LAM Liaison
Program Tool Kit
“Never doubt that a small group of thoughtful, committed citizens can
change the world; indeed, it's the only thing that ever has.”

—Margaret Mead

January 2019
Dear LAM Liaisons:
We are grateful and honored to work with you as volunteer leaders of the LAM Liaison Patient
Network Program. Through your support of the LAM community, you have demonstrated a
spirit of volunteerism and energetic passion to create better lives for all women and families
with LAM. In 2018, this program offered 24 educational and support group meetings, 17 of
which were hosted in partnership with a LAM/Rare Lung Disease Clinic. More than 400 women
with LAM and their family members attended these meetings and were connected to each
other and expert care. There is nothing more important to our mission to find a cure than
finding women with LAM and providing support and access to informed caregivers.
We welcome you to the 2019 LAM Liaison Program with tools and resources that will help you
touch more lives and increase awareness of LAM. Your travel to annual meetings, this tool kit
and assistance with expenses related to regional meetings will be part of funding from the
Foundation.
With your help, we hope to again educate more than 500 patients and family members across
the country. While it’s no small task, we know that it is possible—and we are here to support
you.
Beginning today and over the course of 2019, we will join together on conference calls, social
media and in person to share ideas, best practices and strategies to meet our goal.
Thanks for all you do.

Susan Sherman, MHA
Chief Executive Officer
The LAM Foundation
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1: Program Overview

Mission Statement
The LAM Foundation urgently seeks safe and effective treatments, and ultimately a cure, for
lymphangioleiomyomatosis (LAM) through advocacy and the funding of promising research.
We are dedicated to serving the scientific, medical, and patient communities by offering
information, resources, and a worldwide network of hope and support.
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Media Kit
The LAM Foundation
Overview
The LAM Foundation is the global leader in the fight against LAM (lymphangioleiomyomatosis), a rare lung disease
that strikes young women, often in the prime of their lives.
The New England Journal of Medicine cites The LAM Foundation as “a model for patient advocacy.” The National
Heart, Lung, and Blood Institute call The LAM Foundation "a model for voluntary health agencies."
LAM is one of more than 7,000 known rare diseases, and one of only 500 rare diseases with an FDA approved
treatment. LAM’s first treatment, the drug Rapamune, was approved in 2015 after a strikingly efficient global
effort. Led by The LAM Foundation, the effort included researchers, clinicians, industry partners, and government
agencies.
It also included hundreds of LAM patients who, in this and many other LAM initiatives, have tirelessly given of
themselves to raise money for research, serve as advocates, support one another, and volunteer as research
subjects—all in spite of a disease that progressively destroys their ability to breathe. “If that isn’t altruism and
courage, I don't know what is,” said Francis McCormack, MD, Director of the Division of Pulmonary, Critical Care
and Sleep Medicine at the University of Cincinnati School of Medicine, and widely considered the world’s leading
LAM researcher. Dr. McCormack has served as the volunteer Scientific Director of The LAM Foundation since its
inception in 1995.
Research funded by The LAM Foundation has also proven central to understanding other, more common diseases
such as cancer, diabetes, and obesity. Still, The LAM Foundation’s work is far from complete, and much remains to
be done, including:
•
Maximizing the optimal dosage and long-term effectiveness of the current treatment, Rapamune, while
continuing the search for a cure.
•
Completing more clinical trials to determine if there are combination or alternate therapies for the
treatment and cure of LAM.
•
Identifying the untold number of women with LAM who remain undiagnosed, and shortening time to
diagnosis in the US and globally.
•
Serving as a model for other rare disease organizations, and sharing knowledge to propel treatments and
cures in rare and common diseases.
More on LAM Disease
With LAM, a patient’s lungs are invaded by mutant smooth muscle cells, which dissolve healthy lung tissue and
replace it with innumerable air-filled holes or cysts. Debate is ongoing about the links between LAM and cancer.
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LAM is often misdiagnosed. Early symptoms may resemble asthma, emphysema, or bronchitis. Chest x-rays may
look normal. The most useful imaging test for diagnosing LAM is a high-resolution CT-Scan, which is expensive and
usually not the first test ordered by physicians, especially physicians unfamiliar with LAM.
A LAM diagnosis once meant certain lung failure, leading to a lung transplant or death. Now, LAM patients’ outlook
often centers on the word “hope.” In great part, this is due to The LAM Foundation’s strategy of “relentless
collaboration” with researchers, clinicians, patients, and government health agencies around the world.
More on Rare Diseases
There are 7,000 known rare (or orphan) diseases. A rare disease is one that affects a small percentage of the
population. In the U.S., a rare or orphan disease is a disease or condition that affects less than 200,000 people.
Collectively, rare diseases are a major problem—one in 10 Americans is affected by a rare disease, with the
majority of them being children.
In the case of LAM, 2,000 American women and 4,500 globally have been diagnosed. Researchers estimate that at
least 250,000 women worldwide have LAM, the vast majority of whom remain undiagnosed.
Of the 7,000 rare diseases, LAM is one of only 500 with a treatment, but still no cure.
Progress to find treatments and cures for rare diseases is typically slow because populations are small, research is
often ignored, and costs to develop treatments and cures are unlikely to be recovered. However, investment in
LAM and rare disease research is vital not only for patients, but also because such research contributes to
discoveries in other diseases such as cancer and diabetes.
More on The LAM Foundation
Sue Byrnes and her husband, Fran, founded The LAM Foundation in 1995 in Cincinnati, Ohio. The couple’s
daughter, Andrea, had been diagnosed with LAM the year before following several misdiagnoses.
Key accomplishments for The LAM Foundation include:
•
Byrnes and supporters convinced the National Heart, Lung, and Blood Institute (NHLBI) to establish a
National LAM Registry and to initiate an intramural research program, a $20 Million investment.
•
The LAM Foundation developed a system to acquire and distribute LAM tissues obtained at lung
transplantation for research, which has evolved into a large tissue repository at the National Disease
Research Interchange (NDRI).
•
The LAM Foundation has raised more than $20 million, primarily accomplished by women suffering with
LAM and their families, and has directed the vast majority of those funds toward research and patient
advocacy.
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Seed investments by The LAM Foundation have resulted in LAM scientists receiving over $40 Million in
subsequent awards from the National Institutes of Health (NIH), Department of Defense, and other
funding sources.
The LAM Foundation funded research that provided the basis for MILES (Multicenter International
Lymphangioleiomyomatosis Efficacy and Safety of Sirolimus), the first-ever clinical trial for treatment of
LAM. Results from MILES subsequently played a pivotal role in the 2015 U.S. Food and Drug
Administration approval of the drug Rapamune (sirolimus) for the treatment of LAM— the first drug
approved to treat the disease.
The LAM Foundation plays a critical role in enrolling and funding the next critical steps in LAM research:
the MIDAS and MILED clinical trials. MIDAS (Multicenter International Durability and Safety of Sirolimus in
LAM trial) aims to follow patients with LAM over at least two years by collecting information from their
regular clinic visits with their LAM clinic provider. MILED (The Multicenter Interventional
Lymphangioleiomyomatosis Early Disease trial) aims to determine if early, long-term (2 years), low dose (1
mg/day) treatment of patients with well-preserved lung function (FEV1>70%) will prevent disease
progression to more advanced stages.
The LAM Foundation also funded research that advanced knowledge of the mTOR pathway (important in
regulating the cell division cycle) that has proven central to understanding much more common diseases
such as cancer, diabetes, and obesity.
The LAM Foundation spearheaded the development of 34 domestic LAM clinics and 27 international LAM
clinics to deliver coordinated diagnosis, care, and cooperative research.
The LAM Foundation organizes and executes an annual International LAM Research Conference. Cofunded by the National Heart, Lung, and Blood Institute, the annual conferences typically draw 400
attendees, including an average of 200 scientific investigators.
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LAM Liaison Job Description
Patient Support Responsibilities:
• Serve as a Liaison of The LAM Foundation for LAM patients and families within a specified region
of the country.
• Actively reach out and provide timely support to LAM patients via phone, email, social media,
and in person.
• Connect newly diagnosed LAM patients, women currently living with LAM, and families living in
the region to The LAM Foundation, LAM Clinics, The LAM Foundation website, and online
resources.
Outreach Responsibilities:
• Act as an ambassador for The LAM Foundation.
• Help raise awareness of LAM and The LAM Foundation using Foundation-approved materials
and content.
• Attend regional fundraisers for The LAM Foundation, if possible.
• Participate in media and public relations efforts in partnership with The LAM Foundation.
• Contribute to The LAM Foundation’s online forums and Facebook pages.
Expectations:
• Sign the LAM Liaison Volunteer Leadership Agreement.
• Attend quarterly LAM Liaison Webinars and participate in annual training activities.
• Make an effort to attend LAMposium, with TLF support, and encourage others to attend.
• Attend educational webinars sponsored by The LAM Foundation.
• Stay current with Foundation activities and LAM research and treatment advances by reading
the monthly e-newsletter, Currents; semiannual magazine, Journeys; and other Foundation
materials including the LAM Handbook, The LAM Foundation website, and social media pages.
• Coordinate regional educational meetings with a LAM Clinic (at least one per year). Note:
Meetings may be held at an alternative location if there is no LAM Clinic in your area.
o Complete meeting documentation/expense requests & submit within 30 days.
• Host regional support meetings (at least 2-3 per year).
• Contribute to the LAM Liaison online forums and Facebook page to share best practices.
• Share ideas and input on TLF materials and activities with TLF staff.
LAM Liaison Agrees Not to:
• Give medical advice, recommend treatments, medications, or testing.
• Feel compelled to assist patients with personal problems, instead using coaching, listening skills,
and other techniques to provide support and reassurance in their ability to solve problems.
• Share confidential information.
LAM Liaison Agrees to:
• Encourage women with LAM and their families to register with The LAM Foundation and inform
the Foundation of newly diagnosed LAM patients in their region.
• Protect the confidentiality of LAM patients, LAM donors, and strategic Foundation information.
• Provide an updated photo and bio to The LAM Foundation for the New Patient Tool Kit.
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2019 LAM Liaison Volunteer Agreement
I understand that by committing to serve as a volunteer LAM Liaison (“Liaison”) for The LAM
Foundation (“Foundation”) I agree to participate fully in the LAM Liaison Program (“Program”) and will
abide by the roles and responsibilities outlined below.
The Foundation established the LAM Liaison Program to further its mission, which is, in part, to serve
the scientific, medical, and patient communities by offering information, resources, and a worldwide
network of hope and support. As a Liaison, I may serve in multiple volunteer roles, including as a
Liaison to the Foundation, as a resource for patients and families, and as a source of
information/communication to provide education, support, and hope.
As a Liaison, I will receive the following support:
1. A Foundation staff member to serve as my main contact for assistance and resources.
2. Annual training and updates pertinent to the role of Liaison via the annual conference, quarterly
conference webinars, online communications, phone support, and social media sites.
3. Reimbursement for pre-approved travel or educational programming expenses that fall within
defined programs or per Foundation guidelines.
4. A travel stipend to attend the annual LAMposium contingent upon meeting liaison expectations
noted in this document.
5. Use of The LAM Foundation logos, name, and materials. Prior to using The LAM Foundation logo,
please read the brand guidelines. Please do not separate the name from the graphic. Submit any
print or online materials that use our logo(s) for approval prior to distribution. Please contact the
Foundation office for a full breakdown of logo PMS colors and fonts. The LAM Foundation name
may not be abbreviated.
6. A copy of a letter from the IRS with the Foundation’s federal tax identification number.
7. Access to a list of LAM patients and families in the Foundation’s database (who have provided
consent) within your region or surrounding area.
8. Access to Foundation educational materials and resources.
9. Foundation support in sending electronic communications (e-blasts) to your region to promote
educational and support meetings.
10. Event insurance coverage provided by the Foundation. However, certain restrictions apply, and
failure to comply with these restrictions may result in loss of coverage. Ask your staff contact about
events that may be covered under our insurance, as some types of events may not be eligible. In
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order to maintain our coverage, we cannot allow any potentially hazardous activities to take place
at our events, such as those related to the following: bounce houses, water games, rock climbing
walls, etc. Our insurance will not cover these types of entertainment.
I understand that in order to receive this support, I must comply with the following:
1. I agree to serve as a Liaison or Co-Liaison for Region __________. Responsibilities are outlined in
the LAM Liaison Job Description attached. I agree to serve for the calendar year 2019. Prior to
December 21, 2019, I will contact the Foundation to approve my service for an additional one year
term or to end my service. I understand that my service as a volunteer is at the sole discretion of
the Foundation and agree that the Foundation may at any time, for whatever reason, decide to
terminate my role as a Liaison. Additionally, I may at any time, for whatever reason, decide to end
my relationship with the Foundation. Notice of such a decision should be communicated as soon as
possible to the Foundation.
2. I agree to represent the Foundation in a positive and professional manner and endorse the mission
by advocating for women with LAM without reservation.
3. I will submit any print or online materials that use our logo(s) for approval according to TLF policy,
prior to distribution.
4. I will turn in reports and expenses along with original receipts within 30 days of the purchase. This
will ensure prompt reimbursement and tracking of expenses. The Foundation may be unable to
reimburse expenses that are submitted more than 30 days after they are incurred or that exceed a
pre-determined budget. Foundation staff will provide proper expense report forms and mailing
instructions.
5. The Foundation does not sponsor, authorize, encourage, or otherwise promote child or adult care
services at any Program, and these are not covered by our insurance. In the event you elect to offer
child or adult care services at an educational meeting or other event, you are solely responsible for
ensuring that the provider(s) of such services has all required licenses and maintains adequate
insurance. You further agree to indemnify and hold the Foundation harmless from all acts or
omissions relating to such services. In addition, each participant must sign a waiver to that effect.
6. Confidential Information. As a Liaison, I will be privy to certain confidential and proprietary
information. This includes patient information, contact information, medical information,
materials, products, technology, manuals, marketing information, financial information, and other
strategic information disclosed or submitted orally or in writing. I understand that confidential
information is to be considered confidential and proprietary to the Foundation, and I may not use
the confidential information other than for the purposes of its business with the Foundation. I will
not disclose, publish, or otherwise reveal any of the confidential information received from the
Foundation to any other party whatsoever, except with the specific prior written authorization of
the Foundation. Confidential information furnished in tangible form shall not be duplicated. Upon
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the request of the Foundation, I must return all confidential information received in written or
tangible form, including copies, reproductions, or other media containing such confidential
information.
11. I agree to adhere to the Foundation Privacy policy as stated: The Foundation respects the privacy of
our members and donors. We protect personal, medical, and gift information. If at any time you
wish to receive less information via email or online, or wish to be removed from any or all of our
communications, or have any concerns with respect to this policy or any information provided or
obtained by The LAM Foundation, simply contact us by phone at 877.CURE.LAM or via e-mail at
info@thelamfoundation.org. We will gladly accommodate your request.
12. Please note that all permit applications, agreements, contracts, or any documents that require a
signature must be signed by the Chief Executive Officer to be considered valid. Please talk to your
staff contact to obtain this signature.

