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Cooperation, Leadership At
EMHG Help Spur Advancements
In Treatment & Understanding Of MH
By Henry Rosenberg, MHAUS President
The European MH Group consisting of clinicians
and scientists interested in and studying MH
and related disorders met in the beautiful town
of Wurzburg, Germany, in the northern part of
Bavaria, May 15-17, 2014. Wurzburg is located
on the Main River and is known, among other
things, for its excellent white wine.
Wurzburg was also the home of Dr.
Wilhelm Conrad Roentgen when he discovered X
Rays. Roentgen was the first recipient of the Nobel prize in Physics. His laboratory is maintained
in the University and is open for visitors.
There were about 50 attendees from
Europe, South America, Canada, New Zealand,
Israel, Russia, and the U.S. Those attending
from North America included Dr. Sheila Muldoon, Dr. Sheila Riazi (Toronto) and myself. The
meeting was organized by the Wurzburg MH
Unit and hosted by Drs. Frank Schuster,
Norbert Roewer (Chair of the Department of Anesthesia) and Dr. Clemens
Mueller-Reible.
The meeting included abstract
presentations, posters and two
guest lectures, one on “personalized medicine” and the other on
“HyperCKemia - a neurologist’s
point of view.” About 30 presentations covered clinical
presentations of MH, testing
for MH by muscle biopsy
contracture test, genetics of
MH, muscle pharmacology
and physiology, and a variety
of other topics. I cannot summarize each presentation, but
will describe some highlights
from my point of view.

To emphasize that not every country is
prepared for MH, a report from Portugal (Dr. A.
Marques) described a case of MH where treatment was significantly delayed because of the
lack of immediate availability of dantrolene. The
clinicians treated the 19-year-old patient symptomatically and with a calcium channel-blocking
agent and after a two-hour delay after diagnosis
during surgery, dantrolene was administered.
Fortunately, the patient survived, but had a prolonged hospital stay and suffered muscle damage in his legs. Further, there is no testing center
for MH in Portugal (or for that matter in Spain
either).
Dr. A. Kazantseva from Saint Petersburg,
Russia, described her efforts in forming an MH
interest group and testing center for MH in Russia. There are currently no testing centers and
dantrolene is not registered as an official drug in
this large country. Similar issues exist in many
other countries in the world.
Dr. Rene Krivosic-Horber from the testing center in Lille, France, (the site of the 2015
EMHG meeting) examined their database of
patients who were tested from 1964-2013 and
continued on page 6
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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.
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Executive’s Corner ...
Never doubt
that a small
group of
thoughtful,
committed people
can change
the world.
Dianne Daugherty
MHAUS Executive Director
Indeed, it
is the only
thing that ever has. – Margaret Mead
Here we are….heading into the summer months and taking what nature
has to offer and making the best of
it! Both rainy and hot, sunny days
are necessary for the continuation of
plant growth and health and result in
vibrant, expansive yields to feed the
body and soul.
This type of growth comes
from the inside. We at MHAUS are
using the concept of directing the
focused efforts of a small group of
thoughtful and committed people to
change and strengthen our reach.
One way we are making this happen is through the various MHAUS
Chapter Groups beginning to develop throughout the world! Yes, not
only in North America, but also all
over the world, we have contacts who
want to make a difference and are
willing to put forth the effort to make
a change in their personal footprint.
These groups are beginning to make
it their mission to spread the word
about malignant hyperthermia and
to assure that the medical facilities
in their locations are prepared for
MH! They are designing events to
promote awareness and support for
MHAUS and are thus beginning our
growth from our grass roots! If you
are interested in using your talents
and commitment to assure all are
safe from the devastation of MH,

go to the “Get Involved” tab on
the MHAUS website at www.
mhaus.org and start the ball rolling. Together we are strong and our
impact can only grow in intensity!
Talking about “getting involved,” one of our founders continues to remain focused on the mission of MHAUS and has been the
impetus to bring the FREE MH ID
TAG option back for MH susceptible
individuals or their family member,
for whatever reason. Together with
MedicAlert staff, an MHAUS grant
(Sandi Ida Glickstein Fund) is on the
MedicAlert website for a Sponsored
Membership by going to www.
medicalert.org/donate/mhaus and
filling in the application form. This
is the kind of impact one person
can make – just think what might
happen with a group of determined
individuals such as yourself! The
time is now to get involved to make
a difference in the knowledge of MH
and resulting preparedness for it.
Your individual efforts are important
to the organization and we will stand
beside you to produce a change!
MHAUS is also focusing on
another internal development option
in order to remain vibrant and growing. You, as members of MHAUS,
are an integral part of this process.
The development of additional
options of membership that offer
savings not seen before have been
instituted by MHAUS. We now offer
not only regular memberships for
patients/family members and healthcare professionals, but have joined
forces with the strong alliances we
have with other similar organizations
focused on saving lives to offer partner memberships. If you know
continued on page 11

