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Greetings! by Anne Houseal, Chairman of the Board

Nevus Outreach is growing! Growing in awareness, growing in research
and growing in support. This has been a fabulous year! 

One of the most inspiring people we met during the first Nevus
Conference my family attended in 2004 was the iconic, Megan Fields. She
is a powerhouse of energy and a dynamic role model who helped blaze a
trail of confidence others now travel. Then in 2013 and 2014, Rick
Guidotti captured the spirit of those with CMN through his stunning
photography, educating the world on what we already know...those with
Congenital Melanocytic Nevus (CMN) are beautiful! This past year,
awareness of CMN reached national news with uplifting stories about a
professional dancer from Los Angeles, California, Cassandra Naud; a
jubilant teen, Ciera Swaringen from Rockwell, North Carolina; and a
strong and confident mother, Ferrin Francis from Baton Rouge, Louisiana.
These ladies offer hope, inspiration and demonstrate joy in their lives.

Research and finding a cure is the toughest aspect of our mission at Nevus
Outreach, but even here we have seen growth! To date, over 30 peer
reviewed medical papers acknowledging the contributions of Nevus
Outreach have been published. Most notably is the unprecedented work
and research performed at the Gavin Bailey Repository for Neural Crest
Disorders. This extraordinary work has produced an astonishing six papers
just in the past 18 months! That is HUGE! Continued discoveries such as
these may lead to more developed advancements in medical science and a
treatment or cure for NCM/CMN. 

On the fun side of life, Regional Nevus Gatherings are growing in number.
This past summer on our way to drop off our twin daughters at college,
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From Nevus Outreach Chief Executive Mark Beckwith
Season’s greetings to all people affected
by large congenital melanocytic nevi! As
we head into our 19th year, I am struck
by the realities, on many fronts, of what
we are accomplishing as a big family. My
goodness, our Facebook community
exceeded 2500 people this year. Our
registry exceeded 1200 people this year,
and those 1200 people are from 59
different countries. Our international
consortium (Naevus Global) delivered
professionally vetted information in ten
languages. Ten. Languages.

You can read elsewhere in this
newsletter about the huge success of

The Gavin Bailey Tissue Repository for Neural Crest Disorders, notably about
all the published articles that have become possible because so many people
have worked so hard to preserve the actual cells (in many cases, living cells) of
others who are affected by congenital nevi and neurocutaneous
melanocytosis.

That’s a mouthful. The point is, all the support, data and information
continues to flow at Nevus Outreach, almost like a landslide! It would not be
possible without the help of those who are actively dedicated to our mission
of providing education and support for those affected. I’m talking about the
researchers, donors and volunteers who get it done, and all the people in the
support network who are willing to share their experiences and knowledge
with others. Again this year, we have taken a little space in this holiday
newsletter to relay what people are saying about Nevus Outreach. I hope you
enjoy those comments.

I would like to give a super-special shout-out to our Board of Directors, who,
under Nevus-mom Anne Houseal's capable leadership, has grown to include
more (and more actively engaged) members than it ever has. I look forward to
another year of big dreams, including Version 2.0 of our Strategic Plan - to
fine-tune what we already do well so we can do it even better, and to consider
a broad range of new challenges building on the successes of the past five
years.

In other news, it’s almost time to sign up for the 2016 Nevus Outreach
International Conference and Family Reunion that will take place in
Schaumburg, Illinois, from Wednesday, June 29 through Saturday, July 2. There
are so many new things about this conference (in addition to all the great old
things too) that we are including a page in this newsletter to get you to start
thinking about attending it or otherwise supporting it.

Supporting it? The conference does not happen without a whole lot of people
who believe in our International Conference and Family Reunion pitching in,
be it time, talent or treasure. Our heartfelt thanks to all those who are doing
so – we hope to make Conference 2016 the best one ever!

