
The Honorable Robert F. Kennedy, Jr.

Secretary of Health and Human Services  
U.S. Department of Health & Human Services  
200 Independence Avenue SW 
Washington, D.C. 20201

Dear Secretary Kennedy,

On behalf of the millions of Americans living with rare diseases and the thousands of families 
who have signed this letter, we urge you to continue and expand vital funding for rare disease 
research.

More than 30 million Americans—nearly 1 in 10—are affected by a rare disease, and for many, 
there are no approved treatments or cures. This is certainly true for rare pediatric autoimmune 
diseases, where the Cure JM Foundation has been a research leader and partner with the NIH 
over our 22-year history.

Federally assisted research has been a lifeline for rare disease patients, accelerating 
breakthroughs in gene therapy, precision medicine, and innovative treatments that offer hope 
where none previously existed. For many rare or orphan diseases, breakthrough research is 
largely funded through private donations to non-profit organizations and not by the Federal 
government.  However, we cannot stress enough the critical importance of research 
collaboration with the NIH and FDA - organizations that bring unparalleled medical expertise to 
our common mission of finding better treatments and cures.

For families of the Cure JM Foundation, NIH partnerships have been critical in the identification 
of potential and proven new therapies.   Discoveries made possible by NIH often provide the 
scientific evidence that pharmaceutical and biotech companies need to derisk private industry 
investment in new therapies for rare diseases.  Among rare childhood diseases such as juvenile 
myositis or pediatric lupus, NIH leadership has quite simply been life-saving.

As Secretary of Health and Human Services, you have the power to champion the rare disease 
community by ensuring that critical research focus and partnerships remain a priority among the 
goals of your administration.  The NIH, the FDA, and other key agencies rely on continued 
federal investment to drive scientific discoveries that can and already has improved the lives of 
millions of Americans and others around the world who live with rare diseases.  

The thousands of families who have signed this letter are not just names on a page—they are 
parents, grandparents, children, caregivers, and patients fighting every day for better 
treatments, for more research, and most importantly for the hope you can give them. We stand 
together in urging you to prioritize rare disease research in your leadership at HHS.
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The rare disease community is resilient, but we cannot do this alone. We need your leadership 
and commitment to ensure that no patient is left behind simply because their disease is rare. 

Thank you for your thoughtful consideration of the rare disease communities as you move to 
affect change at HHS.  We look forward to continued research partnerships that assure that all 
families living with rare diseases will celebrate the ongoing progress toward treatments and 
cures that our government has championed. 

Sincerely,

Executive Director

Cure JM Foundation

On behalf of the families and individuals who have signed on to this letter to date

 james.minow@curejm.org
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Elizabeth L.

Mallory P.

Jennifer M.

Michael R.

Amanda P.

Molly P.

Andrea L.

Amy C.

Corissa B.

Meg B.

Nancy S.

Katy H.

Johan C.

Victoria Z.

Deborah D.

Madeline W.

Grace C.

Claudia S.

John S.

Suzanne G.

Rosemary S.

Matt T.

Samantha M.

Amy L.

Pamela S.

Andrea D.

Barbara L.

Brenda M.

Casey M.

Tirzah C.

Sandra L.

Randy H.

Meghan S.

Toni B.

Kristy A.

Corisa C.

Katie T.

Heidi B.

Nicole M.

Vanessa B.

Elizabeth K.

Debbie L.

Stephanie M.

Megan H.

Jennifer W.

Courtney M.

April D.

April D.

Toni B.

Erik H.

Ellen S.

Deborah G.

Tiffany H.

James H.

Eric C.

Joleen J.

Lindsay R.

Rocio F.

Margaret B.

Deanna T.

Kristi S.

Melissa D.

Eden W.

Mary Kay D.

Melanie S.

Alicia W.

Amanda W.

Alicia W.

Marsha S.

Glenda M.

Leah H.

Jacob S.

Jennifer L.

Dianne S.

Allie K.

Jonathan R.

Margaret R.

Jaimie c.

Michele W.

Deanne U.

Holly S.

Mary S.

Lindsay R.

DeAnna L.

Patricia B.

Melissa T.

Jessica C.

Raechel P.

Phyllis C.

Haylee A.

Christy D.

Ashley R.

Mallory A.

Miki S.

Brittany H.

Jessica D.

Julie C.

Courtney D.

Misty M.

Michelle L.

Sheila M.

Jarad H.

