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MEMBER NAME:  Click to enter
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OUT-OF-NETWORK SERVICE REQUESTED: Referral to a sarcoma specialty center for the evaluation, management and treatment of epithelioid hemangioendothelioma (EHE)

Dear Utilization Review Team,

I am writing to formally appeal the denial of my out-of-network referral to a specialty sarcoma center for evaluation and treatment of my diagnosis of epithelioid hemangioendothelioma (EHE). This request is medically necessary, evidence‑supported, and consistent with national and international standards for rare cancer management.

EHE IS AN ULTRA-RARE CANCER WHICH REQUIRES EXPERT CARE:

EHE is an ultra-rare, translocated, vascular sarcoma, occurring in fewer than 1 per 1,000,000 people.  Because of its rarity, most oncologists have never treated a single case of EHE.  Major authorities confirm the following:

· The EHE Foundation recognizes that many oncologists are unfamiliar with and have little or no experience treating EHE and stresses the importance of seeking expert care in the management of rare sarcomas who are familiar with EHE. (link)
· A Consensus Paper for Managing EHE created by a group of more than 80 sarcoma experts from around the world under the guidance of the European Society for Medical Oncology (ESMO) state, “Due to the ultra-rare nature of EHE, patients should be managed within sarcoma reference centers or reference networks, by a dedicated sarcoma multidisciplinary team including pathologist, radiology, surgical oncologist, orthopedic surgeon, radiation oncologist, medical oncologist and palliative care specialist who are familiar with the nuances of this disease.”(link)
· The National Cancer Institute (NCI) states, “Since EHE is so rare, there is no standard treatment. Treatment for each person is different and depends on where in the body EHE starts and if it has spread. You should see a doctor who is an expert in tumors that form in blood vessels to decide the best approach for your cancer.” (link)

Given the complexity and rarity of my disease, local oncology clinics cannot provide evidenced based care required for EHE.

EHE HAS NO STANDARD TREATMENT GUIDLEINES WHICH REQUIRES EXPERT SARCOMA OVERSIGHT:

EHE clinical behavior is variable and unpredictable, ranging from that of a low-grade malignancy to that of a high-grade sarcoma and it is marked by a high propensity for systemic involvement. Peer reviewed literature consistently shows there are no FDA-approved treatments or National Comprehensive Cancer Network (NCCN) guidelines specific to EHE. Because EHE has unpredictable clinical behavior and no approved treatments or guidelines, treatment decisions must be individualized based on tumor burden, organ involvement and molecular subtype. This means general oncology care within network that utilize standardized treatment guidelines is not medically appropriate for the management of my ultra-rare diagnosis.

NATIONAL GUIDLEINES RECOMMEND REFERRAL TO SARCOMA CENTERS:

Multiple authoritative bodies support referral for rare tumors:

· NCCN Soft Tissue Sarcoma Guidelines: Rare sarcomas should be treated at centers with sarcoma expertise.
· ESMO-EURACAN Guidelines: Rare cancers must be managed in reference centers with multidisciplinary sarcoma teams.
· British Sarcoma Group Guidelines: All rare sarcomas should be referred to specialist sarcoma units.

EHE is explicitly categorized as a rare sarcoma and therefore meets criteria for specialty referral. 



SARCOMA CENTERS HAVE DOCUMENTED EXPERTISE IN EHE:

Only a small number of U.S. centers have physicians who treat multiple EHE patients annually, publish peer-reviewed research on EHE, participate in EHE clinical trials and/or are recognized by the EHE Foundation for expertise in the management of EHE. The EHE Foundation provides a list of clinicians and institutions that have been identified through their work with The EHE Foundation and experience in working with EHE patients. Insert Institution Name is included on the list of institutions recognized by the EHE Foundation for their expertise in the care and management of EHE patients. (EHE Foundation Provider Directory)

WHY IN NETWORK MANAGEMENT OF MY EHE IS NOT SAFE OR SUFFICIENT:

In network oncology clinics lack the specialized experience needed to manage the complexities of this ultra-rare cancer. Without expert oversight, I face increased risks of delayed detection of progression, incorrect therapy selection, missed clinical trial opportunities and worse long-term outcomes.

REQUEST FOR APPOVAL:

For all these reasons above, I respectfully request authorization for referral to the high-volume sarcoma specialty center noted above with documented expertise in EHE. This referral is medically necessary, evidence-based, and aligned with national guidelines for rare cancer management. I ask that this appeal be reconsidered promptly so I can receive the care that meets the accepted standard for my diagnosis.

Thank you for your time and attention to this matter.

Sincerely,

Member Signature
Insert Member Printed Name
Insert Member Phone Number
Insert Member Email

Enclosures: Ex: Medical records, imaging reports, physician referral letter 
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