It’s a time of year to reflect, and honestly, can I just thank you for giving me the
best job in the world? Thank you for making me the one whose voice gets to be
used for this so much of the time, in Washington, at meetings and

conferences where healthcare decisions are made,
especially rare disease meetings and conferences.
Thanks to you, this is all happening with nevus
advocacy present in the room. Nevus Advocacy that
is honed for the job and sometimes won’t take “no”
for an answer!

If we don’t do it, it won’t get done. Just a friendly
reminder.

It is my honor to serve all of you. Every single day I
am reminded that I am not fighting the fight alone;
that I represent a peaceful army of strong-willed
advocates: patients, family members and friends. 

I look forward to a 2016 full of new heights and
record success!

Mark Beckwith, Chief Executive
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At the International Conference on Rare Diseases in Mexico
City - Ségolène Aymé is an INSERM geneticist and founder
of Orphanet. She has devoted her distinguished career to

raising the tide for all people with orphan diseases.

At the National Institutes of Health in Washington - 
Alex Silver is the father of a child with Epidermolysis Bullosa
(EB), a disease even rarer than giant nevi. As CEO of the EB

Research Partnership, he is leveraging over 43 million
dollars he has raised for EB research. (And yes, I want to be

like him when I grow up).

Cross Pollination



One Hotdog at a Time
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Fundraising by Mike Loehr

I’m glad to share a few exciting updates with all of our nevus families and friends.
The Board of Directors of Nevus Outreach has been hard at work with Mark and
the entire staff not only focusing on the coming 2016 conference, but fostering
creative ideas on making Nevus Outreach poised for future success. During our fall
Board Retreat in Chicago, we were reminded just how impactful Nevus Outreach is,
when a new family was in Chicago with their child during a consultation with their
doctor. We invited them to our meeting to learn who we are and what we do.
Needless to say, it was a divine appointment and therapeutic for each of us as we
spent time together. 

Nevus Outreach has had a profound impact on each of us in so many different
ways (see all the comments from others in this newsletter!), and this continues to
increase as time goes on. We are working hard to expand who we are and what we
do and as you well know, we operate on a budget that consists of 100% donations
and grants. Fundraising can be a scary and intimidating topic, but is vital to the
future success of Nevus Outreach. With Mark’s leadership, we’ve been working
hard on fundraising concepts that will make it easy and effective for all of our
nevus family and friends to participate. The board will be trying out a couple of

new ideas for fundraising, and we look forward to
sharing our results at our conference as a way to
encourage each of you to join us in strengthening
Nevus Outreach financially. The bottom line, it’s
critical for us to grow our finances in order to
achieve our goals of meeting the needs of our
existing nevus families, while continuing to
discover & serve our new families. We look forward
to connecting with old & new friends at our new
location for the 2016 conference! 

Travis and Cassandra Bailey gave birth to their son Gavin in 2011. Gavin had not
only a sizable congenital melanocytic nevus (CMN), but also profoundly
symptomatic neurocutaneous melanocytosis (NCM). Shortly after his first birthday,
Gavin succumbed to his fight for life. Gavin’s family worked hard to bring about
the Gavin Bailey Tissue Repository for Neural Crest Disorders. Their dedication
was, and remains, unceasing.

The people of Nevus Outreach and Gavin’s family each pulled together $20,000.
That initial support then grew to $130,000 to get the tissue bank up and running,
thanks to the support of the Morgan Family Foundation.

When many others might have surrendered themselves to the hopelessness of
despair, Travis Bailey rallied his family, friends and small community of Craigsville,
West Virginia (population 2,213), to offer hot dogs for sale hot off the grill to the
people in his area. With the help and support of his local volunteer fire
department, local businesses and individuals, Travis and his crew raised that first
$20,000 literally one hot dog at a time.

After Gavin’s death, Travis and Cassandra made the greatest donation of all,
Gavin’s body itself, to help us improve our understanding of the rare and
confounding conditions that face people affected by CMN and NCM. Today, Travis
leads a Nevus Outreach team of dedicated parents who serve other families
finding themselves in the same position.  

