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FOCUS ON GROWING TOGETHER FOR THE
2021 ULF VIRTUAL FAMILY CONFERENCE growing

T

he ULF Family Conference is an opportunity for families affected by
leukodystrophies to connect with medical professionals from all over the world
to learn and have their questions answered. Even though we are hosting virtually again
this year, it’s still a time when the leukodystrophy community can come together and
remind us all that we are not alone. We can still grow despite the physical distance
between us!

together

This year’s two-day meeting will be held on Friday, June 25 and Saturday, June 26 from 9:00 a.m.
to 6:30 p.m. Central Time. We are thrilled to be collaborating with Cure MLD, the Calliope Joy
Foundation, KrabbeConnect, and the VWM Consortium to present half-day blocks dedicated
to MLD, Krabbe, and VWM content. Check out the agendas in this newsletter for more info!
Type-specific and general interest sessions that are applicable to all leukodystrophies will be
offered through 60-minute long Zoom webinars. The end of the sessions will allow questions
and discussion between the speakers and the audience. All are welcome to attend as many
sessions as they please – but don’t worry if you cannot attend live! Sessions will be recorded and
posted to the ULF Office YouTube channel for viewing in early July.
Registration is required, but free. Donations are always appreciated! To view the agendas and
register for the Conference, visit ulf.org/conference! ◆
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Scientific
Symposium
The Scientific Symposium
is back for 2021! Thursday,
June 24. Industry and medical
professionals are welcome
to attend the all-day virtual
meeting to discuss the latest in
leukodystrophy research.
View the agenda and register
here: ulf.org/symposium
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A LETTER FROM THE PRESIDENT
Dear Friends and Supporters of the United Leukodystrophy Foundation,
What a crazy time of year. We have so much happening, and I hope I have enough room
to write the article. Spring is here, which brings out many new things to brighten your
days. The ULF’s first brightening moment is the announcement of a new member of our
staff: Christopher Rice as our new Executive Director. Chris has many years of experience
in executive director roles and will be a great addition to our staff. This step forward will
allow us to do more for all of our families to help meet your needs. He is looking forward to
meeting you over the next few months. Read more about Chris in this newsletter.
One of the benefits of bringing Chris onboard is that we will be able to expand our vision that will benefit all our
families. We have several programs that we have designed and now we will have the bandwidth to drive them
forward. Please keep an eye out as we begin to develop them in the coming months. Many of them will need people
like you to volunteer and help us make them successful. Everything we do, we do for you. One of these days we will
be able to say we found a therapy or a cure. Together we can do this.
We are getting ready to host our Annual Scientific and Family Conference again this year. Unfortunately, we have to
be virtual again. We love to be in-person and are planning on being in-person next year. Be sure to save June 25th
and 26th for the Family portion of our conference this year. Registration began on May 10th, and we look forward to
having all of you attend virtually. We feel we have a good variety of topics for you to be a part of and hopefully you
will be able to learn a lot from our presenters. Here is my virtual HUG to all of you, and I look forward to the day that
we don’t have to give virtual hugs.
As you know, we always need your support to do the work we do for you. We have many options for you and are
happy to discuss long-term planning as well as other opportunities for you to support the ULF. I am very thankful for
all of you and the support you give to us to meet the mission of the ULF. We will keep fighting for you and find ways
to make your voice heard.
As I close, we remember those families that have lost loved ones to leukodystrophy. We especially think of those
that have lost loved ones to COVID-19. They are like us in that they did not have a choice with a disease they had
no control or knowledge of, and there was nothing that could help them. Our thoughts and prayers go out to all that
have suffered loss.
All of our love goes out to all of you that support the United Leukodystrophy Foundation. ◆

ROBERT RAUNER
ULF Board President
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It’s an honor to join the staff of the United Leukodystrophy Foundation. I look
forward to working with you to move the foundation forward in research and
service to families. I have a significant learning curve ahead of me, and I’ll need
input from a range of ULF supporters to better understand the expectations
and challenges people have.

