certain death in 2 to 5 years, ALS patients want and deserve more options. 

We certainly cannot clarify all of  this, but we can try to better identify potential opportunities for stem cell 
therapies, both by definition and example for the patient community. It is time to view the new paradigm of  
stem cell technology more carefully and more specifically. The disease that we will focus on is Amyotrophic 
Lateral Sclerosis, or Lou Gehrig’s Disease, because it is the focus of  our work. Our personal experience has 
shown us how ALS patients, in their desperation, are often victimized by unfounded, grandiose schemes 
that lack any scientific basis. The lure is often the inclusion of  the words “stem cells,” which is effective 
because of  the magical connotation of  these words to the uninformed. However, this experience is also 
common for patients suffering from many other debilitating diseases. Therefore, much of  this discussion is 
applicable to many other diseases.

Initially, an overview of  the current situation can be helpful for anyone considering obtaining treatment 
either within the United States or abroad. The most important thing to do is to become informed and 
knowledgeable so that when a decision is made to pursue a particular experimental protocol or treatment, it 
is based on full disclosure and in-depth evaluation of  the opportunity being presented, including its benefits 
and risks, so the very best assessment is reached. 

A Closer look 
At steM Cells, 
ProCedures, 
fACilities And 
the eMergenCe 
of Als WorldWide

ALS pATIENTS, IN DESpERATION, ARE OfTEN vICTIMIzED 
by UNfOUNDED SCHEMES THAT LACk SCIENTIfIC bASIS
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DEfINING TERMINOLOGy
Medical tourism has become a popular term, but a more accurate and appropriate description is “global 
health care.” The very word tourism reflects a holiday. Those seeking health care abroad are not tourists, 
but rather, patients seeking treatment for their illnesses that is currently not available in the United States. 
When patients travel to the United States for surgical or any other medical treatments not available in their 
own country, the appropriate term “medical care” is used. Surely, stem cell treatments belong in the same 
category. Many people travel to both domestic and international facilities to assess their options before 
choosing clinical trial participation or treatment.

Stem cell therapy is a general term. No one would claim that all medication is either good or bad in itself. 
In the same way, stem cell-based interventions (or procedures) cannot be classified as all good or all bad. 
The value of  the intervention depends upon the specifics of  each situation and condition. Today, stem cell 
transplants are routinely used to treat patients with leukemia and other blood cancers so their bodies are 
able to make new blood cells to replace those destroyed by disease or cancer treatments. By contrast, 
gene enhanced stem cell therapy to completely resolve or repair spinal cord injury is clearly 
something for the future, which will involve extensive research and clinical trials before 
becoming a standard of  medical care. 

The existence of  a web site, however polished and impressive, does not 
reflect the existence of  an effective or appropriate medical procedure. 
Do not mistake the qualifications of  the marketer for the hopeful 
qualifications of  the clinician or scientist. Unfortunately, there 
is no absolutely effective “lie detector” when judging the 
truthfulness or falsehoods of  the claims stated in a 
website. We find it worthwhile to ask other qualified 
resources what they think about the claims in 
another’s website. The final judgment however, 
will always fall to the patient.

The best credentials are evidence of  a well-
constructed and implemented clinical trial. 
Determine whether or not the institution 
offering the procedure is nationally and/or 
internationally accredited. Make certain that 
authentic documentation of  the results of  the 
procedure being considered exist.

Not all types of  stem cells are alike, nor do they all 
offer the same therapeutic potential. With that in 
mind, following are some, but certainly not all, of  the 
various types of  stem cells currently being researched. 
The challenge here is to be able to understand the 
notable differences between the stem cells’ points of  
origin, their intended uses and the varying methods of  
implantation.

THE MANy fACETS Of ADULT STEM CELLS

Autologous refers to the stem cells found in most adult tissues, such as bone, skin and blood, and which are 
also present in placentas and umbilical cords. Autologous stem cells are also called “somatic,” meaning “of  
the body.” This means that stem cells found in the bone marrow of  an adult have the potential to become 
other kinds of  cells that pose no risk of  rejection if  they are utilized in another place in the donor’s body. 

Allogeneic stem cells are those derived from a healthy donor and transplanted into the patient recipient. 
In contrast to using autologous cells, the genetic match between donor and recipient is critical so that the 
risk of  rejection of  the stem cells is minimized. The best matches are often found between siblings, but 
even then, rejection is not always avoided. Extensive testing is always performed to ensure that the risk of  
rejection is minimized.

Olfactory ensheathing cells (OECs) and autologous mucosal olfactory stem cells (OM-NSCs) are harvested from the 
lining of  the nose and are involved in the sense of  smell. Given the right chemical environment, these cells 
can respond similarly to embryonic stem cells in their ability to transform into many different kinds of  cells. 
They hold the potential for therapeutic applications because they can be easily harvested without harm 
to the patient. Current research in Portugal extracts these stem cells from the patient using an endoscopic 
procedure. After the cells have been cultured with growth hormone, they are injected into the patient’s 
spinal cord because they have shown the potential to become neurons.

Mesenchymal stem cells are of  particular interest because they have the capacity to differentiate into a variety 
of  tissues. These adult (tissue-specific) stem cells are found in the bone marrow and are able to develop into 
a variety of  cells, including fat, cartilage, bone, tendon, ligaments, muscle, skin and nerve cells. Because 
they can be obtained in great quantities, they are useful for tissue repair. These stem cells can be obtained 
and propagated in culture for long periods of  time without losing their capabilities to self-renew and 
differentiate. The fact that these cells can be derived from a small bone marrow sample, induced to multiply 
in the laboratory, and then given back to that same patient without risk of  rejection makes their usage 
compelling. More recently, adult mesenchymal stem cells have also been isolated from the placenta, lung, 
bone marrow, blood, teeth and umbilical cord. 

Hematopoietic stem cells are adult cells obtained from a patient’s own blood, are frequently used to treat 
life threatening conditions such as leukemia, lymphoma, cancer and are now being clinically tested for 
treatment of  ALS. These are cells that can be isolated from the blood or bone marrow, renewed, and 
differentiated into a variety of  specialized cells. Hematopoietic stem cells can be mobilized out of  the bone 
marrow into circulating blood, or can undergo programmed cell death, also known as apoptosis, which is a 
process where cells that are detrimental or not needed self-destruct. While these stem cells are also present 
in bone marrow, the preference today is to harvest cells from peripheral, circulating blood for several 
reasons. First, it is much easier on the patient. The patient experiences minimal pain, no general anesthesia, 
and no extended hospital stay. This procedure also yields greater numbers and better quality cells for 
transplantation.

Hematopoietic stem cells can differentiate into white blood cells that fight infection and were the first stem 
cells to be used successfully in therapies to treat blood cancers such as leukemia. More recently, their use 
in the treatment of  breast cancer and coronary artery diseases has also been explored. The potential for 
hematopoietic stem cells to produce cell types other than blood cells has become the subject of  intense 
scientific controversy. However, more recent research in Mexico and elsewhere clearly reveals the capability 
of  these stem cells to transform into neurons.Every muscle group in the body requires both upper and lower motor neurons 

to function. The symptoms described above can occur in any muscle group, 
including arms, legs, torso, and bulbar region. Slurred speech, for example, 
can be a result of either (or both) upper and lower motor neuron damage.

Upper
Motor Neuron

Symptoms
spasticity, clonus, 
excessive reflexes, 

rigidity

Lower
Motor Neuron

Symptoms
fasciculations, 

weakness, reduced 
muscle tone and  
muscle atrophy
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A CLOSER LOOk AT EMbRyONIC STEM CELLS AND THEIR vARIANTS

THE DIffERENCES bETWEEN EMbRyONIC AND ADULT STEM CELLS

Embryonic Stem Cells come from embryos that are 4 to 5 days old. At this stage, these 
cells can divide into more stem cells or they can specialize and develop into any 
type of  body cell. Because of  this versatility, these cells have the highest potential for 
regenerating or repairing diseased and/or injured tissue and organs in human beings. 
The downside of  this is that these cells must be guided into becoming the needed 
cell type. Therefore, if  there is a dormant cancer tumor somewhere in the body, 
an embryonic stem cell is just as likely to energize a cancer growth as regenerate a 
neuron if  it is not properly guided through the differentiation process.

Amniotic fluid produces multi-potent stem cells that are extremely active and not tumorigenic. Therefore, 
these stem cells can differentiate into many different types of  cells, including liver, skin, neurons, bone, 
muscle and more. Amniotic cells can be used either immediately, in the case of  birth defects, or frozen and 
stored for many years for use later in life. Unknown is how many different cell types can be made from 
these cells. Research at this time is in the earliest of  stages and is not considered a replacement for human 
embryonic stem cell research. The Vatican has pronounced amniotic stem cells “the future of  medicine.”

fetal Stem Cells are primitive cell types, found in the organs of  6-week to 2-month old fetuses. When 
transplanted into an adult, their immature developmental stage frequently causes them to fail as 
replacements for the cells that are damaged.  