Kathy F.

Andrea F.

Jenna P.

Lacey N.

Stephanie F.

Kristen H.

Nicole M.

Beth D.

Jill L.

Renee F.

Cherlyn M.

Melissa B.

Crystal H.
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“Please continue supporting research for rare diseases affecting people!”



Bridget C.

Janice P.

Carolyn B.

Sarah H.

jessica d.

Paula S.

Megan G.

Brittany C.

Kimberly B.

Laura K.

Lisa K.

Jen H.

Julie L.

James G.

Beau B.

Lakshmi J.

Madeleine P.

Jeanine M.

Shannon B.

Megan W.

Melissa G.

Nicole B.

Denise I.

Kristin P.

Brittany W.

Hermina I.

Michele S.

Kaitlyn C.

Bob S.

Melissa S.

Cassandra K.

Colleen M.

Suzy B.

Emily W.

Karon M.

Stephen S.

Laura D.

Sue K.

Leslie N.

Randi S.

Carolyn S.

Michelle J.

Kirsten L.

Cathy W.

Madalyn K.

Kylie B.

Cynthia H.

Sara W.

Tammy S.

Jennifer L.

Kennedy C.

Mary Margaret H.

Barbara B.

Martina G.

Lisa G.

Francine T.

Charlene G.

Joanne H.

Nicole C.

Wilson C.

Katie R.

Marilee S.

John D.

Jacob Y.

Marissa G.

Janae K.

Kelly F.

Tanya G.

Jose P.

Samantha P.

Teri L.

Kathy S.

Claudia C.

Nicole C.

Lori R.

Edina K.

Sarah M.

Sheila S.

Barbara P.

Elizabeth U.

Melissa N.

Cecilia A.

Cynthia G.

Samantha B.

Jackson R.

Robin M.

Maria V.

Amanda R.

Jessie B.

Amber B.

Lindsey P.

Joshua M.

Allison M.

Linda T.

Lynda N.

Stephanie T.

Elizabeth W.

Howard A.

Chrissy G.

Ciara B.

Nicole K.

Brad D.

Stephanie L.

Alisha J.

Nancy F.

Daniel G.

Cami H.

Leslie C.

Joy H.

Donna V.

Ashlea R.

Karina G.

Caren A.

Kathleen C.

Leslie S.

Gretchen K.

Jonathan S.

Amy B.

Edna Y.

Kevin C.
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“Please keep funding in place to support people that need access to cures!”



Shannon B.

Carrie G.

Johnnie J.

Lisa M.

Roman L.

Tatiana V.

Chelsea F.

Jennifer C.

Leonela P.

Terry A.

Julie A.

Kelly H.

Rita S.

Megan T.

Sheila D.

Terry S.

Kaitlin M.

Sam Y.

Kelsey C.

Sterling P.

Sterling P.

Jorge F.

Leonela P.

Leonela G.

Leonela G.

Lynn R.

Steven S.

Leonela P.

K F.

Angela H.

Christine O.

Eleana A.

Jerry M.

Richard H.

Karen M.

Joanna J.

Nicole H.

James B.

Michelle B.

Aaron W.

Jessica H.

John S.

Amy D.

Jerrica H.

David T.

Heather H.

Kayla Y.

Lynne H.

Mary S.

Heather A.

Betsy L.

Abbe M.

Maricela H.

Jessica M.

Catherine I.

Ryan S.

Jane H.

Cassaundra S.

Lisa H.

Kristen B.

Sasha K.

Shelby L.

Mical-Anne W.

Caitlin E.

Jaime R.

Dina D.

Gregory F.

Teresa W.

Jessica P.

Elizabeth G.

Kathy T.

Patricia N.

Anne F.

Makay W.

Noelle D.

Amber H.

Heather S.

Jennifer M.

Sue M.

Edward H.

Robin V.

Becky T.

Erin P.

Victoria C.

Erin P.

Autum W.

John V.

Candace C.

Candace E.

Trisha G.

Linzi R.

Troy K.

Nicola D.

Denise D.

Sarah K.

Karon U.

Cherie P.

Christina A.

Nelda T.

Clint C.

Terri C.

Tara S.

Jennifer S.

Luke R.

Julia S.

Julie H.

Megan K.

Megan K.

Kenneth S.

Diana Y.

Shari S.

Paige B.

Ted W.

Meribeth B.

Ava B.

Steve R.

Cynthia R.

