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Our mission remains urgent — to help all people affected by amyloidosis feel engaged and empowered to live 

better lives. The core principles of our strategic plan are to focus on people with and affected by amyloidosis;          

collaborate with others to drive the field forward; ensure our work is evidence-based and evidence-generating; 

and aim for maximum impact, sustainability and measurability in all of our programs. Researchers, clinicians and 

partners in the biotech and pharmaceutical industries are working on the development of therapies that are 

changing the landscape and improving the outlook for patients. Our research vision is that new discoveries that 

are in the pipeline will prevent, control and ultimately cure the disease. We continue to invest in the most                

promising research ideas by funding junior research scientists whose research targets the challenges in the                   

field of amyloidosis. As of 2023, we have dedicated nearly $4 million toward amyloidosis research.  

 

Our vision is that all people with amyloidosis have access to equitable and quality care. Finally, our education and 

support vision is that all people affected by amyloidosis have the information and resources they need. In 2023, 

we have also marked the twenty-year anniversary of the foundations inception. We have come extremely far in 

helping to fund the development of treatments for amyloidosis and building an increasing level of awareness 

about the disease, with our awareness events including ‘Light the Night for Amyloidosis’, Amyloidosis Awareness 

Month (March), and  Rare Disease Day. We have participated in and fought hard for our community legislatively 

to gain access to treatments, accelerate approval, promote clinical trial diversity, increase rare disease funding, 

and lower copays so that patients can afford their medications. It is an ongoing challenge that we strive daily to 

achieve. Thank you for helping us reach further to improve the lives of those around the globe living with                              

amyloidosis.  

ABOUT US 
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PRESIDENT’S MESSAGE 

We’re proud to use GuideStar Gold to share our full and complete story              

with the world. To reach the Gold level, we have added extensive information 

to our Nonprofit Profile:  

basic contact and  organizational information; in-depth financial  information; 

quantitative information about goals, strategies, and progress toward our   

mission.    

 

For more information: www.guidestar.org 

Hello and Thank You for your generosity and support. 

It is hard to believe that the foundation celebrated its 20th anniversary last fall. The beginnings 

were a discussion between my husband Don (a patient) and myself agreeing that something had to 

be done to improve the prognosis for patients. We agreed that to do this, more monies were  

needed in the research arena. Thereafter the Amyloidosis Foundation was born. 

 

We began very grass roots, just the two of us asking friends and family for their support. After 

Don’s passing in 2004, the board and I realized that we needed to grow the foundation, and we did. 

We went from awarding our first research grant of $25,000 to supporting close to $4 million in               

research grants and travel awards, helping young researchers attend amyloidosis meetings. We 

have supported patients through support groups, informational pamphlets, caregiver binders and 

answering questions we receive via the phone and/or email. 

 

We could not have carried out any of these efforts without the support of all our generous donors. 

We extend our heartfelt condolences to the families and friends that lost loved ones over the 

years. We continue our efforts in supporting the important and necessary amyloidosis research and 

helping patients and their families. 
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Investing in research, focused on patients 

 

 

 

 

 

 

 

We invest in outstanding scientific research and innovative research models to expedite          

promising therapies to patients. 

 

This is a pivotal time in the history of the amyloidosis, with the approval of another drug for  

ATTR in 2023 and a number of new therapies on the horizon. Increasing the level of support is 

essential for research in these underserved diseases. Researchers, clinicians and partners in the 

biotech and pharmaceutical industries are working on the development of therapies that are 

changing the landscape and improving the outlook for patients. 

The Amyloidosis Foundation is committed to serving patient needs by supporting research and 

providing annual grants for junior research scientists whose research targets the challenges in 

the field of amyloidosis. In 2023, we have increased our funding to $75,000 per awardee.                

Research has proven to be fruitful with six drug approvals for amyloidosis since 2018. The                

remarkably successful period of amyloidosis drug development over the past years shows a              

potential for a bright future of drugs to control the course of amyloidosis.  

RESEARCH 
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HOW CAN YOU HELP? 

    Memorial/Honorarium      Estate/Property   Matching Employer Gifts 

   Facebook Fundraiser            Host an Event                 Planned Giving 

           Recurring Gifts                     Charitable Gift Annuities                                   Donate Now! 