30 Reasons Why Your
MedicAlert ID Is Amazing!
by Michael Wesolowski
MHAUS Development Coordinator

Your MedicAlert ID is amazing! 1) It
can speak for you when you cannot
and 2) it can spark conversation from
people curious enough to ask the
reason for your tag when they see it.
Win! Win! And if you are susceptible
to a disorder like Malignant Hyperthermia (MH) you are connected to
emergency help when needed and
you are helping to spread awareness
about MH.
So, what do you say to
people when asked about your ID?
Curious, the staff at Malignant Hyperthermia Association of the United
States (MHAUS) asked fans of the
MHAUS Facebook Page, “If you wear
an ID Tag for Malignant Hyperthermia
how long have you had it? Do people
who see yours ask you about it?” We
received 28 responses.
Responses like, “I wear it but
do not get asked much about it, and
I feel funny when not wearing it and
I am often asked about it, and some
people even swapped their ID tag for
a tattoo!”
Kathleen K. responded: “Our son,
Geoffrey, wore a MedicAlert bracelet
for MH since the age of three when
he was diagnosed during a simple
procedure with anesthesia. He was
always asked by friends about why
he wore it. I was constantly explaining
about MH to parents, teachers and
school nurses. No one was aware
of MH. He was in gymnastics for ten
years then diving in high school and
college. Coaches understood wearing
the bracelet as necessary, but sometimes it was an issue with judges and
officials – no jewelry allowed.”
Lisa G. responded: “My children
wear Medical ID bracelets from

MedicAlert. When other children
ask about them, I explain that it’s a
special gift from their big brother Vincent who lives in Heaven now; and
if it weren’t for Vincent we wouldn’t
know that my other children have this
“silent sickness” in their bodies. When
an adult asks I share Vincent’s story
and discuss Malignant Hyperthermia
and the “awake” MH symptoms that
run in our family.”
Ashli K. responded: “My husband
Geoff wore a bracelet. When I first
met him he rarely wore it. When I
found out how serious the condition
was, I pressed him to wear it all the
time. A lot of our friends were able to
learn about MH because of Geoff’s
bracelet. They would ask about his
condition, and I really think that the
bracelet helped spread awareness
(as well as keep him safe!). There
were a few times, however, when
I was at the doctor with Geoff and
nurses would ask about any allergies
he had. When we would respond
that he was Malignant Hyperthermic,
we had a number of nurses respond
with a puzzled look and the question,
“Which is?” It has always scared me
that there are medical professionals
out there who are unaware of this
life-threatening condition. When paramedics responded to my husband
last year when he (reacted) to an
unknown awake trigger, I again had
to explain Malignant Hyperthermia to
them and his allergy to general anesthesia. More awareness is definitely
necessary to make sure that this
condition is further researched.”
Remember above all, to keep using your amazing MedicAlert ID to
spark conversations about Malignant Hyperthermia. Find out more
at: http://www.mhaus.org
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Shop
AmazonSmile
To Support
MHAUS
AmazonSmile is a simple
and automatic way for
you to support MHAUS
every time you shop, at
no cost to you!

When you shop at
smile.amazon.com, you’ll find
the exact same low prices,
vast selection and convenient shopping experience as
Amazon.com, with the added
bonus that Amazon will donate
0.5% of the purchase price to
MHAUS.
To shop at AmazonSmile simply go to smile.
amazon.com from the web
browser on your computer or
mobile device and set up your
Amazon-Smile account. You
may also want to add a bookmark to AmazonSmile to make
it even easier to return and
start your shopping at AmazonSmile.
Tens of millions of
products on AmazonSmile are
eligible for donations. You will
see eligible products marked
“Eligible for AmazonSmile donation” on their product detail
pages. And yes, you can use
the same account on Amazon.com and AmazonSmile.
Your shopping cart, Wish List,
wedding or baby registry, and
other account settings are also
the same.
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What If You Encountered An MH Emergency?
Would You Know How To Respond?
By Winifred M. Guthikonda, MSN,
RN, CPAN, Perianesthesia Clinical Educator/Mount Carmel Health
System (Mount Carmel West
Hospital)
What if you were working the late
shift in the OR or the PACU with
minimal staff? What if you were in
the ICU and your patient started
to have difficulty breathing? What
if the resident had to intubate
him? What if you had an emergency C-section come through the
doors of the ED or OB? What if
the endoscopy department had a
full schedule and during an ERCP
anesthesia started to notice the
CO2 climbing on the monitor?
What if anyone of these
patients had been given succinylcholine or one of the halogenated
anesthetic agents for their procedure and what if they went into an
MH crisis? Would you know what
to do? Would you be able to act
quickly? Would you recognize
Malignant Hyperthermia?
Here at Mount Carmel
West Hospital in Columbus, Ohio,
our staff is prepared to act quickly
and efficiently in case of this
emergency. We have had a fully
stocked/dedicated MH cart in our
OR since 2010. Prior to that, we

