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The Communicator
MH Mini-Conference Comes to Tampa,
Florida, September 27 and 28
Although great strides have been made in the
recognition and effective management of a malignant hyperthermia (MH) event, the recent death of an 18-year-old in
South Florida (see article page 3) reminds us that our job to
educate everyone about MH is not yet complete.
While MH does not happen often, prompt recognition and treatment is key to a successful outcome; one MH
death is one too many!
One of the best methods used to combat this uncommon disorder with the propensity to destroy lives is through
holding an annual MH Mini-Conference. This year’s location
is being coordinated at the Tampa General Hospital in Tampa,
FL, and is scheduled for September 27 and 28, 2008. The
mini-conference is a great way for patients and medical
professionals to get up-to-date information and direct “handson” experience with the intricacies of dealing with MH by
participating in a mock MH drill.
Our speakers include MHAUS President Henry
Rosenberg, MD, CPE, Saint Barnabas Medical Center in
Livingston, NJ. We are also privileged to have Deanna Steele,
a genetic counselor from Magee Womens Hospital Center for
Medical Genetics in Pittsburgh, PA. Ms. Steele will provide a
clearer understanding of the role genetics can play in the
clarification of MH for both the patient and the medical
professional. Also speaking is Mohanad Shukry, MD,
Childrens Hospital of Oklahoma, OK, Assistant Professor of
Anesthesiology at University of Oklahoma and a MH Hotline
Consultant. The plan is to repeat the conference topics on
both days so those who are unable to make the Saturday date
will have opportunity to join us on Sunday.
There will be discussion on how to recognize MH,
the initial signs to watch for, and time set aside for the
medical professionals and MH-susceptibles to share experiences and brainstorm ways to improve the way they communicate with one another (see article page 4). Ample time for

questions and answers will be an important feature of the
presentations as the goal is to send attendees home with a
better understanding of how to identify the signs of MH, react
quickly via a response plan that is in place and gain a clearer
understanding of the various testing options MH-susceptibles
have available to them. The agenda for the conference
includes information MH-susceptible patients need to be
aware of as well as specific tools they can use to share critical
family history with their anesthesia care provider. In addition, plans include specific time to run through an actual
simulation of MH.
The mini-conference is coordinated by MHAUS’
Patient Liaison Committee and on-site with the help of Brian
Cowin, RN, BSN of Critical Intervention Educators, Inc.,
based in Tampa, which provides MH training and mock MH
codes, ACLS, PALS, and BLS to various outpatient surgical
facilities throughout Florida and Georgia.
Join us for this opportunity to get answers to all your
questions about MH and to experience the many simultaneous tasks involved with caring for a patient experiencing
MH, including mixing
dantrolene, the antidote.
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Malignant Hyperthermia (MH) is an
inherited muscle disorder which, when
triggered by potent inhalation anesthetics
and succinylcholine, may cause a lifethreatening crisis. The incidence of MH is
low, but, if untreated, the mortality rate is
high. Since the advent of the antidote drug,
dantrolene sodium, and with greater
awareness of the syndrome, the mortality
rate has decreased. Great advances in our
understanding of MH have been made since
it was first recognized in the early 1960s,
but the nature of the fundamental defect(s)
is still unknown.
MHAUS advocates that all surgical
patients undergoing general anesthesia
should receive continuous temperature
monitoring, that adequate supplies of
dantrolene be stocked near the OR and that
thorough family histories be obtained.
Copyright 2008 by MHAUS

Speakers Bureau Helps You Prepare For MH
A malignant hyperthermia (MH)
episode can happen at any time. The
best way to protect your patients, and
your facility, is to be prepared before it’s
too late. MHAUS is ready to provide
assistance through our Speakers Bureau.
MHAUS speakers are experts in
MH. The most informed anesthesia care
providers in the world are affiliated with
MHAUS as Hotline Consultants, members of the MHAUS Professional Advisory
Council, or members of MHAUS Board
of Directors.
MH experts can come to your
facility or meeting and speak to your staff
about malignant hyperthermia. MH
experts are ready to offer insight and
suggestions on the treatment regimen for
MH should you find yourself facing a
possible MH event. MHAUS Speakers
Bureau answers your questions about the
basics of recognizing, diagnosing, and
treating MH.
The Speakers Bureau includes:
❑ Speaker’s presentation on MH; but can
also include other topics unique to your
facility
❑ MH educational materials for up to 20
attendees
❑ Hands-on dantrolene mixing demonstration
❑ Mock MH drill event; what to do, and
duties for individual staff members
❑ Questions and answer session
❑ In addition, the host receives: Alert

Band and Sticker Kits, Crisis Intervention Record, Dosage Chart, Hotline
Stickers, and MH Crisis Poster
The Speakers Bureau has given
talks or has talks pending as far south as
Florida as far west as California as far
east as Long Island and many places in
between. Recent talks have taken place
at Disc Surgical Center in Marina Del
Ray, CA, (Dr. Jordan Miller), Halofax
Medical Center in Daytona Beach, FL,
and Carolina Center for Specialty
Surgery in Charlotte, NC, (Dr. Joseph
Tobin), Providence Hospital in Mobile,
AL, (Dr. Mary Theroux), and Texas
A&M College of Medicine in Temple,
TX, (Dr. Gerald Gronert).
Talks are also scheduled for St.
Mary’s Health Center in St. Louis, MO,
by Dr. Theroux, and St. Vincent’s
Medical Center in Bridgeport, CT, and
Boulevard Surgical Center in Long
Island, NY, by Dr. Charlie Watson.
Further talks are scheduled for Michigan, California, Wisconsin, Colorado,
New Jersey, and Kansas.
To schedule a talk for your
facility, contact Michael Wesolowski at
the MHAUS office at (607) 674-7901 or
email michael@mhaus.org.
Find out what you can do right
now to keep your patients, and your
facility, safer from MH emergencies.