Agreement Receipt Acknowledgement
I have read and been informed about the content, requirements, and expectations of the LAM Liaison
Agreement and agree to abide by the guidelines as a condition of my role as a Liaison.
I understand that if at any time I have questions regarding this policy, I will consult with The LAM
Foundation Staff.
Please read the agreement carefully to ensure that you understand the policy before signing this
document.
LAM Liaison Signature: _________________________________________________________________
Printed Name: ________________________________________________________________________
Region: ______________________________ Date: __________________________________________
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LAM Liaison Annual Accomplishments
Use this document to record your quarterly activities and share with The LAM Foundation to support
our efforts to obtain funding and celebrate success of the LAM Liaison Program.

□
□

LAM Liaison Agreement signed and sent back to The LAM Foundation.
Updated photo and bio sent to The LAM Foundation for New Patient Tool Kit.

Participation in LAM Liaison Webinars

□
□
□
□

February 6, 2019
May 8, 2019
August 7, 2019
October 30, 2019

Production of Regional Educational and other support Meetings
Date: ____________________Location:_________________________________________________
# of Women with LAM________________

# of Friends and Family___________________________

LAM Clinic: ________________________________________________________________________

Date: _____________________ Location:________________________________________________
# of Women with LAM________________

# of Friends and Family___________________________

LAM Clinic: ________________________________________________________________________

Date: _____________________ Location: ________________________________________________
# of Women with LAM________________

# of Friends and Family___________________________

LAM Clinic: ________________________________________________________________________
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Participation in LAM Awareness Campaigns & Webinars

□
□
□
□
□

World Wide LAM Awareness Month (WWLAM): June 2019

□

Attended a Fundraiser ___________________________________________________________

Million Dollar Bike Ride (MDBR): June 8, 2019
American Thoracic Society (ATS) LAM Week
Giving Tuesday: December 3, 2019
Professional society events/webinars: _______________________________________________

Other LAM Liaison Activities: _________________________________________________________
_________________________________________________________________________________
_________________________________________________________________________________
_________________________________________________________________________________
_________________________________________________________________________________
_________________________________________________________________________________
_________________________________________________________________________________
_________________________________________________________________________________
_________________________________________________________________________________
_________________________________________________________________________________
_________________________________________________________________________________
_________________________________________________________________________________
_________________________________________________________________________________
_________________________________________________________________________________
_________________________________________________________________________________
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2019 LAM Liaison Patient Network
New England: Region 1
Connecticut, Maine
Massachusetts, New Hampshire
Rhode Island, Vermont
Liaisons: Jean Daley
jeanmdaley@gmail.com
401.369.3613
Madeline Nolan
curelam@aol.com
203.723.2016
Western PA / New York: Region 2
Western Pennsylvania
Northwestern New York
Liaison: TBD
New York Metro: Region 3
New York City
Liaisons: Sarah Poitras
sarahpoitras@gmail.com
917.757.3567
Jessica Barcellona
jessicabarcellona4@gmail.com
310.600.5293
New Jersey / Philly: Region 4
Eastern Pennsylvania, New Jersey
Liaisons: Patti Bebien-Aronoff
patricia_bebienaronoff@merck.com
215.913.1483
Alanna Nelson
alannanelson@comcast.net
215.783.3538
Mid-Atlantic: Region 5
Delaware, Maryland, Virginia, Washington DC
Liaison: Mary Stojic
©The LAM Foundation: 2016Liaison List

mstojic@msn.com
301.346.9088
Southern Atlantic: Region 6
Georgia, Eastern Tennessee
North Carolina, South Carolina
Liaisons: Susie Picart
jpicart788@aol.com
919.414.8544
Alvie Dupree
alvie_dupree@bellsouth.net
770.461.2483
Florida: Region 7
Florida
Liaison: Jackie Carroll jackie@chrisandjackie.com
407.282.4054
Southern: Region 8
Alabama, Mississippi
Western Tennessee
Liaison: Kristy Benefield
kbenefield73@gmail.com
256.464.8598
Midwest: Region 9
Indiana, Kentucky
Ohio, West Virginia
Liaison: Kristin Kerwin
kikikerwin@yahoo.com
740.590.1504
Illinois: Region 10
Liaisons: Marie Glasby
glasbyx5@yahoo.com
847.276.5110
Nikita Rath
Confidential
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nikita.rath@gmail.com
312.330.6438
Michigan: Region 11
Michigan
Liaison: Gwen Pryor
gcpryor@gmail.com
269.217.6853
Northern Plains: Region 12
Minnesota, North Dakota, South Dakota,
Wisconsin
Liaison: Sharon Hovland
sharonhovland@gmail.com
612.719.6968
Central Plains: Region 13
Iowa, Kansas, Missouri, Nebraska
Liaisons: Marla Hamlin
ron4mar@aol.com
314.378.7478
Carmen Iglesias
carmeniglesias62@gmail.com
314.330.5103
Gulf: Region 14
Arkansas, Louisiana, Eastern Oklahoma, Eastern
Texas
Liaisons: Kathi Hawn
kjhawn@hotmail.com
281.458.0091
Madeline Williams
dubosemadeline@yahoo.com
972.415.1598
Beverly Jackson
csi@arkansas.net
501.844.5133
South Central: Region 15
New Mexico, Western Oklahoma, Western
Texas
Liaisons: Frances Saldivar-Morales
fran_tx02@hotmail.com
©The LAM Foundation: 2016Liaison List

956.463.6446
Maria Teniente
jazzylady921@yahoo.com
210.884.6325
Mountain: Region 16
Colorado, Utah
Liaisons: Audrey Knipe
audreyknipe@gmail.com
720.382.8211
Lynnette Weese
lhweese@comcast.net
801.725.7070
Northwest: Region 17
Idaho, Montana, Wyoming
Area Lead: Rhonda Officer
rs.officer@yahoo.com
307.660.5018
Northern Pacific: Region 18
Alaska, Oregon, Washington
Liaisons: Sharlene Dunn
sharlene.dunn.home@gmail.com
253.307.9082
Allyson Venugopal
allysonvenugopal@gmail.com
404.550.4932
Mid Pacific: Region 19
Northern California, Northern Nevada
Liaisons: Shellie Owens
saowens@earthlink.net
650.856.8813
Susan Jacobs
ssjpulm@stanford.edu
650.725.8082
Southern Pacific: Region 20
Arizona, Hawaii
Southern California, Southern Nevada
Liaisons: Belinda Romney
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belrom3@yahoo.com
(480) 861-5159
Jennifer Fujikawa
info@jenniferfujikawa.com
310.327.2427
Region 21
Puerto Rico
Liaison: TBD
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The LAM Foundation Staff 2019

Sue Sherman
Chief Executive Officer

Katie Jensen
Development Director

Rosalie Giesel
Office Manager

Jenny Jostworth, CPA
Finance Director

Laura Bowers
Clinical Program
Coordinator

Jackie Brumley
Patient Services Director

Alison Bloomer
Development & Data
Coordinator

Judy Sheridan
Grant & Research Manager

Dakota Campbell
Communications &
Events Coordinator

Sharlene Dunn
Circle of Hope Coordinator

US LAM Clinics

US LAM and Rare Lung Diseases Clinics and Research Networks
The LAM Foundation seeks to help improve the care and treatment of all LAM patients. Toward this end,
we have a program to develop regional LAM Clinics throughout the world. The objective of The LAM
Foundation Clinic and Research Network is to focus LAM care to medical institutions or hospitals that
have the interest and expertise to deliver state of the art, coordinated, multidisciplinary LAM care, and
to perform cooperative research with other LAM clinics.
Birmingham, Alabama
University of Alabama at Birmingham (UAB)
Joseph Barney, MD
205-996-9405
Phoenix, Arizona
St. Joseph’s Hospital and Medical Center
Sofya Tokman, MD
Rajat Walia, MD
602-406-8187
Scottsdale, Arizona
Mayo Clinic
Lazlo Vaszar, MD
480-301-7149
Los Angeles, California
University of California
Joseph P. Lynch III, MD
310-794-9938
Los Angeles, California
Keck Medicine of USC
Richard Lubman, MD
323-442-9590
San Diego, California
University of California
Kamyar Afshar, DO
Bernie Sunwoo, MD
Gordon Yung, MD
858-657-7117

