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PUBLICATIONS 

The VHL Handbook: What You Need to Know about VHL: Version 6, Revised 2020 

A reference handbook for people with von Hippel-Lindau, their families, and support personnel  

VHL Handbook Kids Edition: Handbook for Parents & Kids Living with VHL: 

Written by a team of parents and professionals and illustrated by kids with VHL, the book is 

upbeat and hopeful, helping children understand VHL and how to manage their health. 

Visit vhl.org/handbook 

VHL Patient Vignettes: Personal stories, thoughts, and tips submitted by people dealing 

with the diagnosis of von Hippel-Lindau 

This and other items can be purchased at vhl.org/store 

 

WEBSITE RESOURCES 

Suggested Surveillance Guidelines 2020: Until a cure is found, active surveillance is a 

patient’s strongest defense to prevent severe VHL complications. vhl.org/surveillance-guidelines 

Clinical Care Centers: vhl.org/ccc 

 

SUPPORT 

Monthly Telephone Discussion Calls: vhl.org/calls 

Patient/CaregiversCall: vhl.org/ptcgcall 

Parents Call: vhl.org/parentscall 

VHL Low/No Vision Call: vhl.org/lownovisioncall 

Mentor Program: Call 617.277.5667 x4 or e-mail info@vhl.org for more information. 

Toll-free Hotline: Call 800.767.4845 x1 

VHLApp for iOS: vhl.org/VHLApp. Android version coming soon. 

On-line Support: 

VHLA Facebook Page: facebook.com/VHLAlliance 

VHLA Private Facebook Discussion Group: facebook.com/groups/VHLawareness  

VHL Caregiver Connection: facebook.com/groups/vhlcaregivers 

VHL: Parents to Parents: facebook.com/groups/VHLparents2parents 

VHL Low/No Vision Facebook Group: facebook.com/groups/vhlvision 

 

DONATE 

The VHL Alliance depends on your donations to continue to fund research, 

education, and support. VHLA envisions Curing Cancer through VHL vhl.org/donate.  

http://vhl.org/handbook
http://vhl.org/store
https://www.vhl.org/patients/clinical-care/screening/
https://www.vhl.org/patients/clinical-care/ccc/
https://www.vhl.org/patients/living-with-vhl/seeking-support/discussioncalls/
https://vhl.org/ptcgcall
https://vhl.org/parentscall
https://vhl.org/lownovisioncall
mailto:info@vhl.org
mailto:https://www.vhl.org/VHLApp/
file:///C:/Users/Ilene/AppData/Local/Box/Box%20Edit/Documents/2jAp_9GBCEm+_tAjJ3D7iA==/2020%20Meeting%20Book.docx
https://www.facebook.com/groups/VHLawareness
https://www.facebook.com/groups/vhlcaregivers
https://www.facebook.com/groups/VHLparents2parents
https://www.facebook.com/groups/vhlvision
http://vhl.org/donate
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2020 Annual VHL Family Meeting 

October 24, 2020 
 

Agenda 

NOTE: All times are Eastern times 

10:00 AM Introduction and Welcome Samantha Greenberg, MS, CGG: 

Huntsman Cancer Institute, VHL CCCC 

Point of Contact 

Chandra Clark: Executive Director,  

VHL Alliance  

10:15 AM VHL 101  Kristen Pauley, MS, CGC: Huntsman 

Cancer Institute 

10:45 AM Living with VHL: Coping with the Diagnosis 

and Medical Management 

Yelena Wu PhD: Assistant Professor, 

Department of Dermatology 

Huntsman Cancer Institute 

Investigator 

11:15 AM 

 

The Emotional Roller Coaster of VHL: 

Separate Breakout Sessions for Patients and 

Caretakers 

Patients: Psychosocial challenges faced by 

patients with VHL and techniques to 

manage them 

Caregivers: Psychosocial challenges faced 

by caregivers of patients with VHL and 

techniques to manage them 

 

 

