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HUNTER KELLY
Because of Hunter

Our l ives are forever changed.
His bravery taught  us to be bold.

His courage made us st rong.
His humi l i ty  inspired us.

His love changed us.
And because of  God's amazing grace,

our love endures forever.

Jill Kelly
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Hunter ’s  Hope was establ ished in 1997 by
Pro Footbal l  Hal l  of  Fame Member and former

Buffa lo Bi l ls  Quarterback,  J im Kel ly  and his
wi fe J i l l ,  a f ter  thei r  in fant  son,  

Hunter  (2/14/97—8/5/05) was diagnosed wi th
Krabbe Leukodystrophy,  an inher i ted fata l
nervous system disease.  When the Kel lys
welcomed their  only son,  Hunter ,  in to the

wor ld on February 14,  1997— Valent ine’s Day
and J im’s b i r thday— they knew he was
dest ined for  something extraordinary.

God and prayer are at  the core of  who we are
and what we do.  

You can learn more about  prayer here .01

https://www.huntershope.org/hope-life/prayer/


Hunter ’s  Hope Foundat ion was establ ished to
address the acute need for  informat ion and

research wi th respect  to Krabbe Disease and
related Leukodystrophies.  In addi t ion,  our

mission is  to st r ive to support  and encourage
those af f l ic ted and their  fami l ies as they

struggle to endure,  adjust ,  and cope wi th the
demands of  these fata l  i l lnesses.

 
Accordingly,  our mission is  four- fo ld:

•  To broaden publ ic  awareness of  Krabbe
Disease and other Leukodystrophies thus

increasing the probabi l i ty  of  ear ly  detect ion
and t reatment.

•  To gather and provide current  funct ional
informat ion and serv ice l inkages to fami l ies

of  chi ldren wi th Leukodystrophies.
•  To support  research ef for ts that  wi l l  ident i fy
new treatments,  therapies,  and ul t imately,  a

cure for  Krabbe Disease and other
Leukodystrophies.

•  To establ ish an al l iance of  hope that  wi l l
nour ish,  af f i rm, and confront  the urgent  need
for  medical ,  f inancia l ,  and emot ional  support

of  fami ly  members and those af f l ic ted wi th
Leukodystrophies.

Among the essent ia l  goals,  founders J im and
Ji l l  Kel ly  seek to inspire an appreciat ion of

a l l  chi ldren and express a thankful  heart
towards God for  these precious gi f ts  of  l i fe .
These bedrock values are categor ical ly  and

vig i lant ly  expressed throughout a l l  of  the
Foundat ion’s programs and act iv i t ies.
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The message of  the Hunter ’s  Hope
logo is  at  the core of  the

Foundat ion 's mission and al l  we do.

I t  is  green represent ing Hope.  
I t  is  a candle f lame in a heart ,

meaning the l ight  of  Chr ist
 in  our hearts.  

“For God, who said,  ‘Let  l ight  shine
out  of  darkness, ’  made His l ight

shine in our hearts to g ive us the
l ight  of  the knowledge of  the glory of

God in the face of  Chr ist . ”   

2 Cor inth ians 4:6
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Facebook

Instagram
@huntershopefdn

Twit ter  (X)
@HuntersHopeFDN

www.huntershope.org

04
FO

LLO
W

 U
S

https://www.facebook.com/HuntersHope
https://www.instagram.com/huntershopefdn/
https://twitter.com/HuntersHopeFDN
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We are deeply gratefu l  to our fami l ies,
supporters,  sponsors,  donors,  and volunteers

for  standing wi th us in th is  f ight .  
Your unwaver ing commitment empowers us

to cont inue provid ing cr i t ica l  support  to
hundreds of  fami l ies af fected by

Leukodystrophy.

Equal ly ,  we owe a debt  of  grat i tude to the
researchers,  medical  professionals,  newborn
screening experts,  and industry partners who
don’ t  just  ta lk  about  change,  but  are act ively
working on the f ront  l ines to d iagnose,  t reat ,

and ul t imately f ind a cure for  Krabbe and
other Leukodystrophies.  Their  re lent less

dedicat ion is  the force that  dr ives progress.