Jan W.

Dan B.

Shana M.
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“Please continue funding for research of this rare autoimmune disease my granddaughter 
and others suffer with.”



Bonnie P.

Lorin B.

Nicole A.

Robert B.

German N.

Melody T.

Lotty M.

Brian K.

Jo B.

Margie G.

LeighAnn M.

Tom C.

Tammy C.

Isabella L.

John B.

Jennifer D.

Jeanna L.

Shannon O.

Amy S.

Dana P.

Rebecca W.

Sunny N.

Cynthia S.

Lisa W.

Kathryn L.

Julie S.

Candice R.

Abby L.

Lee S.

Shelly H.

Blake T.

Lisa M.

Arthur C.

Kaylee B.

Roxann R.

Kevin O.

Sara S.

Ashley G.

Debra B.

Jill G.

Jorglynn B.

Kristin W.

Doug H.

Jeff C.

Katie K.

Janet W.

Meagan C.

Kelly S.

Ben S.

Michael R.

Katie Z.

Ana L.

Julie S.

Tracy G.

Catherine F.

Jenny V.

Jen F.

Zoë P.

Marsha A.

Max B.

Sandra K.

Hannah M.

Tara G.

Jane B.

Tricia H.

Deanna R.

Kati R.

Constanza R.

Delores V.

Kayla A.

Dale R.

Tara F.

Claudia H.

Polyana N.

Roxanne D.

Anne D.

Lisa B.

Brittney B.

Kaitlyn G.

Patricia L.

Rhonda H.

Elizabeth S.

Kelly F.

Elizabeth M.

Dana W.

Patrick M.

Trina A.

Valerie N.

Donna L.

Pat T.

Kristine A.

Diane K.

Karen K.

Becca D.

Kathleen K.

Donna K.

Liz W.

Natalie D.

Ester K.

Lisa U.

Jamie M.

Kari J.

Linda C.

Roger K.

Roberta M.

Melissa M.

Mendi R.

Denise K.

Carla R.

Matthew M.

Dr. LLOYD E.

Kim R.

Carli H.

Christine C.

Eric R.

Kimberly T.

Lisa F.

Jeannie W.

Emily F.

Doreen J.

Carol M.

Emily F.

Kathy W.

Paula P.
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“Please do not abandon the research that has been done towards a cure. Continue 
funding this research for the sake of our children.”



Melissa J.

Bobbie B.

Barbara A.

Samantha R.

Jenifer G.

Marjorie W.

Heidi M.

Nancy Y.

Jennifer A.

Darlene B.

Patricia O.

Dana L.

Kayla T.

ella e.

Allison L.

Bonnie E.

Diana V.

Sandy Y.

Andrea C.

Anthony S.

Katie H.

Brianna S.

Rachel S.

Rebecca K.

Lisa S.

Todd S.

Lindsay B.

Christine J.

Brittany G.

Jen D.

JACE C.

Christine P.

Stefanie S.

Robert I.

Geralyn S.

Abbey H.

Kim D.

Chip T.

Erin B.

Leah I.

Dianne B.

Cindy C.

Kevin S.

Rachel L.

Lindsaye J.

Trish F.

Alexa W.

Miranda R.

Brian M.

Joshua C.

Michele M.

Brenda R.

Jessica D.

Carol G.

Heidi P.

Eileen T.

Gina N.

Wesley C.

Ansley B.

Mallory H.

Kathy U.

Pam B.

Linda H.

Beverly S.

Beth H.

Paige C.

David H.

Linda S.

Jessica H.

Tim V.

Flora G.

Sarah B.

Greg C.

Mercediez B.

Bethany S.

NADINE R.

Stacey R.

Alyssa Q.

Karen N.

Laura K. G.

Kelly C.

Amy B.

Cortney F.

Marcy G.

Shannon K.

Rey III R.

Royce R.

E Suzanne M.

Linda W.

Janine B.

Ellen R.

Brandy A.

Missy C.

Mary S.

Kelly C.

Megan J.

Kristina J.

Jodi S.

Jenna T.

Rey R.

Sandy K.

Jonathan G.

Alyssa M.

Adriana M.

Regan C.

Rocio S.

Rocio S.

Juli S.

Chis S.

Paula Z.

Kristen K.

Keisha S.

Carlos S.

Megan C.

Kate B.

Betsy L.

Alyson P.

Simone B.

Barbara J.