Leona deVinne, CPCC, ACC: Accendo 

Consulting; VHL Alliance 

Rod Miller, MBA, CPHR MHCS: Trained & 

Certified Life Coach 

12:15 PM Urological Findings in VHL Alejandro Sanchez, MD: Assistant 

Professor in the Division of Urology, 

University of Utah School of Medicine; 

Huntsman Cancer Institute 

Investigator 

12:45 PM VHL and Brain Tumors: Bench to Bedside Randy Jensen, MD, PhD: Brain Tumor 

Research Team at Huntsman Cancer 

Institute 

1:15 PM Lunch Break  
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NOTE: All times are Eastern times 

   

   

1:45 PM VHL and Endocrine Tumor Susceptibility Heloisa Soares, MD: NET Program, 

Huntsman Cancer Institute 

2:15 PM Retinal Findings in VHL Eric Hansen, MD: Assistant Professor of 

Ophthalmology and Visual Sciences, 

Moran Eye Center, University of Utah 

Health 

2:45 PM Radiology Imaging Glen Morrell, MD, PhD, MPHE: Associate 

Professor of Radiology at the University 

of Utah Health System 

3:15 PM Screening Guidelines Othon Iliopoulos, MD, PhD: Associate 

Professor, Medicine, Harvard Medical 

School; Associate Professor of Medicine, 

Center for Cancer Research, 

Massachusetts General Hospital 

3:45 PM Break  

4:00 PM Screening Adherence in Adolescents and 

Emerging Adults 

Samantha Greenberg, MS, CGG: Huntsman 

Cancer Institute, VHL CCCC Point of 

Contact 

4:30 PM State of VHLA: 2020 Camron King, Chair, VHLA Board of 

Directors 

4:45 PM Research Update Mei Koh, PhD: Assistant Professor of 

Pharmacology and Toxicology, University 

of Utah School of Medicine 

5:15 PM Clinical Trial Update Benjamin Maughan, MD, PharmD: 

Assistant Professor in the Division of 

Medical Oncology, Huntsman Cancer 

Institute 

5:45 PM Concluding Remarks Chandra Clark: Executive Director,  

VHL Alliance 

6:00 PM Adjourn  
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2020 Annual VHL Family Meeting 

October 24, 2020 

 

Conference Speakers 
 

Kristen Pauley, MS, CGC 

Huntsman Cancer Institute, VHL CCCC Point of Contact 

Kristen Pauley is a board-certified and licensed genetic counselor 

with a master’s degree in genetic counseling from Thomas 

Jefferson University. She received her bachelor’s degree from 

Villanova University in Biology. Ms. Pauley began working at 

Huntsman Cancer Institute in June 2019. She provides genetic 

counseling regarding hereditary cancer risks to patients in the 

Family Cancer Assessment Clinic. She also provides genetic 

counseling for hereditary conditions with increased risks for renal 

cancer such as von Hippel-Lindau (VHL) to patients and families.  

Ms. Pauley’s research interests include genetic education, alternative genetic 

counseling models/methods, and genetic testing modalities. She is also involved in the 

University of Utah Graduate Program in Genetic Counseling (UUGPGC). She teaches and 

provides clinical supervision at Huntsman Cancer Institute for UUGPGC students. 

 

Yelena Wu PhD 

Assistant Professor, Department of Dermatology Huntsman Cancer Institute Investigator 

Dr. Yelena Wu is a child health psychologist. She is a faculty 

member at the University of Utah in the Department of 

Dermatology and Huntsman Cancer Institute. Dr. Wu is a clinician 

within the Family Cancer Assessment Clinic at Huntsman Cancer 

Institute where she works with children and families who have a 

genetic predisposition to developing cancer. Her research focuses 

on skin cancer prevention among at-risk pediatric populations, 

including within families and in the school setting. 
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Leona deVinne, CPCC, ACC 

Accendo Consulting; VHL Alliance 

Leona deVinne is a VHL patient and caregiver and knows the 

impact of the disease first hand. Leona is a Professional Certified 

Coach and facilitates the VHL monthly Patient/Caregiver and 

Parents calls. She recently developed the VHL Medical Coaching 

program to provide VHL Medical practitioners with a very robust 

skill set to support VHL patients more fully. She is a firm believer 

that we are all here for a reason and that it is not so much what 

happens to us in our lives, but rather what we do despite life’s 

challenges, that has the most meaning and impact. 