Thank you for  being the di f ference maker
today—for the indiv iduals who are f ight ing

for  thei r  futures.  Together,  we’re not  wai t ing
for  change;  we’re making i t  happen.

05

THANK YOU!



The Immeasurably More
Podcast  

Gi f ts  of  Love

Purpose Bear

Fami ly Programs

Newborn 
Screening (NBS)

Leukodystrophy
Care Network (LCN)
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Welcome to the " Immeasurably More" podcast ,
where fa i th and hope meet heartbreak and

suf fer ing in an upl i f t ing journey of
encouragement and perseverance.  Join Er in

and her mom, J i l l  as they delve into real
stor ies and l i fe-changing t ruths that  remind us
of  the boundless love we can exper ience when
we anchor our l ives in who God is  and who He

created us to be.

From personal  test imonies to thought-
provoking and somet imes chal lenging

discussions wi th specia l  guests,  each episode
of fers encouragement and a reminder of  the

immeasurably MORE that  God has planned for
our l ives…a MORE that  u l t imately t ranscends

the chal lenges we face in l i fe .
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Erin is  our podcast  host .  
She is  the oldest  daughter  of

J im and J i l l  Kel ly .  Er in at tended
Liberty Univers i ty ,  where she
earned a Bachelor  degree in
Digi ta l  Media and Strategic
Communicat ions.  Whi le at

L iberty Er in met her husband,
Parker Bean.  The two got

marr ied in 2018 and recent ly
moved back to Buf fa lo.

J i l l  Kel ly  is  Er in ’s  co-host .  Each
week they have real ,  honest ,

open conversat ions about  l i fe ,
fa i th,  fami ly ,  hope,  mental
heal th,  and so much more!

We trust  that  God can and wi l l  do
immeasurably more than al l  we

could ever ask or  imagine
(Ephesians 3:20).  Our hope and

prayer is  that  as you l is ten to
these episodes God would do just

that… immeasurably more!

08

PODCAST HOSTS



Erin and J i l l  are passionate about  ta lk ing about  mental  heal th and
shar ing their  own personal  s tor ies.  They’ve found that  these

conversat ions real ly  resonate wi th our l is teners.  Dur ing Mental
Heal th Awareness Month,  Er in and J i l l  shared their  s tor ies as wel l

as what God has walked them through and what they’ve learned
along the way.

Here are the Mental  Heal th episodes shared th is year:

Recap  o f  E r in  &  J i l l ’ s  Men ta l  Hea l th  S to r ies  &  Ev idence  o f  Hea l ing
How to  He lp  Someone  w i th  Depress ion  &  Anx ie ty

C l imb ing  ou t  o f  the  Dep ths  o f  Depress ion  &  Anx ie ty
How to  Overcome the  Fear  o f  Fa l l i ng  Back  in to  

Depress ion  &  Anx ie ty
Your  S to ry  I sn ’ t  Over

H igh l igh ts  &  Takeaways  f rom Menta l  Hea l th  Awareness  Month
Keep  Go ing  Par t  1  &  Par t  2

Wor ld  Men ta l  Hea l th  Day  2024
How do  you  cope  w i th  anx ie ty?

09 MENTAL HEALTH



YOU & YOUR STORIES MATTER

At th is year ’s  Symposium we had the opportuni ty  to
ta lk to some of  our amazing mom’s and s ib l ings!  
We ta lk about  l i fe ,  fa i th,  pain,  prayer,  and more.
We are so thankful  for  our fami l ies wi l l ingness to
share their  s tor ies and the hope that  they have!

YOUR STORY
MATTERS!

MOM’S & SIBLINGS
EPISODES 10
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“ I  love l is tening to these podcasts.  Er in and J i l l ,  you have
def in i te ly  helped me in my walk wi th Jesus.  Your honesty
and just  t rue understanding and compassion for  others is

so inspir ing.  Thank you for  what  you do!”  -  Nannie

“My son deals wi th severe socia l  anxiety.  He always
thought  no one could know what he was feel ing or

exper iencing.  Af ter  l is tening to Er in descr ibe how she fe l t
on one of  the podcasts,  I  had him l is ten to i t .  He had

tears in h is eyes saying,  “Wow, she is  descr ib ing exact ly
what I ’m feel ing.  I ’m not  a lone.”  Thank you so much for

shar ing,  you have no idea how much i t  helps.”  -  Sue

“Your mission is  help ing thousands.”  -  Lynnet te

“Thank you so much for  tak ing the t ime to a l low us to see
freedom and joy in suf fer ing.  Thank you Jesus!”  -  Aunt ie