 “The greatness of a community is most accurately measured by the   

compassionate actions of its members” 

~Coretta Scott King 
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Rising Above AL Amyloidosis: Shalise's Story of Hope 

My name is Shalise Gorrell, and nothing could have prepared me for this diagnosis 

or the journey that was to come. I was only twenty-six years old when I received 

my diagnosis, but I had endured well over two years of gradual symptoms leading 

up to that moment. My symptoms started off small, with some swelling in the legs, 

and shortness of breath; things that were easy to overlook in the beginning. Yet, 

my symptoms persisted and became more impactful, such as consistent weight 

gain despite strict dieting, an inability to walk due to breathlessness, hardening and 

swelling in the abdomen, and consistently puffy eyes. Collectively, these symptoms 

didn't stand out as anything to worry over, but whenever I did begin to worry, the 

people closest to me insisted that I was overthinking. My primary physician at the 

time assumed that it was just my new job, that with time these symptoms would 

pass, and assured me that I was healthy. At the time, as a full-time graduate        

student, outside of school and full-time work I didn't have much free time to             

consider otherwise, and therefore things continued to fester. 

 For months I was dealing with worsening edema, severe constipation, abdominal 

pain, terrible fatigue, and reoccurring infections. I began to notice an abundance of 

foam in my urine, blood clots in my mouth every morning, and debilitating fatigue 

that even sixteen hours of sleep could not cure. By the time I realized I wasn't a hypochondriac but severely ill 

and actively dying, I had become a shell of my former self. Despite feeling discouraged, I decided to make                  

another appointment with my primary physician, and my lab results came back showing abnormal renal                  

function. Finally, a nugget of hope for a diagnosis and solution! 

 In a devastating turn of events, a renal biopsy confirmed this was bigger than just renal disease. I was urgently 

referred to the Cancer Institute of New Jersey. My symptoms continued to worsen, and by the time my bone 

marrow biopsy was scheduled, the local anesthetics used couldn't numb my pain. I had to endure several                             

biopsies and surgeries without pain relief. In October 2019, just a month after the last biopsy, I was formally                     

diagnosed with AL Amyloidosis. This disease was attacking my kidneys and would be fatal if I didn't take swift    

action. I had little to no time to process what was happening. I was young, in pain and despair, and declining                                

rapidly. I was scheduled to be admitted into the hospital that November for a Stem Cell Transplant, but due to                        

a dangerous increase in water weight and light chains, I was admitted in October due to the threat of multiple 

organ failure. 

 I received a high-dose infusion of Melphalan on November 6th, and by my 27th birthday on the 11th I had lost 

most of my hair, my skin became ashen, I had bloodshot eyes, and my kidneys failed. With the renal decline, the 

water weight increased by pounds each day, and my breathing began to decline. As my breathing declined, I                              

began to lose consciousness, gradually waking up less and less. And... I eventually coded. I’ll never forget that 

feeling of transitioning, it was an unexplainable peace, where everything seemed so simple; I remember telling 

my family not to grieve for me, that “God has been good to me, even in my suffering, I have been blessed.”  

       6                                                                      (Continued on page 9) 

MEET SHALISE 



 

Raymond Comenzo, MD  
Morie Gertz, MD              
Mathew Maurer, MD                       
Giampaolo Merlini, MD 
Vaishali Sanchorawala, MD 
Douglas Sawyer, MD, PhD            
Jonathan Wall, PhD 

SCIENTIFIC ADVISORS 

BOARD OF DIRECTORS 

Stacey Goodman, MD                          Lori Lawter, MPH                           Daniel Lenihan, MD, FACC                       

Mary O’Donnell, President                    Dante Burchi, Treasurer                      

        Adrienne Molteni, RN                            Mark Sutherland, CFP 

7 



 

 

Corporations and Foundations 

Astra Zeneca 

Chip Miller Charitable Foundation 

Eidos– BridgeBio Inc. 

Jane & Frances Stein Foundation 

Lloyd Family Foundation 

Omaha Community Foundation 

Prothena Biosciences 

The Benny DeRosa Foundation 

Fundraisers 

Benton Central High School 

Oakdale High School Government 

Penland Golf 

Pin Boy’s at the Beach– Buddies Fun League 

Seneca Valley High School Track Club 

Trinity High School National Honor Society 

All of our donors are greatly appreciated, and we wish we had room to list all of them. 

 

Overflow of generosity 

(Continued on Page 10) 

BY THE NUMBERS 
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(Continued from page 6) 

It was my family and my oncologist Dr. Dennis Cooper who demanded the emergency dialysis and life support 

that saved my life. I returned home after Thanksgiving, with much to be thankful for; I was alive, and in                               

remission. 