 

Rod Miller, MBA, CPHR MHCS  

Certified Leadership & Executive Coach  

Rod Miller is NFP executive leader with experience in a variety of 

sectors and industries. Recognized for his transformative 

leadership, business development, and ability to develop 

exceptional organizations. In his work Rod has developed and 

launched innovative biopharmaceutical products in Canada to help 

underserved patient populations, he has travelled the globe 

developing and implementing workforce capacity building projects 

supporting the development of human potential locally to serve 

international development needs. Over the course of his career Rod has developed 

experiences in academia, business development, sales & sales leadership, marketing, and 

general operations.  

Rod holds undergraduate degrees in zoology and economics. In addition, he holds a 

MBA in leadership and strategy from the University of Calgary Haskayne School of 

Business. As a lifelong learner Rod has also pursued studies in human centered design. 

Rod is a Chartered Professional in Human Resources, the Canadian standard for 

exceptional human resources practices.  

Over the course of his career Rod has held board positions in the areas of community 

development and engagement, social support for children, and with professional 

associations. As a caregiver and board member, Rod is committed to the work of the VHL 

Alliance and looks forward to working with the board, staff, and volunteers to not only 

bettering the quality of life for patients and families but to also move toward a cure for 

VHL. 
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Alejandro Sanchez, MD 

Assistant Professor in the Division of Urology, University of Utah School of Medicine; 

Huntsman Cancer Institute Investigator 

Dr. Alejandro Sanchez received his undergraduate degree from 

the University of Florida where he graduated Summa Cum Laude in 

Biochemistry. He earned his medical degree from Harvard Medical 

School and completed his urologic surgery training at 

Massachusetts General Hospital. Dr. Sanchez then completed a 

fellowship in urologic oncology at Memorial Sloan Kettering Cancer 

Center where he received a Young Investigator Award from the 

American Society of Urologic Oncology to evaluate the mechanisms 

underlying the association of sarcopenia (low skeletal muscle mass) and poor oncologic 

outcomes in patients with clear cell renal cell carcinoma. During his fellowship, Dr. Sanchez 

also received the Chairman’s Award for Excellence in Basic Science.  

As an Assistant Professor in the Division of Urology at the University of Utah School of 

Medicine and Huntsman Cancer Institute, Dr. Sanchez’s research efforts are primarily 

focused on clinical trial development and translational research with a primary interest in 

renal cancer. Dr. Sanchez is also the co-leader of the VHL/high-risk renal cancer clinic at 

Huntsman Cancer Institute. 

 

Randy Jensen, MD, PhD 

Brain Tumor Research Team at Huntsman Cancer Institute  

Dr. Randy Jensen specializes in brain tumor surgery. He has a 

particular emphasis using preoperative imaging, intraoperative 

navigation, intraoperative cortical mapping and intraoperative MRI 

to maximize tumor resection and minimize surgical complications. 

He treats patients with malignant, benign, and metastatic brain 

tumors. He has many clinical trials for patients with brain tumors 

and has a laboratory effort examining brain tumor biology. He is 

also a member of the Brain Tumor Research Team at Huntsman 

Cancer Institute. 
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Heloisa Soares, MD 

NET Program, Huntsman Cancer Institute 

Dr. Heloisa Soares is a medical oncologist with a focus in GI 

cancers and neuroendocrine tumors. She is an assistant professor 

at the Huntsman Cancer Institute (HCI) at University of Utah. Dr. 