Travis has since joined the Nevus Outreach Board of Directors. Some of the most
endearing moments at Board meetings happen now, when the Board is
considering all the money it will have to find in order to continue all the good work
their organization does, when Travis puts a hand to his forehead, shakes his head
slowly, and says quietly to anyone who will listen, “Man, that’s a lot of hot dogs…” 

It is a lot of hot dogs. Thank you Travis, Cassandra and the people of Craigsville,
West Virginia.

(L to R) Anne Houseal, Jack Laverty, 
Mark Forgione, Robin Forgione with Ivy, 

Mike Loehr, Mark Beckwith, Merilee Vance,
Robert Brown and Jon Gordon

Meeting new nevus friends in Chicago
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The Gavin Bailey Tissue Repository
This is a story about a bunch of people all working together to accomplish

something incredible. You’ve heard us talk for many years about how

important it would be to have a tissue bank. After years of tireless effort,

Drs. Miguel Reyes-Múgica MD and Cláudia M. Salgado MD PhD have built

The Gavin Bailey Tissue Repository at the University of Pittsburgh Medical

Center’s Children’s Hospital, with significant contributions from Travis and

Cassandra Bailey, Nevus Outreach, the Morgan Family Foundation, and Dr.

Bruce Bauer.

Certainly the most significant contribution comes from the hundreds of

patients and their families that have donated their cells to the tissue bank.

These donations of tissue are in the forms of parts of nevi excised during

surgery and biopsy, and skin that is adjacent but that does not have a

nevus. Also, in many cases there is blood, saliva and brain tissue from these

patients. In a few cases, there is tissue from other parts of the body as well.

All these contributions from all these people are nothing short of priceless.

“We have cell lines from 19 patients with central nervous system disease,”

Dr. Reyes told us when asked to describe the growing tissue bank. “We have

published six papers resulting from findings related to this tissue in the last

18 months, with more manuscripts that will be published soon.” At this

writing, The Gavin Bailey Tissue Repository for Neural Crest Disorders

contains over 500 individual tissue samples from 135 different patients,

from eight different participating centers in the USA and abroad.

In a touching description, Travis Bailey, the father of Gavin, after whom the

repository is named, tells his story: “Miguel and Cláudia spoke with us

months before Gavin’s death.” Gavin had been diagnosed with severe

symptomatic neurocutaneous melanocytosis (NCM), and had a poor

prognosis. Travis and his wife Cassandra decided to donate everything, with

only one restriction. “We asked Miguel and Cláudia not to cut Gavin’s hair.”

He adds, “At the time, we had no idea that no one had ever donated tissue

like this, and that Gavin was the first.

“They showed great respect for our son, and took the utmost care while

removing his affected tissues. Days later, at Gavin’s wake, there were no

signs that he had been touched, and no one had cut his hair.”

The story of how he raised the seed money for the tissue bank is printed on

page 3 of this newsletter. Ultimately, Travis raised over $20,000 to support

the new tissue bank. This was matched by Nevus Outreach thanks to

donors who understood the value of supporting this kind of endeavor. Now

at $40,000, financial support of the tissue bank has grown to $130,000

thanks to the support of the Morgan Family Foundation. This has made it

possible for the Northshore University Healthcare System, which facilitates

the work of surgeon Bruce Bauer MD, to contribute the lion’s share of the

biospecimens contained in the repository so far.

Dr. Reyes is quick to remind us that all this success does not come without

cost. “Our work is going full speed and now we really need support. There is

Related Articles 
published in the last 18 months

Skin of patients with large/giant
congenital melanocytic nevi shows
increased mast cells Pediatric
Developmental Pathology May-June 2014

Neurocutaneous melanosis is associated
with tethered spinal cord Child's
Nervous System January 2015

BRAF mutations are also associated with
neurocutaneous melanocytosis and
large/giant congenital melanocytic
nevi Pediatric Developmental Pathology
Jan-Feb 2015

Nevospheres from neurocutaneous
melanocytosis cells show reduced
viability when treated with specific
inhibitors of NRAS signaling pathway
Neuro-Oncology September 2015