The Malignant Hyperthermia Association of the United States is a notfor-profit organization dedicated to reducing the morbidity and mortality of malignant hyperthermia and other heat-related disorders by:
improving medical care related to MH; providing support information
for patients; and improving the scientific understanding and research
related to MH and other kinds of heat-related syndromes.
For more information or for materials on malignant hyperthermia or
MHAUS’ programs, call 607-674-7901; write MHAUS, PO Box 1069,
Sherburne, NY 13460; or visit us on the Internet at www.mhaus.org.
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Death of 18-Year-Old a Harsh Reminder that MH Kills
by Henry Rosenberg, MD
MHAUS President
The death of Stephanie Kuleba from
MH in March, 2008 during cosmetic
surgery in an office-based operating
room was a striking reminder that
MH may occur wherever anesthesia is
administered. This event has caused
anguish, pain and grief for the family
and friends of this young woman as
well as the providers of care. As a
result of this tragedy, Stephanie’s
family has developed a website and
campaign to increase awareness of
MH. (www.stephaniejudekuleba.org)
One of the Kuleba family’s
concerns was that there was no
discussion of the possibility of MH
occurring during surgery. Without a
family or personal history of MH, few
surgeons or anesthesia providers
include a description of this syndrome when obtaining informed
consent for surgery. Certainly, unless
there is an awareness of MH, few
patients will ask their health care
professional, “Are You Prepared for
MH? MH Kills.”
Given that the data from
genetic research shows that as many
as one in three thousand people are
potentially at risk for MH, it is time
that the blind spot regarding MH
changes. I believe that the promotion
of preparedness and awareness of MH
will be assured when patients are
asking the right questions.
Times are changing, and
there are many new initiatives in the
interest of patient safety which will
affect how patients communicate with
their doctors. One of these initiatives
is being spearheaded by The Joint
Commission (JC), the hospital and
outpatient center accrediting organization. The JC has developed a
“Speak Up” Campaign encouraging
patients to become actively involved
in medical decision-making for
themselves and their loved ones

Stephanie Kuleba

(www.jointcommission.org/
PatientSafety/SpeakUp/). Patients are
encouraged to speak up, to not be
reticent about asking challenging
questions, and to be open and honest
with their caregivers.
There is another major
initiative (proposed regulation)
underway in medical care that will
cause providers to want to be aware
of MH. Medicare and several insurance companies and states have
developed a list of medical events and
negative outcomes that will not
qualify for reimbursement. These socalled “never events” include such
obvious problems as surgery on the
wrong limb or leaving a foreign body
in a patient during surgery. Of note:
one of the listed events is intraoperative or immediately post-operative
death in a normal, healthy patient
(defined as a
Class 1 patient
for purposes of
the American
Society of
Anesthesiologists patient
safety initiative).
It so
happens that
three MH
deaths in the
past two years
have taken the
lives of young

healthy individuals undergoing
cosmetic surgery. Hence, this proposed regulation provides an impetus
for health care providers to ask
patients the right questions, and it
may even encourage the providers to
be more receptive to patients’ questions about MH.
Does this mean that death
from MH should never occur under
any circumstances? Our expert
clinicians agree that at this point, we
do not know enough about MH and
its presentation(s) to make this
statement. However, it is entirely
reasonable to claim that death from
MH in a patient who is known to be
at risk for MH should not occur.
Because it is rare for there to
be outward signs of MH susceptibility
or a family history of MH, I believe all
patients about to undergo surgery
should ask, “Are you Prepared for
MH?” If the answer is a blank look,
then ask more questions and consider
alternatives.
By asking this question, you
will encourage all facilities using
general anesthesia trigger agents to
have a full supply of dantrolene, a
well-rehearsed protocol for treating
MH, and to spread the awareness of
this potentially fatal disorder. (See
page 4 for related articles).
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What Should You Ask Your Doctor Prior to Surgery?
To assist you with your conversation with your doctor, here is a list
of some questions that should be
answered prior to you or your
loved one having surgery:
1.) Who will provide the anesthesia
and what is his or her qualifications? A Physician Anesthesiologist? A Nurse Anesthetist? An
Anesthesia Assistant? Sedation
Nurse? Surgeon?
2.) Is the facility licensed by the
State?
3.) Is the facility accredited by the
Joint Commission or other
accrediting agency?
4.) Is there a written protocol for
managing Malignant Hyperthermia?
5.) Does the facility have 36 vials of
dantrolene?
6.) Does the facility have a cart or
other location where additional
supplies are kept to manage a case
of MH?
7.) Does the facility perform drills to
prepare for MH each year? Have
all current employees been
trained?