Umbilical Cord blood is obtained when a mother donates her infant’s umbilical cord and placenta after birth. 
Cord blood has a higher concentration of  hematopoietic stem cells than is normally found in adult blood. 
However, the small quantity of  blood obtained from an umbilical cord makes it more suitable for use in 
small children than in adults. 

Human Embryonic and Adult Stem Cells each have advantages and disadvantages regarding potential use for 
cell-based regenerative procedures. One major difference between adult and embryonic stem cells is their 
different abilities in the number and type of  differentiated cell types they can become. Embryonic stem 
cells can become all cell types of  the body because they are pluripotent. Adult stem cells are thought to be 
limited to differentiating into different cell types of  their tissue of  origin. 

Embryonic Stem Cells can be grown relatively easily in culture. Adult stem cells are rare in mature tissues, so 
isolating these cells from an adult tissue is challenging, and methods to expand their numbers in cell culture 
are just now being refined. This is an important distinction, as large numbers of  cells are needed for stem 
cell replacement therapies.

Scientists believe that tissues derived from embryonic and adult stem cells may differ in the likelihood of  
being rejected after transplantation. We don’t yet know whether tissues derived from embryonic stem cells 
would cause transplant rejection, since the first clinical testing of  the safety of  cells derived from embryonic 
stem cells has only recently been approved by the United States Food and Drug Administration (FDA).

Adult Stem Cells, and tissues derived from them, are currently believed less likely to initiate rejection after 
transplantation. This is because a patient’s own cells could be expanded in culture, coaxed into assuming a 
specific cell type, or differentiation. and then reintroduced into the patient. The use of  adult stem cells and 
tissues derived from the patient’s own adult stem cells would mean that the cells are less likely to be rejected 
by the immune system. This represents a significant advantage, as immune rejection can be circumvented 
only by continuous administration of  immunosuppressive drugs, and the drugs themselves may cause 
deleterious side effects.

TRANSpLANTATION pROCEDURES

The next step is to understand how stem cells can be transplanted into the patient. For ALS patients, 
the need is to replace and/or repair damaged and deceased neurons in the brain and spinal cord. This 
involves surgical procedures that require careful scrutiny. ALS patients have a fragility unlike other 
patients. Respiration difficulties mean that heavy sedation could prove fatal. This means that minimally 
invasive clinical and surgical procedures need to be used for the ultimate benefit and safety of  the patient.

brain
Adult and fetal stem cells have been transplanted into the brain in clinical trials of  ALS and other 
conditions for some time now in various countries, including China, Hong Kong, Mexico, Scotland, 
Italy and United States. As the practice has generally transitioned from allogeneic (donor) to autologous 
(patient) cells, the health risks to the patients have been dramatically diminished and the potential benefits 
have become more obvious because autologous cells virtually eliminate the concerns of  rejection, graft 
vs. host disease, and infection. These injections are made with the hope of  repairing and/or replacing 
damaged and deceased neurons. 

This type of  procedure appears to have its greatest impact on the upper motor neurons, those in the brain, 
and far less impact on lower motor neurons, which are those in the spinal cord. In this experimental stage, 
stem cells have been procured from the blood, bone marrow, fetal tissue and olfactory ensheathing cells 
for use in patients with ALS and other neurological diseases. Surprisingly, this type of  brain surgery can 
be performed with a minimum use of  sedation. In fact, patients can be awake during the surgery. Current 
clinical trials being performed in Mexico utilize peripheral blood-derived hematopoietic stem cells and 
incorporate minimally invasive brain surgery in the attempt to repair or replace damaged neurons to 
manage the symptoms of  ALS, with impressive results to date.

Spinal Cord
There are several current safety and efficacy regulations in effect that govern the use of  stem cell 
transplants into the spinal cord for ALS. Done earlier, without apparent success, in Italy, China, Argentina 
and elsewhere, clinical trials of  stem cell insertion into the spinal cord are now underway at Emory 
University in Atlanta, Georgia; the Mayo Clinic in Rochester, Minnesota; Portugal; Israel and elsewhere. 

brain and Spinal Cord
In our view, brain and spinal cord injection of  stem cells for the purpose of  replacement and/or repair 
of  damaged or deceased neurons holds the greatest potential for eventual success for the ALS patient. 
However, both must maintain minimally invasive procedures for the stability, safety and well being of  the 
ALS patient.

Other Methods
Intravenous, intramuscular and subcutaneous injection of  stem cells have, until now, shown no benefit 
to ALS patients and have largely been the treatment offered by untested, unproven, disreputable, 
opportunistic and unaffiliated stem cell clinics and individual practitioners. Current efforts incorporating 
intravenous and intramuscular stem cell injections appear promising only when used in conjunction with 
other forms of  delivery.

bRAIN AND SpINAL CORD INjECTIONS Of STEM CELLS  
fOR THE REpLACEMENT AND/OR REpAIR Of DAMAGED 
OR DECEASED NEURONS HOLD THE GREATEST 
pOTENTIAL fOR THE ALS pATIENT
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CURRENT ALS STEM CELL CLINICAL STUDIES
On any given day, at any given moment, there are more than 200 stem cell clinics and facilities either 
opening or closing their doors, making grandiose statements about their capabilities and enticing a 
vulnerable patient community. Many patients are not looking for a miracle or even a cure, but rather a 
better quality of  life for what remains of  their days and, if  possible, an extension of  life. Of  course, a 
reversal of  symptoms would be wonderful, but right now, there is no research protocol, clinic or facility that 
can absolutely guarantee that result for the ALS patient. 

However, there are legitimate research efforts being conducted today that hold promise and deserve to 
be investigated. The following clinical trials are already being conducted or have been designed and will 
begin in early 2011. The common factors of  these “second generation studies” are the supervision of  a 
government oversight board, the effective use of  an institutional review board, the support of  a major 
teaching institution or hospital, and the adherence to accepted clinical trial standards of  practice. These 
include, but are not limited to, use of  control groups (either historical or placebo), informed consent, clearly 
defined pre- and post-procedure observation and concurrent reportage. 

Neuralstem, a public company based in Rockville, Maryland, is now in phase 1 of  an FDA approved clinical 
trial being conducted at Emory University in Atlanta, Georgia, directed and supervised by Dr. Eva Feldman 
of  University of  Michigan and Dr. Jonathan Glass of  Emory. The clinical trial has thus far demonstrated 
a measure of  safety that justifies a further expansion into the measurement of  efficacy as a secondary 
endpoint. They are using multiple generation neurons from an aborted fetus that have been reproduced 
into a population of  hundreds of  millions of  cells and are treated with patented compounds that stimulate 
neuronal growth. These cells are injected into the spinal cords of  ALS patients and are intended to deal 
with the lower motor neuron symptoms:  muscle wasting, atrophy, fasciculations and systemic weakness. 

Tecnológico de Monterrey in Monterrey, Mexico, is a large non-profit academic and health services 
organization that is now entering phase III of  a four-year clinical trial. Phases I and II incorporated the 
transplant of  CD133+ autologous stem cells into the cerebral frontal cortices of  ALS patients. Phase III, 
which will be reviewed by the ethics committee in late 2010, involves endoscopic injections of  these cells 
into the spinal cords and cerebral frontal cortices of  those with ALS. Overseen by both Cofepris, the federal 
medical oversight committee of  Mexico, and its own Institutional Review Board, Tecnológico de Monterrey 
has already demonstrated impressive safety, dosage and efficacy endpoints at its hospital in Monterrey under 
the aegis of  Dr. Hector R. Martinez, Director of  The Neurosciences Institute at Tecnológico de Monterrey. 

brainStorm, a publicly traded US/Israeli biotechnology company, in concert with Hadassah Medical 
Center in Jerusalem, expects to begin its ALS clinical trials in early 2011. BrainStorm uses an autologous 
mesenchymal stem cell transplant procedure that, while novel, appears to be based on the knowledge gained 
in the first decade of  this century by practitioners such as Dr. Letizia Mazzini of  the University of  Turin; 
Dr. Shimon Slavin, then at Hadassah Hospital, Jerusalem; Dr. Stanley Appel, then at Baylor University; and 
others.

International Center for Cell Therapy & Cancer Immunotherapy (CTCI), at the Weizman Center in Tel Aviv, 
under the direction of  Dr. Shimon Slavin and associates, are now offering treatment with bone marrow 
and adipose tissue-derived mesenchymal stromal stem cells prepared from liposuction. This procedure 
incorporates the activation of  telomerase, an enzyme present in an inactive form in every cell. While still in 
an early stage of  study, Dr. Slavin’s earlier efforts with the use of  mesenchymal cell transplants serve as an 
informative foundation for their current efforts.

