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CLINICAL CARE CENTER PROGRAM

[image: image15.png]


[image: image16.png])



Program Goals
· To provide VHL patients and families with access to coordinated, experienced, and knowledgeable care across required specialties.
· To engage with medical professionals and institutions to encourage participation in VHL research, provide professional development opportunities, establish clinical protocol, and serve as a resource.
· To create engagement opportunities between the VHL community and the medical professionals who care for them.
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Section 1: General
Institution Name:

 
Main Phone:


Main Address:


Does your CCC treat adults only, pediatrics only, or both adults and pediatrics?

Approximately how many VHL patients are treated at your institution annually?

Approximately how many VHL patients are currently being treated with Welireg (belzutifan) at your institution?

Who is the Sponsoring Physician that is responsible for organization and coordination of the CCC team at your institution?
Name:

 Specialty:

Email:

 Phone:


Mailing Address: 




Who is the Navigator that is responsible for coordinating surveillance, financial assistance, and appointments for VHL patients at your institution?

Name:

 Specialty:

Email:

 Phone:


Mailing Address: 



Who is the Point of Contact that is responsible for serving as the initial contact for VHL patients, families and physicians at your institution?
Name:

 Specialty:

Email:

 Phone:


Mailing Address: 




Who is a contact in the marketing/social media department at your institution?

Name:

 Specialty:

Email:

 Phone:


Mailing Address: 




 Section 2: Genetics (*this can be a geneticist or a genetic counselor) 
Who is the lead specialist responsible for the genetics needs of the VHL patients at your institution? 
Name:

 Specialty:

Relevant Training/Experience: 

Email:

 Phone:


Mailing Address: 




Clinic Address:





       Section 3: Kidney
Who is the lead specialist responsible for the surveillance and treatment of renal manifestations in VHL patients at your institution? 
Name:

 Specialty:

Relevant Training/Experience: 

Email:

 Phone:


Mailing Address: 




Clinic Address:




 Section 4: Pancreas
Who is the lead specialist responsible for the surveillance and treatment of pancreatic manifestations in VHL patients at your institution? 
Name:

 Specialty:

Relevant Training/Experience: 

Email:

 Phone:


Mailing Address: 




Clinic Address:




 Section 5: CNS (Brain and Spine)
Who is the lead specialist responsible for the surveillance and treatment of CNS (brain and spine) manifestations in VHL patients at your institution? 
Name:

 Specialty:

Relevant Training/Experience: 

Email:

 Phone:


Mailing Address: 




Clinic Address:




 Section 6: Ears
Who is the lead specialist responsible for the surveillance and treatment of ELSTs in VHL patients at your institution? 
Name:

 Specialty:

Relevant Training/Experience: 

Email:

 Phone:


Mailing Address: 




Clinic Address:




 Section 7: Retinas
Who is the lead specialist responsible for the surveillance and treatment of retinal/ocular manifestations in VHL patients at your institution? 
Name:

 Specialty:

Relevant Training/Experience: 

Email:

 Phone:


Mailing Address: 




Clinic Address:





 Section 8: Adrenals
Who is the lead specialist responsible for the surveillance and treatment of adrenal manifestations in VHL patients at your institution? 
Name:

 Specialty:

Relevant Training/Experience: 

Email:

 Phone:


Mailing Address: 




Clinic Address:





 Section 9: Reproductive System
Who is the lead specialist responsible for the surveillance and treatment of reproductive manifestations in VHL patients at your institution? 
Name:

 Specialty:

Relevant Training/Experience: 

Email:

 Phone:


Mailing Address: 




Clinic Address:





 Section 10: Emotional Health
Who is the lead specialist responsible for the identification and treatment of psychosocial manifestations in VHL patients at your institution? 
Name:

 Specialty:

Relevant Training/Experience: 

Email:

 Phone:


Mailing Address: 




Clinic Address:





 Section 11: Pediatrics (*required for CCCs treating pediatrics)
Who is the lead specialist responsible for the surveillance and treatment of pediatric VHL patients at your institution? 
Name:

 Specialty:

Relevant Training/Experience: 

Email:

 Phone:


Mailing Address: 




Clinic Address:




Section 12: Oncology
Who is the lead specialist responsible for the medical oncological needs, including Welireg prescriptions, for VHL patients at your institution? 
Name:

 Specialty:

Relevant Training/Experience: 

Email:

 Phone:


Mailing Address: 




Clinic Address:




 Section 13: BHD/HLRCC (*optional)
Approximately how many BHD patients are treated at your institution annually? 
Approximately how many HLRCC patients are treated at your institution annually?
Who is the lead specialist responsible for the surveillance and treatment of dermatological manifestations in BHD/HLRCC patients at your institution?
Name:

 Specialty:

Relevant Training/Experience: 

Email:

 Phone:


Mailing Address: 




Clinic Address:



Who is the lead specialist responsible for the surveillance and treatment of gynecological manifestations in BHD/HLRCC patients at your institution?
Name:

 Specialty:

Relevant Training/Experience: 

Email:

 Phone:


Mailing Address: 




Clinic Address:




Who is the lead specialist responsible for the surveillance and treatment of pulmonological manifestations in BHD/HLRCC patients at your institution?
Name:

 Specialty:

Relevant Training/Experience: 

Email:

 Phone:


Mailing Address: 




Clinic Address:



Questions
Why do you feel that your institution is a good candidate to be recognized as a VHL CCC?

Does your CCC utilize telehealth to care for patients? 
Does your CCC offer second opinion consults? If so, what is the process? 
How often does your team meet?
How do you coordinate care between specialties required in the management of VHL? 
What is your process for scheduling and following up with patients regarding surveillance?
What is your process for evaluating and addressing psychosocial needs?
Does anybody on your CCC team work with residents, fellows, students, etc? 
Has anybody on your CCC team participated in VHL research in the past two years? 
Has anybody on your team applied for grant funding related to VHL research in the past two years?
Has anybody on your CCC team presented a case at the virtual monthly VHL Tumor Board in the past year?
Has anybody on your CCC team presented a case at an internal, organizational Grand Rounds program related to VHL, or other internal-facing educational program, formal or otherwise in the past year?
 Did anybody on your CCC team attend the most recent VHL Research/Medical Symposium?
 Have you hosted a VHL-related patient/caregiver event in the past two years?
Has anybody on your team attended a VHL-related patient meeting in the past two years?
Has anybody on your team earned CME credits related to VHL over the past year?
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Our Mission


Improving quality of life and health outcomes for VHL patients, families, and caregivers with inclusive community building, connections to excellent education and treatment options, and advancements in medical research.








We Bring Heart, Soul & Science 


To The Fight.





CLINICAL CARE CENTER PROGRAM








CURING CANCER THROUGH VHL RESEARCH