 I remained on dialysis until mid-2020 and continued taking chemotherapy & immunotherapy well into 2023. 

Even as I rang the victory bell for my final chemo treatment, many health professionals warned me that I                          

wouldn't be able to walk long distances, that I would have limited energy, and that I would be limited in what I 

could do. Although my life is still much different than before, I have been blessed to recover and to continue to 

recover more than what was expected. I was able to complete maintenance immunotherapy and chemotherapy, 

months of dialysis, and recovered from almost dying; I can run long distances, and I'm able to excel at everything 

I continue to commit myself to. I have been renewed with a newfound joy for life and a completely new perspec-

tive. We are fragile creatures, indeed, but in that fragility lies our strength. 

 I have found strength in sharing my story to all who care to listen, in hopes of encouraging others to trust their 

intuition above all else; and to encourage survivors who are battling this difficult disease, to hold on to hope. To 

those who are suffering, remember that pain is a universal language, but so is hope. Let us speak hope to each 

other, for it is in our shared vulnerabilities that we find our most profound connections. God has been good to 

me, even in my suffering, and I share my story to affirm that joy, true joy, is possible for us all. 

Read more patient stories at:  https://amyloidosis.org/category/stories 

GRANT AWARDEES 

Shilpa Vijayakumar, MD 

Molecular Imaging of Myocardial Fibrosis in Transthyretin 

Cardiac Amyloidosis 

The Charlotte L. Haffner Memorial Research Grant, 2023 

Brigham and Women’s Hospital, Boston, MA 

 

 

Oshrat Rokah, MD 

Drug Repurposing for AL Amyloidosis:  Exploring New               

Mechanisms 

Amyloidosis Foundation Research Grant, 2023 

Assuta Medical Center Hospital, Tel Aviv, Israel 
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GENEROUS DONORS 

$10000 + 

Lauren Osbourne 

$4000– $9999 

Estate of William Bergmaie 

Pinnacle Entertainment 

PGA Metropolitan Section 

$2000- $3999 

Anderson Investment Holdings 

Catherine Pastva 

Doug & Ginger Meyer 

Elizabeth Hale  

Robert & Kathleen Riddell 

Roger Ludwig & Lori O'Rourke 

Sarah Dodds-Brown 

Sharron L Gibson 

$1000-$1999  

Arleen Malec 

Betty Carner 

Bill & Barbara Hemenez 

Bill, Jennie, Emma, and Indegoot   
Entertainment 

Caddick Utilities, LLC 

Carey Condy 

Carlin Adrianopoli 

Charles & Margaret Elmer 

Christine Glover 

Clifford Hudson 

David Heimbach 

Devante Bryant 

Drury Development Corporation 

Georgia Smith 

Harmony Fund 

James Connell 

John Dittmar 

Kathleen Cannon 

Kommunity Action Planning for  Peo-
ple Academy 

Leslie Marquart 

Lois Lieberman 

Mark Guidinger 

Martha Stone 

Mary Ann Landis 

Michael Liebman 

Michele Bradbury 

Moon Area Hockey Association 

Nashville Hooligans 

Pamela Merchant 

Paula Mitchell 

Prudence Krieger 

Scott Sokol 

Shelagh Watson 

Southco, Inc. 

Thomas Green 

Thomas Keenan 

Vaughan & Bonnie Blaxter 

Vincent Hellenbrand 

Yen-Hwa Mar 

Zachary Christopherson 

$500-$999 

Angela Gray 

Berkshire Partners 

Bob & Susan Smith 

Brian Schaezler 

Catherine Comeau 

Charlita Hearn 

Chris Kullbom 

Christine Lloyd 

Clifford Weinstein 

Cobra Electric 

DDI Media 

George Fleck 

George Wolfe 

Greg & Nancy McLeod 

Heidi Goff 

James Routh 

Jeffrey & Gwen Haas 

Jesse Varga 

Jill Moore 

Joanna Pierson 

Joe & Dana Hudepohl 

Joe Papalia 

John Christman 

John Forch 

John Kiernan 

Jordan Raniszeski 

Katherine Lund 

Keith Butterfield 

Ken DiBiasio 

Kian Capital Partners, LLC 

Kreative Corporation  C/O Educology 
Solutions 

Lisa Schaffner 

Lois Carson 

Margaret Martonosi 

Marie Knochenhauer 

Matthew Levenson 

Megan Alford 

Mel Kantor 

Michael Mistretta 

Michael Van der Kieft 

Michelman Steel Enterprises, LLC 

Mike Devenport 

Space constraints prevent us from listing the donor gifts under $250, however, we sincerely appreciate the 

generosity and support of those many donors. 
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National Fire & Life Safety 