8.) What hospital is back up for the
ambulatory center?
9.) Is there a written protocol for
transfer to a hospital in case of
emergency? How long does it
take to transfer?
10.) Does the facility perform blood
tests on site?
11.) How many physicians, nurses or
other trained personnel are
immediately available to care for
a patient in case of emergency?
12..) Is there a recovery area and is it
staffed by a nurse?
13.) Is there an anesthesia machine
that is used? If so, who maintains the machine?
14.) Are patients undergoing general
anesthesia monitored by ECG
(electrocardiogram)? Is oxygen
saturation measured by using a
pulse oximeter? Is exhaled
carbon dioxide measured? Are
the concentrations of anesthesia
gases monitored?
15.) Is body temperature measured
during anesthesia? How?
16.) Is there a defibrillator present?
17.) Are my records maintained by
the facility? For how long?

In addition, the patient’s obligation
is to provide complete and
adequate medical history. Be
sure to provide the following:
1.) Dose and frequency of all medications that are taken.
2.) Mention all herbal medications and
performance-enhancing medications that are being taken.
3.) Provide contact information for
your physician.
4.) List all allergies.
5.) Describe any problems that you or
family members may have experienced during or after anesthesia.
6.) Describe any history of heat stroke.
7.) Describe any personal or family
history of muscle disorders.
8.) Describe any history of muscle
weakness, severe muscle pain after
anesthesia.
9.) Describe any history of brown or
dark urine following anesthesia and
surgery, or occurring spontaneously
with exercise.
Editor’s Note: The opinions expressed here are
Dr. Rosenberg’s and do not necessarily
represent the opinions of our Hotline Consultants or Professional Advisory Council.
Comments can be addressed to
henryrosenberg@yahoo.com

Is Your Facility Prepared for an MH Emergency?
by Henry Rosenberg, MD
MHAUS President
The recent publicity concerning the
death of a young patient from malignant hyperthermia (MH) in a Florida
outpatient surgery facility reminds us
that this syndrome can appear
suddenly and explosively whenever
general anesthesia is administered
and that deaths still occur from MH
In this case, the MH episode
began during cosmetic surgery in an
office-based operating room. Even
though MH was recognized after it
had begun some time during the
procedure and some amount of

dantrolene was administered, by the
time the patient was moved to the
nearby emergency room, her body
temperature was elevated to such an
extent that DIC and death was inevitable.
I would like to point out that
almost exactly one year ago a young
woman expired under almost exactly
the same circumstances in the Los
Angeles area. Not to be an alarmist,
we do hear regularly of patients who
develop MH in the ambulatory or
hospital setting who are treated and
survive.
According to the latest article
on the risk of death from MH just

published in the April 2008 issue of
Anesthesiology based on data accumulated in the North American MH
Registry of MHAUS, the mortality
from a MH is in the range of 2%.
(Cardiac Arrests and Deaths Associated
with Malignant Hyperthermia in North
America from 1987 to 2006: A Report
from The North American Malignant
Hyperthermia Registry of the Malignant
Hyperthermia Association of the United
States. Marilyn Green Larach, MD,
FAAP.; Barbara W. Brandom, MD;
Gregory C. Allen, MD, FRCPC.;
Gerald A. Gronert, MD; Erik B.
Continued on page 5
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Lehman, MS, Anesthesiology 108;603611,2008)
So, while MH does not
happen often and prompt recognition
and treatment is the key to a successful outcome, nevertheless, mortality
from MH still does occur. Furthermore many of the patients who have
a bad outcome are usually healthy
young adults. This problem is far
from solved.
❑ For any center or facility where
MH trigger agents are used a full
supply of 36 vials of dantrolene with
the diluent of preservative-free sterile
water for injection should be available within five minutes.
❑ A treatment plan needs to be in
place such as the posters, policy
manual or other printed material
available from MHAUS.
❑ The telephone number for the MH
Hotline should also be immediately
available.
❑ A drill simulating an MH case
should be carried out once per year.
It is important that this involve not
only anesthesia personnel but OR
personnel as well, because the
management of MH is a team effort.
❑ Identified personnel, who have the
authorization, should go through the
drill of mixing dantrolene. Getting
the drug into solution takes time and
may take more than one person to
mix an adequate dose. The recommended starting dose is 2.5mg/kg.
For the average adult who now
weighs about 80 kg, that means 10
vials of dantrolene.
❑ The team should NOT waste time
changing anesthesia machines once
the crisis has been diagnosed. Rather,
increase the fresh gas flow rates