Many other facilities, of  course, exist and some are worth exploring. The real question is how to determine 
which ones are worthwhile and which ones lack credibility. An appropriate starting point, we believe, is the 
existence of  a well-constructed and properly supervised clinical test study.

CAvEAT EMpTOR: LET THE bUyER bEWARE

Appearances Can be Deceiving
Anyone can launch a beautiful web site, include impressive photographs, write “Doctor” before his name or 
list credentials from well-known institutions. Whether the information presented is true must be ascertained 
by the patient. Take the time to investigate. Find the physical location utilizing Google street view. 
Sometimes a great deal can be discovered in a very brief  period of  time by simply plugging in the address. 

Evaluate the Stem Cell Clinic or facility 
Practice due diligence. Check references for the physicians and scientists involved in the research protocol. 
Information about where they received their training and their curricula vitae should be readily available, 
preferably posted right on the web site. 

A major institution with an impressive reputation should be providing oversight. This can be a university 
or a research institute, but it should be one that can be researched. The reputation of  the institution is 
important as well. Its involvement in medical research should have a verifiable history. 

Legitimate research organizations have previously published research documentation that is readily 
available and willingly shared. Even though a new research activity may have recently been launched, a 
history of  past successes should exist. 

As with any rapidly advancing technology, multiple sources of  information must be found and considered. 
Triangulating between knowledgeable medical professionals, proven patient experiences and independent 
judgments from other resources such as dedicated not-for-profit organizations is necessary.

Consideration of the Stem Cell protocol and/or Treatment
Patients should fully understand the risks involved and the level of  safety provided in the trial. If  the trial 
claims to treat several different diseases with the same procedure, it is likely that the facility is offering 
empty promises to a most vulnerable population. Ask questions about the scientific underpinnings of  the 
treatment, why they believe in their procedure and what they hope to achieve. At the same time, it is not 
possible for any one doctor or scientist to know about everything that is currently being offered. The finest 
neurologists, scientists and physicians are the first to say they cannot possibly know all research protocols 
currently underway, nor can they give an informed opinion about those protocols. This means that your 
own investigation is of  paramount importance in order to make an informed decision.

Quick Reference Guide
Ask yourself  these seven very important questions. If  any single answer isn’t forthcoming,  
verifiable by outside sources, or is ‘no,’ then walk away.

Did the physician/scientist receive training from a reputable institution?

Is the physician/scientist/researcher affiliated with a reputable institution?

Is there proper internal and external oversight for the procedure?

Are the claims reasonable and believable and supported by objective data?

Does the facility openly explain risks, is candid about reasonable 
expectations and has a single or limited disease focus?

Does the facility provide detailed information about its process and 
procedures?

Do the clinical trials collect data and provide careful examinations before 
and after treatment?

THE bEST CREDENTIALS ARE EvIDENCE Of A  
WELL-CONSTRUCTED AND IMpLEMENTED CLINICAL TRIAL
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:: Geron Corp recently received U.S. Food and Drug Administration approval to start testing its 
experimental human embryonic stem cell therapy in people with new spinal cord injuries -- the first 
trial of  the controversial cells in humans.

:: StemCells Inc recently said its human neural stem cells helped improve movement in mice being 
treated for spinal injuries. The Palo Alto, California-based company plans to start human trials in 2011.

:: Advanced Cell Technology Inc recently received orphan drug status from the FDA for retinal stem cells 
to treat Stargardt’s Macular Dystrophy, which can lead to blindness.

:: Neuralstem Inc, Rockville, MD, filed an investigational new drug application with the FDA to begin a 
Phase I safety clinical trial for chronic spinal cord injury with its spinal cord stem cells. It is also testing 
its cells in patients with amyotrophic lateral sclerosis.

:: Aastrom Biosciences Inc is working on ways to take a patient’s own cells and use them to treat heart 
disease. These are in advanced trials in patients.

:: ThermoGenesis Corp supplies products and services that process and store adult stem cells. The 
company is a leader in cryopreservation systems.

:: Osiris Therapeutics Inc is testing stem cells taken from bone marrow in patients with Crohn’s disease 
and Graft vs Host Disease.

:: Cytori Therapeutics Inc uses its Celution system to take stem and regenerative cells from a patient’s 
own fat tissue to form a fat graft to reconstruct and repair breast and soft tissue. It is not yet available in 
the United States.

:: ReNeuron Group PLC reported positive mouse data with its REN009 stem cell therapy for peripheral 
arterial disease in diabetes. It hopes to apply to start clinical trials next year.

:: Aldagen Inc, a private company, announced results last year from a Phase I clinical trial of  ALD-201, 
a stem cell treatment for heart failure. Many companies are working to find ways to use stem cells to 
regenerate damaged heart tissue.

:: Celgene Corp, better known for blood cancer treatments, has an experimental stem cell treatment for 
Crohn’s disease in Phase I clinical trials.

:: International Stem Cell Corp in California is trying to make human stem cells via parthenogenesis, 
in which an unfertilized egg begins to divide and grow as if  it were fertilized by sperm. It positions its 
potential products as alternatives to embryonic stem cells.

Evaluating a clinical trial: Questions to ask
• Have data about the procedure been published in peer-reviewed scientific journals?

• Is the therapeutic protocol subject to the scrutiny and oversight of  an independent Ethics Committee 
and/or Institutional Review Board (IRB)?

• Does the protocol have a license or a formal authorization by the national governmental licensing body?

• Has the protocol been developed exclusively for ALS or any other singular condition or is it a  
“one size fits all” treatment that is being offered for a myriad of  diseases?

• Finally, is any or all of  the total cost of  the procedure borne by the hospital or other facility at  
which it is offered?

steM Cell oPPortunities - 
noW And in the future

pROMISING ADULT AND EMbRyONIC STEM CELL RESEARCH IN THE UNITED STATES
United States government funding for stem cell research, whether embryonic or adult, is essential for 
major scientific accomplishments to be achieved and for research to prevail. Government funding often 
initiates the most basic, highest expense and riskiest biological work. The following is a partial list of  
research organizations in the United States that are currently involved in both adult and embryonic stem 
cell research as therapies for conditions other than ALS.

Stem cell research is moving fast and furiously, with a momentum that is 

extraordinary. In the twelve years since james Thomson and his colleagues 

at the University of Wisconsin - Madison extracted stem cells from a human 

embryo, further great strides have been made. Each day, new discoveries 

emerge from the scientific research community, leaving even highly skilled 

technicians scrambling to maintain their pace. One day, the belief that 

neurons cannot be replaced or repaired is contradicted by clear evidence 

that neurons can be regenerated. prospective cures and efficacious 

treatments for many now fatal, incurable diseases are on the horizon, and 

are being sought out by some of the most brilliant minds throughout the 

world. Those of us who sit on the sidelines wait with hope and anticipation for 

even greater achievements to be realized through worldwide effort.
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Tecnologico de Monterrey, School of Medicine
Dr. Hector Ramon Martinez, Protocol Director
Dr. Jorge Moreno, Chairman, Stem Cell Research
Dr. Enrique Caro, Director, Neurosurgery
Morones Prieto 3000 PTE
Colonia Los Doctores
Monterrey, Nuevo Leon, Mexico 64710
Tel:   011-52-81-8888-2011
drhectormtz@yahoo.com
jemoreno@itesm.mx

The School of  Biotechnology and Health of  Tecnologico de Monterrey 
has specifically focused on ALS. Their team of  physicians, biologists, 
stem cell researchers, neurologists, surgeons and biochemists have 
developed a breakthrough concept. The specific and highly functional 
CD133(+) stem cells that have the potential to become neurons are 
extracted from the patient’s own blood. These cells are then inserted into 
the frontal motor cortices of  the patient’s brain to replace damaged and 
deceased neurons. Although neurons continue to die, this replacement 
most often buys time and improves the quality of  life. Still in the 
research stage but shows definite promise after achieving safety, dosage 
and some efficacy endpoints. After cost participation by patients in 
Phase II, all costs of  research and procedure are borne by Tecnologico 
de Monterrey in Phase III beginning early 2011.