HELLO!
FROM THE NEW
EXECUTIVE DIRECTOR

I’m here to listen to and collaborate with everyone who wants to make the ULF
more effective. Please share with me your ideas and concerns. Talk to me so
that I understand what the Foundation is doing right and what it should aspire
to. Tell me how you want to help and who else we should be talking to.
The ULF Board has an ambitious strategic plan, and it has demonstrated a
readiness to adjust it to face a rapidly changing world. With your help, we will
keep making progress and growing the vision for the ULF.
I come to the ULF with more than 30 years of experience working with a
variety of nonprofits. My first nonprofit job was at Kiwanis International,
where I developed service programs, training activities, and collaborations. Kiwanis is an association of local service
clubs around the world that develop projects to help people in their communities, with a focus on children and youth.
I worked with volunteers at the local, national, and international levels and developed relationships for Kiwanis with
nonprofits, companies, and government agencies, all aimed at helping Kiwanis clubs develop effective service projects
and collaborate with key experts.
I then served as executive director of the United Mitochondrial Disease Foundation (UMDF), an organization that
raised funds for medical research and provided support to families affected by mitochondrial diseases. During my
tenure, we increased fundraising and organized a system for developing family support groups. Fundraising activity
included an annual campaign, donor solicitation, grant writing, and fundraising events.
My next position was executive vice president of the National Exchange Club (NEC), a national service club
organization which, like Kiwanis, serves people in local communities. During my tenure, we developed metrics to
evaluate club health and member involvement to focus resources where they could have the greatest impact.
For the last 12 years, I worked for the California Disability Services Association (CDSA) as the executive director.
CDSA is a trade association for organizations that provide services to people with developmental disabilities. We
provided advocacy, training, and communications to promote state support of developmental disability services.
Under my leadership, we increased membership, strengthened our relationships with other associations, found
new sources of non-dues income, and raised funds for special projects. Most importantly, we developed a more
collaborative relationship with state policymakers and increased state funding for developmental services.
I chose a career of service to people and communities, and it will be rewarding to support the mission of the United
Leukodystrophy Foundation. I believe I can help the ULF Board achieve its vision, and I look forward to supporting
the small but talented staff. ◆

CHRISTOPHER J. RICE
ULF Executive Director
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SESSION HIGHLIGHT

PATIENT-FOCUSED DRUG DEVELOPMENT 101
Friday, June 25 at 5:30 p.m. Central
What is Patient-Focused Drug Development (PFDD)?

T

he Food and Drug Administration uses PFDD meetings to gain insights about the patients’
perspective as it relates to treatments for their specific diseases. These meetings can influence
the FDA in a number of ways, including approval of newly developed treatment options and
exploration of additional uses for existing treatments.
PFDD meetings are the FDA’s opportunity to compare the patient experience to the outcomes that
product companies are presenting for review. These meetings are hugely important for patients with
rare diseases, who have few treatments options and often cannot waste time on treatments that are
not beneficial to their immediate concerns. Having the patient perspective voiced directly to the
FDA can guide the organization on the issues that are most important to the people that the products
would be offered to.
So far, the MLD and Krabbe communities have sponsored PFDD meetings with the FDA.
Through these meetings, the FDA has a better understanding of experiences, needs, expectations,
and preferences of the patient families who are affected by these leukodystrophies. PFDD 101 is
being offered at this year’s ULF Virtual Family Conference to educate our larger leukodystrophy
community on the importance of these meetings and how patient families can be involved in the
future.
Register for the Conference at ulf.org/conference today! ◆
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www.curemld.com

The work we did our first year
FR OM 20 1 9 T O 2 02 0 , WE . ..
provided over 60 care packages with medical resource
guides, children’s books to explain gene therapy and
leukodystrophy, t-shirts, blankets, gift cards, and
information referrals to medical teams and clinical
trials.
Withprovided
the United
Leukodystrophy Foundation
$18,000 in travel grants to assist families (with
14 children and one adult impacted by MLD) receiving
treatment in the US and abroad

THE JOY OF POOP

MLD GLOBAL VOICES

Dr. Sonal Patel & Dr. Annique Hogan

Les Martin, Georgina Morton,L April
Robson,
I N A SE
RENO, MOTH E R
OF SAL
VATMain
ORE A N D
Kendra Riley, George Drinkwater
& Erin
GI OVA N N I

MLD HOME STUDY &
CLINICAL TRIALS

Dr. Paul Orchard & Pamela Gavin

FAMILY SESSION

Family Support Coach, Al Freedman

https://ldnbs.org

JUNE 25, 2021
NETWORKING SESSION

LDNBS ACTION NETWORK
In partnership with the ULF, the Leukodystrophy
Newborn Screening (LDNBS) Action Network is
excited to host a virtual networking session with
newborn screening advocates! Be sure to follow
us online for more information about our
upcoming NBS Bootcamp this Fall.
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“You will be
an advocate
for your
child(ren) and
be their
voice.”

LDNBS.ORG

#CUREKRABBE

ANNUAL FAMILY
MEETING
Every day, with our vision,
KrabbeConnect works to
support the families,
caregivers, and most
importantly, the patients
affected by Krabbe disease, by
bridging the gap between
science and patient knowledge.

Date: Sat, June 26th, 2021
Start Time: 9:00 am CDT
End Time: 1:30 CDT

This meeting is free to
attend!
Join us for the 1st annual
#curekrabbe family meeting, held as
a breakout segment, in conjunction
with The United Leukodystrophy
Family Conference. Our agenda will
be sculpted to include topics that
directly affect families impacted by
Krabbe disease.
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224 North Second Street, Suite 2
DeKalb, IL 60115 | www.ulf.org

2021
CONFERENCE
T-SHIRT
MORE COLORS AND STYLES AVAILABLE!

O

rder your 2021 ULF Conference T-Shirt! This year we focus on Growing
Together – we may be physically apart, but we can still gather and learn as a
community through the Virtual Conference. ◆
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VISIT ULF.ORG/CONFERENCE TO ORDER
YOUR SHIRT BEFORE JUNE 9TH!