maximally and discontinue all volatile
agents.
❑ The full initial dose of dantrolene
should be administered and subsequent doses titrated to heart rate, end
tidal carbon dioxide and muscle
rigidity.
❑ Patients who develop MH will
need dantrolene treatment for 36
hours to avoid recrudescence.
❑ If there is evidence of peaked Twaves on the ECG, calcium, glucose
and insulin should be used to lower
potassium levels. Better still, if
possible, measure potassium levels.
❑ In the event of a MH crisis, monitor core temperature (esophageal,
nasopharyngeal, tympanic) probe in
addition to any other temperature
monitor.
❑ If the patient is hyperthermic s/he
may have to have bags of ice placed
on the body surface, particularly the
neck and groin area. Lavage of the
stomach with iced saline may also be
necessary in cases of marked hyperthermia.
If you are in a non-hospital settings, there are some special
issues:
Make sure that the hospital where the
patient will be transferred knows
about MH, that the ED physicians
have dantrolene available or at least
know the basics of treating the
disorder.
Although it is tempting to
move the patient as rapidly as possible to the hospital setting, the 20 or
more minutes that will take under the
best of circumstances may lead to the
MH event spiraling out of control. It
is very difficult to be definitive on
this issue, but in my opinion, the
patient should be stabilized, i.e., the
ETC02 near normal, temperature at

or below perhaps 101F, and tachycardia resolving before transfer. You may
have to hold the EMS people at bay
while this is happening.
In addition, the most knowledgeable person(s) about MH should
accompany the patient, with
dantrolene drawn up and ready to
administer and monitor the patient as
thoroughly as possible.
Blood specimens for CK,
potassium, coagulation profile should
be drawn and measured as soon as
possible.
Once stabilized, the patient
should be given information about
MH through MHAUS. Either the
Hotline Consultant or one of the
members of the MH Professional
Advisory Council will be able to give
advice concerning recommendation
for testing and confirming the episode.
Over the past year or so, the
MH Hotline Consultants and members
of the Professional Advisory Council
have come to realize that our educational efforts need to be expanded
from the anesthesia and surgical
specialties to include Emergency and
ICU physicians as well as EMS personnel who need to recognize that dealing
with MH is not the same as dealing
with many of the crises that they have
been trained to manage. We hope to
expand our training and education
into those areas as soon as possible,
but resources are always a problem.
If you value the services and
insight of MHAUS and the 27 Hotline
Consultants who volunteer their time
as well as the members of the Professional Advisory Council, do support
MHAUS by becoming a member and/
or donor. Visit the MHAUS web site
www.mhaus.org for further details.
Editor’s Note: The opinions expressed here are
Dr. Rosenberg’s and do not necessarily
represent the opinions of our Hotline
Consultants or Professional Advisory Council.
Comments can be addressed to
henryrosenberg@yahoo.com
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European MH Group Presents Many “Impressive” Abstracts
by Henry Rosenberg, MD
MHAUS President
Whenever I can, I try to attend the
meeting of the European MH Group
(EMHG). The group consists of
many scientists and physicians who
are actively investigating Malignant
Hyperthermia and Central Core
Disease and their relation to other
muscle diseases. This year the meeting was held in the beautiful and
charming University town of Lund,
Sweden, just south of Malmo which
is connected to Copenhagen by a new
and extremely long bridge called the
Oresund Bridge.
The 50 or so participants
came from many European countries,
Brazil, Australia, New Zealand, the
U.S., and Canada. In some years
attendees also come from the former
Soviet Republic and Asia, but not this
year. Joining me from the U.S. were
Dr. Barbara Brandom, the Director of
the North American MH Registry and
Dr. Mary Theroux, a Hotline Consultant, and her colleague Dr. Divya
Dixit from DuPont Children’s Hospital in Delaware.
The meeting was hosted by
Dr. Gunilla Islander, a founding
member of the EMHG, and Dr. Klaus
Glahn from Denmark. Matter of fact,
this meeting celebrated the 25th year
of the founding of the EMHG and the
founding members were present:
Richard Ellis from Leeds, Helle
Ording, formerly from Copenhagen,
Roger Fletcher from the UK, and
Gunilla Islander from Lund. European hospitality was definitely in
order and greatly appreciated.
It was nice to be among an
international group of scientists and
physicians committed to a better
understanding of MH and related
disorders in the interest of better,
safer patient care. I was impressed
with many of the presentations

(Left) Richard Ellis, one of the EMHG founders, gave a talk about the history of
the EMHG. (Right) The hosts of the EMHG meeting were Gunilla Islander and Dr.
Klaus Glahn.

related to the molecular genetics of
MH.
One of the most interesting
was presented by Dr. Natasha Kraeva
from Toronto. With the collaboration
of the testing centers in Toronto and
Ottawa, they found that screening of
the full length RYR-1 gene (the gene
most clearly associated with MH
susceptibility) in 31 unrelated individuals who were MH-susceptibles
(25) or had Central Core Disease (6),
mutations were found in 61% of the
samples. Seven of the 18 mutations
were new and predicted to be related
to causing either MH or Central Core
Disease. This finding is similar to
studies done in the MH investigative
units in Leipzig, Germany, Lund,
Sweden and Leeds, UK.
Does this mean that that
there are parts of the gene that have
not been explored and will have
changes that predispose to MH (e.g.,
the so called non-coding section of
the gene, the introns)? Or that there
are other genes that can predispose to
MH (we know of one other, the
DHPR gene, but that can account for
only a few percent of cases)? Or
might there be other genes that
influence the expression of the RYR1
gene and be causal? Or is the biopsy
test giving us false positives? Without