San Francisco, California
University of California
Rupal Shah, MD
Harold Collard, MD
415-353-2577
Stanford, California
Stanford University Medical Center
Stephen Ruoss, MD
650-723-6381
Denver, Colorado
National Jewish Health
Gregory Downey, MD
Kevin Brown, MD
303-398-1912
Gainesville, Florida
University of Florida Health
Mark Brantly, MD
Ali Ataya, MD
352-273-8740
Jacksonville, Florida
Mayo Clinic
Charles Burger, MD
Augustine Lee, MD
904-953-2282
Miami, Florida
University of Miami
Marilyn Glassberg Csete, MD
305-243-7888
Atlanta, Georgia
Emory University School of Medicine
Srihari Veeraraghavan, MD
404-778-5736
Chicago, Illinois
Loyola University Medical Center
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Daniel Dilling, MD
708-216-8189
Indianapolis, Indiana
Indiana University
Tim Lahm, MD
317-962-9700
Iowa City, Iowa
University of Iowa Health Care
Kam Ussavarungsi, MD
Nabeel Hamzeh, MD
1-800-777-8442
Kansas City, Kansas
University of Kansas Hospital
Mark J. Hamblin, MD FCCP
913-945-8536
Bethesda, Maryland
National Institutes of Health
Joel Moss, MD, PhD
301-496-3632
Boston, Massachusetts
Brigham and Women's Hospital
Elizabeth (Lisa) Petri Henske, MD
Souheil El-Chemaly, MD, MPH
617-732-6770
Ann Arbor, Michigan
University of Michigan
MeiLan Han, MD, MS
Kevin Flaherty, MD, MS
734-647-7840
Rochester, Minnesota
Mayo Clinic
Jay Ryu, MD
Teng Moua, MD
Misbah Baqir, MBBS
Updated 7/13/2018

507-266-0416
St. Louis, Missouri
Washington University School of Medicine / Barnes Jewish
Adrian Shifren, MD
314-362-6904
New York, New York
Presbyterian/Columbia
Jeanine D’Armiento, MD, PhD
212-305-3745
Rochester, New York
University of Rochester Medical Center
Patricia Sime, MD
Mary Anne Morgan, MD
585-273-5460
Cincinnati, Ohio
University of Cincinnati Medical Center
Francis McCormack, MD
Nishant Gupta, MD
513-558-4831
Cleveland, Ohio
Cleveland Clinic
Robert Kotloff, MD
Joseph Parambil, MD
216-445-9460
Portland, Oregon
Oregon Health and Science University
Matthew Drake, MD
Alan Barker, MD
503-494-1620
Philadelphia, Pennsylvania
University of Pennsylvania
Maryl Kreider, MD MSCE
215-349-5488
Updated 7/13/2018

Charleston, South Carolina
Medical University of South Carolina
Charlie Strange, MD
843-792-3712
Nashville, Tennessee
Vanderbilt University Medical Center
Lisa Young, MD
615-322-0774
Dallas, Texas
University of Texas Southwestern Medical Center
Carols E. Girod, MD
214-645-7003
214-645-2100
Houston, Texas
University of Texas Health Center
Rosa M. Estrada-Y-Martin, MD MSc
713-486-8242
Salt Lake City, Utah
University of Utah School of Medicine
Robert Paine III, MD
801-587-6014
Seattle, Washington
Swedish Medical Center
George Pappas, MD
206-320-6500
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International LAM Clinics

International LAM Clinics
Australia, Sydney
St. Vincent's Hospital
Prof. Deborah Yates, MD
Prof. Allan Glanville, MD
+61 2 8382 2330
Brazil, Sao Paulo
Heart Institute (InCor), Hospital das Clinicas, University of Sao Paulo, Brazil
Bruno Guedes Baldi, MD, PhD
Carols R.R. Carvalho, MD, PhD
(5511) 2661 5695
Canada, Montreal
McGill University Health Centre
Arnold Kristof, MD
Jennifer Landry, MD
514-934-1934 x32374
China, Beijing
Peking Union Medical College Hospital
Kai-Feng Xu, MD
China, Chang Sha
The Second Xiangya Hospital
Ruo-yun Ouyang, MD
Caihong Liu, MD
+86 731-85295147
China, Guangzhou
Guangzhou Medical University
Liu Jie (Jerry Liu), MD
Xie Jia Xing, MD
86-020-83062837
China, Shanghai
Zhongshan Hospital
Ling Ye, MD
Meiling Jin, MD
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Marko Jakopovic, MD, PhD
+385 1 2385 317
France, Lyon
Louis Pradel Hospital
Vincent Cottin, MD
Jean-Francois Cordier, MD
+33 427 857 700
France, Paris
Saint Louis Hospital
Tazi Abdellatif, MD, PhD
+33-1-42-49-96-18
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Royal College of Surgeons in Ireland/Beaumont Hospital
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Prof. Noel G. McElvaney, MD, FRCPI FRCPC
+353-1-8093764
Ireland, Dublin
Saint Vincent’s University Hospital
Cormac McCarthy, MB BCh BAO MRCPI
Michael Keane, MD
+353-01-2216100
Israel, Petah Tikva
Institute of Pulmonary Medicine, Rabin Medical Center
Prof. Mordechai Kremer, MD
+03 9377221
Italy, Milan
Ospedale San Giuseppe
Sergio Harari, MD
Japan, Niigata City
Bioscience Medical Research Center, Niigata University Medical and Dental Hospital
Prof. Koh Nakata, MD, PhD
Toshinori Takada, MD, PhD
+81-25-227-0847
Japan, Osaka
National Hospital Organization Kinki-Chuo Chest Medical Center
Yoshikazu Inoue, MD, PhD
Toru Arai, MD, PhD
Chikatoshi Sugimoto, MD
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Prof. JC Grutters, MD
Marcel Veltkamp, MD, PhD
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Poland, Warsaw
National Tuberculosis and Lung Diseases Research Institute
Radzikowska Elżbieta MD, PhD
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Russia, Moscow
Pulmonology Research Institute
Prof. Sergey Avdeev
Prof. Alexander Chuchalin
7-495-465-52-64
Russia, St. Petersburg
University of St. Petersburg
Olga Baranova, PhD
7-812-4996827
South Korea, Seoul
Sungkyunkwan University School of Medicine/Samsung Medical Center
May Pyo Chung, MD, PhD
Hye Yoon Park, MD, PhD
82-2-3410-3423
South Korea, Seoul
University of Ulsan, College of Medicine
Jin Woo Song, MD, PhD
82-2-3010-3993
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Hospital Universitari Vall d'Hebron
Antonio Roman, MD
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Romain Lazor, MD
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University of Nottingham
Simon Johnson, MD
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2: Planning a Regional
Educational Meeting

How to Plan a Regional Meeting
Goals of a Regional Meeting:
• Educate individuals with LAM, family, friends, and professionals about LAM and living
with the disease.
• Create an informative and safe environment for LAM families to connect with each other
and clinical care experts at LAM Clinics.
• Communicate the mission and resources available through The LAM Foundation. Funds are
available from The LAM Foundation to assist LAM Liaisons with organizing regional meetings
to achieve the above goals.
1. Pick a date and time for the meeting. Try to plan the meeting for a date/time a few months in
advance. Consider using Survey Monkey or Facebook to check date preferences of the patients
in your region. Some regions hold meetings on Saturdays or Sundays and others hold them
during the week in the evening.
2. Invite guest speaker(s). If there is a LAM Clinic in your region, ask the Clinic Director if they can
present at your meeting. Offering a couple of dates a few months in advance will give your LAM
Clinic Director time to clear their schedule. Your LAM Clinic Director can also connect you to the
LAM Clinic’s Core Multi-Disciplinary Care Team Leaders who could speak. This is a group of
doctors and specialists the LAM Director has identified who have knowledge in LAM. If there is
not a LAM Clinic nearby, ask your local Pulmonologist, Pulmonary Rehab Specialist, Nutritionist,
Exercise Trainer, etc. to come and speak.
3. Choose a location. Ideas for a meeting location include: the LAM Clinic institution, a meeting
room at a restaurant, library, or someone’s home. Be sure to keep in mind how accessible the
location is, including nearby parking.
4. Determine a budget. Review TLF’s policies on reimbursement. Fill out the Regional Meeting
Expense Request (1). This worksheet is an Excel File you can use to estimate the cost of food,
parking, meeting space, etc. Fill out this file and send it back to The LAM Foundation. This
document needs to be approved by The LAM Foundation before money is spent on expenses for
your meeting. When you are getting estimates for your expenses, keep in mind that this is a
Foundation-sponsored event, so share the IRS Determination Letter (2) with your vendors. Tax is
exempt in most states on goods or services with this letter.
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5. Work with the Foundation to promote. Fill out the Regional Meeting Event Request Form with
date, time, location, contact information, etc. and send to The LAM Foundation 6-8 weeks
before the event. This will trigger the Foundation to create a registration page for your meeting.
The Foundation will then create a marketing campaign, including save-the-date emails to
women with LAM, family and friends in your region (6-4 weeks & 2 weeks before the meeting),
along with social media posts (4 weeks & 2 weeks before the meeting). You can also share this
information on your own social media pages—and don’t forget to share on the LAMMIES page!
The LAM Foundation will also send updated collateral materials for you to share at your
meeting. See the list of items the Foundation will send you prior to the meeting (3).
6. Create an agenda. Included in this Took Kit is a Sample Agenda (4). Don’t forget to include time
to eat and socialize in your agenda.
7. Send out a Press Release. Share information about your meeting with the local press. An easy
way to do this is to fill out the Press Release template (5). Email your completed Press Release to
the marketing/PR department at the hospital where the event is being held. You may also email
it to the LAM Clinic Director, who can send it to their marketing/PR department for you. The
marketing/PR department will have the correct contacts and will share with local media outlets.
If you are not holding your meeting at a local hospital or medical center, consider sending this to
the local newspaper, radio, or TV station.
8. Reach out to your regional patient list. Request an updated regional patient list from the
Foundation. If you would like, send out a printed or email invitation to the women on your list.
Remember to answer the questions What, When, Where and Why. You may also call women on
your regional list. Post information on the LAM Facebook and LAMMIES Facebook pages.
9. Update the Foundation on final details of the meeting. The Foundation will email an invitation to
patients, family, and friends within your region (or within a 200 - 300 mile radius of the meeting
location) 4-6 weeks before the meeting. Be sure to send us the details for the meeting with this
timeframe in mind. The Foundation will send a 2nd email as a reminder 2 weeks prior to the
meeting date.
10. Collect RSVP responses. As attendees register for the meeting, keep track for final room
accommodations and cost for food and beverages. You may want to send a personal email to
each of the patients who have not responded to encourage them to come to the meeting.
Remember that registration on the webpage is preferred.
11. Send a reminder. Send a reminder to attendees a week before the meeting.
12. Submit the necessary documents. LAM Liaisons are required to submit registration sheets,
evaluations and a summary report in order to receive payment for expenses. Use of electronic
registration processes is preferred.
©The LAM Foundation: How to Plan a Regional Meeting
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Helpful Tips
Ask those presenting if they could share the e-blast or meeting information with LAM patients in
their network. For instance, if a LAM Clinic Director is speaking, ask them to share the meeting
information with their LAM patients.
Share printed materials or videos with your RSVP list. A week before the meeting, send LAM related
materials to everyone on your RSVP list. This will get everyone up to date on material that will be
covered during the meeting. Or share a video from The LAM Foundation website before the
meeting, so there can be a deeper dive into the subject matter being presented. You could also start
a reading group with LAM materials.
Break up the groups of those attending into subjects. Pick two or three topics to cover and break up
attendees into subjects that interest them, i.e., New Patient LAM 101 and Pre- and Post-Transplant.
Remember, LAM Clinics Directors offer a list of Core Multi-Disciplinary Care Team Leaders, or
doctors within their hospital who are familiar with LAM. Ask your LAM Clinic Director if other
doctors within the hospital can speak on various topics, such as The Surgeon’s Role in LAM –
Management of Pneumothoraces; Management of Angiomyolipomas of the Kidneys; Pulmonary
Rehabilitation; Lung Transplant; etc.
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Expense / Check Request LAM Liaisons
Date of Meeting
Region:
Payable to :
Street Address:
City, State and Zip:
Vendor from Receipts