“ I  just  wanted to let  you and your beaut i fu l  mother know
that  because of  your podcast  and such godly l ives,  I  can

100% say I  bel ieve in Jesus now more than ever. ”  -  Mar ia

“Thank you for  shar ing your heart  and for  being real .  I
can re late to so much of  what  you guys ta lk about .  I  have
been encouraged so many t imes.  Thank you,  thank you,
thank you!  Please keep doing what you’re doing.”  -  Kel ly

WHAT PEOPLE
ARE SAYING

THANK YOU TO OUR LISTENERS!

12



Thank you so much to our l is teners!

Learn more here.
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Social  Media

Over 32,000 accounts  were reached
 in the last  90 days.

We current ly  have 2,606 fol lowers on Instagram and
have recent ly  become act ive on Twit ter .

Podcast Platform Buzzsprout Stat ist ics

147 Episodes  publ ished,  and
70,929 downloads since launching the podcast  two

years ago.  The podcast  has been l is tened to in 
79 different countries.

PODCAST
STATISTICS AS OF

1/2/25

https://www.huntershope.org/hope-life/podcast-light-hope/
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your story isn’t over.
HH x MH collection
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To learn more about this year’s booklet, click here.

To download a digital copy of the booklet, click here.

To view all of our booklets, click here.

Over the last  four  years we have created booklets
to share the hope that  we have found in God. 

This year Er in designed the Keep Going booklet
dur ing Mental  Heal th Awareness Month in order to
encourage others wi th the hope that  she’s found in

the midst  of  her own heal ing journey.  

Our hope is  that  th is booklet  encourages you to
Keep Going and that  you’re reminded that  your

story isn’ t  over!  This booklet  is  a lso a great  g i f t  to
give someone who needs th is encouragement too.  

https://www.huntershope.org/store/Keep-Going-Booklet-2024-10-Booklets-p655623474
https://www.huntershope.org/wp-content/uploads/2024/05/88302_-hunters-hope_mental-health-booklet-2024.04.22.pdf
https://www.huntershope.org/store/Books-c79909067


GIFTS OF LOVE15

We feel  incredib ly b lessed to have the opportuni ty  to share over
1,500 of  our Gi f ts  of  Love (specia l  bears)  wi th specia l  people

throughout Western NY. We have v is i ted 17 wonderfu l
organizat ions to meet the amazing indiv iduals they serve.

You can learn more about  Gi f ts  of  Love here.
 

https://www.huntershope.org/hope-life/hunters-gifts-of-love/


PURPOSE BEAR
My name is "Purpose."

I  am a personal ized Boyds Bear created for  the Hunter 's
Hope Foundat ion.  Hunter  knew God and t rusted His

promises.  He knew that  God created him for  a greater
purpose.

16

You can learn more about  the Purpose Bear here.
 

https://www.huntershope.org/store/Purpose-Bear-2024-p702301210


FAMILY
PROGRAMS

Fami ly Care

LCN Fami ly Col lect ion

Wal l  of  Fame

Wish Gi f t

Equipment Exchange

Symposium

Newborn Screening

Leukodystrophy Care
Network17



The Jarren Fami ly is  one of  many
fami l ies who registerd wi th Hunter ’s

Hope th is year.  Tessa is  one year
old and is  af fected by 

Tubb4A Leukodystrophy.

FAMILY CARE

JARRIN FAMILY

18

Our Fami ly Care program sends cards and care packages to
Leukodystrophy fami l ies in a var iety of  meaningful  ways.  These

include when they register  wi th the Foundat ion,  celebrate a b i r thday,
honor a chi ld 's  heaven date,  or  s imply need a moment of

encouragement and prayer.  In 2024,  over 1,000 cards and over 50
care packages were sent  to af fected chi ldren and their  fami l ies.