The International Center for Cell Therapy &  
Cancer Immunotherapy (CTCI)
Shimon Slavin, M.D.
Professor of Medicine
Scientific & Medical Director
Weizman Center, 14 Weizman Street
Tel Aviv 64239, ISRAEL
Tel:   +972-77 777 9255
Fax:  +972-77 777 9247
Email:  slavin@CTCIcenter.com

State of  the art technologies to procure, select and manipulate blood, 
bone marrow and cord blood-derived stem cells and lymphocytes 
for adoptive cell-mediated immunotherapy of  cancer, induction of  
transplantation tolerance to bone marrow and organ allografts and 
regulation of  autoimmune diseases. Dr. Shimon Slavin, formerly of  
Hadassah University Hospital, Jerusalem, is a notable oncological 
surgeon. He attempted 20-25 ALS procedures in 2004-2008 with 
little success, using autologous mesenchymal stem cell transfer injected 
both through IV and lumbar puncture. More recent efforts focus on the 
extraction of  stromal cells from both bone marrow and adipose tissue 
through liposcution. Extraction is done in Tel Aviv and implantation is 
thereafter done on an out-patient basis in Istanbul. 

brainStorm Cell Therapeutics Ltd.
Dr. Daniel Offen, Chief Scientific Officer
Dr. Eldad Melamed, Chief Scientific Officer
Rami Efrati, CEO
In collaboration with Hadassah University Hospital, Jerusalem
12 Bazel St., POB 10019 Kiryat Aryeh 
Petach Tikva, Israel 49001
Tel:  +972-54-4237074
110 East 59th Street
New York, NY 10022
Tel:   212-557-9000
efrati@brainstorm-cell.com
www.brainstorm-cell.com

BrainStorm, established in 2004, is a publicly traded biotech company 
with offices in New York and Israel. The focus is to develop innovative 
adult stem cell therapies for neurodegenerative disorders with a current 
focus on ALS and future focus on Parkinson’s disease and Multiple 
Sclerosis. This study will be performed in Israel on 24 patients. Like 
the TCA trial, the procedure removes stem cells from the patient’s own 
bone marrow, treats them and injects them into either the muscle or the 
spinal fluid.

Adult autologous mesenchymal stem cell transfer using “NurOwn” 
technology that produces GDNF, to induce the differentiation of  
mesenchymal stromal stem cells into neuronal cells. 2003-2008 
research efforts used rat models, in collaboration with Dr. Robert Brown 
of  Harvard  Medical School. Recently began extraction and freezing 
of  Israeli ALS patient bone marrow for intended culture and injection 
within next several months. BrainStorm anticipates their Phase I 
clinical trial for ALS to begin in early 2011.

The following facilities and clinics show the most potential at this time, have ongoing clinical trials and are 
well known, respected institutions with fine reputations. Those organizations that are working on stem cell 
implantations for spinal cord injury are tangentially involved in research on behalf  of  the ALS patient to a 
greater or lesser degree. The following all have excellent credentials and qualified researchers.

STEM CELL fACILITIES INvOLvED IN pROMISING RESEARCH  
fOR ALS pATIENTS WORLDWIDE

Neuralstem Inc
Karl Johe, Chairman and CSO
I. Richard Garr, President, CEO and General Counsel
Email:  irgarr@neuralstem.net
John Conron, Chief Financial Officer 
Email: jconron@neuralstem.com
9700 Great Seneca Highway
Rockville, MD 20850
Tel:   301.366.4960
www.Neuralstem.com 

Neuralstem, at Emory University, is enrolling 12-18 people with 
ALS for injections of  fetal stem cells -- cells derived from the spinal 
cords of  human fetuses -- into the lumbar part of  the spinal cord. 
According to the company’s own press release, the first of  these enrollees 
received a single injection of  stem cells into the lumbar spinal cord in 
the first quarter of  2010. Longtime ALS researcher and University of  
Michigan neurologist Dr. Eva Feldman is overseeing the first human 
clinical trial of  a stem cell treatment in ALS patients.

As of  September 2010, six patient surgeries have been completed. As of  
this date, all are doing well. Three patients received unilateral injections, 
and two patients received bilateral injections into the spinal cord.   They 
are currently recruiting for Group B (3 patients), which will begin in 
October, 2010. Patients participating in Group B will have difficulty 
walking, but be able to walk without the assistance of  another person 
and have good breathing function. There is no direct cost of  research 
or procedure to the patient under the auspices of  the clinical study. All 
clinical trial surgeries are performed at Emory University, Atlanta, 
under the direction of  Dr. Jonathan Glass. Neurosurgeries are performed 
by Dr. Nicholas Boulis.

Hospital de Egaz Moniz
Dr. Carlos Lima
Rua da Junqueira 126
Lisbon, Portugal 1349-019
Tel:   351-21-365-0001
carlosvlima@sapo.pt
www.apssci.org/pdf/olfactory.pdf

Use of  autologous olfactory cells through laminectomy and myelotomy 
2001-2008 for spinal cord injury repair. Unique method harvests 25% 
of  olfactory tissue, then dissected into small pieces and immersed into 
patient’s cerebrospinal fluid, then implanted into spinal cord. Intends to 
begin with ALS patients in 2011. Plans to do so in other country due to 
Portuguese administrative delays. Estimated cost $40,000 - $50,000 
US unless costs are absorbed through clinical trial. Dr. Lima is considered 
one of  the pioneers in the use of  olfactory cells as a means of  treating 
various neurological conditions including ALS.

TCA Cellular Therapy
Gabriel Lasala MD
Jose Minguell, PhD
Janet Jones, PhD, COO
101 East Fairway Drive, Suite 514
Covington, LA
Tel: 985-867-4860
janet@tcaway.com
www.tcacellulartherapy.com

TCA Therapeutics is a Louisiana-based company, currently enrolling 
six patients to have stem cells removed from their own bone marrow, 
treated and implanted by spinal tap infusion to the spinal fluid 
surrounding their spinal cords.

This treatment protocol will use mesenchymal stem cells derived from 
the patient’s bone marrow. After the cells have expanded to number 
about 50 million, they will be injected into the lumbar region of  the 
spinal cord in a method similar to a spinal tap. Lasala then hopes the 
cells, which have the ability to renew themselves as well as the ability 
to become different cells, will differentiate into oliogodrocyte cells to 
facilitate axonal growth or glial function, secrete neurotransmitters 
deficient in the host and thereby slow the degenerative process.

In Phase I, all six patients will receive the stem cells and Lasala’s 
treatment. Phase II protocol patients, 30-60 of  them, will be divided 
into two groups, with one group receiving placebo and the other group 
receiving the stem cell treatment, as with many scientific studies. During 
Phase II, expanded access to the treatment will become available at 
a cost determined by the FDA. There is no cost to the patient when 
enrolled in the protocol. Earlier surgical attempts performed by TCA 
prior to FDA approval cost approximately $16,000 US and were 
viewed as unsuccessful.

Geron Corporation
Thomas B. Okarma, Ph.D., M.D. 
President, Chief Executive Officer and Director 
230 Constitution Drive 
Menlo Park, CA 94025 USA
Tel: 650-473-7700
Fax: 650-473-7750
Email: info@geron.com
In collaboration with Hans Keirstead, PhD, University of California, 
Irvine.

Geron is developing biopharmaceuticals for the treatment of  cancer 
and chronic degenerative diseases, including spinal cord injury, heart 
failure and diabetes. The company is advancing an anti-cancer drug 
and a cancer vaccine that targets the enzyme telomerase through 
multiple clinical trials in different cancers. Geron’s relevance to the 
ALS community is their role as the first company to be approved for 
an embryonic stem cell clinical test study which, although initially for 
spinal cord injury, may possibly become viable for treating ALS.
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fundacion Don Roberto fernandez-vina
Dr. Roberto Fernandez-Vina
fundfernandezvina@hotmail.com
Miter 357, (2900) St. Nicholas
Buenos Aires, Argentina
3461-429968
Walter Trotter, contact 
Dorauno44@hotmail.com
www.fundacionfernandezvina.org

Dr. Fernandez-Vina is a notable cardiac surgeon practicing in Buenos 
Aires and authorized by the Ministry of  Health to implant artificial 
hearts beginning in 2001. After pursuing an autologous mesenchymal 
cell transplant procedure through intravenous injection or catheter to treat 
cardiac disease, he expanded that procedure to treat ALS. He claims to 
have treated approximately 30 ALS patients between 2006 – 2008 
with a “success ratio of  85%.”

I feel the time frame is too short, the results unverified, and the success 
statement too vague to suggest any aggressive pursuit at this time. 
Patients are treated in both Buenos Aires and El Salvador. Further 
research continuing. Estimated cost $19,000 US.

Shenzhen beike biotechnology Co., Ltd.
Dr. Sean Hu, Chairman and CEO
Dr. Susan Jiang, CSO
Dr. Li Tao, IPS Research Director
International Department
9/F, Zhongke Building, No.1 Hi-Tech South Street
South Area, Shenzhen Hi-Tech Industrial Park 
Shenzhen, Guangdong Province, China 518057
Tel: +86  0532-6677- 6659
Fax:+86  0532-8577- 9113
Kirshner.ross@gmail.com
www.beikebiotech.com

Treatment protocol consists of  multiple injections of  stem cells extracted 
from human umbilical cord blood, injected both intravenously and 
through lumbar puncture and/or autologous mesenchymal cell transfer 
through lumbar puncture. Claims to have performed procedure on ALS 
patients since 2001 but I believe their first ALS activity was in 2005 
when they contacted me for support in their then-new efforts. Provides 
wide range of  specific plans at costs from $20,000 - $40,000 US. 
No demonstrable beneficial results to date. This organization, while 
apparently attempting to better redefine their purpose and results through 
several collaborations, continues to impress more by their marketing  
than with medical protocols.