Amount

Mileage

$

-

Total Amount incurred

$

-

$

0.535
-

Submitted By:
LAM liaison
Date
Approved By:
Executive Director
Date
**Mileage:
Total Miles Driven
Multiply by Current rate
Mileage Reimbursement

Account Name or Type of
Expense

Class/es

5710 · LAM Liaison

Patient Services

5710 · LAM Liaison

Patient Services

5710 · LAM Liaison

Patient Services

5710 · LAM Liaison

Patient Services

5710 · LAM Liaison

Patient Services

5710 · LAM Liaison

Patient Services
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Regional Meeting Materials
The LAM Foundation will typically send you these items for each regional meeting, based on your
registration count:
•
•
•
•
•
•

LAM Brochures
ER cards
Lip balm
LAM Pens
Health care provider info cards
MILED info cards

If you have any requests or thoughts as to what your meeting will need, please contact:
Rosalie Giesel
The LAM Foundation
Office Manager & Executive Assistant
O: 513.777.6889
M: 513.226.9016
rgiesel@thelamfoundation.org
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Sample Meeting Agendas
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LAM Education Event
Region 18
Time

Topic

Presenter

1:00 PM – 1:15 PM

Welcome & Opening Remarks

Sharlene Dunn

1:15 PM – 1:45 PM

Updates from The LAM Foundation

Sue Sherman

1:45 PM – 2:10 PM

Update on Clinical Trials

George Pappas, MD

2:10 PM – 2:15 PM

Group Photo

Everyone

2:15 PM – 2:30 PM

Get to Know Your Neighbor

Everyone

2:30 PM – 2:50 PM

Reflections on LAMposium LA

Patient Panel

2:50 PM – 3:20 PM

Understanding Your PFTs

George Pappas, MD

3:20 PM – 3:40 PM

Oxygen Workshop & Demo

Sarah Morgan

3:40 PM – 3:50 PM

Break

Everyone

3:50 PM – 4:35 PM

Roundtables

Everyone

4:35 PM – 4:50 PM

Closing & Evaluations

Everyone

4:50 PM – 5:50 PM

Social Hour & Clean Up

Everyone

6:15 PM – 8:00 PM

Social at Inchin’s Bamboo Garden

Everyone

Sample Meeting Agendas

LAM Education Event
Region 15
Time

Topic

Presenter

10:00 AM – 10:30 AM

Registration

10:30 AM – 10:45 AM

Welcome and Introductory Remarks

10:45 AM – 11:15 AM

The LAM Foundation

Frances Saldivar & Maria
Teniente
Sue Sherman, CEO

11:15 AM – 12:00 PM

LAM 101

Rosa Estrada-Y-Martin, MD

12:00 PM – 12:45 PM

Genetics: How it Relates to LAM and/or
TSC

Hope Northrop, MD

12:45 PM – 1:15 PM

Lunch

1:15 PM – 2:00 PM

Radiology 101

2:00 PM – 2:45 PM

Patient Question & Answer Session

Sandra A. Oldham, MD

Press Release Template
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SOURCE: The LAM Foundation
www.thelamfoundation.org
FOR IMMEDIATE RELEASE: (DATE)
Contact: Your Name
Your Mobile Phone Number
Your Email Address
Name of organization to hold an educational or support meeting
CITY NAME IN ALL CAPS (Date of news release distribution) –The LAM Foundation, a
national patient advocacy organization, will host a LAM educational meeting on date here
at location here.
(Add event details such as who will be presenting, who should attend, RSVP information,
call-to-action, parking instructions, etc.).

###
About The LAM Foundation
LAM or Lymphangioleiomyomatosis is a progressive and rare lung disease which strikes
young women, often in the prime of their lives. About 2,000 American women and some
4,500 globally have been diagnosed with LAM. The LAM Foundation, based in Cincinnati, is
working on a national basis to enhance the care of LAM patients as well as fostering
collaboration among scientists, clinicians and patients to inspire innovative research
efforts.
For more information, visit www.thelamfoundation.org.

4520 Cooper Road, Suite 300 | Cincinnati, Ohio 45242 | (P)513-777-6889 (F)513-777-4109
info@thelamfoundation.org | www.thelamfoundation.org

Press Release Sample

Contact: Frances Saldivar-Morales
956-463-6446
fran_tx02@hotmail.com
Lymphangioleiomyomatosis (LAM) Educational Meeting
Saturday, January 30, 2019 at the University of Houston
10:00am - 2:00pm
HOUSTON (January 6, 2019) – The LAM Foundation, a national patient advocacy
organization, is hosting an educational event for women, family and friends who deal with
the symptoms of LAM. The event will be held on Saturday, January 30, 2019 at the University
of Houston from 10:00am - 2:00pm.
Join us for an impressive line-up of speakers and their presentations:
Sue Sherman, Chief Executive Officer of The LAM Foundation
Rosa Estrada-Y-Martin, MD, LAM Clinic Director from the UTHealth - "LAM 101"
Hope Northrop, MD, Director, Division of Medical Genetics at UTHealth - "Genetics;
How it relates to LAM and/or TSC"
Sandra A Oldham, MD, Chief of Radiology at UTHealth - "Radiology 101"
Co-LAM Liaisons Frances Saldivar and Maria Teniente are hosting the meeting at:
University of Houston
Garrison Gymnasium, Room 209
3875 Holman
Houston, TX 77204
Free parking and lunch will be provided to all who attend.
There will also be an elevator and plenty of electrical outlets.
RSVP by sending an email to Frances Saldivar at fran_tx02@hotmail.com or to Maria
Teniente at jazzylady921@yahoo.com by Friday, January 8, 2019.
###
About The LAM Foundation: LAM or Lymphangioleiomyomatosis is a progressive and rare
lung disease which strikes young women, often in the prime of their lives. About 2,000
American women and some 4,500 globally have been diagnosed with LAM. The LAM
Foundation, based in Cincinnati, is working on a national basis to enhance the care of LAM
patients as well as fostering collaboration among scientists, clinicians and patients to inspire
innovative research efforts.
For more information, visit www.thelamfoundation.org.
4520 Cooper Road, Suite 300 | Cincinnati, Ohio 45242 | (P)513-777-6889 (F)513-777-4109
info@thelamfoundation.org | www.thelamfoundation.org

3: Resources

Regional Meeting Quick Tips
1. Download before the meeting: Please be sure to download the Swiper app for registration. See
the attached Registration Guide (6) for instructions. You can use this app to sign in meeting
attendees.
2. Print before the meeting (or send to TLF 2 weeks in advance for printing and shipping to you):

□
□
□
□

LAM Regional Meeting Registration Form (7) for all attendees
Regional Meeting Evaluation Form (8) for all attendees – customize this document
for your meeting. It is two pages long—customize your printer settings to print on
both sides of the paper
LAM Clinic Comment Form (9) – Print a handful of copies
Photo Shot Sheet for Regional Meetings (10)

3. Review before the meeting: The LAM Foundation has a PowerPoint for you to share at the
meeting (see Tab 5: The LAM Foundation PowerPoint Deck). We encourage you to call TLF to
review this PowerPoint presentation, and share it as a quick introduction during your meeting.
You should also review the materials in this binder. It is full of resources you can share with
attendees as needed.
4. Registration: Follow the instructions in the Registration Guide (6) to check in attendees on the
Swiper app.
5. Handouts: Give a copy of the LAM Regional Meeting Registration Form (7) and a copy of the
Regional Meeting Evaluation Form (8) to all who attend the meeting. Ask everyone to fill out
these forms. Remember to collect them before they leave.
6. Side Collateral Material Table: Place items sent from the Foundation on a separate table for
attendees to pick up, including a few copies of the LAM Clinic Comment Form (9). You do not
need to collect the LAM Clinic Comment Form. Participants can fill out this form and send it to
the Foundation at a later date.
7. Take photos of your event: We put together a “Shot Sheet” (10) to suggest some of the photos
you may want to take at the event. Share these photos on Facebook and send them to the
Foundation. We want to share them in Currents and in Journeys.

After the meeting:
1. Gather your receipts from the meeting and fill out the Expense Request Form (11).
2. Fill out the LAM Liaison Regional Report (12). This will offer valuable information about your
meeting. We can use this report to write a short article about your meeting for our Currents and
Journeys newsletters.
3. Email photos of your event to the Foundation.
4. Review your Meeting Evaluation Forms. You may find valuable information on these sheets for
your next meeting. Send the completed forms to the Foundation.
5. Within 30 days of the meeting: Load up an envelope and send the following items back to the
Foundation by mail, or send digital copies by email to info@thelamfoundation.org:
Receipts from food, beverage, parking, honorariums, room fees, etc.
LAM Regional Meeting Registration Forms
Regional Meeting Evaluation Forms
LAM Liaison Regional Report
Expense Request Form
Mailing Address:
The LAM Foundation
4520 Cooper Road, Suite 300
Cincinnati, Ohio 45242
6. Mark off another accomplishment on your LAM Liaison Accomplishment form… and rest!

Registration Guide: Swiper App Setup

6

Please contact Alison at abloomer@thelamfoundation.org or 513-777-6889 with any questions. If you
have trouble with the app at your meeting on a weekend or evening, text 513-341-8168.

1. Setting up your account
-

You will be sent an email from Connect Responder
(Responder@notify.clickandpledge.com) to activate your account. The email will read:

“The LAM Foundation has created a Click&Pledge Connect account for your use. Please
visit Connect Login to validate your account.”
-

Follow the link in the email and at the login page enter your email address and click
‘Get the Code’.

-

Another email will be sent to you from Connect Responder containing your login code.
Enter the code back on the Organization Login page and click ‘Log In’.

-

Your account is now validated, and you will be able to access the Swiper1 App

2. Logging in to the Swiper1 App
-

Go to your phone or tablets app store and search ‘Swiper1’ and download the app

-

Once the app is downloaded, open it and enter your account info:

Email: use the email you used to validate your account
C&P account number: 34046
-

Click the circle next to ‘Stay logged-In’ to save your information and you should not
have to log in again.

-

Click the circle next to ‘Remember User Id & Account #’, so if you do get logged out for
any reason logging back in should be easier.

-

Click ‘Get the code’ and check your email for the verification code from
DoNotReply@clickandpledge.cc and enter the code in the ‘verification code’ field on
the app.

-

Then click ‘Log in’ and you will be brought to our account homepage.

3. Setting up the Swiper1 App
-

First, you will want to make sure the app is set up to be used for your event or
meeting. Open the ‘Options’ menu from the homepage (three bars in the bottom left
hand corner)

-

Click ‘Merchant Profile’ and make sure the Order Mode is set to ‘Production’ and
‘Save Changes’.

-

Go to ‘Settings’ in the Options menu then click ‘Even Settings’ and go to ‘User
Registration’. Click ‘Check Status’ to ensure you are authorized to view your event or
meeting page.