answers to these questions it will be
difficult to increase the sensitivity of
the genetic test to make it a widespread screening test.
The MH group in Cologne,
Germany, headed by Dr. Frank
Wappler, has been studying the effect
of the drug Ecstasy on MH-susceptible swine. Ecstasy is an amphetamine-like abuse drug that leads, in
certain situations, such as “rave”
parties, to high body temperature,
acid base disturbance, and muscle
breakdown. Hence, might MHsusceptibles be at special risk if they
take this medication? Although the
MH-susceptible pigs seem to develop
greater physiologic abnormalities
when given large quantities of the
drug, the difference is more quantitative than qualitative, i.e., MH susceptibility does not seem to play a role in
the response.
However, what was interesting is that dantrolene (or more
properly, a new formulation of
dantrolene called Ryanodex) reverses
the MH-like signs. Therefore, there is
a strong suggestion that patients who
appear in the Emergency Department
suffering from Ecstasy overdose
should be treated with dantrolene.
How dantrolene reverses the signs of
Continued on page 7
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Ecstasy overdose (which is really a
form of Serotonin Syndrome) is not
clear.
Another interesting abstract
from the MH group in Leeds, England, demonstrated that (at least
under certain conditions) calcium
located in the extracellular space can
enter the cell and aggravate the
ongoing elevation of intracellular
calcium – the hallmark of MH, that
results from the release of calcium
from the sarcoplasmic reticulum.
The group also were unable
to document new DNA variants in
the dihidropyridine receptor gene.
A progress report was presented on the development of an MH
testing center in Czechoslovakia by
Dr. Stepankova. Their center has
biopsied 120 individuals and identified 14 families with RYR-1 mutations.
Dr. Kathryn Stowell’s group
gave several presentations based on
their biochemical and genetic studies
of MH from Massey University, New
Zealand.
Dr. Mariz Vainzof from the
University of Sao Paulo, representing
the group interested in MH and other
myopathies, described findings
demonstrating a high frequency of
RYR1 variants in Brazilian patients
with Centronuclear myopathy
(CNM). CNM is a diverse group of
congenital inherited muscle diseases
that share a common pathologic
appearance: enlarged centrally
located myonuclei surrounded by a
halo of disorganized cytoplasmic
organelles.
The abstract I presented
examined cases reported to the
MHAUS Hotline since January 2006
that were likely or definitely MH,
according to the consultants. Of the
27 such calls from hospitals there
were two deaths, while of the 13 such
calls from ambulatory centers or
office surgery centers, there were

three deaths, or a mortality that is
about three times greater than in the
hospital setting. A few caveats: the
calls may not represent all cases that
occurred in such settings and there
were calls that could not be classified as to whether they derived from
a hospital or ambulatory setting.
Nevertheless, the findings raise
concern that when MH occurs
outside a hospital setting, there is a
greater likelihood of a bad outcome.
While some may argue with the
findings, we at MHAUS are proceeding with developing protocols to
manage the treatment of MH when it
occurs in an outpatient setting.
This is a brief overview of
the meeting. All the 50 or so
participants were actively engaged in
the discussions of the papers.
Finally, there were a few
other interesting aspects to the
program. For non-anesthesiologists,
Dr. Islander had arranged a demonstration of an actual MH case in the
University’s simulator laboratory.
Dr. A. Bom, a senior scientist
at Organon Laboratories, a part of
Schering Plough, delivered a riveting
presentation on his development of a
new reversal agent for certain
paralyzing drugs used by anesthesiologists and intensivists. The agent,
Sugammadex, works by a novel
mechanism, i.e., binding the paralyzing agent so that it becomes
inactive. The speed with which it
works implies that a relatively longacting paralyzing agent can be
turned into a short-acting agent by
this compound. This can effectively
replace succinylcholine, one of the
known triggers of MH, and eliminate
other unpleasant complications of
succinylcholine.
Next year’s meeting will be
held in Australia and hosted by
Robyn Gillies of Melbourne and
other MH investigators in Australia
and New Zealand.

MHAUS
Welcomes Michael
Wesolowski
Michael Wesolowski has
assumed the position of MHAUS
Public Relations/Project Coordinator. For over 20 years, Mr.
Wesolowski has assisted various
organizations with branding, grant
writing and public relations.
He has served as the
Executive Director of New Berlin
Housing and Preservation Company in New Berlin, NY, and as
the Director of Marketing Communications and Development for
Gallery 210 in Syracuse, NY, and
as Agency Director of LM Sunrise
in Buffalo, NY.
In his new position, Mr.
Wesolowski will maintain and
improve the recognition of
MHAUS with the public, develop
and implement new ideas to help
the educational and patient safety
efforts, assist the Executive Director with grant writing, and handle
appeals and oversee and acknowledge various corporations and
associations.
“Everyone has been so
helpful and welcoming,” he says.
“The transition into the position
has been very smooth.”
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MHAUS Offers $1500 Writing Award
The Malignant Hyperthermia
Association of the United States
(MHAUS) is pleased to announce the
availability of an award in the amount
$1500 to the author of a manuscript
related to malignant hyperthermia
(MH).
MH is an inherited disorder
of muscle, which is "triggered" by
commonly used anesthetic agents and
may lead to death or disability. Early
diagnosis and prompt treatment is the
key to reducing morbidity and
mortality related to MH. MH may
occur at any time during an anesthetic whether in a hospital, ambulatory surgery center or an office-based
setting. A large variety of programs
have been developed by the scientific
panel at MHAUS in order to increase
awareness of the syndrome and its
manifestations. These include
procedure manuals for recognizing
and treating MH (applicable to the
hospital, ambulatory surgery center,
and office-based surgery center) a
CME-accredited slide show, and a
variety of publications.