Soares received her medical degree at Faculdade de Medicine do 

ABC in Brazil, where she was born. She completed her residency 

training at the Mount Sinai Medical Center of Florida and her 

hematology-oncology fellowship training and PhD in molecular 

biology at UCLA. Dr. Soares has neuroendocrine tumors, and 

gastrointestinal (GI) cancers as the major focus of her research and clinical activities. She 

serves as the co-physician leader in the GI Clinical Trials Research Group at HCI. In 2019, 

became a member of the board of directors for The North American Neuroendocrine 

Tumor Society (NANETS). Additionally, she is a member of the NCI NET taskforce and 

member of SWOG and NRG cooperative groups. Dr. Soares is a passionate advocate to 

patients and has, along many other patient-centered activities, volunteered at the ASCO 

Advocacy Summit on Capitol Hill and had the opportunity to meet members of congress 

and advocate to improve patient care. You can follow her on twitter as @helops79. 

 

Eric Hansen, MD  

Assistant Professor of Ophthalmology and Visual Sciences, Moran Eye Center, University 

of Utah Health 

Dr. Eric Hansen is an Assistant Professor of Ophthalmology and 

Visual Sciences at the University of Utah and Vitreoretinal Specialist 

at the Moran Eye Center. He completed his residency in 

Ophthalmology at Bascom Palmer Eye Institute in Miami, FL, a 

Global Ophthalmology fellowship and a vitreoretinal fellowship at 

the University of Utah. Dr. Hansen is currently training with two 

prominent ocular oncologists, Dr. J. William Harbour and Dr. Zelia 

Correa, at Bascom Palmer in order to build an ocular oncology 

service at the University of Utah. 
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Glen Morrell, MD, PhD 

Department of Radiology, Huntsman Cancer Institute 

Dr. Glen Morrell is Associate Professor of Radiology at the 

University of Utah Health System. His clinical area of expertise is 

imaging of the abdomen and pelvis, including CT, ultrasound, and 

MRI. Dr. Morrell is the radiology liaison to the VHL Comprehensive 

Clinical Care Center at the Huntsman Cancer Institute, which is 

associated with the University of Utah. Dr. Morrell obtained MD 

and PhD degrees from Stanford University. His PhD work was in 

Electrical Engineering developing new methods for MRI. His 

current research projects include sodium MRI of breast cancer and functional MRI of the 

human placenta. 

 

Othon Iliopoulos, MD, PhD 

Associate Professor, Medicine, Harvard Medical School; Associate Professor of Medicine, 

Center for Cancer Research, Massachusetts General Hospital 

Dr. Othon Iliopoulos is an oncologist at Massachusetts General 

Hospital, where he serves as the Clinical Director of the VHL 

Disease/Familial Renal Cell Cancer Program. He is also an Associate 

Professor of Medicine at Harvard Medical School and at the Center for 

Cancer Research at MGH. Dr. Iliopoulos is a VHL Alliance Research Grant 

Recipient and is a Clinical Investigator for the MK-6482 (formerly PT-

2977) clinical trial. His lab is involved in research pertaining to the main 

mechanisms underlying the reprogramming of cancer cell metabolism 

and cancer angiogenesis with the goal to develop mechanism-based strategies for 

selectively killing cancer cells. Dr. Iliopoulos is the Chair of the Clinical Advisory Council and 

the Research Council. 
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Samantha Greenberg, MS CGG 

Huntsman Cancer Institute, VHL CCCC Point of Contact 

Samantha Greenberg is a genetic counselor at Huntsman Cancer 

Institute. She received her Masters' from the University of Michigan 

for genetic counseling and public health after teaching seventh 

grade science in Tulsa, Oklahoma. Samantha oversees the von 

Hippel-Lindau (VHL) Care Center, Paraganglioma clinic, and high 

risk prostate clinic at HCI alongside a multidisciplinary team. Her 

research and interests center around VHL, prostate cancer, 

paraganglioma/pheochromocytoma, and education, where she 

serves as a faculty member with the University of Utah Genetic Counseling Program. 

 

Camron King  

Chair, VHLA Board of Directors 

Camron King is President and Founder of Oakwood Strategic LLC. 