X-Cell Center Institute for Regenerative Medicine
Cornelis Kleinbloesem, Director
Eduardus Hospital Institute of Regenerative Medicine
Custodisstraße 3-17
50679 Cologne, Germany
XCell-Center  
Dominikus Hospital
Am Heerdter Krankenhaus
40549 Düsseldorf, Germany 
Contacts in Germany
Mr. Leo Ludermann email - lludeman@xcell-center.com
Ms. Ute email – ubellers@xcell-center.com
31-575-568-3768
Contacts in United States, Canada
Mr. Jerry Steele
Mr. Douglas Brown
Ms. Mindy Greenberg
866-680-8202

Autologous mesenchymal cell transplant through lumbar puncture. 
Claims to have treated approximately 60 ALS patients between 2004 
– present with claimed improvement in 20 patients, no change in 16. 
Estimated cost $10,000 - $15,000 US. Dr. Cornelis Kleinbloesem 
has been associated with X-Cell since he was forced by Dutch 
authorities to discontinue the practice of  medicine in the Netherlands. 
While X-Cell’s reputation and exaggerated claims of  years past causes 
them to no longer specify ALS as a treatable condition by them, recent 
inquiries by those with ALS have been accepted by X-Cell.

Regina Mater Institute Clinic
Dr. Gustavo Moviglia
1777 Coronel Diaz, 5th Floor
Buenos Aires, Argentina 1245

The use of  co-cultured stem cells with autoimmune T-cells injected 
intravenously. Claims to have treated approximately 5 – 10 patients 
from 2004 to the present with no reported positive results. Mesenchymal 
stem cells, obtained from the marrow of  the patient’s hip bone, are 
supposedly purified and then transformed into neural stem cells, cultured 
with autoimmune cells previously isolated from the patient. These cells 
are then infused intravenously into the patient to repair spinal cord 
injuries. No scientific justification for this approach exists, nor have there 
been any publications.  Estimated cost is $50,000 - $125,000.

The facilities and clinics listed below are questionable because very little information is available that provides  
specific information about their procedures. Without published scientific data to support their assertions or to provide 
background information about the validity of  their approaches, we cannot in good conscience recommend them for  
the ALS community at this time.

Why have we provided complete contact information  for these facilities?  Because some of  them keep reappearing under 
aliases in different countries. The more you are familiar with their various guises, the better you are able to protect yourself.

QUESTIONAbLE STEM CELL fACILITIES: DUbIOUS, DISREpUTAbLE OR CONTROvERSIAL
None of  the facilities listed below have any credibility. Their procedures are baseless, offer nothing of  value to the ALS patient 
and are considered to be predatory. Unsubstantiated claims are made for treatment approaches that are dangerous and in 
many cases harm the patient. For that reason, any and all information available at this time is included so that patients can be 
aware of  any previous locations, phone numbers and names associated with these individuals.

Once again, we have provided complete contact information  for these facilities because they keep reappearing under aliases 
in different countries. The more you are familiar with their various guises, the better you are able to protect yourself.

NOTORIOUS STEM CELL OpERATIONS: AvOID, SHUN AND IGNORE THEIR CLAIMS

beijing Hongtianji Neuroscience Academy (bHNA)
Dr. Hongyun Huang, President
Xixiazhuang, Badachu, Shijingshan District, Beijing, 100144, China
Phone: 086-10-88965507 
Fax: 086-10-51625950
Center for Neurorestoratology
Beijing Rehabilitation Center
Beijing, 10014 P.R. China
Tel:   86-10-5882-3400
Fax: 86-10-5162-5950
hongyunh@gmail.com (email)
nrrfr88@gmail.com (email) 
nrrfr99@gmail.com (email)
www.nrrfr.com  (Neuro-Regeneration, Repair and functional Recovery)
www.lanr.org.en (International Association of Neuronal Restoration)
http://www.ianr.org.cn/English/index.asp (Related Website)

Human olfactory ensheathing cells extracted from newly-aborted fetuses 
and cultured, then injected into cerebral frontal lobes and subarachoid 
space in spinal cord through lumbar puncture. Began procedure 
November 2003 and continues to present time. Widely criticized for 
lack of  following and recording patient results, continuing procedures 
in face of  negligible or little provable benefit. Significant percentage of  
patient death shortly after surgery. 

More recent claims state that OEC cells are now being combined with 
other kinds of  cells, including neural stem/progenitor cells, Schwann 
cells, bone marrow stromal cells, umbilical cord blood to treat a variety 
of  diseases including stroke, ALS, MS, Parkinson’s, Ataxia, etc. Results 
are completely unconfirmed. No research publications substantiating 
these claims. Estimated cost $22,000 US. 

biomarkInternational  
(aka Advanced Cell Therapeutics aka Tissu)
US/CANADA/UK/Netherlands/South Africa/Seychelles
2002-2006, 2007-2010
Laura Brown aka Jean Castle
Steven van Rooyen aka Sebastian Carlyle

Shut down as fraudulent by the FDA and equivalent agencies in all 
countries of  prior operation. BioMark subcutaneously injected cells 
cultured in fetal bovine serum into the abdomens of  more than 800 
patients. Principals released on bail in South Africa 2006 and still 
successfully fighting extradition to US on 51 counts of  fraud as of  
March, 2008. These criminals now appear to be operating under the 
new company name of  Tissu in the island nation of  The Seychelles 
and should be avoided at all costs.

EmCell
Professor Alexander Smikodub
Kiev, Ukraine (original location)
Dr. Lim Kim Leong
Dr. Pan Fan Lang
No. 4 Wisma Petani Baru
Jalan Kampung Baru
08000 Sungai Petani
Keduh, West Malaysia
Tel:   604-421-3470
hescell@emcell.com.my
www.emcell.com

Embryonic Stem Cell Transplants (ESCT) and autologous 
mesenchymal transplants through subcutaneous, intravenous and 
intrathecal injections. Claims to have successfully treated 62 ALS 
patients 1995 – present. Provides extensive, but highly subjective and 
unconfirmed, reports of  successful treatment. Provides stem cells to other 
off-shore clinics. Emcell refuses to answer any questions and to elaborate 
on details such as their method for screening against AIDS or hepatitis 
viruses, refused to report on patient benefits, has not released any data 
that suggests that the methodology is scientifically based or that it 
helped patients. There is no tracking mechanism in place to identify 
improvements and declines in patients, no neurological evaluation is 
made. Estimated cost $16,000 - $24,000 US.

biotechnology Center
Dr. R. Ravi Kumar
Tamil Nadu 600020, Chennai, India
Tel:  +044-42117174
Cardiovascular and Neurological Cell Therapy

Autologous mesenchymal transplant of  CD 34 stem cells into spinal 
cord through lumbar puncture. Claimed “60% improvement rate 
retained after one-year observation.”  This and other claims for spinal 
cord injury found to be untrue. Dr. Kumar now refuses to answer any 
further questions when asked about prior unproven claims of  success. 
His failures run the gamut of  spinal cord injury, ALS and many other 
neurodegenerative diseases.
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Medra, Inc.
Malibu, CA  
(Performs surgical procedures in La Romana, Dominican Republic)
Dr. William C. Rader
http://www.medra.com

Intraveneous fetal cell injections generally using cells provided by 
EmCell (Kiev, Ukraine) or Kharkov Medical University’s Institute 
for Problems of  Cryobiology and Cryomedicine (Kharkov, Ukraine). 
Former psychiatrist, eating disorder clinician. Claims to cure virtually 
all diseases through single injection of  human fetal cells. Rader claims 
his treatments enables chemotherapy and radiation to continue longer 
and virtually eliminates side effects. He claims the fetal stem cell 
searches out, detects and then attempts to repair any damage or deficit 
for a long list of  diseases, from Alzheimer’s to brain damage, Cancer, 
Leukemia, Multiple Sclerosis, Systemic Lupus and Ulcerative Colitis 
and on and on. No publications are available for review. The claims of  
success bear no support. No patients can be contacted.

Eden Laboratories Ltd. aka StarCapital Corp
Mitchell J. Ghen, D.O.
Frederick House, 3rd Floor    
Frederick Street     
P.O. Box N-1985      
Nassau, Bahamas     
242-325-0120
www.edenlaboratories.net

Mitchell J. Ghen, D.O. has a long history (1993-present) of  medical 
malpractice. His use of  unverified human umbilical cord blood, with 
resultant ALS patient death and disrepair, has occurred in South 
Carolina, North Carolina, Florida, Georgia, Mexico, Belize and 
most recently as chief  clinician of  Eden Laboratories in Nassau, 
Bahamas. Ghen now appears to be starting his newest reincarnation as 
a fraudulent stem cell practitioner in Hillsboro Beach, FL. Tel: (561) 
789-1588. Ghen has mastered the art of  inflated and untruthful 
resumes and disingenuous medical marketing.