Amplification of mutated NRAS leading to
congenital melanoma in
neurocutaneous melanocytosis
Melanoma Research October 2015

Insulin like Growth Factor 1-receptor
signaling via Akt: a general
therapeutic target in Neurocutaneous
Melanocytosis? Neuro-Oncology
(at press)

At the new tissue bank:
(L to R) Cláudia Salgado, Taylor Scott, Tanya Kennedy, 

Travis Bailey, Paul Coleman, and Dipanjan Basu
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a staff of scientists and technicians at the tissue bank who carefully

maintain the specimens, cultivate the cells, and carry out the research.”

“Everyone who has supported Nevus Outreach should be proud of this

accomplishment,” Mark Beckwith, Chief Executive of Nevus Outreach,

smiles. “ But we can’t sit on our laurels. There is work still to be done.” The

tissue bank has resulted in a number of scientific discoveries and

developments (see sidebar on page 4). 

“I tell my story,” Travis Bailey reflects, “because I feel that if someone would

make another donation such as Gavin’s, it would not only help the tissue

bank but also the advancement of medical science toward a treatment or

cure for our disease.”

WINTER 2015

Greetings! Continued from page 1

we attended a Regional Nevus Gathering in Omaha, Nebraska. How fun to
reconnect with those we knew while meeting and being inspired by new
members and their families. Driven by that gathering, once back in Alaska we
reached out via Facebook for any Alaskans with CMN. We were pleasantly
surprised when Jeanette responded to our search telling us of her daughter,
Lindsey. Their family has lived here in Alaska for six years but only found
Nevus Outreach in the last 8 months. So let me encourage you - keep
reaching out and setting up Regional Gatherings; simple or grand, you are
bound to expand your nevus family.

Lastly, thank you for your support of each other. It is our hallmark. Social
media has grown our Nevus family such that our informal Facebook group
now boasts over 2,500 members and we are connecting more and more with
people around the world. You encourage and strengthen each other. You
harness the wisdom of our more experienced members to educate those
seeking answers. You comfort new parents and grandparents and offer
shining advice through a sea of issues: insurance, doctors, school concerns,
at home care, and emotional issues are just a few areas to mention. Your
coaching and encouragement make it easier for those with questions. You
take the worry out of life and replace it with compassion and support. We
hear good news stories in other countries, like India, starting up their own
support groups or Facebook pages. We hear touching stories of those who
recently came to us as frightened new parents and now they offer sage
advice to even newer parents. I am overjoyed to witness the warmth, care,
and compassion you offer to each other. Nobody welcomes and supports
overwhelmed families better. Nobody. You are fabulous...all 2500+ of you.

As this year draws to a close, we reflect gratefully on our growth as an
organization, our successes with research, our support for each other and
the joy, caring and compassion with which we accomplish it. To our donors,
thank you! Your continued financial support of Nevus Outreach makes a
difference in the lives of so many.

Here’s hoping we meet at Conference 2016! I am honored to serve.

From The Last Frontier,

Anne

Drs Miguel Reyes-Múgica and Cláudia Salgado built
The Gavin Bailey Tissue Repository at the University of

Pittsburgh Medical Center.

Last Frontier Nevus Gathering: 
(L to R) Lindsey, Angela, and Lucas

Omaha Gathering: 
(L to R) Rita, Jack, Angela, Nate, and Dillon

5



Speakers
Karen Mallin, Psychology

Harper Price, Medicine

Bruce Bauer, Therapies

Miguel Reyes, Research

Each of these leaders will have a team of
presenters working with them.
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Conference Talk by Taylor Scott

As 2015 draws to an end, we start looking to 2016 which means the Nevus

Outreach office is gearing up for another unprecedented Nevus Outreach

Conference, in 2016. After years of fielding comments about the Dallas heat

and being on top of July 4th, we listened! This conference will take place just

outside of Chicago, Il., in Schaumberg, from June 29th to July 2nd. We

couldn’t be more excited for this conference, and we hope to see you there!