had some dantrolene and sterile water in a toolbox back in the
surgery pharmacy. The staff knew
there was such a thing as MH but
did they really understand the criticality of the crisis and would they
be able to respond?
We know that good outcomes come from being prepared
and standardizing processes. Just
like the airline pilots, everyone
needs to know their job and be
able to work together as a cohesive team. We also know that MH
is a killer if not treated soon and
aggressively. What if it happened
at Mount Carmel West? Would we
know what to do? Would we be
prepared? We wanted to be sure!
Our teams in the surgical service departments are now
fully prepared to meet the enemy.
We created our crash cart specific to MH with all the necessary
equipment, including 24 vials
of dantrolene stocked on it with
the remainder in our pharmacy,
minutes away. The cart, located
in the middle hallway of the OR
department for easy access, is
marked in big bold letters. The
MH Hotline number is also bolded
and clearly visible. The MH poster
is enclosed in glass on top of the
cart for easy reference along with

a laminated card giving the location of the chilled saline for IV use
and irrigation. Another laminated
card gives the exact location of
the regular insulin in the OR pharmacy refrigerator.
We also have a quick
reference dantrolene dosage chart
and duty cards to be handed out
to staff so that everyone knows
their role in the event of a crisis.
All of these information cards
hang on an IV pole attached to the
MH cart. It is locked and checked
monthly for expiration of medications and equipment.
The department of surgery
has mock codes in the OR as well
as required online education that
includes an MH video and posttest. These are done on a yearly
basis as part of staff competency.
But we didn’t stop with surgical
services.
Most recently we have
taken MH outside of the OR and
started education in our OB, endoscopy, ED and ICU areas. They,
too, were required to do the same
education as the OR/PACU. We
have also required our pharmacy
departments to take the same
education courses. The ICU staff
continued on page 5

In the U.S. and Canada, the MH Hotline is
1-800-MH-HYPER (1-800-644-9737)
Outside the U.S., call 1-303-389-1647
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here at Mount Carmel West participated in mock MH codes in our
Simulation Lab during the month
of May as part of their quarterly
education. Our anesthesia department has been an integral part
of helping educate during these
mock codes.
We have a program here
called the PEP (Professional
Excellence Program) in which
staff nurses can move up a clinical ladder as they excel in various
aspects of nursing. There were
two nurses working on getting
this award. One of their projects
was to help create another cart
and help to in-service staff. They
worked diligently on the project
and created a unit-specific plan
for the endoscopy department.
Another OR nurse helped create duty cards for those “off shift”
times when staff would be slim.
These cards go step by step on
how to get more help quickly
when there is minimal staff in the
unit.
Our OB and ED areas also
have put together an MH cart,
smaller than the one in surgery
but equipped with the supplies
needed to get them started and
a unit-specific plan to follow in
the event of a crisis. Even our
hospital operators were educated
on how to call for help overhead:
“Code Blue….Malignant Hyperthermia on __floor, Room ___.”
This year we started to require
that the education be done at the
beginning of the year rather than
within a twelve-month period.
All education is now required to
be completed within a thirty-day
period, at the beginning of the

New Year, and in all departments
where MH is a possibility.
We also have three sister
hospitals and one freestanding
ED located on various sides of
the city and they have all replicated our MH cart and duty cards.
Posters were ordered for all the
sites and staff was required to
complete the online education.
In-services were provided. They
are also holding mock MH drills as
part of their annual competency.
Our nurses in the Pre Admission Testing Area have specific
questions they ask as part of their
screening for surgery. These
include questions such as “Have
you or anyone in your family ever
had a high fever after surgery?”

There have been several instances
where this screening has paid off
and the patients were evaluated
for MH by anesthesia. The triggering agents were not used and the
outcomes were good as a result of
good education and diligence on
the part of the nursing staff. We
have also included our ancillary
staff in the education, as the role
they can play is vital as runners,
phone operators, and traffic controllers.
Most of us have never seen
or been involved with a patient in
an MH crisis. But in the event that
it happens, we will be armed and
ready here at Mount Carmel. We
never want anyone to say or even
think … what if ….