Hospital of Shandong Red Cross Society 
No.12675, Jingshi Road, Jinan, P. R. China
Tel: +8653188150181
Fax: +8653188150177

The hospital claims to have specialized in the neural stem cell 
transplantation therapy for almost 10 years. The specialists in their 
center are world famous but no names are given, no credentials, no 
research . Additionally, they supposedly  practice the most advanced 
research techniques but describe none of  them.  They claim to 
successfully treat a wide variety of  neurological disorders but offer no 
substantiating evidence of  any relevance. 

Dr. frank Morales
Frank Morales received his training in gynecology and obstetrics from 
the Grace British School of  Medicine in the British West Indies. He 
has two clinics, the Rio Valley Medical Center in Tamaulipis and a 
second in Tijuana, both in Mexico. He claims to be certified in ultra- 
violet light therapy, photodynamic therapy, oxidative medicine and 
hyperbaric medicine. 

He claims to be Chairman and Director of  the Department of  
Regenerative Medicine at CIMA Hospital Group in Monterrey, 
Mexico. However, when recently contacted, the hospital vehemently 
denied any connection with Dr. Morales either in the past, present 
or future. At this time, no direct contact information is available. 
Morales has practiced his totally ineffective techniques on hundreds of  
unsuspecting patients and is now being pursued on criminal charges by 
the Mexican Ministry of  Health.This action was stimulated by the 
CBS-TV 60 Minutes exposé (21st Century Snake Oil) of  April and 
September, 2010.

The Stowe foundation
Lawrence Stowe
Ft. Worth, Texas
www.Stowe Foundation.org

Lawrence Stowe is the director of  The Stowe Foundation. He 
encourages patients to purchase a variety of  vitamin preparations, at 
costs exceeding $100,000 US per patient, that have little or no benefit 
other than that provided by any supplements. Stowe lures patients to 
purchase his vitamins by the promise of  stem cell treatment performed 
by Frank Morales. At this time, the only information available on his 
website is a response to the CBS 60 Minutes program, 21st Century 
Snake Oil, that aired in April and September 2010 exposing his 
fraudulent claims. ALS Worldwide is pleased to have served as a 
consultant to CBS in bringing Morales and Stowe to the attention of  
the ALS community, the general public and both legal and medical 
authorities.

biogenesis Institute aka Nepsis Institute
Dr. Anthony Payne
Tijuana, Mexico
www.biogenesis institute.com

Biogenesis Institute claims to utilize extremely leading edge stem cell 
technology and therapies. The web site claims that many researchers and 
physicians consider this body of  science two (2) to seven (7) years ahead 
of  everyone else doing stem cell medicine worldwide. However, no other 
information is provided concerning the qualifications, research justification, 
publications on results or any other information that would qualify this 
facility to be anything more than empty promises for a vulnerable patient 
population. Interestingly, the front page states that despite claims and 
testimonials not all clinics are effective, nor do they all use widely accepted 
medical practices or handle patients with truth and integrity.  In fact some 
clinics and practitioners are simply not safe or trustworthy. The statements 
apply most definitely to Biogenesis Institute.

brain Therapeutics Medical Clinic
David Steenblock, D.O.
www.stemcell.md/

The website claims to have put together a number of  growth factors 
and natural products known to promote and protect new brain cells 
and states stem cell therapy is a new and exciting treatment for brain 
regeneration. Steenblock  supposedly has devoted many years to research 
in biochemistry, pathology, nerve and muscle physiology, cardiovascular 
disease and other diseases of  aging. In fact the only journal publications 
to be found were three co-authored articles published in the late 1960’s 
about clotting factors in dogs and guinea pigs. In 1994, he was charged 
and convicted with negligently treating two patients. In 1995, his 
hyperbaric oxygen chamber blew out injuring three persons.

Nu tech Mediworld
Dr. Geeta Shroff
Gautam Nagar, New Delhi, India

Geeta Shroff  has no background in stem cells, has never published 
anything and makes extraordinary claims to have cured more than 100 
patients of  everything from Alztheimer’s Disease to spinal cord injury 
and beyond. In fact, she claims to be able to cure more than twenty 
different diseases with treatments proven to be bogus. Her credentials  
are nowhere to be found. Multiple lawsuits against her exist.  
A complete lack of  scientific data, together with outrageous claims, 
places her in this category.

vista Stem Cell
Navy General Hospital
Beijing, China

Vista Stem Call claims to have been using embryonic stem cells for ten 
years, to treat dozens of  diseases successfully, and provides no detailed 
information about the procedure or those who administer the procedures. 
In short, it qualifies on every level to be included in this category of  
empty promises, lack of  scientific basis, and outrageous claims.

Cell Medicine, aka Stem Cell Institute,  
aka Institute of Cellular Medicine
http://www.cellmedicine.com/
Panama City, Panama (formerly San Jose, Costa Rica)

Centre for Holistic Life Extension
http://www.extendlife.com/
Tijuana, Mexico

beijing Tiantan puhua Hospital
http://www.puhuachina.com/
Beijing, China

International Stem Cell Institute
http://www.istemcelli.com/
San Diego, CA, USA and Progreso, Mexico

Lemana Clinic
http://www.lemana.com/
Clarens, Montreux, Switzerland

Neurovita
http://www.neurovita.ru/
Moscow, Russia

Stem Cells for Hope
http://www.stemcellsforhope.com/
Kiev, Ukraine and Tijuana, Mexico

Stemaid
http://www.stemaid.com/
Unknown

Stem Cell pharma
http://www.stemcellpharmainc.com/
Las Vegas, NV,USA

Regencell
http://www.regenecell.com/
Zona Rio, Mexico and Mumbai, India

Regenocyte
http://regenocyte.com/
Santo Domingo, Dominican Republic and Bonita Springs, FL,USA

Stem Cell Rejuvenation Center
http://www.stem-cell-center.com/
Phoenix, AZ, USA

World Wellness Group, Ltd.  
(associated with EmCell in kiev, Ukraine)
http://www.getstemcellnow.com/
New York, NY, USA

American Stem Cell and Anti-Aging Center
http://www.ascaac.com/index_eng.html
Quito, Ecuador

bEWARE Of THESE ADDITIONAL fACILITIES AND CLINICS
Some fluidity to all of  this information exists. By the time this is printed, some may have closed and others may have opened 
that offer empty promises. Be certain to ask all the important and pertinent questions. And remember to contact ALS 
WORLDWIDE if  you have questions or concerns about a particular facility. We are here to offer assistance and information.
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How did you become so interested in  
Amyotrophic Lateral Sclerosis?
Like most people, I knew very little about ALS other than 
a childhood friend of  mine, Les Turner, developed it in 
his young adulthood and died within two years. It wasn’t 
until our then 29-year old son, Ben, began exhibiting 
motor neuron dysfunction that ALS again crossed my 
mind. After his formal diagnosis in 2002, at the age of  31, 
my study began in earnest. Overnight I went from being 
a semi-retired dealer of  fine art to being a full time, self  
employed researcher.

Why is ALS considered such a  
treacherous disease?
ALS shows a remarkably broad symptomatology. It 
attacks both upper and lower motor neurons which means 
spasticity, hyperreflexia, rigidity, fasciculations, muscle 
atrophy and wasting, loss of  respiration and speech, 
inability to chew and swallow, weakness, malnutrition, 
occasional incontinence and in the end, total paralysis. 
All the voluntary muscles shut down within a very brief  
period of  time. There’s no stasis. Each morning something 
else is lost until eventually those with ALS can move 
only their eyes. It is a particularly vicious disease because 
there is no reprieve for the relentless diminishment. The 
body ages rapidly. Dementia sometimes occurs as well. 
Eating, swallowing and breathing become difficult and 
then impossible. Eventually, life support in the form of  
a feeding tube and ventilator is needed to keep a person 
alive. Abandonment by friends and family sometimes 
occurs leaving the person feeling isolated, alone, faced 
with the terrifying brief  future of  total dependence. In 
the words of  the esteemed Dr. Hiroshi Mitsumoto, of  
Columbia Presbyterian Hospital in New York, “ALS 
becomes life in a glass coffin.”

What was it like to be the father of  
someone diagnosed with ALS?
At first I was frightened, horrified, and did not know what 
to do. But, after hearing the ALS Speech four separate 
times at four well respected institutions, I realized that 
unless I took action, no one else would. What is the ALS 
Speech?  That’s when the doctor leans across his desk and 
says, “I’m terribly sorry but you have ALS. We don’t know 
the cause, the cure, nor are there even any reasonable 
treatments. You’ll most likely die within 2 to 4 years. Go 
home. Get your papers in order and come back every 3 to 
4 months so we can tell you how far you have declined.”  

I could not accept such defeat. My search of  the internet 
began for treatments, cures, causes, tests, the name of  
every pharmaceutical, supplement, exercise regimen 
or other product that might have some benefit for Ben. 