Recognized for his dynamic leadership, effective management and 

forward-thinking approach to brand building, Camron has been 

fortunate to have built a successful career in luxury value-added 

agriculture in both wine and caviar. His experiences are diverse 

ranging from marketing, public relations, management to 

government affairs. He is a regularly invited presenter at 

conferences and events around the world.  

Camron attended Cal Poly, San Luis Obispo studying Environmental Horticultural 

Sciences; California State University, Sacramento studying Government and then graduate 

studies in Public Policy and Administration. Living in California his whole life, Camron is 

deeply committed to the tenets of the California lifestyle – great food, wine, and a healthy, 

balanced lifestyle. 
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Mei Koh, PhD 

Assistant Professor of Pharmacology and Toxicology, University of Utah School of 

Medicine 

Dr. Mei Koh is Assistant Professor of Pharmacology and 

Toxicology at the University of Utah. She joined the University in 

2017 with two R01 grants funding research on the HIFs in kidney 

cancer. Dr. Koh holds a PhD.in Molecular Pharmacology from the 

University of Manchester (UK) and completed her postdoctoral 

training at the Arizona Cancer Center. She has held faculty 

positions at the University of Texas M.D. Anderson Cancer Center 

and at the Sanford Burnham Prebys Medical Discovery Institute. 

She is also founder and CEO of Kuda Therapeutics, a biotechnology startup developing 

novel therapies for kidney cancer. 

 

Benjamin Maughan, MD, PharmD 

Assistant Professor in the Division of Medical Oncology, Huntsman Cancer Institute 

Benjamin Maughan MD, PharmD is an Assistant Professor in the 

Division of Medical Oncology at Huntsman Cancer Institute 

specializing in genitourinary malignancies. Dr. Maughan completed 

his PharmD, cum laude, from Idaho State University in 2004, then 

completed an oncology pharmacy residency at Mountain States 

Tumor Institute in 2005. Dr. Maughan earned his MD, cum laude, 

from the University of Kentucky, College of Medicine in 2010. He 

finished his Internal Medicine residency training with the University 

of Utah in 2013 and subsequently completed his medical oncology fellowship at Johns 

Hopkins in 2016. He has been awarded the Huntsman Cancer Institute Translational 

Scholar Award in 2019, and was selected for the 2019 SWOG Young Investigator Training 

Course.  

Dr. Maughan has clinical and research interests in all genitourinary oncology, with a 

particular focus on the development of novel therapeutics and in identification of 

predictive biomarkers.  During fellowship he studied predictive biomarkers in metastatic 

prostate cancer, specifically the role of truncated androgen receptors (AR-V7 expression) 

and loss of tumor suppressors (PTEN and Rb). More recently he is studying predictive 

biomarkers to immune therapy combinations in kidney, bladder, and prostate cancers. 

He is exploring novel immune therapy combinations including checkpoint inhibitors 

combined with radiation therapy (radium-223), oncolytic viruses (MVA-brachyury) and 

targeted therapies (such as cabozantinib). 
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VHLA Suggested Active Surveillance Guidelines 
 

 

 

 

Until a cure is found, surveillance is a patient’s strongest defense to prevent severe 
VHL complications.   
[Revised 4/24/2020]  

Surveillance is the testing of individuals at risk for von Hippel-Lindau disease (VHL) who do 

not yet have symptoms, or who are known to have VHL but do not yet have symptoms in a 

particular area. The unaffected organs should still be screened. 

Modifications of surveillance schedules may sometimes be done by physicians familiar with 

individual patients and with their family history. Once a person has a known manifestation of 

VHL, or develops a symptom, the follow-up plan should be determined with the medical team. 

More frequent testing may be needed to track the growth of known lesions. 

People who have had a DNA test and do not carry the altered VHL gene may be excused from 

testing.  