In order to promote awareness of MH
and its various manifestations and to
encourage continued study of the
syndrome, Mr. George Massik, a
founding member of MHAUS,
graciously supports a writers’ award.
The Daniel Massik Fund at The
Foundation for Jewish Philanthropies
in Buffalo, NY was established by Mr.
Massik in memory of his son who
died from MH. This Award will
provide a stipend of $1,500 to an
anesthesia resident/fellow or an
anesthesiologist who is within five
years of ending his/her training to
attend the annual meeting of the
American Society of Anesthesiologists
(ASA) Meeting or, in special circumstances, another meeting of similar
merit.

❑ The document should address a
significant issue related to the problem of malignant hyperthermia.

Award Details
The Award will be given to the
primary author of the best manuscript concerning, malignant hyperthermia. The format may be a case
report, literature review or original
study.

The award will be presented
at the annual MHAUS Recognition
Reception at the Annual Meeting of
the ASA Meeting in Orlando, FL in
October 2008.
The winner will be notified
by August 31, 2008 to allow for
coordination of travel plans.
For further information
regarding the application process for
this award, please contact the Malignant Hyperthermia Association of the
United States (MHAUS), attention
Gloria Artist, either via regular mail at
P. O. Box 1069, Sherburne, NY
13460, via fax at 607-674-7910 or
email at gloria@mhaus.org.

The Lila and Jerry Lewis Memorial Fund
There are many special people who take the time each year to remember their loved ones in a way
that helps MHAUS. The people below have made gifts during FY 07-08 (Oct. 2007 - May 2008) in
memory of Lila and Jerry Lewis. We are most grateful for their support and special tribute gifts.
Lenny Roberts
Judy Swartz
Mark Zamel

Lois Soter
George & Miriam Trustman
Marilyn Tucker

Patrons
Hillard Fahn
Brad & Julie Shames

Donors
Larry & Linda Blumenfeld
Sy & Estelle Opper
Allen Jacobs
Sheldon & Doreen Querido
Bill & Linda Rouse
Les & Diane Surfas
Erven & Beatrice Tallman

Sponsors
Terry & Cheryl Dawes
Arline A. Hammer
Barry & Beverly Kurtz
Gloria Leonard
Greg & Laura Perloff

Friends
Sam Birnbaum
Doug Braun
Rob Gloria
Jon Matthews
John & Kerrie Sadler

Honoraria
Marriage of Jacey Glassman & Dan
Hayes and Greg Glassman &
Courtney Grenfell
by Marilyn Lewis Glassman
Memory of Renee Johnson’s Uncle
Melvin Rollin
by Marilyn Lewis Glassman
Memory of Florence & David
Goodman
by Dorothy Glassman
60th Birthday of Judy Levine &
Steve Lewis
by Marilyn Glassman

Life Benefactors
Dorothy Glassman
Gregory Lewis Glassman
Jacey Lila Glassman
Marilyn Lewis Glassman
Steve & Mickey Lewis
Dr. Joseph Sugerman
Bob & Dianne Winters

❑ Those participating must currently
be a resident/fellow in anesthesiology
or an anesthesiologist who is within
five years of ending his/her training.
❑ The paper must be a minimum of
three double-spaced typed pages and
a maximum of 10 pages. Author’s CV
should be included.
❑ The paper must not be in any stage
of publication.
❑ Deadline for receipt of the manuscript in the MHAUS office is August
1, 2008

Correction
In the genetic testing article appearing in the spring 2008 issue of The
Communicator, Jenny Geurts, a
certified genetic counselor with St.
Luke’s Medical Center, should have
been quoted as “...if the test comes
back positive, at least we know now,”
not negative. She has been a genetic
counselor for two years, not 15.
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Genetic Nondiscrimination Act Becomes Law
President George W. Bush has
signed into law the first civil rights
legislation of the new millennium, the
Genetic Information Nondiscrimination Act (GINA). GINA is the first
and only federal legislation that
provides protections against discrimination based on an individual’s
genetic information in health insurance and employment settings.
“This is a tremendous victory
for every American not born with
perfect genes – which means it’s a
victory for every single one of us,”
said Representative Louise Slaughter
(D-NY). “Since all of us are predisposed to at least a few genetic-based
disorders, we are all potential victims
of genetic discrimination.”
This means Americans can
finally take advantage of the tremendous potential of genetic research
without the fear that their own
genetic information will be used
against them. Dr. Barbara Brandom,
of the Children’s Hospital and the