4. Checking in attendees
-

Return to the homepage by clicking the Options menu and selecting ‘Home’

-

Click the green box that says ‘Event’ and you will be brought to the screen of active
Events. Click ‘Sync with Salesforce’ to ensure you have the most up to date
information on your device

-

Click on your event name and that will load your event page

-

-

On this screen you can check in registered attendees or register new attendees

-

To check in registered attendees, click on ‘Manual Check-In’

-

Scroll through the list of attendees until you find the individual you’re looking for (or
you can search for a specific person in the search bar at the top of the screen)

1.

-

Once you find the attendee, click their name and click ‘Check-In’ and a box with a
checkmark will appear to confirm the attendee has been checked in successfully

-

Then, you can click ‘Back to list’ to continue checking in attendees

5. Register new attendees
-

To register a new attendee, from your event page click ‘Register’

-

Find the correct Level Name and click the orange ‘Add’ button

-

Fill in the registrant’s information on the next screen and when complete click ‘Add
Participant’

-

Once all registrations have been added click ‘Continue’ to check the participant out.

6. After your meeting
-

Make sure you click ‘Sync with Salesforce’ after your meeting to ensure all data will be
available for The LAM Foundation.

THANK YOU!!!
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LAM Regional Meeting Registration Form

Name: ____________________________________________________
Email: ____________________________________________________
Phone: ____________________________________________________
Address: ______________________________________________________
Are you a? (Circle one): LAM Patient

Friend

Contact Preference (Circle all that apply): Email

Professional
Mail

Phone

Family (specify relationship):
Do Not Contact

Please check one of the below boxes:
 I give my permission to The LAM Foundation to share my information with other
individuals with LAM or LAM families/caregivers who are registered with The LAM
Foundation.
 I do not give my permission to The LAM Foundation to share my information outside of
official representatives of The LAM Foundation.

Signature: ____________________________________________
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Regional Meeting Evaluation Form
LAM Liaison: _____________________________________________________
Location: ________________________________________________________
Date: ___________________________
Region: _________________________
Session Objectives: (Customize these by creating two or three based on your
speakers and topics)
Examples:
1. Understand the impact of good nutrition when living with a rare disease.
2. Learn how to develop and maintain good nutrition habits.
3. Understand various options when creating a balanced diet.
4. Learn about various resources and expand support network.
Speaker: ____________________________ Topic: ____________________________
Overall
Impression
Circle one:
Rate Content
Check all that
apply:

Excellent - 5

Good - 4

Neutral - 3

Fair - 2

Interesting/Enlightening

Met meeting objectives?

Appropriate detail for audience

Answered my questions?

Poor - 1
Yes
Yes

No
No

What was the most important thing that you learned during this session?
____________________________________________________________________________________
____________________________________________________________________________________
____________________________________________________________________________________
____________________________________________________________________________________

©The LAM Foundation: Regional Meeting Evaluation Form
Confidential

2019

What other educational topics would you like to attend in the future?
____________________________________________________________________________________
____________________________________________________________________________________
____________________________________________________________________________________
General comments:
____________________________________________________________________________________
____________________________________________________________________________________
____________________________________________________________________________________
____________________________________________________________________________________
____________________________________________________________________________________
____________________________________________________________________________________
____________________________________________________________________________________
____________________________________________________________________________________
____________________________________________________________________________________
____________________________________________________________________________________

©The LAM Foundation: Regional Meeting Evaluation Form
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LAM CLINIC COMMENT FORM
Instructions: Use this Comment Form to submit a concern or compliment about a LAM Clinic to The LAM Foundation.
Date:
By providing your name and contact information, The LAM Foundation will be able to help address your
concern and follow up with you, or if you have a compliment, we would like to share this information with
the recipient. ( ) I wish to remain anonymous to the LAM Clinic/The LAM Foundation
Name:
Email:

Telephone:

Compliment
(

) This is a compliment about a LAM Clinic or staff member

Concern
(

) This is a concern about LAM Clinic or staff member

Write your comments here:

Return this comment form to The LAM Foundation by:


Email: info@thelamfoundation.org or to Sue Sherman at Ssherman@thelamfoundation.org
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LAM Regional Meeting Recommended Shot Sheet
o
o
o
o
o
o
o

Outside photo of meeting location
Photo of people mingling before the meeting
Photo of speakers while they are presenting
Photo of speaker or speakers with the LAM Liaison
Photo of speaker with attendees
Group photo of women with LAM
Photo of attendees doing interactive activities (exercising, asking questions, socializing, etc.)

11

Expense / Check Request LAM Liaisons
Date of Meeting
Region:
Payable to :
Street Address:
City, State and Zip:
Vendor from Receipts

Amount

Mileage

$

-

Total Amount incurred

$

-

$

0.535
-

Submitted By:
LAM liaison
Date
Approved By:
Executive Director
Date
**Mileage:
Total Miles Driven
Multiply by Current rate
Mileage Reimbursement

Account Name or Type of
Expense

Class/es

5710 · LAM Liaison

Patient Services

5710 · LAM Liaison

Patient Services

5710 · LAM Liaison

Patient Services

5710 · LAM Liaison

Patient Services

5710 · LAM Liaison

Patient Services

5710 · LAM Liaison

Patient Services
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LAM Liaison Regional Report
To be submitted after every meeting

Date:
Liaison(s) or Area Lead:

Region:
_____________________________________________

Meeting Topic and Speakers:
Type:
Educational Meeting
Total Number in Attendance:

_________________________________________

LAM Patients

Informal Gathering
Family/Friends

Professionals

Please comment on your Liaison activities and the meeting/gathering above. Please let us know if there
are new ideas, questions, or follow-up tasks that require the attention of The LAM Foundation.

Thank you!
Signed:
LAM Liaison Signature
©The LAM Foundation: Regional Report
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LAM Liaison & Patient Digital Resources
Patient Support is a big part of The LAM Foundation’s mission. We offer several ways for you to
connect and share experiences with other women and families with LAM. We also offer several
publications (digital & print) to help you stay up-to-date on the latest scientific, patient, and
community news, and accomplishments.
You can learn more about each of the resources listed below by calling The LAM Foundation or visiting
https://www.thelamfoundation.org/LAM-PATIENTS-FAMILY-FRIENDS/Patient-Resources.
Facebook – There are several Facebook communities dedicated to LAM. Some are private groups,
while others are open forums. They include:
The LAM Foundation Page – The official Facebook page of the Foundation.
LAMMIES – A private group for women diagnosed with LAM around the globe.
Lammie Loved Ones – A private group for family members around the globe.
The LAM Foundation Community Page – A private group for LAM community members.
There are also several Facebook pages created by LAM Liaisons for their individual regions.
LAMposium – An annual 3-day conference offering you the chance to learn about the basics of LAM,
stay up-to-date on the latest research & resources, and connect with other women with LAM.
Video Library – Videos of patient and family educational sessions are posted on the website. Videos
can be shown at patient meetings or gatherings when a speaker is not available.
Lymphangioleiomyomatosis Evidence Based Practice Guidelines – This video is a one hour review of
the 2016 and 2017 ATS/JRS Clinical Practice Guidelines presented by experienced LAM Clinic Directors.
The video covers recommendations for diagnosis, treatment, and management of LAM patients. You
can also share this with your healthcare providers. Clinicians can take the associated CME course and
receive continuing education credits at no cost, for both CME and maintenance of certification (MOC).
Worldwide LAM Patient Coalition – A network of organizations and LAMbassadors connecting women
with LAM around the world.
Rareconnect.org – A website/portal for connecting rare disease patients globally. Sponsored by
Eurodis and NORD.
LAM360 – An online community for individuals affected by LAM, including patients, family members,
caregivers, physicians and other healthcare providers. LAM360 provides community members with a
comfortable venue to share thoughts and ideas, ask questions, start discussions, read and comment on
blogs, and communicate with peers, thought leaders, and community managers.
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The LAM Foundation Publications:
Several publications are available to LAM patients as well as family members and friends. To receive
this information, you must be registered with The LAM Foundation (go to
https://www.thelamfoundation.org/User-Signup).
Currents e-Newsletter – A bi-monthly update sent via email to provide time-sensitive information. Also
available on our website.
Journeys Newsletter – Mailed domestically once or twice a year, this newsletter keeps you informed
about The LAM Foundation’s scientific advancements, patient support services, fundraising activities,
and accomplishments. Also available on our website.
LAM Handbook – A great resource for women living with LAM.
Other Resources:
Clinical Research Network – 34 LAM Clinics across the US and 27 International LAM Clinics offering
multidisciplinary care.
Emergency Room Quick Facts Card for LAM – A small card (the size of a typical business card) that is
easy to carry and contains helpful information you can share with the doctor when you visit an ER.
Click the link to print from PDF or send an email to info@thelamfoundation.org to request a card.
Treatment Trials/Studies – A chance to get involved in LAM research and make a difference.
*ICD-10 Code for LAM is J84.81
*ICD-10 Code for Tuberous Sclerosis Complex is Q85.1
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New LAM Patient Letter
Dear Kelly,
Welcome to The LAM Foundation Community. Thank you for connecting with us so that you can
learn of our efforts to find a cure for LAM. We have many resources available that we think you’ll
find very helpful. Please read the list below and check each one that you would like to receive.
These resources are always available so if you’re not ready to read some of them right now you can
wait and request them later.
□

□

□

□

LAM Handbook - a 9-chapter resource guide with information on the basics of LAM,
diagnostic and routine tests, pulmonary rehab, supplemental oxygen, lung transplantation,
clinical trials, a glossary of terms, as well as many other topics.
LAM Treatment Guidelines - a great resource for doctors who aren’t familiar with LAM. This
article from the American Thoracic Society is helpful for your primary care physician and your
OB/GYN. Please send me _____ copies.
Emergency Medicine Quick Facts for Lymphangioleiomyomatosis - a small card that is easy to
carry and contains helpful information that you can give to the doctor when you go to the ER.
The front of the card has a QR code that a doctor or nurse can scan with their smart phone or
tablet to take them straight to The LAM Foundation’s website. On the website we have a
special page written to help Emergency Room staff understand the disease and how best to
treat it. Please send me _____ cards.
LAM Educational Brochure - a tri-fold brochure that you can easily carry and hand out to help
people learn more about your disease. Please send me _____ brochures.