BIRD FAMILY

The Bird Fami ly registerd wi th Hunter ’s
Hope th is year.  Joseph is  10 years o ld and
Jesse is  seven.  They are both af fected by

Pel izaeus Merzbacher Disease (PMD),  
a Leukodystrophy.



The LCN Fami ly Col lect ion honors fami l ies af fected by Leukodystrophy,
ra is ing awareness and support  for  those impacted.  Each fami ly  has a

unique product  l ine in our Shop featur ing i tems wi th thei r  personal ized
logo,  designed by the fami l ies themselves.  These logos symbol ize the
strength and uni ty  of  thei r  journey.  The col lect ion fosters a sense of

communi ty and sol idar i ty  whi le help ing fund research and support
in i t ia t ives for  Leukodystrophy.

LCN FAMILY COLLECTION19

Learn More here.

LCN FAMILY CHALLENGE
Congratulat ions to our Winners!

https://www.huntershope.org/store/LCN-Family-Collection-c166634751
https://www.huntershope.org/store/lcn-family-collection-family-challenge/


WALL OF FAME

Tessa Jarrin Ella Fox

Arturo Beltran Lucy Johnson

The Wal l  of  Fame gives fami l ies an opportuni ty  to honor
their  loved ones.  These are just  a few of  the chi ldren

added to the Wal l  of  Fame th is year.

To learn more,  p lease c l ick here.

20

https://www.huntershope.org/home/hunters-hope-leukodystrophy-family-support/wall-of-fame/
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Fami l ies face t remendous stress and f inancia l  hardship as they
care for  a chi ld wi th a Leukodystrophy.  Hunter ’s  Hope assists

fami l ies wi th these diseases so they can focus on what matters
most  – car ing for  thei r  chi ld.

Brandon and Nathan are ident ical  twins wi th Late Onset  Krabbe
Leukodystrophy.  They needed a wheelchair  van that  can f i t  two
wheelchairs,  making t ravel  to act iv i t ies l ike the movies,  beach,
shopping,  and doctor ’s  appointments much easier .  Their  mom

says that  both boys love r id ing in thei r  new van,  especia l ly  going
over bumps.

In 2024,  Hunter ’s  Hope fu l f i l led 8 Wish Gi f ts
tota l ing near ly  $150,000.

To learn more,  p lease c l ick here.

WISH
GIFT

Brandon and 
Nathan Meder ios

https://www.huntershope.org/family-care/hunters-wish-gift/
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Chi ldren af fected by a

Leukodystrophy require
equipment and suppl ies that

can cost  thousands of  dol lars.
Insurance companies do not

always cover these i tems and
a lot  of  fami l ies can’ t  af ford to
purchase them on their  own.

EQUIPMENT 
& SUPPLY

EXCHANGE

This program faci l i ta tes the
donat ion of  equipment and

suppl ies f rom fami l ies who no
longer need them to b less other
fami l ies in need.  Hunter ’s  Hope

pays for  the equipment to be
shipped f rom the donat ing fami ly

to the fami ly  in need.

To learn more,  p lease c l ick here.

LEO CAYER

Leo is  two years o ld and has a leukodystrophy.  
“The Stander is  work ing great  for  our l i t t le  Leo!  We appreciate a l l  that

you and your organizat ion does for  fami l ies!”  ~ Leo’s mom  

https://www.huntershope.org/home/hunters-hope-leukodystrophy-family-support/equipment-supply-exchange/


We were blessed to be together again in person for  th is  year ’s  2024
Fami ly Symposium! Over 50 fami l ies jo ined us at  Hol iday Val ley

Resort .  Hunter ’s  Hope covers a l l  costs for  fami l ies to at tend.
Fami l ies were also able to jo in us f rom al l  over the wor ld v i r tual ly

for  sessions throughout the week.

Sessions were provided that  inspired,  upl i f ted,  gave hope,  and
shared God’s love for  a l l .  This week provides communi ty,

f r iendship,  and understanding for  a l l  who at tend.  Hunter ’s  Hope
provides hotel  accommodat ions,  meet ing expenses,  and al l  meals

so that  fami l ies can t ru ly re lax and enjoy the week.