I signed on to patient forums for any scrap of  useful 
information I could glean from others. I called and 
emailed researchers and clinics anywhere in the world that 
offered a glimmer of  hope.

What was the first approach with  
merit you found online?
In the early 2000’s there was a belief  that if  1000 IU’s of  
vitamin E might have some merit, then 10,000 IU’s would 
be better and 25,000 IU’s would be best. Add to that 
enormously high dosages of  CoQ10, N-acetylcysteine, 
alpha lipoic acid, melatonin, SAMe, quercetin, creatine, 
vitamin C, zinc, omega 3, etc. etc. Collectively it might 
be great and the liver be damned. Unfortunately, the old 
maxim in this case is true: The enemy of  good is more. 
Piling on vitamins, minerals, and other supplements in 
very large doses does not slow down the disease. Rather, it 
elevates liver enzymes and costs a great deal of  money.

How did you get connected to other  
patient families?
In 2002, online patient and caregiver forums were just 
getting started and their obvious goals were support, 
mutuality of  interest, patient assistance and friendship. 
Patients understand the experience other patients 
are going through because they are in the thick of  it. 
Caregivers can observe and respond to the difficulties 
ALS causes but real commiseration requires mutuality 
of  experience which is why caregivers can relate to other 
caregivers. Online forums provided an outlet and an 
opportunity for these connections to be established. 

From these early patient forums, the grass roots effort 
that is today exemplified by ALS WORLDWIDE 
began. I posted my research efforts and shared whatever 
information I had found on these forums. Discussions 

Als WorldWide: the storY 
Behind this grAss roots 
AdVoCACY orgAnizAtion
being presented with the 2010 Grass Roots Advocacy Award by Genetics policy 
Institute is a most appreciated honor. It prompted us to share the intimate details 
of how we launched what has become a well known organization committed to 
the single disease, Amyotrophic lateral Sclerosis, better known as Lou Gehrig’s 
Disease. In this interview, Stephen byer shares his opinions, provides some 
history and offers those personal details that rarely get exposed. Each year, the 
list of countries in which we have assisted patients continues to grow.

NORTH AMERICA
 United States
 (48 states)
 Canada
 Jamaica
 Mexico
 Antigua
 Bahamas
 Barbados
 Belize
 Cuba
 Guatemala
 Haiti
 Honduras
 Panama
 St. Lucia
 Nicaragua
 Costa Rica

SOUTH AMERICA
 Argentina
 Bolivia
 Brazil
 Chile
 Ecuador
 Peru
 Venezuela
 

EUROpE
 Luxembourg
 Netherlands
 Norway
 Austria
 Belgium
 Bulgaria
 Croatia
 Czech Republic
 Denmark
 Finland
 France
 Germany
 Greece
 Hungary
 Iceland
 Ukraine
 Ireland
 Poland
 Italy
 Spain
 Sweden
 Switzerland
 United Kingdom

ASIA
 Japan
 Malaysia
 China
 Hong Kong
 India
 Indonesia
 Philippines
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HOW DID ALS WORLDWIDE GET STARTED?
STEvE byER ANSWERS THE MOST-ASkED QUESTIONS

Ben Byer  1971-2008
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Why is the ALS population so easily enticed to 
try experimental and sometimes dangerous 
procedures?
It’s interesting to note that one of  the new groups of  
stem cell practitioners recently identified the following 
percentages of  each of  the following patient communities 
as being probable candidates for their eventual treatment: 
Multiple Sclerosis - 10%, Parkinson’s disease - 10%, 
ALS - 50%. Why the disparity?  Because MS and 
Parkinson’s are both considered ‘liveable’ diseases whereas 
ALS is considered a death sentence. Which is why the 
ALS patient community is so willing, and so quick, to 
“take a chance.”  For this reason, ALS patients must do 
their homework and investigate any and all potential 
procedures thoroughly. And if  there are no other patients 
that can be contacted, no scientific data, no test results, no 
clinical trial, no clearly established standards of  practice, 
no informed consent, no oversight by an institutional 
review board, then chances are the results promised are 
empty lies or gross exaggerations.

Can you explain the difference between  
embryonic, fetal, mesenchymal and  
hematopoietic stem cells in layperson’s 
terms? 
Stem cells are cells found in multi-cellular organisms. 
They are characterized by the ability to renew themselves 
through cell division and differentiate into a range of  
specialized cell types. 

Embryonic Stem Cells are totally plastic and unformed and 
able to differentiate into many different types of  cells 
but have thus far faced the hurdles of  differentiating into 
tumorigenic cells and concurrently being rejected by the 
organism into which the cells are transplanted. 

fetal Stem Cells are primitive cell types found in the organs 
of  fetuses. While they are beyond the completely plastic 
and undifferentiated state of  embryonic stem cells, they 
are not yet adult stem cells and probably justify a separate 
categorization. Based on their prior use toward the 
treatment of  ALS, fetal cells appear to be too immature to 
repair or replace damaged motor neurons.

Adult Stem Cells are available in many different forms.  
The term allogeneic refers to cells that are taken from one 
person and injected into another. The term autologous 
refers to cells taken from one place in the patient’s 
own body and injected into another place where they 
are needed. These cells can be either mesenchymal, 
hematopoietic or epithelial.

Adult Mesenchymal Stem Cells are usually extracted from 
bone marrow. More recently have also been found in teeth 
and muscle. Taken from both allogeneic (other people) 
and autologous (the patient) sources, mesenchymal cells 
have so far been unsuccessful in the treatment of  ALS. 
Earlier research, however, may provide a good foundation 
for this type of  treatment in the near future.

Adult Hematopoeitic Stem Cells come from either blood 
or bone marrow, but most hematopoietic stem cell 
transplants use cells collected from peripheral blood. 
Peripheral blood provides a larger volume of  cells and 
doesn’t require general anesthesia, which in the case of  
ALS is important to avoid because of  the fragility of  the 
patient population. 

Adult Epithelial Stem Cells are taken from the skin of  
either the patient or the donor and can potentially be 
transformed into the kind of  stem cell that is needed. This 
is still in the earliest stage of  research.

Which shows more promise for ALS?
At this moment, I feel the best opportunity for ALS 
appears to be the use of  autologous hematopoietic (blood 
derived) adult stem cells, transplanted into the brain and 
the spinal cord. I say this because blood derived cells 
are presently the least invasive and most easily tolerated 
for the fragile ALS population. In addition, these cells 
hold the potential to transform most effectively into 
replacements of  deceased or damaged motor neurons 
with no risk of  rejection.

What is the current status of the  
Neuralstem clinical test study?
Neuralstem, a public company based in Rockville, 
Maryland, is now in Phase 1 of  an FDA approved 
clinical trial conducted at Emory University in Atlanta, 
Georgia. The test study has thus far demonstrated a 
measure of  safety that justifies a further expansion into 
the measurement of  dosage and efficacy as additional 
endpoint. They are using multiple generation neurons 
from an aborted fetus that have been reproduced into 
the hundreds of  millions. These cells are injected into 
the spinal cord of  ALS patients and are intended to deal 
with the lower motor neuron symptoms:  muscle wasting, 
atrophy, fasciculations and systemic weakness. 

What is being done at brainStorm?
BrainStorm, a publicly traded US/Israeli biotechnology 
company, in concert with Hadassah Medical Center in 
Jerusalem, expects to begin its ALS clinical trials in early 
2011. BrainStorm uses an autologous mesenchymal 
stem cell transplant procedure that, while novel, appears 
based on the knowledge gained in the first decade of  this 
century by practitioners such as Dr. Letizia Mazzini of  the 
University of  Turin, Dr. Shimon Slavin then at Hadassah 
Hospital, Jerusalem, Dr. Stanley Appel, then at Baylor 
University and others.

ensued. I posted my email information online and offered 
to discuss more aspects of  what I had uncovered. Parents, 
children, spouses, friends and ALS patients themselves 
contacted me. I offered my phone number so that we 
could share even more information. Relationships 
developed. We were drawn together to fight a common 
enemy that transcended nationality, race, religion, gender. 
Soon, I was talking with people from all over the US, 
Greece, Italy, Pakistan, Brazil, India, Poland – eventually 
we worked with those from over 50 countries.

Did you feel qualified to give this kind  
of direction and information?
At first, no. But I also realized that most other patients and 
families were even more overwhelmed than I was. They 
had heard the same ALS Speech from their neurologist, 
they were just as confused but they were unwilling to 
give up without a fight. They needed direction as well 
as comfort and something about which to feel hopeful. I 
had no inhibitions about calling anyone, anywhere, that 
had anything to offer including researchers, doctors and 
clinicians throughout the world. I pushed forward, calling 
those who I thought could answer my questions, and I 
refused to take “no” for an answer. That sense of  urgency 
at my back never ceased to drive me forward. Not only 
was my son’s life at stake, but dozens of  other patients’ 
lives as well. And finally, if  not me, then who was going to 
do the work?