If you have questions about any of these resources, feel free to contact me at the Foundation at
(513) 777-6889 or at ssherman@thelamfoundation.org. After you’ve marked the information
that you want to receive please return this letter in the enclosed envelope.
Please know that we are working with urgency and will continue to do everything in our power to
get answers for this disease. Feel free to call or email me with any questions. We’re here to help in
any way we can.
Take care,

Sue Sherman
Chief Executive Officer
The LAM Foundation
THE LAM FOUNDATION

4520 COOPER ROAD, SUITE 300
EMAIL: info@thelamfoundation.org

CINCINNATI, OHIO 45242

PHONE: 513.777.6889

WEBSITE: www.thelamfoundation.org

FAX: 513.777.4109

The LAM Liaison Patient Network
The LAM Liaison Patient Network (LLPN) is a program that offers both hope and support by
connecting women with LAM together within a region. Many patients, their family members
and friends rely on the strong patient network established by the Foundation.
The LLPN was created by dividing the US into 20 different regions. The Foundation then
selected a LAM patient to be the LAM Liaison for each region. A LAM Liaison is a regional leader
who reaches out to all patients in her region. Your LAM Liaison will host one or more regional
meetings each year so that you the chance to meet other patients who live in your area and to
discuss issues that important to you.
Your LAM Liaison is Jean Daley.
Your region is New England - Region 1.
We considered many factors when dividing the US into regions, including geography, the
number of patients in certain areas, and locations of current and future LAM Clinics. Even
though you live within a certain region you are welcome to attend meetings in any region.
Family members and friends are also invited to attend regional meetings. You can see when
and where regional meetings are being held by checking the Foundation’s website or by reading
Currents, our monthly e-newsletter.
If you have any questions about the LLPN, please feel free to contact me at (513) 777-6889 or at
info@thelamfoundation.org.
With warmest regards,

Sue Sherman
Executive Director

NEW ENGLAND - REGION 1
Connecticut, Maine, Massachusetts, New Hampshire, Rhode Island, Vermont

LAM LIAISON – JEAN DALEY

6 N Hereford Drive
Cumberland, Rhode Island 02864-3239
(401) 369-3613
jeanmdaley@gmail.com
Greetings New Englanders! I am delighted to serve as The LAM Foundation Liaison for New
England. This program helps us connect with one another for support and information. It also
helps patients and families to access the resources of The LAM Foundation.
My name is Jean Daley and I live in Cumberland, Rhode Island. I am married with three nearly
grown children. I recently retired, and I now have more time to take care of myself, my family,
and my home. I enjoy living life at slower pace!
I was diagnosed with LAM in 2009, but had symptoms for years before that. I contacted The
LAM Foundation a few months after my diagnosis, and discovered a wonderful support network
and a wealth of information. For me, one of the most valuable things was being able to
connect with other LAM patients.
I am so thankful for the support that I received from the Foundation. I hope that I can “give
back” to the LAM community by bringing people together.
An education meeting for our region is held at least once a year. We also try to meet informally
for lunch during the summer. Hopefully you will be able to join us. Friends and family are
always welcome at our gatherings.
Please feel free to call or email me at any time. I hope to make personal contact with you
soon!
Jean Daley

LAM Clinics
The objective of the LAM Clinics is to focus LAM care to medical institutions or hospitals that
have the interest and expertise to deliver state of the art, coordinated, multidisciplinary LAM
care and to perform cooperative research with other LAM Clinics, including clinical trials.
The LAM Clinic Team at each site consists of at least one pulmonologist with an interest and
expertise in LAM, one thoracic surgeon with expertise in pleurodesis and one nephrologist with
experience in managing angiomyolipomas (kidney tumors). Involvement of a clinical nurse
coordinator, social worker, pulmonary rehabilitation program, respiratory therapist,
interventional radiologist with expertise in embolization of angiomyolipomas, reproductive
endocrinologist with expertise in hormonal therapy and an expert lung pathologist is present in
many of our LAM Clinics. The ready access of expert neurologists, dermatologist and
neurosurgeons is very important to LAM patients who may also have Tuberous Sclerosis.
Many LAM patients see only their LAM Clinic physicians. Others choose to keep their local
pulmonologists for their everyday care but visit the pulmonologist at the closest LAM Clinic at
least once per year. The LAM Clinic physicians practice a model of shared care and keep the
local physicians informed whenever possible. There are many benefits to being seen in a LAM
Clinic:
1. LAM Clinic physicians and medical professionals have more experience in working with
LAM and other rare diseases.
2. They are knowledgeable in the areas of the disease and often consult with other LAM
Clinic Directors on difficult or unique patient issues.
3. They are up to date on the latest in LAM research, including treatments guidelines,
clinical trials and LAM studies.
4. LAM Clinic Directors have direct contact with the resources available through The LAM
Foundation.
5. LAM Clinic personnel consult with each other (i.e., pulmonologists with thoracic
surgeon) to coordinate care.
6. Future clinical trials will be conducted at LAM Clinics.
7. Information about LAM will be collected from each clinic to help further LAM research.
The LAM Clinics located in or near your region are:
Boston, MA – Brigham and Women’s Hospital
Clinic Director: Elizabeth Henske, MD / Souheil El-Chemaly, MD
Scheduling: (617) 732-6770
New York, NY - Presbyterian/Columbia
Clinic Director: Jeanine D’Armiento, MD, PhD
Scheduling: (212) 305-3745

Get Connected
Connecting with other women with LAM is helpful and important as you begin to learn more
about living with this disease. The LAM Foundation hosts an amazing resource, LAM360
Community, via its website to help women from around the world connect with one another,
ask questions and receive support from one another. Family and friends can also find support
through this dynamic community.
If you’re registered on The LAM Foundation’s website (www.thelamfoundation.org), you’re
registered for LAM360. To participate, log in to the website and click on the LAM360 link at the
top left of the home page. From there, you can check out what’s happening via the Activity
Feed, ask questions via the Questions and Answers portal or learn about the latest research
through the LAM360 Blog. If you need help getting started, check out the FAQ and User Guide
under How to Participate.
Additionally, The LAM Foundation is extremely active on social media. Join The LAM
Foundation Community on Facebook or follow us on Facebook, Twitter and Instagram. By
registering with the Foundation, you’ll also receive Currents, our monthly e-newsletter and
Journeys, our bi-annual print newsletter.

You are not alone.
Margie, diagnosed 2003
Susie, diagnosed 2001

Madeline, diagnosed 1999
Andrea, diagnosed 1994

Helping women with LAM and their caregivers cope with the disease is a vital part of our mission. By
registering with the Foundation you have access to:
Liaison Patient Network:
Geographically-organized LAM support communities
LAM Patient Handbook:
Written by women with LAM for women with LAM
Keep up with the latest at The LAM Foundation
Journeys:
Newsletter mailed twice a year
Currents:
E-newsletter emailed at the end of every other month
Educational Video Library:
Video library located on The LAM Foundation website
http://www.thelamfoundation.org/LAM-Patients-Family-Friends-Resources-Video-Library
Private Facebook group:
For LAM patients around the globe
Private Facebook group for family members and friends of LAM patients
Worldwide LAM Patient Coalition:
Connecting women with LAM around the world.

Kim Gillespie & Zariakilkah Nyaholu

www.thelamfoundation.org
513.777.6889

You are at the heart of The LAM Foundation’s mission – inspiring our every effort to raise funds
for patient support and to advocate for safe and effective treatments. It is for you, and all
women with LAM, that the Foundation:
(1) Raises funds for promising research.
(2) Provides support and education,
(3) Facilitates recruitment for important treatment trials,
We value the trust you have placed in the Foundation. The strength and genuine engagement
of the LAM community worldwide powers our collaborative success.
Making Connections
Being connected to others with LAM has helped many women on their journey, providing
assistance. We invite you to become an active member of the LAM Liaison Patient Network.
The network consists of 20 geographic regions across the U.S.; led by volunteer LAM Liaisons.
Information about your liaison is enclosed.
Your LAM Liaison is eager to help, providing options and ideas so that you won’t feel alone. In
addition, you will learn more about the LAM community and how you can best embrace our
mission to find a cure.
Please consider sharing your contact information with your regional LAM Liaison. Once
connected, you will have a valuable support system closer to home. We look forward to
hearing from you soon.
Sincerely,

Susan E. Sherman, MHA
Chief Executive Officer

PERMISSION TO SHARE CONTACT INFORMATION
With LAM Liaison Patient Network
The Foundation respects your privacy. We only have access to information that you voluntarily
give us via email or other direct contact. We will not share, sell or rent this information to
anyone. A LAM Liaison is a woman from your general area who volunteers as a resource and
organizes educational meetings and events for the LAM patients in your region. If you are
interested in connecting with a LAM Liaison, please complete the attached permission form.
The LAM Foundation has my permission to contact me:

Yes:

No:

I prefer that my LAM Liaison contact me via (select all that apply):
Email:

Phone:

Mail:

Please provide your contact information so we can ensure our records are accurate.
Name: _______________________________________________________________________
Address 1: _____________________________________________________________________
Address 2: _____________________________________________________________________
City/State/Zip: _________________________________________________________________
Email: ________________________________________________________________________
Home Phone: __________________________________________________________________
Cell Phone: ____________________________________________________________________
Thank you.
Please return this consent form to The LAM Foundation in the enclosed envelope.

4520 Cooper Road, Suite 300 | Cincinnati, Ohio 45242 | (P) 513.777.6889 (F) 513.777.4109
info@thelamfoundation.org | www.thelamfoundation.org

Hope For Your Future
Encouraging Quotes from Women with LAM
“I was diagnosed at 17 years of age in 1999. No oxygen or meds for me at all.”
“It’s been 32 years since my first symptoms and 13 years since diagnosis. I’m not on oxygen and am
mild/moderate and stable.“
“Diagnosed in 1999 and doing well. So far only one lung collapse. No oxygen. There is hope.”
“Thirteen years for me and still not on oxygen. My PFT numbers have pretty much stayed the same
since diagnosis.”
“My first symptoms appeared in 1989 and I was diagnosed in 1995. Turning 60 this year and still doing
well.”
“My symptoms started in 1989; diagnosed in 1994. I vividly remember reading that statistic (8-10 year
prognosis) but I’m happy to have proved it wrong!!”
“I was diagnosed in 1999. I have watched my kids grow up, had a new part time career, and traveled to
Europe several times. Life is good!”
I was diagnosed in 2004 at age 54 when the info online said I'd live 2-5 years! Going strong 10 years
later and only wearing oxygen at night.”
“First lung collapse with huge angioleiomyoma in 1975. Now I’m 57 with mild symptoms!”
“I was diagnosed in 1980, 15 months after our daughter was born. Been through lots, have been on
oxygen 24/7 for 8 years but still here and enjoying my grandchildren.”
“I was diagnosed 10 years ago and have not had a pneumothorax since surgery in March 2004. My
numbers are stable and my cysts have not changed much.”
“First lung collapse 1987; diagnosed 1992; single lung transplant 2004; still doing very well! “
“I was diagnosed 10 years ago when I had my 2nd lung collapse. Haven't had another one since. I use
oxygen at night, for air travel, and exertion. Have been on Rapamycin for 2 years and my PFTs are
fairly stable. I consider myself very lucky!!!”
“I was diagnosed 10 years ago. No oxygen– I go skiing, cycling and work full time and I enjoy my life.”
“I was diagnosed in 2001 when I was 24. The first thing the doctor told me was that I should live for no
more than 10 years...now I am 36....I’ve won several battles....and I'm sure I'll win the war!”
“Don't lose hope and don't believe everything you see, hear, or read diagnosis-wise.
Knowledge is power and you may not know your own strength just yet.”
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Single Cell RNA Sequencing Allows Comprehensive Study of the
Genetic Programs of All Cell Types in a Diseased Human Lung
BY FRANK MCCORMACK, MD, THE LAM FOUNDATION SCIENTIFIC DIRECTOR

Studying LAM biological behavior in the laboratory is difficult because the model-based approaches
that have been so vital to progress
in other diseases have simply not
been very good in LAM. There are
many reasons for the inadequacy of
LAM cell models, including that we
don’t know the origin of the LAM
cell, and that LAM cells grow slowly, change their signature functions with time in a dish, are often outcompeted
by other cells in culture, and do not survive well through
multiple passages. Immortalizing LAM cells with viruses
can keep them alive but alters them in unpredictable and
inauthentic ways. LAM animal models are also problematic; there is no known naturally occurring model of LAM
other than in humans, and because we don’t know where
LAM starts in the body, we don’t know what cell to target
with our genetic manipulations. Tumor xenograft models,
in which LAM cells are injected or implanted into mice,
are also suboptimal because they are typically done in
mice with compromised immune function (so they won’t
reject the tumors), colonize and metastasize to the lung
in an un-LAM-like manner, and induce reactions that are
not typical in humans. Because the LAM models we have
are imperfect, it has been difficult to be confident about
how findings made in them can be translated to humans.
Said another way, although we know a lot about the
genetic basis of LAM, the laboratory limitations above
have left us with a gap in our understanding of what
1.877.CURE.LAM

those mutations do to LAM cell functions. Enter single
cell RNA sequencing (scRNAseq), a technique that allows
us to comprehensively study the genetic programs of all
cell types in a diseased human lung. We are fortunate to
have a strong core facility that offers this sophisticated
technique in Cincinnati, through the efforts of Drs. Steve
Potter and Jeffrey Whitsett. The LAM Foundation has
provided funds to perform approximately 10-12 scRNAseq experiments in LAM, angiomyolipoma (AML) and
normal human tissue to map the ‘transcriptome’ of the
LAM cell; that is, to produce a catalog of their most
highly expressed genes. In this technique, tissues that
are harvested at lung transplant, biopsies or resections
are immediately placed on ice, rapidly dissociated into
single cells and labeled in a manner that allows them to
be easily identified. Using the 10x Chromium scRNAseq
method, about 2,000-4,000 genes in each of up to 10,000
of the dissociated cells are sequenced and identified.
The genetic profile of each cell sequenced is displayed
as a dot on a two-dimensional plot in which distances
between dots reflects differences between gene programs
(see figure).