There were many specia l  events for  fami l ies:  Prayer Room,
Welcome Dinner,  Kid Kamp, Photo Shoot wi th Brody,  Sib l ings

Chal lenge,  Bal loon Release,  Fami ly Walk,  Morgan’s Legacy Sensory
Room Exper ience,  

LCN Fami ly Col lect ion Fashion Show, Stars of  Hope Talent  Show,
and more.  

I t  was a great  week f i l led wi th HOPE!

23

We look forward to cont inuing to provide in-person and v i r tual
access to the Symposium next  year,  July 16-20,  2025.  

You can learn more about  th is  year ’s  fami ly  symposium on the
Hunter ’s  Hope websi te -  c l ick here.  

FAMILY
SYMPOSIUM

https://www.huntershope.org/family-care/symposium/
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Every year we wr i te the names of  our loved ones on bal loons
and re lease them to Heaven.  We pray. . .  

Then we play the Carr ie Underwood song See You Again .

SEE YOU AGAIN

Learn more about  th is  year ’s  fami ly  symposium here.  

Somet imes I  feel  my heart  breaking
But I  s tay st rong,  and I  hold on 'cause I  know

I wi l l  see you again,  oh
This is  not  where i t  ends

I  wi l l  carry you wi th me.. .  

BALLOON RELEASE

https://www.huntershope.org/family-care/symposium/
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MEDICAL
SYMPOSIUM

Thank you to our amazing medical  professionals!
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You can learn more about  the 2024 Medical  Symposium and v iew th is
year ’s  presentat ions here.

MEDICAL
SYMPOSIUM

At the 2024 Hunter ’s  Hope Medical  Symposium, over 120 medical
and scient i f ic  professionals jo ined us both in-person and v i r tual ly .
This year ’s  event  was f i l led wi th hope and a shared commitment to

improving the l ives of  indiv iduals wi th Leukodystrophies.

Day 1 focused on Nat ionwide Newborn Screening (NBS) for
Leukodystrophies,  inc luding updates on Krabbe disease,  which has
been added to the Recommended Uni form Screening Panel  (RUSP).

Discussions highl ighted the readiness of  NBS programs to screen
for  Krabbe and provide opt imal  care for  posi t ive cases.  At tendees

also reviewed the status of  NBS for  ALD, CTX, and MLD.

On Day 2,  the focus shi f ted to new treatments,  c l in ical  t r ia ls ,  and
research advancements.  The Leukodystrophy Care Network (LCN)
discussed managing care for  pat ients wi th Vanishing White Matter

disease,  t ransi t ioning care f rom chi ldhood to adul thood,  and
educat ing insurance companies to improve coverage.  The day 

ended wi th a d iscussion on LCN’s goals for  the year ahead.

The symposium also featured an inspir ing fami ly  welcome dinner,
where fami l ies shared their  personal  exper iences wi th

Leukodystrophy.  We celebrated Krabbe disease’s inc lusion in the
RUSP and honored the experts who made i t  possib le:  

Dr.  Dieter  Matern,  Dr.  Joseph Orsin i ,  and Dr.  Joanne Kurtzberg.

On Thursday of  the Fami ly port ion of  the symposium, fami l ies 
gained valuable ins ights f rom the doctors and scient is ts about  NBS,

the LCN, and emerging t reatments and t r ia ls .

The medical  symposium was a resounding success,  thanks to a l l
involved.

https://www.huntershope.org/family-care/symposium/2023-medical-symposium/


NEWBORN
SCREENING

27



NEWBORN SCREENING
Newborn Screening (NBS) is  a state-based publ ic  heal th
program that  detects rare and potent ia l ly  fata l  d iseases

pr ior  to the onset  of  symptoms. For these diseases,  ear ly
detect ion and t reatment through NBS is essent ia l  to avoid

i r revers ib le damage and even death.  

Each state determines which diseases are inc luded in i ts
NBS program but  there is  a federal  Recommended Uni form
Screening Panel  (RUSP) that  helps set  a minimum standard

of  d iseases to screen for .  For over two decades,  Hunter ’s
Hope has advocated for  federal  funding to support

expanded NBS and has led grassroots ef for ts across the
country for  Krabbe NBS. Simul taneously,  we have

partnered wi th the leading Krabbe and NBS experts to
make cont inual  medical  and scient i f ic  advancements for

Krabbe NBS.

To learn more,  c l ick here.