University of Pittsburgh Medical
Center, urges those having a genetic
test performed for MH to have their
results recorded in the North American MH Registry. The information
stored in the Registry is vital to
continue understanding the genetics
of MH.
Two clinical laboratories in
the U.S., PreventionGenetics, L.L.C.
(www.preventiongenetics. com) and
the Center for Medical Genetics,
University of Pittsburgh Medical
Center (http://path.upmc. edu/
divisions/mdx/diagnostics. html),
offer clinical testing for MH diagnosis.
MHAUS provides a brochure
that explains the issues and procedures of genetic testing for MH, as
well as the muscle contracture test,
which remains the “gold standard” for
the diagnosis of MH. The brochure is
available on the MHAUS website at
www.mhaus.org or by calling the
MHAUS office at 607-674-7901.
The new legislation protects

against genetic discrimination by
health insurers or employers from:
❑ Prohibiting group health plans and
issuers offering coverage on the group
or individual market from basing
eligibility determinations or adjusting
premiums or contributions on the
basis of genetic information.
❑ Prohibiting issuers of Medigap
policies from adjusting pricing or
conditioning eligibility on the basis of
genetic information.
❑ Prohibiting employers from firing,
refusing to hire, or otherwise discriminating with respect to compensation, terms, conditions or privileges
of employment. Similar provisions
apply to employment agencies and
labor organizations.
The health insurance protections offered by GINA are expected to
roll out in less than 12 months,
whereas the employment protections
will be fully realized in about 16
months.
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Dr. Werner Kalow, the “Father of Pharmacogenetics”
Editor’s Note: This is the third in a
series of biographies related to
those who played an important role
in our understanding MH. Dr.
Werner Kalow passed away on
February 16, 2008, at the age of 91.
When Dr. Werner Kalow
allied his specialty, pharmacology,
with the study of genetics, few
realized that otherwise benign drugs
could prove deadly in certain patients
with genetic defects.
Called “the father of pharmacogenetics,” Dr. Kalow’s many years of
research into how genetic changes
can alter a person’s response to drugs
eventually led to investigation into
the role of anesthetic agents in
triggering malignant hyperthermia.
Born in Germany in 1917, he
received an M.D. degree from
Koenigsberg University in 1941. He
served as a surgeon in the German
Navy during World War II and was
the camp surgeon while a POW in
Arizona. Freed in 1947, he returned
to Berlin and began training in
pharmacology.
Fluent in English, Kalow
volunteered to be an interpreter for a
group of American scientists visiting
Germany. His detailed explanation of
a talk presented in English was so
impressive that he was invited by the
Chair of the Department of Pharmacology of the University of Pennsylvania to visit for a year’s study.
In Philadelphia Kalow
worked with a Beckman Spectrophotometer, which uses the absorption of
light by drugs as a means to identify
and measure drug concentration, to
investigate the metabolism of the
local anesthetic procaine and later of
various other chemicals. Using this
technique he was able to reveal the
presence of various forms of a specific
enzyme that is responsible for the

Werner Kalow 1917 - 2008

metabolism of the paralyzing drug
succinylcholine. For some patients
with an altered form of the enzyme
the duration of action of the drug was
greatly prolonged. This led to Kalow’s
postulation that a genetic change
altered the structure of the enzyme.
He then undertook investigation of
the hereditary nature of this occurrence. This eventually led to the
development of a blood test that is
commonly used to investigate those
with a prolonged response to succinylcholine and similar drugs.
Kalow joined the Department
of Pharmacology at the University of
Toronto in 1951, eventually becoming the Department Chair from 1966
to 1977.
In the early 1960s Dr.
Beverly Britt, an anesthesiologist at
the University of Toronto, was
investigating a newly recognized
syndrome, malignant hyperthermia.
She had shown that an acute MH
crisis could occur in some patients
when certain anesthetic agents were
used. Furthermore, certain breeds of
pig manifested similar changes.
Her findings coincided with
Kalow’s interest in Pharmacogenetics,
and in 1966 their long collaboration

began, continuing until her retirement in 1996.
Dr. Kalow’s and Dr. Britt’s
development of the caffeine contracture test (Lancet 1970, 2: 245-247)
was an important indicator of MH.
Their first studies showed that
excised muscles from pigs exhibiting
the MH trait responded abnormally to
certain drugs.
Caffeine proved to be as
effective as the anesthetic halothane
in causing muscles to contract,
indicating susceptibility to MH. Later
studies on leg muscle excised from
patients under anesthesia verified the
role of caffeine in causing an abnormal increase in muscle contracture.
This observation eventually led to the
caffeine halothane contracture test
(CHCT), the standard for determining MH susceptibility.
Drs. Kalow and Britt collected information on families of MH
patients in Canada, and brought
attention to the syndrome by many
publications describing the incidence
of the syndrome and its consequences. Along with the chair of
Anesthesia at the University, Dr. R.A.
Gordon, they organized the first
International Symposium on Malignant Hyperthermia in Toronto in May
1971. This symposium led to the
recognition of MH as a distinct
medical syndrome and stimulated
both laboratory and clinical research
that continues today.
Dr. Kalow published over
300 articles, was the recipient of
numerous research awards throughout his distinguished career, and his
1962 book, Pharmacogenetics, represented the first systematic study of his
then emerging specialty. His work
continues to stimulate new avenues of
pharmacological inquiry.
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Slide Show
Presentation For
MH Risk Available
MHAUS offers a slide show kit
(CD-ROM and slide format) with
lecture notes on “Managing Malignant
Hyperthermia Risk in Today’s Surgical
Environment.” This presentation
reviews the risk of MH and assesses
current trends in the management of
MH in the inpatient and outpatient
settings. Two CME credits are
available.
This is a valuable tool to assist
in developing standard of care practice
guidelines and algorithms to ensure
patients at risk will have access to
appropriate interventions for treating
MH. The program is arranged so it can
also be used as a self-study program to
enhance individual knowledge of MH
and the risks involved.
Cost is $165 plus shipping and
handling for the slides and CD. Call
607-674-7901 or visit www.mhaus.org
to order.