The genetic profile of each cell sequenced is displayed as a dot on a
two-dimensional plot in which distances between dots reflects differences
between gene programs.
1
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Citations & Summary of LAM Clinical Practice Guidelines
McCormack FX, Gupta N, Finlay GR, et al. Am J Respir Crit Care Med.
2016;194(6):748-61.
•

For patients with LAM with abnormal/declining lung function, treatment with
sirolimus rather than observation is recommended.

•

For selected patients with LAM with problematic chylous effusions, treatment
with sirolimus before invasive management is suggested.

•

Doxycycline and hormonal therapy are not recommended as treatments for
LAM.

•

For patients whose CT scan shows cystic abnormalities characteristic of LAM
but have no confirmatory clinical or extrapulmonary radiologic features of
LAM, VEGF-D testing is recommended before consideration of proceeding to
diagnostic lung biopsy.

Gupta N, Finlay GA, Kotloff RM, et al. Am J Respir Crit Care Med.
2017;196(10):1337-1348.
•

For patients who have cystic changes on HRCT of the chest that are
characteristic of LAM, but have no additional confirmatory features of LAM
(i.e., clinical, radiologic, or serologic), using the HRCT features in isolation to
make a clinical diagnosis of LAM is NOT suggested.

•

When a definitive diagnosis is required in patients who have parenchymal
cysts on HRCT that are characteristic of LAM, but have no additional
confirmatory features of LAM (i.e., clinical, radiologic, or serologic), a
diagnostic approach that includes transbronchial lung biopsy before a surgical
lung biopsy is suggested.

•

Patients with LAM should be offered ipsilateral pleurodesis after their initial
pneumothorax rather than waiting for a recurrent pneumothorax before
intervening with a pleural symphysis procedure.

•

Previous unilateral or bilateral pleural procedures (i.e., pleurodesis or
pleurectomy) should NOT be considered a contraindication to lung
transplantation in patients with LAM.

Full Article in Packet
AMERICAN THORACIC SOCIETY
DOCUMENTS
Ofﬁcial American Thoracic Society/Japanese Respiratory Society
Clinical Practice Guidelines: Lymphangioleiomyomatosis Diagnosis
and Management
Francis X. McCormack, Nishant Gupta, Geraldine R. Finlay, Lisa R. Young, Angelo M. Taveira-DaSilva,
Connie G. Glasgow, Wendy K. Steagall, Simon R. Johnson, Steven A. Sahn, Jay H. Ryu, Charlie Strange,
Kuniaki Seyama, Eugene J. Sullivan, Robert M. Kotloff, Gregory P. Downey, Jeffrey T. Chapman, MeiLan K. Han,
Jeanine M. D’Armiento, Yoshikazu Inoue, Elizabeth P. Henske, John J. Bissler, Thomas V. Colby, Brent W. Kinder,
Kathryn A. Wikenheiser-Brokamp, Kevin K. Brown, Jean F. Cordier, Cristopher Meyer, Vincent Cottin, Jan L. Brozek,
Karen Smith, Kevin C. Wilson, and Joel Moss; on behalf of the ATS/JRS Committee on Lymphangioleiomyomatosis
THIS OFFICIAL CLINICAL PRACTICE GUIDELINE OF THE AMERICAN THORACIC SOCIETY (ATS) AND JAPANESE RESPIRATORY SOCIETY (JRS) WAS APPROVED BY THE ATS
BOARD OF DIRECTORS, MAY 2016, AND BY THE JRS, MAY 2016
THIS CLINICAL PRACTICE GUIDELINE WAS ENDORSED BY THE LYMPHANGIOLEIOMYOMATOSIS FOUNDATION, MAY 2016
ORCID ID: 0000-0001-7168-9464 (F.X.M.).

Background: Lymphangioleiomyomatosis (LAM) is a rare cystic

Results: After considering the panel’s conﬁdence in the estimated

lung disease that primarily affects women. The purpose of these
guidelines is to provide recommendations for the diagnosis and
treatment of LAM.

effects, the balance of desirable (i.e., beneﬁts) and undesirable (i.e., harms
and burdens) consequences of treatment, patient values and preferences,
cost, and feasibility, recommendations were formulated for or against
speciﬁc interventions. These included recommendations for sirolimus
treatment and vascular endothelial growth factor D testing and
recommendations against doxycycline and hormonal therapy.

Methods: Systematic reviews were performed to summarize
evidence pertinent to our questions. The evidence was summarized
and discussed by a multidisciplinary panel. Evidence-based
recommendations were then formulated, written, and graded using
the Grading of Recommendations, Assessment, Development, and
Evaluation approach.

Overview
This guideline synthesizes the evidence
for emerging advancements in
lymphangioleiomyomatosis (LAM) and
then uses that evidence to formulate
recommendations pertaining to the
diagnosis and treatment of patients with
LAM. The intent of the guideline is to
empower clinicians to apply the
recommendations in the context of the
values and preferences of individual
patients and to tailor their decisions to the

Conclusions: Evidence-based recommendations for the diagnosis
and treatment of patients with LAM are provided. Frequent
reassessment and updating will be needed.

clinical situation at hand. The guideline
panel’s recommendations (Table 1) are as
follows:
d

d

For patients with LAM with
abnormal/declining lung function, we
recommend treatment with sirolimus
rather than observation (strong
recommendation based on moderatequality evidence).
For selected patients with LAM with
problematic chylous effusions, we
suggest treatment with sirolimus before
invasive management (conditional

d

d

recommendation based on very
low-quality evidence).
We suggest NOT using doxycycline as
treatment for LAM (conditional
recommendation based on low-quality
evidence).
We suggest NOT using hormonal therapy
as treatment for LAM (conditional
recommendation based on very lowquality evidence). Hormonal therapies
include progestins, gonadotrophinreleasing hormone agonists, selective
estrogen receptor modulators like
tamoxifen, and oophorectomy.

Correspondence and requests for reprints should be addressed to Francis X. McCormack, M.D., Division of Pulmonary, Critical Care, and Sleep Medicine,
University of Cincinnati, 231 Albert Sabin Way, Cincinnati, OH 45267-0564. E-mail: frank.mccormack@uc.edu
Am J Respir Crit Care Med Vol 194, Iss 6, pp 748–761, Sep 15, 2016
Copyright © 2016 by the American Thoracic Society
DOI: 10.1164/rccm.201607-1384ST
Internet address: www.atsjournals.org
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American Journal of Respiratory and Critical Care Medicine Volume 194 Number 6 | September 15 2016
Reprinted with permission of the American Thoracic Society. Copyright © 2017 American Thoracic Society.
Cite: McCormack FX, Gupta N, et al/2016/Official American Thoracic Society/Japanese Respiratory Society Clinical Practice Guidelines: Lymphangioleiomyomatosis Diagnosis and Management /
Am J Respir Crit Care Med/Vol 194/pp 748-761.
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Clinical suspicion of LAM

HRCT chest with features
characteristic of LAM

Step-By-Step Algorithm
for Diagnosis of LAM
No

Consider alternative diagnosis

Yes
Detailed clinical evaluation confirms the
presence of TSC

Yes

Confirmed diagnosis of TSC-LAM

No
Obtain:
1. Serum VEGF-D
2. Non-contrast CT or MRI
abdomen/pelvis
3. Chylous fluid/node/mass aspiration
(if applicable)

Are any of the following present?
1. Serum VEGF-D greater than or
equal to 800pg/ml
2. Renal AMLs or
lymphangioleiomyomas
3. Positive cytology

Yes

Confirmed diagnosis of LAM

No
Is histopathological confirmation
desired/required?

No

Continue close monitoring with
serial PFTs every 3-4 months

Yes
Transbronchial lung biopsy with
characteristic features of LAM 8

Yes

Confirmed diagnosis of LAM

No
Surgical lung biopsy

Confirmed diagnosis of LAM

Emergency Medicine Quick Facts for
Lymphangioleiomyomatosis

info@thelamfoundation.org
www.thelamfoundation.org
(P): 513.777.6889
(F): 513.777.4109

http://www.thelamfoundation.org/
medical-providers/lam-er-quick-facts

Pulmonologist’s Name
_____________________________________________________
Pulmonologist’s Phone Number
_____________________________________________________
Lymphangioleiomyomatosis ICD 10 Code - J84.81
Tuberous Sclerosis Complex ICD 10 Code - Q85.1

Emergency Medical Quick Facts Card for LAM
The LAM Foundation is happy to provide you with a way to make sure that the doctors in the ER have
the information they need about LAM. Just ask them to scan the QR code on the front of the card
using their smart phone or tablet. The scan will take them directly to information, written by Dr. Frank
McCormack (our Scientific Director), that explains the disease and the best way to treat it.
Before using your card, be sure to write in the name of your pulmonologist or LAM Clinic Director on
the back. This will allow the ER staff to quickly contact someone that is more familiar with your
condition. The ICD-10 Code for LAM is also on the back to help with tracking your situation and for
billing purposes.
The card can be laminated or inserted into a luggage tag and then attached to a purse for easy
reference. This will protect the card for each time that you need to use it.
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Guidance for Healthcare Providers
To Help Identify LAM Patients
• Lymphangioleiomyomatosis (LAM) is a rare,
neoplastic disorder seen almost exclusively in
women of childbearing age, and is characterized
by progressive cystic lung destruction. Dyspnea on
exertion and fatigue are the most common symptoms
experienced by LAM patients. The disease course in
LAM can be accelerated by exogenous estrogen use
as well as pregnancy.1
• Cyst rupture, leading to the development
of spontaneous pneumothorax is a common
complication seen in patients with LAM. Over
half of LAM patients experience at least one
spontaneous pneumothorax, and 70% of those
patients experience recurrent pneumothoraces. 1
• Consider LAM in all women who experience a
spontaneous pneumothorax, especially women who
experience a spontaneous pneumothorax during
1.
2.
3.
4.

pregnancy or have a history of multiple spontaneous
pneumothoraces.2
• Approximately one-third of LAM patients also have
benign kidney tumors known as angiomyolipomas.
It is important to look for angiomyolipomas in
patients with suspected LAM as they can help in
non-invasive diagnostic confirmation, and may have
treatment implications.1,3
• High-resolution chest CT scan (HRCT) and serum
vascular endothelial growth factor-D (VEGF-D) levels
can aid in the non-invasive diagnostic confirmation
of LAM.3
• Treatment with sirolimus can stabilize lung
function and improve quality of life in patients with
LAM. Sirolimus is now FDA approved for treatment
of LAM in the United States.3,4

www.thelamfoundation.org/HCP

Gupta N, Finlay GA, Kotloff RM, et al. Am J Respir Crit Care Med. 2017;196(10):1337-1348.
Cohen MM, Freyer AM, Johnson SR. Respir Med. 2009 May;103(5):766-72.
McCormack FX, Gupta N, Finlay GR, et al. Am J Respir Crit Care Med. 2016;194(6):748-61.
McCormack FX, Inoue Y, Moss J, et al. N Engl J Med. 2011;364(17):1595-606.