For this conference we wanted to bring you more ways to save on sign-up,

so we are adding two exciting new ways to save on your conference sign-up

on top of the traditional grassroots fundraisers! We are always striving to

thank our donors in new ways, so for the 2016 conference we are adding

discounts for Outreach Angels on their conference sign-ups. Discounts will

be based on OA status the day of conference sign-up and only available

during early and normal sign-up periods. This means you still have time to

become an Outreach Angel, if you are not already one. For Angles who give

up to $50 per month, you can look forward to a 15% discount on your sign-

up! For Outreach Angels who give more than $50 per month, you will receive

a 25% discount on sign-up! And even more, these discounts are

transferable! Just contact the office, and we will take care of you. For more

information, visit nevus.org.

The grassroots fundraisers are also a great way to engage your community

and raise awareness for Nevus Outreach! For this upcoming conference you

can use grassroots fundraisers to earn a FREE conference sign-up. If you

raise $500, you get a free kids’ sign-up, and if you raise $1000, Nevus

Outreach will give you a free adult sign-up. We are hoping that with these

two discount mechanisms that we have made the conference more

accessible than ever before!

In 2016 you can expect the same great family experience you have come to

expect from a Nevus Outreach conference. We are looking at some great

kids and teens activities for 2016, as well as providing professional in-house

daycare. For the adults, we will have traditional educational sessions, which

are great for a first time attendee. If you have attended more than one

conference, we will have some new sessions directed toward you! Moms and

dads can also look forward to the legendary Mom’s and Dad’s sessions,

which create great friendships and are wonderful networking opportunities.

With these offerings, we are building a similar experience to what you have

become used to, and adding new things to keep you growing!

Sessions
Nevus 101 Medicine & Psychology

The course for the newest people to
help get up to speed

The Latest In...
An “everything” overview - medicine,
psychology, removal, research

Therapeutics
What to do about it

Research
What we’re doing and why it matters

2016 Nevus Conference
Join us June 29 - July 2, 2016 in Schaumberg, IL
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Thanks to our Angels

Lori Anderson
Travis and Cassandra Bailey
Mark Beckwith and Kathy Stewart
Michelle Bellavigna
Kent and Julie Blount
Wiatt Bowers
Joyce Briseno
Robert and Molly Brown
Carrie and Shannon Burns
The Burns Household
Robin Cowper-Casal and 

Antonio Casal
Suzan Cerqua
Cole and Kate Chalk
Teresa and Dave Cody
Jenna Connors
Marianne Coombes
Garen Corbett
Gerald and Joanne Cunningham
Sarah and Kevin Cunningham
Geraldine Dare

Stephanie and Matt Delaney
Jeffrey and Sage Dix
Karen and Joe Dix
Jason and Tracy Downey
Norwood and Nina Dunham
Susan Edelstein
Joyce Fardoux
Megan Fields
Lauren and Clay Fostel
Catherine Freeman
Sarah Gibbs
Judith Goldberg
Mark Golden
Alison Gopnik
Melissa and Fritz Green
Kelly and Jeff Hoffman
Paul Houser and Anne Houseal
Kim and Jeff Hoogendoorn
Allison Jensen
Seema and Nalin Joshi
Karen and Norm Kane

Kurt and Lu Karr
Mrs. Yoko Kelly
Ronnie Khuri
Jennifer & Brian King
Michael and Wendy Kushner
Cari and Justin LaGrow
D. Glyn and Kathie Lake
Katie Lay
RG and Amy Layland
Kimberley and Neal Leitner
Kay Lincoln
Vincent and Christine Liu
Mike and Betsy Loehr
Ida Lopez
Beth and Christopher LoPresti
Angela Lowe
Phil and Amber Madow
Jaclyn and Joshua Mandel
Maggie and Jeff Mangold
Larry Marchel
Jennifer Martin