In order to monitor the most critical areas of the brain and spinal cord in the most efficient 

and cost-effective manner, CNS MRIs should include the brain, cervical, thoracic, and lumbar 

spine. Scans should be ordered as no less than a 1.5T MRI with and without contrast, with 

thin cuts through the posterior fossa, and attention to inner ear/petrous temporal bone to 

rule out both ELST and hemangioblastomas of the neuraxis. 

 



 

 

Surveillance Modality 

(Tumors being screened) 
AGE1 Pregnancy11 

 
<5 years 

Beginning 

at age 5y 

Beginning 

at age 11y 

Beginning 

at age 15y 

Beginning 

at age 30y 

Beginning at 

age 65y1 

 

History and Physical Examination2 Yearly 

from age 1 year 
Yearly Yearly Yearly Yearly Yearly 

Prior to 

conception11 

Blood Pressure and Pulse 

(Pheochromocytomas/paragangliomas) 

Yearly 

from age 2 

years 

Yearly Yearly Yearly Yearly Yearly 
Prior to 

conceptionr11 

Dilated Eye Examination3 

(Retinal Hemangioblastomas) 

Every 6-12 

months, 

beginning 

before age 1 

year 

Every 6-12 

months 

Every 6-12 

months 

Every 6-12 

months 
Yearly Yearly 

Prior to 

conception, 

then 

Every 6-12 

months11 

Metanephrines4 

(Pheochromocytomas/paragangliomas) 
____ Yearly Yearly Yearly Yearly Stop routine1 Prior to 

conception11 

MRI Brain and Spine w/wo Contrast5,6,7 

(CNS Hemangioblastomas) 
____ ____ Every 2 

years8 

Every 2 

years8 

Every 2 

years8 
Stop routine1 Prior to 

conception11 

Audiogram 

(Endolymphatic sac tumors) 
____ ____ Every 2 

years 

Every 2 

years 

Every 2 

years 
Stop routine1 ____ 

MRI Abdomen w/wo Contrast5,6,7 

(Renal cell carcinomas, 

Pheochromocytomas/paragangliomas, 

Pancreatic neuroendocrine tumors/cysts) 

____ ____ ____ Every 2 

years9 

Every 2 

years9 

Stop routine1 Prior to 

conception11 

MRI Internal Auditory Canal10 

(Endolymphatic sac tumors) 
____ ____ ____ Once ____ ____ No specific 

changes 



Notes: 

Your clinician may suggest more frequent surveillance based on existing lesions. In such a circumstance, it 

is important to be seen by a VHL specialist. 

1   Beginning at age 65, routine laboratory and radiologic screening for patients who have never had specific VHL 

manifestations may cease. With the exception of routine physical examination and ophthalmologic 

assessment, this applies to all other routine screening/surveillance tests in asymptomatic patients. However, 

patients presenting with signs/symptoms should be evaluated with appropriate testing/imaging regardless of 

age. 

2   Age-appropriate history and physical examination to include: Neurologic examination, auditory and 

vestibuloneural questions and testing, visual symptoms, catecholamine excess symptom assessment 

(headaches, palpitations, diaphoresis, hyperactivity, anxiety, polyuria, abdominal pain). 

3   Dilated, in-person eye examination including ophthalmoscopy to occur every 6-12 months based on quality of 

examination obtained (especially in a child) and perceived adherence to follow-up. Consider examination 

under anesthesia in young children in whom a detailed eye examination cannot be adequately obtained in the 

clinic. Consider including ultrawidefield photography and ultrawidefield fluorescein angiography, but these 

should not replace a dilated eye examination with a specialist with experience in retinal manifestations of VHL. 

4   Plasma free metanephrines (preferred, due to its higher sensitivity) or fractionated 24-hour urinary free 

metanephrines. 

5   Use macrocyclic/class II gadolinium-based contrast agents. MRI of the neuroaxis may be obtained at the same 

time as MRI abdomen, and may be performed under a single long anesthesia event, especially in children. 