Patrice M.
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“For those that found a kindle of hope in a seemingly hopeless situation, please keep that 
little flame lit.”



Astrid S.

Michelle S.

Nancy M.

John D.

Jennifer D.

Kristy G.

Shelly C.

Kathryn M.

Kristin C.

Katie P.

Allison M.

Shari H.

Matthew M.

Nicole B.

Ruth M.

Stina V.

Jessica F.

Talita K.

Holly V.

Michele P.

Lindsay M.

Victoria A.

Suzanne F.

Kelley C.

lenore M.

Phyllis C.

lenore M.

Mary L.

Norah S.

Michael H.

Carole S.

Erin H.

Cristie G.

Laura W.

Jeremy B.

Diana S.

Jessica E.

Diane M.

Jeff R.

LIGIA L.

Mila F.

Bruce B.

Courtney K.

Kenneth M.

Cassandra N.

Megan O.

Marisa F.

Elinor D.

Kathryn B.

LINDA B.

Daniel K.

Timothy L.

Elizabeth R.

Kaci M.

Dawn K.

Floyd P.

Brittany T.

Lacey T.

Paulo V.

Holly M.

Ashley L.

Samantha C.

Alexandra R.

Pamela U.

Kathy I.

Julie G.

Donna S.

Alyssa J.

Lynne H.

KIMBERLY L.

Erin H.

Melina K.

Lisa R.

Jessica P.

Anne L.

Susan D.

Brandi S.

Autum H.

Nicole M.

Barbara H.

Brian M.

Brynne M.

Mark N.

Rachel S.

Chelsea B.

Beth W.

Nicole C.

Kerri B.

Julie H.

Tracy V.

Danielle D.

Flora S.

Allison S.

Derek P.

Gary B.

Marci H.

Karen H.

Sharon N.

Megan R.

Celene M.

Ronald T.

Kathleen T.

William C.

Susan W.

Kim C.

Kellie F.

Charlene S.

Bennett L W.

Keely L.

Karahan C.

Keely L.

Lori and Joe K.

Michael M.

Susan H.

PAMELA V.

Laura O.

Karen W.

Zoe C.

JOHN S.

Casey D.
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“I’m proud to stand with you as we will speak and fight for our children.”



Christina H.

Mary-Ellen T.

Xamayta P.

Deborah G.

Nancy R.

Leo C.

stephanie r.

Betty P.

Kelly Y.

Tiffany M.

Trudy L.

Laura P.

Eileen O.

Jane O.

Anne L.

Patrick K.

Elwyn C.

Sarah F.

Tonya R.

Ryan S.

Jessica K.

Carlene W.

Harold B.

RANDY L.

Kirk M.

Helen M.

Eileen C.

Bobby A.

Jack S.

Andrea S.

Angie C.

Kelsey D.

Paula S.

Sara E.

Jessica R.

Joyce H.

LaNae M.

Ayano L.

Barbara P.

Trudy F.

Terry T.

Susan C.

Rosemary s.

Leah K.

Ryan L.

Mike F.

Harry H.

Sheila H.

Lisa S F.

Peter R.

Nolan T.

Callaghan T.

Shannon T.

Annemarie K.

ed V.

Mervin N.

Sterling P.

Lynn N.

Susan G.

Sheri G.

Sandra K.

Freda S.

Marie L.

Kristine D.

Marie L.

Anh H.

Lynn P.

Kirsten R.

Lauren G.

Suzanne E.

John B.

Ann G.

Tyler S.

Tiffany M.

Howard G.

Ruth I.

Rebecca V.

Adrianna N.

Scott G.

June B.

Toni G.

Aaron D.

Kayla D.

Jose K.

Veronica D.

Bradley F.

April E.

PJ K.

Chloe D.

Randy M.

Marilyn M.

Nuala C.

Linda H.

Allison T.

Maggie V.

Joel R.

Liu F.

Michael L.

Vicky F.

Sharon L.

Shannon H.

Katrina S.

Darlene C.

Belinda B.

Thomas S.

Vicky F.

Mary B.

James T.

Karen B.

Anna R.

Christy L.

Cheri S.

Korin W.

Amy B.

Robert S.

Belina Y.

Ryan K.

Shannon M.

Damon S.

Brad H.

Lashley H.

Angela B.

Amy G.

Morgan G.
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“My nephew has JM and has come such a long way. Ongoing research is needed to help 
all of those suffering from this incurable disease.”