28

KRABBE NBS COUNCIL

The Krabbe NBS Counci l  is  a cohort  of  c l in ic ians,  state
newborn screening staf f ,  and experts focused on

provid ing the best  possib le outcomes for  chi ldren who
screen posi t ive for  Krabbe disease through their  s tate ’s
newborn screening (NBS) program. In 2024,  the Counci l
met monthly to d iscuss case studies,  improve protocols,

and learn f rom the nat ion’s leading Krabbe NBS and
Treatment experts.

To learn more,  c l ick here.

https://www.huntershope.org/newborn-screening/
https://www.huntershope.org/newborn-screening/newborn-screening-council/


FEDERAL ADVISORY COMMITTEE

In 2024,  the federal  newborn screening advisory
commit tee (ACHDNC) recommended the inc lusion of

Krabbe Disease on the Recommended Uni form Screening
Panel  (RUSP) and the U.S.  Secretary of  Heal th of f ic ia l ly
added Krabbe to RUSP on July 1,  2024.  This decis ion is

the culminat ion of  over two decades of  advocacy and
work,  and is  a huge mi lestone in our ef for ts for  a l l

chi ldren to be screened for  Krabbe Disease at  b i r th.
Al though each state st i l l  determines whether to screen for
Krabbe,  most  states choose to be RUSP compl iant  and we

are hopeful  for  nat ionwide Krabbe NBS to become a
real i ty  in coming years.  Learn more about  our journey to

the RUSP here.

29

STATE NBS

In 2024,  Minnesota became the 12th state to screen for
Krabbe disease at  b i r th and we ant ic ipate more states to
begin screening for  Krabbe Disease in 2025.  Find out  i f
your state inc ludes Krabbe on i ts  NBS panel  and how to

take act ion on our websi te.  Cl ick here.

Learn more about  our Krabbe NBS programs here.

https://www.huntershope.org/newborn-screening/achdnc/
https://www.huntershope.org/newborn-screening/take-action/
https://www.huntershope.org/newborn-screening/take-action/
https://www.huntershope.org/newborn-screening/


LEUKODYSTROPHY
CARE NETWORK

The Leukodystrophy Care Network (LCN),  establ ished in
2015,  is  a network of  medical  providers,  hospi ta ls,

Leukodystrophy organizat ions,  and af fected fami l ies.
The LCN provides innovat ive therapies,  t reatment
opt ions,  expert  care,  and informat ion to fami l ies

impacted by Leukodystrophies.   30



The LCN Cert i f ied Centers provide innovat ive therapies,
t reatment opt ions,  expert  care,  and informat ion to fami l ies

af fected by Leukodystrophies.  The Leukodystrophy Communi ty
recognizes the LCN and i ts  Cert i f ied Centers as leaders in
Leukodystrophies for  pat ients and medical  professionals.

Cert i f ied Centers are sel f -susta in ing,  yet  col laborat ive,  networked
together to ensure the highest  qual i ty ,  groundbreaking care is

avai lable for  a l l  Leukodystrophy pat ients.  LCN Cert i f ied Centers
adhere to LCN requirements establ ished by the LCN Steer ing
Commit tee,  Fami ly Advocates,  and Leukodystrophy Experts.  

In 2024 we cert i f ied three new centers – CHRISTUS Chi ldren’s
Hospi ta l  of  San Antonio,  Columbia Univers i ty  NYP Morgan
Stanley’s Chi ldren’s Hospi ta l ,  and Mount Sinai  Hospi ta l .  

To learn more about  LCN Cert i f ied Center  requirements,
p lease c l ick here.

LCN CERTIFIED CENTERS

Ann & Robert  H.  Lur ie Chi ldren’s Hospi ta l  of  Chicago
Chi ldren’s Heal thcare of  At lanta

CHRISTUS Chi ldren’s Hospi ta l  in  San Antonio
Columbia Univers i ty  NYP Morgan Stanley Chi ldren’s Hospi ta l  in  NY

Duke Chi ldren’s Hospi ta l
Gol isano Chi ldren’s Hospi ta l ,  Univers i ty  of  Rochester

John R. Oishei  Chi ldren’s Hospi ta l  of  Buf fa lo
Kennedy Kr ieger Inst i tute