I wanted to know what had been tried since 1869, when 
Dr. Jean-Martin Charcot first identified ALS, to the 
present time; what appeared to have some suggestion or 
promise of  support; what was being tested and where; 
could our son and others get into those tests; if  it was an 
identified medication for another condition, then could it 
be cross-prescribed? 

Throughout this experience, which continues today, I 
always viewed myself  as the student, never the mentor. I 
learned what I could, shared the information when I felt 
I could express it in a clear enough manner and leaped 
forward while hoping for the best. I also never feared 
the cross-cultural or geographic boundaries that many 
others adhere to. It made no difference, and still makes 
no difference, if  the treatment of  choice comes from 
Indianapolis or India, Canton, Ohio or Canton, China.

What was the second major approach that 
you found with merit?
About six months after Ben’s diagnosis, I read three 
sentences online by Dr. MengQi Xia, a neurologist and 
neuroscientist, living in Lexington, Massachusetts and 
involved in research at Massachusetts General. She is the 
daughter of  a Chinese neurologist, Dr. Yong Chao Xia, 
who had developed a complex herbal compound that 
claimed to successfully treat many of  the symptoms of  
ALS in China. It took weeks to find her and learn more 
about the compound called BuNaoGao, or BNG, which 

has since become the subject of  consecutive five-year and 
two-year studies that clearly demonstrate its efficacy as a 
major defensive measure against the assault of  the usual 
continuing progression of  ALS symptoms. Ben became 
one of  the first western patients on BuNaoGao. When 
he showed favorable response from it, other patients and 
families took note from my postings and asked to try it as 
well. Therein began our long term relationship with both 
Drs. Xia that continues to this day. 

What led you to go to China?
In 2003 Ben decided to become a documentary filmmaker 
in order to chronicle his and others’ lives with ALS in 
what was to become an award winning documentary film 
called INDESTRUCTIBLE, and was eventually shown 
throughout the world. Ben and his film crew interviewed 
and filmed patients, caregivers, family members, 
neurologists, neurosurgeons and others. His decision to 
visit China was based on a desire to meet and film the 
elder Dr. Xia. I met him in China for part of  the trip 
where we both learned of  Dr. Hongyun Huang, a Beijing 
neurosurgeon who had been previously trained at Rutgers 
under the aegis of  Dr. Wise Young, Director of  the 
W.M. Keck Center for Collaborative Neuroscience. Dr. 
Huang was in the process of  treating spinal cord injury 
and ALS through the use of  fetal olfactory ensheathing 
cells, culturing them, and then transplanting them into 
the cerebral frontal cortices and spinal cords of  SCI 
and ALS patients. At the time, this showed promise. In 
July 2004, Ben had this surgery which was filmed for 
INDESTRUCTIBLE.

What do you now feel were the benefits and 
negative aspects of the fetal cell surgery?
While the procedure was perhaps well intended, the 
surgical and patient care standards were substandard. 
Despite that, most patients survived the procedure 
without serious adverse events although most showed 
only very short term benefit, if  at all. Perhaps because 
of  the inherent fragility of  the ALS population, most of  
whom are in a continually declining state, many of  the 
patients undergoing the procedure eventually succumbed, 
probably due to the combined rigors of  surgery, excessive 
hardship of  travel and the passage of  time.

Do you think there have been any positive 
developments in China in more recent years?
In more recent years, Dr. Wise Young has been 
instrumental in establishing a more rigorous set of  
standards and practices governing stem cell and other 
trials in China. As a result, several notable companies 
and institutions have now embarked on jointly conducted 
clinical studies taking place in China. While Dr. Young’s 
efforts are focused on the Spinal Cord Injury Network in 
China, his advances are favorably impacting the study and 
treatment of  ALS as well.
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What is being done at  
Tecnologico de Monterrey?
Tecnologico de Monterrey in Monterrey Mexico, a large 
non-profit academic and health services organization, 
is now in phase III of  a four-year clinical test study that 
incorporates the transplant of  CD133(+) autologous 
stem cells into the cerebral  frontal cortices and shortly 
into the spinal cord of  those with ALS. Overseen by 
both Cofepris, the federal medical oversight committee 
of  Mexico, and its own institutional review board, 
Tecnologico de Monterrey has already demonstrated 
safety, dosage and efficacy endpoints. 

What is being done at CTCI in Israel?
Dr. Shimon Slavin of  the International Center for Cell 
Therapy & Cancer Immunotherapy at the Weizman 
Center in Tel Aviv and associates are now offering 
treatment with bone marrow and adipose tissue 
derived mesenchymal stromal stem cells prepared from 
liposuction. This procedure incorporates the activation 
of  telomerase, an enzyme present in an inactive form in 
every cell. 

Do you feel optimistic about current stem cell 
research for ALS?
Other clinical test studies, approved and overseen by 
each of  their federal regulatory agencies, institutional 
review boards and ethics committees are already being 
conducted or have been designed and will begin in early 
2011. The common factors of  each of  these “second 
generation studies” are the supervision of  a government 
oversight board, the effective use of  an institutional review 
board, the support of  a major teaching institution or 
hospital, and the adherence to accepted clinical test study 
standards of  practice. These include, but are not limited 
to, use of  control groups (either historical or placebo), 
informed consent, clearly defined pre- and post-procedure 
observation and concurrent reportage. 

What is the most important message you can 
give to ALS patients in their search for a stem 
cell treatment? 
It’s important to find the fine line between an acceptance 
of  reality and maintaining a sense of  hope. Realistically, 
there is no cure today. But a great deal of  brilliant stem 
cell research is being pursued. Within the next five to ten 
years there is reason to believe great accomplishments will 
be achieved and the illusive cure may be discovered, or at 
least an efficacious treatment implemented. 

Be encouraged. While there is no cure at this time, or 
even a complete understanding of  the cause, there are 
many ways to minimize the symptoms in order to lead 
productive lives for as long as possible. Exercise, once 
thought to be a bad idea, is now considered positive, that 

it can prolong muscle strength and should be pursued. 
Swimming is not only enjoyable but is also beneficial. 
Many forms of  exercise, therapy, intellectual effort and a 
sense of  spirituality can all be supportive for both patient 
and family.

Remain active. Do the things you enjoy. Go out, enjoy 
friends and family, see a movie or a play, and interact 
with others, while aggressively pursuing those protocols 
and/or clinical test studies in which you have the greatest 
confidence.

Use your talents in new ways. When Ben could no longer 
act in plays, he turned the camera on himself, filming all 
aspects of  his life until his last moment. Find something 
you enjoy doing and pursue it. The more meaningful you 
make each of  your days, the better you will feel. Of  the 
thousands of  ALS patients with whom we have worked 
over the past eight to ten years, those who focused on 
living, despite their disease, have dealt with the challenges 
ALS presents most successfully.

What is your vision for the future of ALS 
WORLDWIDE?
I envision our organization staying very much the same 
size and level of  personalization that we are now. When 
patients and their family members reach out, they need 
someone to respond to them who truly understands their 
experience. This is what makes ALS WORLDWIDE 
somewhat unique among other organizations that exist. 
We are able to combine empathy, awareness and an 
extensive educational foundation based upon years of  
personal experience coupled with continuing research 
exploration. We continue to seek and investigate new 
clinical trials that show promise and we share this 
information on our website, www.alsworldwide.org. 
We will pave the way for patients to obtain potential 
treatments, such as we did this past summer with high 
dosage injectable methylcobalamin. Many of  the stem 
cell protocols being pursued throughout the world show 
promise. Our exploration and examination of  these 
protocols on behalf  of  the ALS patient community is of  
paramount importance.

Most importantly, we are committed to creating an 
environment where cutting edge protocols are available, 
not just to the wealthy, but to all ALS patients. Not only is 
ALS a horrible disease, but it is also a horribly expensive 
disease that drains families of  resources and leaves them 
both emotionally and financially destitute. Any treatments 
that emerge must be made available to everyone stricken 
with ALS, regardless of  their financial capabilities.

Our hope is that within our lifetime there will no longer 
be a need for ALS WORLDWIDE to exist. That will  
be a day for celebration.

Scientific References: 
www.alsworldwide.org
www.alsworldwide.org/stem_cells.html
www.isscr.org/clinical_trans/  - Terminology and definitions found in this discussion can be found in their entirety here.
stemcells.nih.gov/info/basics/
www.popsci.com/scitech/article/2009-05/essential-guide-stem-cells
http://en.wikipedia.org/wiki/Hematopoietic_stem_cell_transplantation
www.mayoclinic.com/health/stem-cells/CA00081
http://en.wikipedia.org/wiki/Adult_stem_cell
http://thebrain.mcgill.ca/flash/index_d.html
www.ninds.nih.gov/disorders/motor_neuron_diseases/detail_motor_neuron_diseases.htm
www.isscr.org
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