I’ve Been Diagnosed as MH
Susceptible – What Do I Do Now?
GET A MEDICAL ID TAG
The Medical ID Tag, developed
by MHAUS and provided by
MedicAlert Foundation, is engraved with an ID number, the
words “MH-susceptible” and other
conditions or allergies, as well as
a 24-hour hotline number. Medical professionals will have direct
access to Hotline Consultants
and important patient information
in the event of an emergency.
For more information, visit the
MHAUS website, click on “Patients and Families,” scroll down
to the FAQs and click on “ID Tags
Program.”
SEND A LETTER TO YOUR LOCAL HOSPITAL(S)
MHAUS provides sample let-

ters you can submit to your local
hospital(s) alerting them of an
MH-susceptible living in the area.
REGISTER WITH
THE NAMHR
The North American Malignant
Hyperthermia Registry of MHAUS
maintains a central database of
patients with MH susceptibility.
VISIT THE MH MESSAGE
BOARD ONLINE
Communicate with other MH-susceptibles at www.mhaus.org.
LEARN ABOUT MH
Visit the MHAUS website for MH
references material, FAQs, glossary of terms, and anesthetics
information.
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assessed whether the presence of
any mutation in the RYR-1 gene was
associated with a more severe clinical
course of MH and whether the vigor
of the muscle contracture response
in the muscle biopsy test was related
to the presence of a mutation. There
was no association with the clinical
severity of the syndrome, but those
with mutations displayed stronger
contractures to both halothane and
caffeine.
Dr. Sheila Riazi described
the experience with the caffeine-

Despite all this progress in the
genetic characterization of MH,
it should be recalled that there
are probably other, yet unidentified genes, which can lead to
clinical MH in up to 20% of MH
susceptible families.
halothane contracture testing in the
Toronto diagnostic unit for patients
who did not have an anesthetic related MH episode, but were tested for
such reasons as chronically elevated
muscle enzymes, post exercise muscle breakdown, and post-viral chronic
fatigue. One-hundred-four of 154
patients had an abnormal contracture
test. One third had abnormal muscle
histology, three carried causative
mutations, and 75% of those with
chronically elevated muscle enzymes
had a positive test as did 60% with
chronic fatigue defined as chronic
muscle pain, weakness, and cramps
lasting more than three months after
viral illness. Such chronic fatigue
syndromes are not generally felt to be
associated with MH susceptibility and
therefore further work will be needed
to substantiate the findings.
Dr. Violetta Glauber, from
Israel, presented a case of CPT-2
deficiency, an enzymatic defect that

results in muscle breakdown. The
consensus of the group is that this
disorder, although resembling MH
in some ways, is not related to the
underlying defect in MH.
Dr. Birgit Kraft of Vienna,
presented a case of a known MH susceptible who at age 42 experienced
disabling muscle pain, cramps, and
swelling in his legs after moderate
exercise. His muscle enzymes were
very elevated even seven days after
exercise, and he required hospitalization and intravenous dantrolene for
three days. Similar cases are being
reported in the medical literature with
increasing frequency.
A case described by Dr.
Gunilla Islander from Sweden involved a 19-year-old who developed
MH. She described the onset and
recrudescence of MH, which proved
to be medically challenging. What
was interesting to me was that a
patient’s body temperature climbed
about two degrees Fahrenheit during
the episode of 15 minutes and was
controlled quickly with dantrolene.
A poster presentation from
the MH center in Leipzig, Germany,
headed by Dr. Henrik Reuffert, described the types of calls the testing
center receives related to MH. Many
of the questions were similar to the
ones we receive regularly through the
MH Hotline in the U.S., such as how
to treat a patient describing a family
history of MH, or “my anesthesiologists refuses to administer anesthesia until I am tested for MH,” or “my
patient developed muscle breakdown
and I need to know how to test him.”
On behalf of a group of
anesthesiologists from Columbia
University and Northwestern University School of Medicine, with whom I
collaborate, I presented data showing
that the diagnosis of MH as listed in
a patient’s medical record reflects
an actual case of MH in about 23%
of patients but reflects a family or
personal history of MH in about 50%

of patients. About 25% of MH diagnoses were secondary to high fever
unrelated to anesthesia with no other
evidence of MH.
A second presentation traced
the history of the development of the
MH treatment poster. (My two presentations will be posted on the MHAUS
website).