Luci le Packard Chi ldren’s Hospi ta l  at  Stanford
Massachuset ts General  Hospi ta l

Mount Sinai  Hospi ta l  of  New York,  NY
Nat ionwide Chi ldren’s Hospi ta l

Pr imary Chi ldren’s Hospi ta l ,  Utah
UC Davis Heal th System 31

https://huntershope.wpenginepowered.com/wp-content/uploads/2022/01/2022-LCN-Center-Certification-Criteria.pdf


LCN STEERING COMMITTEE

The LCN is led by our Steer ing Commit tee,  made up of
Leukodystrophy fami l ies,  to ensure that  the pat ient

exper ience is  at  the forefront  of  a l l  we do.  The 2024
LCN Steer ing Commit tee members are Chr is and Kr is ta l
Abner,  Ron Chapleau,  Dianna Greene,  Matt  and Lauren

Hammond, Kr is ten Mal fara,  Phi l  and Amy May,  El isa
Seeger,  and Chr ist in Webb.

The Steer ing Commit tee meets monthly to review the
status of  the LCN and plan new in i t ia t ives.  

Part  of  the LCN Vis ion is  to ensure that  the pat ient
voice is  centra l  to a l l  we do,  that  fami l ies af fected by

leukodystrophies a lways have a seat  at  the table.  

In 2024,  the LCN Steer ing
Commit tee welcomed 

Chr is and Kr is ta l  Abner.  
Their  daughter  Katelynn was

af fected by MLD and they are a
mi l i tary fami ly .  We’re gratefu l

for  the ins ight  they br ing.

You can learn more about  the
Abner Fami ly here.
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https://www.huntershope.org/home/partners/katelynns-butterfly-kisses/


LCN DIRECTORS

2024 LCN Directors
First  Row: Dr.  Wi l l iam Benko,  Dr.  Joanne Kurtzberg,  Dr.  Jenni fer  Rubin,  

Dr.  Al i  Fatemi,  Dr.  Margie Ream
Back Row:Dr.  Gustavo Maegawa, Dr.  Sreenivas Avula,  Dr.  Hi l lary Raynes,  

Dr.  Robert  Thompson-Stone
Not p ictured:  Dr.  Joshua Bonkowsky,  Dr.  F lor ian Eichler ,  Dr.  Br idget  Hughes,  

Dr.  Stephanie Kel ler ,   Dr.  Kei th Van Haren

In 2024 we launched quarter ly  meet ings wi th the LCN Directors to increase
col laborat ion and to share expert ise.  This d ist inguished group of  experts
are devoted to provid ing the best  medical  care possib le and cont inual ly

make advancements for  the leukodystrophy communi ty.33



Every Leukodystrophy Care Network (LCN) Center  has a dedicated Care
Coordinator ,  typical ly  a Nurse Pract i t ioner or  RN, commit ted to guid ing

chi ldren and adul ts  wi th Leukodystrophies through their  heal thcare
journey.  

Our Care Coordinators are the heart  of  the LCN and serve as the main
point  of  contact  for  Leukodystrophy fami l ies as they navigate their

complex medical  needs.  They meet as a group every month to share
insights and cont inue to grow in thei r  abi l i ty  to serve th is incredib le

communi ty.  
To learn more about  the Care Care Coordinators,  c l ick here.

 

LCN CARE COORDINATORS
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2024 LCN Care Coordinators
Back Row: Cai t l in  Gr i f f in ,  Jenni fer  MacLean, Kim Hol landsworth,  Tovly Or lan

Front  Row: Courtney Chambers,  Alexandra Vier l ing,  Angela Chi lders,  
Nikk i  Walsh,  Mary Beth Summers,  Tara West,  Cather ine Becker,  Emi ly Stage

Not Pictured:  Karen Cleary,  Rachel  Hickey,  Cassandra Ingemansson

https://www.huntershope.org/family-care/leukodystrophy-care-network/lcn-care-coordinators/


LCN CLINICAL PRACTICE GUIDELINES

Through the LCN Cl in ical  Pract ice Guidel ines (CPGs),  leukodystrophy
standards of  care are establ ished,  publ ished,  and cont inual ly  improved
as needed. These publ icat ions not  only provide guidance for  our LCN
Centers but  are publ ished in medical  journals and are avai lable to a l l

medical  providers.  This year we launched several  more CPG
workgroups focused on Krabbe Newborn Screening to help providers as

their  s tates begin screening for  the disease.   