Lymphangioleiomyomatosis
• ATS & JRS Clinical Practice Guidelines
• FDA Approved Treatment
• Global Clinic Network
• Free Online Certified CME/MOC
The LAM Foundation and
University of Cincinnati

FOR MORE INFORMATION VISIT:

www.thelamfoundation.org

4520 Cooper Road Suite 300 Cincinnati, OH 45242 | Phone: (513) 777- 6889 | Toll-free: (877) CURE - LAM

Health Care Provider Card for LAM
The LAM Foundation is happy to provide you with a way to make sure that all of your health care providers (doctors, physician assistants,
nurses, respiratory therapists) have the information they need about LAM so that they can give you the best possible care. Take this card
to your next doctor visit and share important information with your provider.
On the front of the information card, you should point out the four bulleted items when you talk to your provider. (1) There are two sets of
ATS & JTS Clinical Practice Guidelines that can be downloaded for free online and referenced. (2) The LAM Clinic Network has sites
located across the United States so that they can refer you for care and/or consult with your LAM Clinic doctor with any questions. (3)
Rapamycin or sirolimus is FDA approved for the treatment of LAM. (4) There are free virtual CME (Continuing Medical Education)
activities online that review the clinical care guidelines and how to more easily diagnose rare lung diseases.
On the back of the card, you can review the other important highlighted facts about the diagnosis and treatment of LAM as well as point
out the website where all of this information is available for FREE at www.thelamfoundation.org/HCP.
If you would like to view the CME program, you can find it in the LAM Foundation Video Library. Go to the website and search for Video
Library, then search for “Evidence Based Practice Guidelines”.
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START EARLY.
THE MILED TRIAL IS SEEKING ANSWERS
TO AN IMPORTANT CLINICAL QUESTION:
If we START low dose sirolimus EARLY, can we maintain normal lung function?

WE NEED 50 WOMEN WITH LAM TO POWER THIS STUDY.
Could this be you or someone you know?
• Do you have normal lung function (FEV1 >70%)?
• Are you currently not taking sirolimus or everolimus?
•

ARE YOU INTERESTED IN LEARNING MORE?
Contact Susan McMahan, LAM Research Program Manager,
University of Cincinnati College of Medicine with questions about the study
and how to get started: susan.mcmahan@uc.edu (513) 558-4376

MILED STUDY LOCATIONS
Brigham and Women’s – Boston, MA
Cleveland Clinic – Cleveland, OH
Emory University – Atlanta, GA
Loyola University – Chicago, IL
National Jewish Health – Denver, CO
Stanford University Medical Center – Palo Alto, CA
Swedish Medical Center – Seattle, WA
University of Cincinnati – Cincinnati, OH
University of Pennsylvania – Philadelphia, PA
Vanderbilt University – Nashville, TN
Washington University – St. Louis, MO

5: The LAM Foundation
PowerPoint Deck

NOTE: These are sample slides.
Slides will be updated regularly
and available for download at
https://www.thelamfoundation.org/
LAM360/LAM360-Discussions/
LAM-Liaison-Patient-Network.
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Mission

The LAM Foundation urgently seeks safe and
effective treatments, and ultimately a cure, for
lymphangioleiomyomatosis (LAM) through
advocacy and the funding of promising research.
We are dedicated to serving the scientific, medical
and patient communities by offering information,
resources and a worldwide network of hope and
support.

1995

2019

LAM Liaison Program in 2018…
36 Liaisons across the country hosted
24 LAM Educational Meetings in partnership with
17 LAM Clinics with an…
Educational reach to approximately 400 people!

US and Global Achievements
• US Patient Database of 2,500 patients; Estimated 4,500
patients in WLPC
• Nearly $27 million raised – $15 million distributed directly
to research; additional investments in patient education,
clinical trial support and awareness activities
• First FDA approved treatment for LAM – Rapamune
(sirolimus), May 2015; approved in 38 countries and widely
prescribed globally
• 60-member Global LAM Clinical & Research Network
– 34 US clinics; 27 Global clinics
• Passionate global network of LAM scientists

US and Global Achievements
• 23 LAM Research Conferences & LAMposiums
• 22-year LAM research protocol at NIH; Helen Green travel
fund supports women globally to participate
• The LAM Foundation recognized by NEJM and NIH as
“patient advocacy model to emulate”
• ERS, ATS/JRS treatment guidelines and virtual CME program
• 21-member Worldwide LAM Patient Coalition; World Wide
LAM Awareness Month (WWLAM)
• Patient Voice driving research and quality of life topics for
further research.

Patient and Family Resources
Patient Database/New Patient Support
Research Conferences & LAMposiums
LAM Liaison Network, Support Groups
Online Presence
 Website
 Wikipedia
 Social Media
 Publicity
 Currents e-Newsletter
• Print Publications
• Clinical Trial/Tissue Donation programs
•
•
•
•
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2019 TSC & LAM Conference Series
April 13
June 1
September 7
September 21
November 2

Boston
St. Louis
Chicago
Atlanta
Los Angeles

Research update, LAM track w three sessions, Clinic
Directors, McCormack, Gupta speakers

WWLAM

•
•
•
•

$15,000 RARE Patient Impact Innovation grant
Dan Dilling, MD, Medical Director and Sharlene Dunn, Coordinator
2017: Five LAM transplants, four successful fresh tissue harvests
2018 YTD: Eight LAM transplants, seven successful fresh tissue
harvests

The program has of three major components:
1. Education – About the transplant process and what to
expect along the way so they can make informed
decisions about choosing to have a lung transplant
2. Mentor Program – Women with LAM who are in the
process of being evaluated for transplant will be paired
with a post-transplant LAM patient who can help her
navigate the transplant process
3. Support Group – A support group will allow all women with
LAM during any stage of the transplant process an
opportunity to talk, share stories and support one another.

LAM Wiki Page

Research & Patient Conferences
17 International LAM Research Conferences &
LAMposiums
2014 LAM Biomarker Symposium
2016 Rare Lung Disease Conference & LAMposium
2017 International Research Conference on TSC and LAM
2017 Patient Benefit Conference
2018 Rare Lung Disease Conference & LAMposium
2020 LAM Research Conference and LAMposium

LAM Foundation Conference
5 Years of Innovation
2015

2016

LAMposium 2015
Chicago
Biomarker Summit 2014
Atlanta

2017

RLDC✪2016
Cincinnati

2018

2019

Patient Benefit
Los Angeles

TSC/LAM
Washington DC

2020

LAM & TSC
Regional Series

LAMposium 2020
th
RLDC✪2018 25 Anniversary
Cincinnati
Cincinnati

Scientific Leadership

Frank McCormack, MD
Scientific Director
The LAM Foundation

Nishant Gupta, MD
Medical Director
The LAM Clinic and Research Network

Fund & Support Promising Research
• Annual Grant Program & Research Funding
• Patient Benefit Grant Program
• Partnerships
• TS Alliance
• University of Pennsylvania
• Rare Lung Diseases Consortium
• LAM/TSC Research Network

TLF Cumulative Grants - with MDBR
$12,000,000

The scientific and clinical expertise that
now serves you is beyond priceless. If
you ran a company trying to solve TSC
and LAM, you could not duplicate the
caliber of this scientific community for
hundreds of millions of dollars.
~ Frank McCormack, MD

$10,000,000

$8,000,000

Additional Research Funding:
- Clinical Trials: $845,000
- Scientific Meetings: $1,320,000
- Research Projects and Support: $1,238,000
TOTAL RESEARCH INVESTMENT - $13,385,000

MDBR

LAM Grants
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Annual Grant Programs
• 34 member international Scientific Advisory Board
• Three grant categories:
 Pilot: $50,000 for one year
 Career Development: $60,000 for three years ($180,000)
 Established Investigator: $50,000 for three years ($150,000)

• Annual Grant Program - $350,000 - $500,000
• UPenn Million Dollar Bike Ride - $100,000
• Patient Benefit Grants

LAM Foundation
2018 Grant Program
• 2018 Grant Program Chair: Arnold Kristof, DMCM, FRCP
• Grant and Research Manager: Judy Sheridan
• 2018 Awards:
– William Stanford, Ottowa Hospital Research Institute, $50K
Pilot (Alternate: Victoria Stepanova, UPenn)
– Charilaos Fillipakis, Brigham & Women’s, $180K Career
Development (Alternate: Xaiolei Lui, University of Cincinnati)
– Anne Karina Perl & Yan Xu (Jointly Funded), Cincinnati
Children’s Hospital Medical Center, $200K Established
Investigator

Open Clinical Trials

Open Clinical Trials

First Time Patient Travel to NIH:
Helen Green Fund
•

•

Purpose
The Helen Green Research Travel Fund provides financial
assistance to women with LAM for the specific purpose of paying
for travel expenses related to their participation in LAM research
studies. The main goal is to provide funds to women traveling to
the National Institutes of Health(NIH) to participate in LAM
research.
Who is eligible?
Any woman with LAM who will be traveling to the NIH to
participate in their protocol for the first time is eligible to have her
travel expenses refunded through the Helen Green Research
Travel Fund (HGRTF).

Sharing of Clinical Expertise
• 34 US LAM Clinics
• 27 International Clinics
• What is a Clinic?
 Referral Center
 Clinic Trial Site
 Care Team
 Access to expert network
• Who is a Clinic?
 Directors
 Care Team
 Patient Support Network

60+ LAM Global Clinics

Australia
Brazil
Canada
China (4)
Croatia
France (3)
Germany (2)
Ireland

Italy
Japan (3)
Mexico
Poland
The Netherlands

Russia (2)
South Korea (2)
Spain
United Kingdom
United States (34)

Air We Breathe Campaign
•
•
•
•

ATS/JRS LAM Clinical Treatment Guidelines
Virtual CME Course on LAM
LAM Clinic Network
Outreach at 2019 Conferences:
– ACOG Nashville May 3-5
– AAEM Las Vegas March 9-13
– ATS Dallas May 18-22
– CHEST New Orleans Oct 19-23

Community Based Fundraising
$27 Million raised in 24 years
Breath of Hope Gala – largest fundraiser
90% in honor of a woman with LAM
Creative local events:
• 5K Walks
• 80’s Prom
• Beer and Wine Tastings
• Letter writing campaigns
• Seeking long term sustainable sources
• Power of $25 monthly sustaining gift
•
•
•
•

Average Gift: 2017
•
•
•
•

Total $ in FY18: $1,816,045
Average gift size overall: $488
Top 20 gifts removed: $298
Total # of gifts: 3,719

Meet Highest Standards

What Can I Do?
1. Refer LAM patients and families to The LAM
Foundation – REGISTER!
2. Share your story
3. Attend LAMposium or a regional meetings
4. Read LAM Foundation materials, blogs, newsletters
5. Learn about and participate in LAM Clinical Trials
6. Participate in WWLAM
7. Donate to The LAM Foundation or host a fundraiser

Top Measure of Success
To reach the day when the Foundation shifts focus
from finding a cure to insuring the medical
community is fully aware of that cure and all
effective treatment options. Women will be
diagnosed quickly and accurately, receive the
proper treatment, and move forward with a long
and productive life.
Teresa Stoker, LAM Patient
LAM Foundation Board Member