Molecular Genetic Studies
As the field of molecular genetics
for purposes of clinical diagnosis
develops and advances, studies of
the molecular genetics of MH also
progresses. Using advanced analytic
techniques called “Next Generation Sequencing” where all the base
pairs of a gene are identified in a
highly accurate manner (although not
100% accurate), more and more DNA
variants are being discovered in the
principal gene that is associated with
MH, the Ryanodine Receptor gene
and the secondary gene, the Dihidropyridine Receptor gene.
F. Grutter from Basel
searched the published literature
from 2006 through 2012 and identified 316 variants in the RYR-1 gene,
with a third not yet characterized as
predisposing to MH and many not in
the existing database maintained by
the group. (Over 15,000 base pairs
make up the RYR-1 gene). Based on
a review of the characteristics of DNA
variants, three mutations have been
added to the “definitely causative” list
of mutations by the group, bringing
the total to 33.
Next generation sequencing was applied to 80 MHS patients
where genetic testing with current
methods did not find mutations (D.
Fiszer and colleagues from Leeds,
UK). However, with using Next Gen
Sequencing new variants in the
RYR-1 gene were identified and
continued on page 7
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predicted to be of significance in predisposing to MH. Among the group
of 80 were 38 who developed heat
stroke. Similarly, K. Stowell from the
New Zealand MH group used next
generation sequencing to identify
variants in a family with suspected
MH that had not been noted previously.
The Leeds MH group is now
able to offer genetic testing for MH
susceptibility, which has been recognized by the National Health Service
of UK. This is an important step since
such approval is required for payment
for such testing. (I recently learned
PreventionGenetics, a company
based in Marshfield, Wisconsin, that
offers genetic testing for MH is also
using Next Generation Sequencing
techniques).
Dr. Clemens Mueller of the
University Wurzburg summarized
their experience with genetic testing
for MH, which started in 1992. In total, 1,029 patients had been screened
by genetic testing. Their studies demonstrate the genetic heterogeneity of
MH and imply that a quick and cheap
test for identifying MH susceptibility
prior to surgery is a long way off.
Nevertheless, slow but
steady progress is being made in
identifying the genetic changes that
predispose to MH in many patients.
As with many other inherited disorders, computer algorithms are now
being applied to the many newly
discovered DNA variants in order to
identify those likely to lead to disease.
The challenge is still to show that a
particular genetic change leads to a
change in the patient’s phenotype.
Because acceptance of a
DNA variant as causal for MH has
been based on rigid criteria, which
includes functional test requiring
manipulation of the genetic makeup
of a cell, progress in adding new

mutations to the list of those that are
considered to predispose to MH has
been very slow. After analyzing their
experience with genetic testing and
muscle biopsy contracture testing, the
EMHG has decided that under certain
circumstances the requirement for
a functional test will be eliminated.
More details will be forthcoming in
the near future. As the number of
mutations considered being causative
of MH increases, it is likely that the
percent of patients who are identified
as MH susceptible by genetic testing will increase significantly thereby
reducing the requirement for muscle
biopsy contracture testing for diagnostic testing.
Despite all this progress in
the genetic characterization of MH, it
should be noted there are probably
other, yet unidentified genes, which
can lead to clinical MH in up to 20%
of MH susceptible families.
At the same time that the
European MH diagnostic centers are
advancing in their studies of the molecular genetics of MH, they are also
refining the muscle biopsy contracture test to increase the reproducibility of results across testing centers.
The European MH Group
meeting highlights the recent advances in understanding MH and related
syndromes. In particular, the pace of
discovery related to the molecular genetics of MH and related syndromes
is increasing very rapidly. Those of
us interested in MH are grateful to
the concerted efforts of the diagnostic and research units related to MH
in Europe. There are certainly more
anesthesiologists, anesthesiology departments in European hospital and
universities working on the problem
of MH than in any other continent.
It is a credit to the cooperation and
leadership of the group that so many
advances have been made in recent
years.