View our CPGs here.

Learn more about  the LCN here

Addi t ional ly ,  we have a var iety of  care guides and
resources for  fami l ies through our resource

l ibrary,  which is  a lso avai lable on our websi te.  

You can v iew our Resource Library here.

LCN RESOURCE LIBRARY
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https://www.huntershope.org/family-care/leukodystrophy-care-network/lcn-clinical-practice-guidelines/
https://www.huntershope.org/family-care/hunters-hope-leukodystrophy-care-network/
https://www.huntershope.org/document-library/


KRISTEN AND MORGAN MALFARA
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We are honored and most  gratefu l

for  our partnership wi th Kr is ten
Malfara and the establ ishment of

Morgan’s Legacy Gi f t .

In 2024 Morgan’s Legacy Gi f t
supported 37 Gi f ts ,  a Sensory

Room Exper ience at  th is  year ’s
Symposium, and more,  tota l ing

more than $27,000.

You can learn more here.

OUR PARTNERS

CHRIS, KRISTAL, WYATT, AVALYNN, AND
KATELYNN ABNER

The Katelynn’s But ter f ly
Kisses Endowment Fund of
$1,000,000 establ ished in

August  2023 produced
spending funds of  $50,000
this year,  where hal f  went

towards Metachromat ic
Leukodystrophy (MLD)

Newborn Screening,  the
Leukodystrophy Care
Network (LCN),  MLD
Fami l ies,  and Sib l ing

Support ,  wi th pr ior i ty  g iven
to mi l i tary fami l ies af fected

by Leukodystrophy.

With much grat i tude and
honor,  Hunter ’s  Hope

Foundat ion and the Abner
Fami ly establ ished Katelynn’s

Butter f ly  Kisses.

You can learn more here.

https://www.huntershope.org/home/partners/morgans-legacy-gift/
https://www.huntershope.org/home/partners/morgans-legacy-gift/


Legacy Collection
Throughout i ts history, Hunter 's Hope has crafted a unique
theme annually, ref lect ing the spir i tual journey of our l ives

at the t ime. These themes are deeply rooted in the
scriptures, drawing inspirat ion from what God is

orchestrat ing in our l ives. The Legacy Collect ion gathers
together these themes from various years, encapsulat ing

the spir i tual essence of our journey over t ime. We pray you
wil l  be blessed by them.

To learn more about the Legacy Collect ion, cl ick here .37

https://www.huntershope.org/store/Legacy-Collection-c164874167


The HH x MH collection  is a col laboration between the Hunter's
Hope Foundation and mental health community. Inspired by Erin

Kelly and her desire to help people and end the mental health
st igma, HH x MH seeks to address and support the needs of

individuals and famil ies facing various mental health batt les. This
col laboration forms a support system through awareness and

advocacy that emphasizes the interconnectedness of physical,
emotional, spir i tual,  and mental health. Ult imately, through the

podcast, apparel,  booklets and more, the HH x MH col lect ion was
created to inspire hope, perseverance, and faith while providing
compassionate support for individuals suffering with depression,

anxiety, grief,  and other mental health struggles.

To learn more about the Keep Going l ine, cl ick here .38

https://www.huntershope.org/store/HH-x-MHAM-Line-c168293751
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We are so thankful for our Hunter’s Heroes!

Their monthly gifts make a sustainable impact for
families affected by Leukodystrophy.

Join our Hunter’s Hero Community here.

https://www.huntershope.org/home/donate/


2023 AUDITED
FINANCIALS

EXPENSES

GENERAL DONATIONS

GRANTS

ENDOWMENTS

TOTAL

REVENUES

$   588,325

$    167,932

$ 1,224,000

$ 1,980,257

G & A

FUNDRAISING

EDUCATION | NBS

 FAMILY ASSISTANCE

LCN | NBS |RESEARCH

TOTAL

$     80,271

$     66,612

$  233,928

$  285,208

$  380,273

$1,046,292

NET ASSETS         $2,225,696
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