However, both the neuroaxis protocol and the abdominal protocols should be obtained consecutively. It is 

NOT recommended to evaluate the spine solely using an abdominal protocol MRI, nor is it recommended to 

evaluate the abdominal organs solely using a neuroaxis protocol. See footnote #6 and #7 for how to combine 

these protocols. 

6   Based on contraindications (metallic implants, renal failure, etc.), the following order of imaging priority applies: 

MRI (with and without contrast) > MRI (without contrast) > CT (with contrast) > CT (without contrast) > US 

(kidneys, adrenals and pancreas only) > Endoscopic US (pancreas only). See also footnote #5 and #7. 

7   Timing of contrast administration when imaging multiple organ systems together should be as follows: Obtain 

non-contrasted images of CNS and abdomen first, then give contrast using a power injector and perform multi-

phase contrast-enhanced imaging of the abdomen including pancreas and kidneys during the late arterial 

phase and delayed venous phases. Then late post-contrast imaging of neuroaxis. See also footnote #5 and #6. 

8   If no CNS hemangioblastomas, continue routine surveillance every 2 years. If hemangioblastomas are 

present and there is an increase in hemangioblastoma size, or if the patient has associated symptoms, 

scans should be yearly (or more frequently), as appropriate (or referred to neurosurgery). 

9   If no renal lesions present on initial scan, continue routine surveillance every 2years. If small tumors (< 

3 cm) found, reimage initially with MRI every 3-6 months to determine stability. Once stability has been 

determined over 3 consecutive scans, consider extending to every 2 years. If renal mass is > 3 cm, 

consider a referral to a urologist (preferably familiar with the care of VHL). 

10  High-resolution (1mm slice thickness) magnetic resonance imaging of the internal auditory canal. This baseline 

MRI of the internal auditory canal should be obtained after age 15 years (once the temporal bones have 

matured), and it should be added onto the MRI of the neuroaxis conducted between ages 15-20 years. 

11  “Prior” indicates that this surveillance testing should ideally be performed prior to any planned conception, if 

possible. MRIs performed during pregnancy should be without contrast.     
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Introducing VHLA’s New Executive 

Director 
 

Chandra Clark 

Chandra Clark joined the VHL Alliance (VHLA) in the fall of 2020. In 

her role as Executive Director, Chandra is responsible for continuing 

to lead VHLA’s vision of curing cancer through VHL while providing 

ongoing support for patients through increased awareness, 

education, and advocacy. 

For the past 15 years, Chandra has served in nonprofit leadership by 

developing innovative programs and creatively cultivating 

opportunities in the community to support the advancement of 

underserved populations. Her passion lies in advocating for equity in 

healthcare, education, and economic access to improve the health and well-being of under-

resourced communities.  Chandra’s diverse professional background includes business and 

talent development, fundraising, marketing, and external relations with experience in 

collaborating with corporations and organizations to develop and implement multi-level 

projects, partnerships, programs, and community initiatives. 

Prior to joining VHLA, she served as the Director of Community Outreach for Big Brothers 

Big Sisters Kansas City where she successfully launched the organization’s first Community 

Outreach department, postsecondary education initiative, and workforce development 

program for youth which gained national exposure. Her previous professional experience 

also includes serving in nonprofit leadership at Kauffman Scholars, Newhouse Shelter, and 

as President and Founder of M.O.D.E.L, a faith-based organization. 

Chandra holds a Master of Education degree from Rockhurst University, a Bachelor of 

Liberal Arts degree from the University of Missouri-Kansas City, and is a graduate of the 

Central Exchange Emerging Leaders Fellowship program. She has been honored to receive 

awards and recognitions including NextGen Leaders from the Kansas City Business Journal, 

Young Athena Leadership Award from the Kansas City Chamber, Rockhurst Faber Young 

Alum of the Year from Rockhurst University, Top Connector in Education and 

Entrepreneurship from the Kauffman Foundation and Most Influential Women in Kansas 

City Business from the Kansas City Business Journal. 

In her spare time, she enjoys traveling, writing, reading, and sharing invaluable moments 

with her 19-year old daughter, Jada.  
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