New Anesthesia
Device Sparks
Concern
by Henry Rosenberg, MHAUS
President
At the annual EMHG Meeting
I was startled to hear about a
case of MH that developed in a
patient in an intensive care unit
(Dr. S. Johannsen, Wurzburg).
What was different about this
case was that the clinicians were
using a relatively new device
called AnaConDa that delivers a
low concentration of gas anesthesia, such as sevoflurane, in
order to achieve sedation during
mechanical ventilation for respiratory failure in the ICU. After four
days of use of the device, the
patient developed signs of MH,
which was subsequently verified by contracture testing. He
was treated with dantrolene and
survived. This device was developed by a company in Sweden
(Sedana Medical.,www.sedanamedical.com) and is used in
many countries. It is not approved
for use in the U.S. I expect that
there will be many more cases of
MH resulting from the use of this
device in the future.
As an anesthesiologist,
I am also concerned about the
effects of long-term administration of general anesthesia, even
at low concentrations, on organ
system function as well as the
effect of anesthetic pollution of
the atmosphere in the ICU. According to the company, only one
case of MH has been described
associated with the use of the
device (Schuster F, et al. Critical Care. 2014;18:411). I urge
anyone who has identified an
MH episode associated with the
device to contact MHAUS.
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The Lila & 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 12-13 (October 2012
- September 2013) in memory
of Lila and Jerry Lewis. We are
most grateful for their support
and special tribute gifts.
Life Benefactors
Dorothy Glassman
Gregory Lewis Glassman
Jacey Lila Glassman
Marilyn Lewis Glassman
Dr. Joseph Sugerman
Bob & Dianne Winters
Michele & Steve Lewis
Patrons
Brad & Julie Shames
Sponsors
Arline A. Hammer
Jacey Hayes
Neil Levy
Leonard Roberts
Les & Diane Surfas
Donors
Mr. & Mrs. Bill Rouse
Friends
Mitzi Birnbaum
Honoraria
In memory of Sharon Felder
Marilyn Lewis Glassman
Visit the MHAUS website to
learn of the many avenues
available to donate. You can
choose how you want your
donation dollars spent.
Thank you!

Kevin Nolan, Longtime Director
Of MH Investigative Unit In
Ottawa, Canada, Retires
Editor’s Note: Kevin Nolan, Directory of the MH Investigation Unit in
Ottawa, recently retired and at his
retirement party Mary Lou Crossan
gave the following speech. MHAUS
joins her in thanking Kevin for his
years of MH research and wishes
him a wonderful retirement.
by Mary Lou Crossan
Thank you for coming tonight to celebrate with Kevin Nolan on his recent
retirement from the Ottawa Hospital
Civic Campus Department of Anesthesiology.
I met Kevin in 1980 not long
after I started working in the MH lab
here at the Civic. That was when the
lab was called the Vivyan Morton
Anesthesia Research Laboratory
after the late Vivyan Morton. Wayne
Lambert took over after Dr. Morton
and then Charles Cattran, Greg Allen,
and Gordon Reid. In the early 1990’s
the MH clinic here became known as
the MH Investigations Unit.
Vivyan Morton began this
lab after a string of anesthesia
related deaths in the Ottawa area.
She collaborated with Beverly Britt in
Toronto, Canada, in setting up an MH
clinic unit here at the Civic Hospital
in Ottawa. Dr. Wayne Lambert took
over the MH clinic lab after Dr. Morton
passed away. In 1981 a new Director
came to the Civic, Dr Charles Cattran.

Kevin Nolan continued to
work in MH with all these former directors, often providing anesthesia at
the time of biopsy, running clinics and
getting to know the MH families in the
Ottawa area. He was well known as a
neuro anesthesia specialist here but
always was involved with MH. From
June 2005 till the present he has
been the Director of the MH Investigations Unit at the Ottawa Hospital.
In 1987, 22 centers in North
America met to standardize MH testing and form the American Malignant
Hyperthermia Group and the North
American MH Registry later in 1988.
Kevin Nolan attended that initial
meeting with Charles Cattran and
Greg Allen and through this group
he has become well known in the MH
community and MHAUS, a patient
advocacy group. He has continued to
attend their international meetings for
over 25 years. MHAUS sponsored
an information meeting in Ottawa
for health professionals and patients
in 2011 when Kevin Nolan was the
director. A number of contacts from
the MH community have written to me
with their best wishes.
So thank you very much
Kevin from the department, myself
and the MH patients and their families
for your dedication and work to the
MH Investigations Unit here at The
Ottawa Hospital Civic Campus.

Do You Have an MH Survival Story?
Tell us about it and include a before and
after picture. Visit the MHAUS website at
www.mhaus.org and click on “Faces of
MH” under the “Get Involved” tab.
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American Association Of Nurse Anesthetists
(AANA) Partners With MHAUS To Save Lives