Pia Jala 

Podiatry Care Specialists 

Professional Stewards Services 

Richard Watson 

Robert Epstein 

Robert & Cheryl Bingham 

Robin Appia 

Roger Kruse 

Ron Plotkin 

Sascha Tuckman 

Sean Keller 

Stephen Smith 

Suzanne Lembach 

Tamara Tittle 

Terry Ochs 

The Barletta Family 

Tonn's Orchard Burlington LLC 

Vann Cochran 

Walt Brockman 

Will Peoples 

$250-$499 

Adrienne Ekerling 

Alan Tomkins 

Albert Benjamin 

Alison Shepard 

Allison Smith 

Amy Engel 

Andrew Cole 

Banner Real Estate Group 

Barbara Barry 

Brian Koenig 

Britt Robinson 

Carol Clark (2) 

Carolyn Wisneski 

Carr & Associates 

Cindy Hinds 

Colleen Devere 

Community Foundation of Middlesex 

County Mountain Laurel Fund 

Community United Methodist Church 

Corey Wolf 

Dale Piper 

Daniel Connolly 

Daniel & Janet Kortenkamp 

Dave Ahrens 

David Vesole 

Debra McMahon 

Diane Papalia 

Diane Zelcs 

Donald Kammerer 

Donna Bernardon 

Douglas & Zetta Hart 

Esther Sewchand 

Frank D'Amato 

Fred & Nancy Sloan 

Gary Hoke 

Gary Johnson 

Geoffrey McGrane 

Geoffrey Schiciano 

Ginny Sebra 

Greta Basdon 

Harry Trahan 

Hilary Jones 

Integrated Quality Corporation 

Irene Peters 

James Cannon 

James Millard 

James Rogers 

Janet Moss 

Jim & Judy McClurg 

Joanne Wright 

John & Barbara Heady 

John & Denise Herron 

John Ketelsen 

Joseph & Donna Tully 

Juliette Kean 

Kari Otto 

Kathleen Dischner 

Kellie Koren 

Kendrick Smith 

Lars Friberg 

Lauren Ezrol Klein 

Lee Nackman 

Lewis Johs Avallone Aviles LLP 

Linda Davis 

Linda De Vries 

Linda Van Name 

Lisa Ricks 

Lori Fagenholz 

LoRusso's Cucina 

Manhattan Laminates 

Mark Ahrens 

Mark Lasky 

Mark Lloyd 

Mary Hendricks 

Mary Jo Crane 

Meyer Grinberg 

Michael Di Fiore 

Misael Rosario 

Nancy Mikel 

Olga Chekene 

Owen & Teresa Saddler 

Paul & Robin Heglund 

Randy Willet 

Rick Stafford 

Robert Stillman 

Robert Tacey 

Robin New 

Ronald Ruecker 

Ryan Todtenbier 

Sally Bryant 

Sarasota Pickleball Club 

Susie Selbst 

Suzie Kopazna 

Temple Orthopaedics & Sports Med 

Terrance Hansen 

Thomas Maher 

Union Theological Seminary 

Utech Consulting 

Val Colasanto 

Westfield Insurance Compliance Dpt 

William & Susan Grahamer 

William Adams 

William Corey 

William Maher 
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FINANCIALS 

Memorials, 56% 

Mailings, 2% 

Grants, 14% 

Misc., 1% 

Investments, 9% 

Fundraisers, 17% 

Research, 32% 

Patient Services, 24% 

Misc., 5% 

Admin, 18% 

Fundraising, 4% 

Occupancy, 3% 

Professional Services, 3% 

Education/Conference, 11% 
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Statements of Activities (Non-audited) - Year end December 31, 2023 

 

Gross Income 

5-year Snapshot 
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A YEAR OF IMPACT 

“A life is not important except in the impact it has on other lives.” 

― Jackie Robinson  
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20-YEAR HIGHLIGHTS 

AF           
celebrates 
20 years! 
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7151 N. Main St. 

Suite 2 

Clarkston, MI 48346 