Jane and Rodger Monson
Julia and Jim Morris
Lynn Montgomery
Craig and Lori Murray
Thomas and Carol Murray
Lisa and Shane O'Bryan
Tara and David Osborne
Kristal and James Palassis
Rita Pink
Mundy and Kenny Price
Zach Prichard
Patsy and Jerry Pruiett
Marjorie and Thomas Reichard
Dr. Miguel Reyes-Múgica, M.D.
Billie and Tom Roane
Keith and Birute Rosequist
Dr. Cláudia Salgado
Mark Sanchez and Andrea

Berkley-Sanchez
Roland and Dyanne Savage
Lauri Schlekeway

Jennifer Schwartz
Taylor Scott
Elsa Seifert
Barbara G. Smith
Robin and Michael Snider
Danielle and George Stamatiou
Molly Lynch St John and 

Brian St. John
Kent Stroman
Merilee and Dustin Vance
Heidi and Gary Van Deutsch
Michelle Vang
Alberto Vidaurre
Juliana and Matt West
William Whetstone
Jud Young
Lauren Young
Melinda Young
Karen and Brett Zimmer
Darlene Zumo

Outreach Angels give automatic recurring gifts to Nevus Outreach and provide valuable funding for everything from phone bills to medical
research. Their incremental donations transfer across automatically, quietly ensuring we will make a bigger and bigger difference in the lives of
people affected by large nevi.

If you are thinking about supporting Nevus Outreach with your hard
earned dollars, perhaps just under the surface you might ask, “How do
I know they won’t take my money and run?” or, “How do I know what
they do with my money?”

The answer is simple – Besides our track record of all the great work
we have done since 1997 – nearly 20 years - Nevus Outreach was
granted official status as a non-profit organization by the US
government in 1997. This achievement, that ubiquitous “501(c)(3)

status” you hear so much about, is a grueling process.  One of the
things we have to do to maintain our standing with the Federal
government is file an IRS return every year.  For our kind of
organization it’s called a Form 990.  Our Form 990 is then made
available to the public as a matter of record.  For instance, you can
find it on our web site at www.nevus.org, or other places like
GuideStar.  The Form 990 tells you in great detail how much money we
received, how much we spent, and what we did with it.
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600 SE Delaware, Suite 200, Bartlesville, OK 74003

Nevus merchandise is now
available for purchase at

nevus.org!

www.Nevus.org
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Nevus Outreach Inc
November 18 at 1:10pm

Hi nevus family! As we head into the holiday season, will you take a moment to comment on how Nevus Outreach has helped you? Thanks!

 Dee I don't think I could ever express how grateful I am for Nevus Outreach. There were so many moments this new family helped me find my breath again,
comforted us, educated us, and most importantly introduced us to so many wonderful people.
Like • Reply • Message • November 18 at 1:12pm

Lisa Meeting fabulous families who are on the same journey!
Like • Reply • Message • November 18 at 1:15pm

Bianca Guidance and lots of support also i have met very nice people on here
Like • Reply • Message • November 18 at 1:20pm

Shazia Nevus family has continued to provide words of Encouragement during the most trying of times; Resources when MD and Derms looked squared eye
with wonder and amazement; being able to ask questions and share concerns in a Safe Community
Like • Reply • Message • November 18 at 1:23pm

Lynn First time I had ever met another family or talked with someone that had dealt with what I had been thru with my daughter and she was 26 at the time.
It is a long time to go feeling so alone. I was so grateful to all the kind people I met in Dallas thank you! This is an amazing group and I am so glad to be part
of it!
Like • Reply • Message • November 18 at 1:33pm

Danielle 10 years ago, Nevus Outreach was the light at the end of a very dark tunnel....the knowledge, love and support of this remarkable family has been
absolutely fundamental in our family's journey....thank you, Nevus Outreach....thank you!!!
Like • Reply • Message • November 18 at 1:47pm

Anna I've just joined and I have learned so much already. I am so thankful for all of you.
Like • Reply • Message • November 18 at 2:12pm

Anne So great to connect!
Like • Reply • Message • November 18 at 2:33pm

250 people like this     2 shares
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