The American Association of
Nurse Anesthetists (AANA) has
partnered with the Malignant
Hyperthermia Association of the
United States (MHAUS) to offer
MHAUS membership benefits at
a reduced rate to Certified Registered Nurse Anesthetists who are
active members of the AANA.
“For many years, the
AANA has supported and upheld
the mission of MHAUS, which
is to ensure that our patients
remain safe from the nightmare
of malignant hyperthermia (MH)
through MH preparedness plans,”
said Wanda Wilson, CRNA, PhD,
Executive Director and CEO of
the AANA. “The AANA is extremely pleased to be partnering
with MHAUS for the benefit of our

members and the patients they
serve.”
“The AANA and MHAUS
jointly decided that this partnership will allow us to combine our
individual dedicated members
into a larger, more focused group
with the ability to yield positive
and impactful action to detect and
prevent MH in the coming years,”
said Dianne Daugherty, MHAUS
Executive Director.
“The mutual respect and
cooperation between our organizations is enhanced further
through feedback on decisions
made within the MHAUS Board
from Debra Merritt, CRNA, MSN,
AANA liaison to the MHAUS
Board of Directors. This ongoing
communication between AANA

and MHAUS leadership will then
be used to implement products
and programs designed to save
patients’ lives.”
Founded in 1931 and located in Park Ridge, Ill., the AANA
is the professional organization for
more than 47,000 nurse anesthetists. As advanced practice registered nurses, CRNAs administer
more than 34 million anesthetics
in the United States each year.
CRNAs practice in every setting
where anesthesia is available and
are the primary providers of anesthesia care in rural America. They
administer every type of anesthetic, and provide care for every
type of surgery or procedure, from
open heart to cataract to pain
management.
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Par Pharmaceutical Acquires JHP Pharmaceuticals
Par Pharmaceutical Companies,
Inc. (“Par”) announced that it has
acquired JHP Group Holdings, the
parent company of JHP Pharmaceuticals (“JHP”), a leading specialty pharmaceutical company
that develops, manufactures and
markets branded and generic sterile injectable products including
the MH treatment drug Dantrium®
IV.
JHP, which focuses on the
fast-growing U.S. sterile injectable
drug market, manufactures and
sells branded and generic aseptic injectable pharmaceuticals in
hospital and clinical settings, and
provides contract manufacturing
services for global pharmaceutical companies. JHP currently
markets a portfolio of 14 specialty
injectable products, including Aplisol® and Adrenalin®, and has de-

veloped a pipeline of 34 products,
17 of which have been submitted
for approval to the U.S. Food and
Drug Administration. Headquartered in New Jersey, JHP’s sterile
manufacturing facility in Rochester, Michigan, has the capability to
manufacture small-scale clinical
through large-scale commercial
products.
Paul V. Campanelli, Chief
Executive Officer of Par Pharmaceutical Companies, said, “The
acquisition of JHP immediately
expands Par’s presence into the
rapidly growing market for injectables. With their high-barrier-toentry products, JHP represents
a perfect complement to Par’s
strategy and product line. JHP’s
well-respected and experienced
management team has built a
company with an unparalleled

Help Investigators By Registering In
The Online CMD International Registry
MHAUS invites people with MH and muscle weakness to register in
the online Congenital Muscle Disease International Registry (CMDIR) at www.cmdir.org. Registering means entering your contact
information, taking an Intake Survey and signing a medical release.
CMDIR is a global database run by 3 nonprofit foundations to:
· ensure that clinical trials in congenital muscle disorders are successful, enrolling early and completely;
· track how people with congenital myopathy are doing on an annual basis;
· and identify issues and complications unique to each muscle condition to help improve care.
The CMDIR is currently working with investigators who are planning
a clinical trial for people with central core disease and RYR1 mutations. Registering allows CMDIR staff to ensure your information is
complete and determine what additional testing may be needed to
qualify for the trial.

reputation for high-quality products and an impeccable record
of regulatory compliance, which
has driven their steady revenue
growth. We look forward to working with them to grow our combined company.”
“Par has deep experience in generic pharmaceuticals
and is ideally suited to drive the
next stage of growth and expansion of JHP,” said Stuart Hinchen,
co-founder and Chief Executive
Officer of JHP. “Par and JHP also
share a dedication to quality and
a common entrepreneurial culture.
As we begin this next chapter, I
would like to thank the employees
of JHP, who have been the core to
our success. We are truly excited
to be joining Par.”
Par Pharmaceutical Companies, Inc. is a privately held,
U.S.-based specialty pharmaceutical company that develops,
manufactures and markets highbarrier-to-entry generic drugs and
niche, innovative proprietary pharmaceuticals through its whollyowned subsidiary’s two operating
divisions, Par Pharmaceutical and
Strativa Pharmaceuticals. Par is a
portfolio company of TPG, a leading global private investment firm
with $55.7 billion of assets under
management and with extensive
experience in the healthcare sector. For press release and other
company information, visit www.
parpharm.com.
JHP Pharmaceuticals, a
Warburg Pincus portfolio company, headquartered in New Jersey,
is a fully integrated specialty
pharmaceutical company that
acquires, develops, manufactures
and sells sterile products. JHP’s
sterile manufacturing facility is
located in Rochester, Michigan.
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continued from page 2
someone who is an active member of the Association of Operating Room Nurses (AORN), the
American Association of Nurse
Anesthetists (AANA) or the Society of Ambulatory Anesthesia
(SAMBA), they are eligible for
a reduced partner membership
within MHAUS as well. All member benefits will apply to this new
option. For more details, go to
the website and click on “Membership” to view the choices available
to you and your peers and friends.
To continue the focus on
membership growth as you know,
we have hired a Membership Coordinator. Kecia Burton has been
tasked with developing engage-