Yes!

Every MH-Susceptible Should Wear A
Medical ID Tag
MHAUS has help available for the MH-susceptibles who
have no insurance or cannot afford to purchase a medical
ID tag.
The Sandi Ida Glickstein Fund was established for the
purpose of providing free ID tags for MH-susceptible patients
who qualify.
To take advantage of this program, please send us a letter
indicating why you would like MHAUS to provide you with a
complimentary ID tag.
The goal of the free ID tag program is to ensure the
safety of MH-susceptibles during an emergency situation and to
prevent a tragic outcome from MH.
For further information, please contact MHAUS at
P.O. Box 1069, Sherburne, N.Y. 13460-1069; call 607-6747901, or visit www.mhaus.org.

Have you visited us lately? Log on to www.mhaus.org
to get the latest information on MH, order materials,
post a message to the bulletin board or
learn about the “Hotline Case of the Month.”

I want to support MHAUS in its campaign to prevent MH tragedies
through better understanding, information and awareness.

A contribution of: ❑ $35 ❑ $50 ❑ $100 ❑ $250 ❑ $500 ❑ $1000 (President’s Ambassador)
or ❑ (other amount) $ ___________, will help MHAUS serve the entire MH community.
Please print clearly:
Name: ______________________________________________________________________________
Address: ____________________________________________________________________________
City: ____________________ State: _____________ Zip: _________________
Phone: __________________________ E-mail: _________________________
Please clip out this
handy coupon, or feel
❑ I am MH-Susceptible
❑ I am a Medical Professional
free to photocopy if
you prefer to keep
Please charge my ❑ Visa ❑ Mastercard ❑ Discover ❑ American Express
your issue intact, then Name on card: ____________________________________________________
mail to: MHAUS, PO
Credit Card Number: _______________________________________________
Box 1069, Sherburne,
Expiration: ___________________________
NY 13460-1069

MHAUS Happenings, Events and Notices
❑ THANKS! MHAUS is grateful
for the financial support of the
following State Societies of Anesthesiology: California, Connecticut, Florida, Illinois, Maine,
Maryland, Michigan, Nevada,
Ohio and Pennsylvania. Our
appreciation also goes to the
following state components of the
American Society of
PeriAnesthesia Nurses: Arkansas,
Colorado, Delaware, DC, Illinois, Kansas, Maryland, Missouri, Nebraska, New Hampshire, New Mexico, North
Carolina, Pennsylvania, Texas,
Vermont and Wyoming. Call the
MHAUS office to ask how your
group can join their ranks!
❑ Upcoming MHAUS Meeting
Dates and Locations
AANA, Minneapolis, MN, August

MHAUS
P.O. Box 1069
Sherburne, NY 13460-1069
www.mhaus.org

9-13; MH Mini-Conference,
Tampa, FL, September 27-28;
ASA, Orlando, FL, October 1822.
❑ Joseph R. Tobin, MD, has
been appointed Chair of the
Department of Anesthesiology at
Wake Forest University Baptist
Medical Center by William B.
Applegate, MD, MPH, FACP,
Interim President of Wake Forest
University Health Sciences and
Dean of The Medical School.
Tobin, professor of anesthesiology and pediatrics, was head of
the Section on Pediatric Anesthesiology and Pediatric Critical
Care. He is also the Director of
the Malignant Hyperthermia
Biopsy Testing Center at Wake
Forest University School of
Medicine.

❑ Fay A. Rozovsky, JD, MPH, was
one of six distinguished individuals
to receive honorary degrees from
Providence College during its 19th
Commencement Exercises on May
18, 2008, in Providence, Rhode
Island. Rozovsky is President of
The Rozovsky Group, Inc. and an
authority in patient safety, consent,
and healthcare risk management.
An attorney, she has written more
than 600 articles and has written,
co-written, or edited more than 20
books. In 1990, the U.S. Supreme
Court cited her book, “Consent to
Treatment: A Practical Guide,” as
legal authority in a critical patient’s
rights case. A faculty member at
Virginia Commonwealth University
School of Medicine, Rozovsky is one
of the first women to attend Providence College and graduated
summa cum laude.
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