Yes!

ment with our members in order to
meet their needs, and she needs
your feedback to complete this
task. If you have ideas for new
products or projects, concerns/
feedback on our website, etc. that
you would like to share with us,
please give us a call. The only
way we can fix something we
“thought” was working and might
not be, is for someone to tell us
and maybe even offer a solution.
Give her your insight, she is new
to MH and will appreciate your call
to 607-674-7901 or email kecia@
mhaus.org.
Remember, the tools we
have to offer you now and in the
future will be highlighted on our
website as they come to fruition.
If you are an MH-susceptible

individual, did you have questions when you were given your
diagnosis? Were they answered?
Do you have more? We will be
putting a resource on the website which has been designed to
answer some questions and direct
you to resources with specific
additional information such as
genetic counselor website, testing
options, insurance considerations
and more. Keep an eye out for it
and we welcome your feedback
on its usefulness once you have
had a chance to review it. We
are always ready to improve our
process and products.
All my best for a wonderful
summer season. See you in the
next issue!

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 ❑ $ ___________, will help MHAUS serve the entire MH community.
Please print clearly:
Name: ______________________________________________________________________
Address: _____________________________________________________________________
City: ____________________ State: _____________ Zip: ____________
Please clip out this
handy coupon, or feel
free to photocopy if
you prefer to keep
your issue intact, then
mail to: MHAUS, PO
_
Box 1069, Sherburne,
NY 13460-1069

Phone: __________________________ E-mail: ____________________
❑ I am MH-Susceptible

❑ I am a Medical Professional

Please charge my ❑ Visa ❑ Mastercard ❑ Discover ❑ American Express
Name on card: ___________________________________________________
Credit Card Number: _______________________________________________
CV Code: ____________________Expiration: ___________________________

MHAUS Happenings, Events and Notices
❑ THANKS! MHAUS thanks the
following State Societies of Anesthesiology – Alabama, Connecticut, Illinois, Maryland, Michigan,
Pennsylvania, Wisconsin, and
Texas – for their financial support.
Our appreciation also goes out to
the following Associations of Nurse
Anesthetists: New York, Michigan,
and Tennessee. Call the MHAUS
office to ask how your group can
join their ranks!
q Updated Ambulatory Surgery
Center Manual Available
MHAUS has updated the Ambulatory Surgery Center (ASC) Procedure Manual. The goal of the
manual is to prepare all members of
the Surgery Center staff for an MH
crisis. This manual uses worksheets
to assign specific tasks to surgery
center staff, provides complete
checklists, and emphasizes periodic
mock drills to minimize the risk associated with MH. An instructional

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

DVD which outlines a response
plan is also included. The ASC
Procedure Manual is very helpful
to train your staff for an MH crisis.
Visit the MHAUS website or call
607-674-7901.

q Let your Voice Be Heard On
The MHAUS Blog
MHAUS has decided to suspend
the monthly President’s Blog
in favor of a new forum open
to Board members, the Professional Advisory Council, staff,
Hotline Consultants, and MHAUS
members at large.
The only conditions are that
the topic should relate to MH or
MH-like disorders, not exceed
2,000 words, and be appropriate
and respectful of all viewpoints.
MHAUS invites those interested
to comment on MH-related
subjects or how MH has affected
them and their family.

All submissions will be reviewed by
MHAUS President Henry Rosenberg, M.D., a Board member, and a
member of the Professional Advisory Council. If you have questions
or want more information, please
email info@mhaus.org.
q Visit MHAUS Website For
Resource Links
You could spend hours searching
the Web for the information you
need, or you could simply visit the
MHAUS website; there you’ll find 28
resource links for both professionals and MH-suseptibles alike.
q We Want To Hear From You
Let us know how you think MHAUS
can better serve you. Call 607-6747901 or email info@mhaus.org.
Your comments and suggestions
are important.

