Instructions for submitting standardized MELD/PELD Exceptions:

Go to the MELD/PELD exception application in UNetSM and enter the diagnosis as follows:

	Diagnosis
	Select from drop-down field in UNetSM
	Additional

	Hepatopulmonary Syndrome
	Hepatopulmonary Syndrome/HEPSYN
	

	Familial Amyloid Polyneuropathy
	Familial Amyloidosis / FA
	

	Cystic Fibrosis
	Other Specify
	type CF in the diagnosis text field

	Primary Hyperoxaluria
	Primary Oxaluria/ POX
	

	Portopulmonary Syndrome
	Portopulmonary Hypertension / PHYPER
	

	Hilar Cholangiocarcinoma
	Other Specify
	type CCA in the diagnosis text field


Select “Initial” or “Extension.” Using the Microsoft Word templates developed by the Committee, check the required boxes and enter any required data/information.  Copy the entire section for that diagnosis and paste it into the narrative portion of the exception application.  In some cases, there are additional criteria for extensions.

Liver transplant programs are also reminded that the Board also modified the policy to state that, “Unless the applicable RRB has a pre-existing agreement for a higher point assignment for these diagnoses, an initial MELD score of 22/ PELD score of 28 shall be assigned.”   If the candidate is currently listed as a MELD scoreless than 25, it is recommended that a MELD score of 25 should be requested upon the next extension. 

If the candidate is currently listed as a MELD score of 25 or greater, it is recommended that a MELD score of 28 should be requested upon the next extension. 

	Hepatopulmonary Syndrome
Diagnosis: Use ‘Hepatopulmonary Syndrome/HEPSYN’ drop-down in the exception application)

Type: Initial or Extension

Checklist for Initial Applications (answer 1-4, then copy and paste 1-4 into the narrative portion of the UNetSM Exception Application) 
1. Clinical evidence of portal hypertension (check all that apply)

          -ascites

          -varices

          -splenomegaly

          -thrombocytopenia
          -other (specify): __________

2. Evidence of a shunt by (check all that apply)

        -contrast ECHO  
        -Lung Scan
3. PaO2 < 60 mmHg on room air at rest (fill in result and date)
        Pa02=_________   date=_________
4. No significant clinical evidence of underlying primary pulmonary disease 

       True /  False  (if evidence of underlying pulmonary disease, must submit to full RRB)  
MELD Score 22 / PELD Score 28

Checklist for Extensions: every 3 months, please resubmit items 1-4, including current PaO2 ):

MELD / PELD Score: 10% mortality equivalent increase in points every three months
(see table provided and request appropriate score increase)


	Cystic Fibrosis 
Diagnosis:  CF (Select Other Specify and type CF in the diagnosis field)

Type:  Initial or Extension

Checklist for Initial Application: (answer 1-2, then copy and paste 1-2 into the narrative portion of the UNetSM Exception Application) 
1. FEV1 < 40%  (fill in result and date)

FEV1=______    date=________

2. diagnosis of CF by genetic testing:   yes _____  no _______ (if no, must be reviewed by full RRB)  
MELD Score 22 / PELD Score 28

Checklist for Extensions: resubmit 1-2 including current PFTs.
Repeat FEV1
MELD / PELD Score: 10% mortality equivalent increase in points every three months

(see table provided)




	Familial Amyloid Polyneuropathy
Diagnosis: use ‘Familial Amyloidosis / FA’ drop-down in the exception application
Type: Initial or Extension

Checklist for Initial Application (answer 1-4, then copy and paste 1-4 into the narrative portion of the UNetSM Exception Application) 
1. Echocardiogram showing the candidate has an ejection fraction > 40%, or combined heart-liver  (fill in)
          %EF=______   or _____ yes, combined heart-liver

2. Identification of TTR gene mutation (Val30Met vs. non-Val30Met)

          Yes______  No______ (if no must submit to full RRB)  
3. Biopsy proven amyloid in the involved organ (fill in)
         Organ: ______  

4. Ambulatory status:  patient is able to ambulate independently

         Yes______  No______ (if no must submit to full RRB)

MELD Score 22 / PELD Score 28

Checklist for Extensions:  resubmit 1-4, with updated ECHO due every 6 months
Monitor cardiac status with repeat ECHO every 6 months
MELD / PELD Score: 10% mortality equivalent increase in points every three months

(see table provided and request the higher score)



	Primary Hyperoxaluria

Diagnosis: Use “Primary Oxaluria/ POX“ drop-down in the exception application
Type: Initial or Extension

Checklist for Initial Application (answer 1-3, then copy and paste 1-3 into the narrative portion of the UNetSM Exception Application) 
1. AGT deficiency proven by liver biopsy: check all that apply 

-sample analysis 

-genetic analysis), 

2. listed for a combined liver-kidney transplant

Yes ______   No______ (if no must submit to full RRB)

3. GFR<= 25 ml/min for 6 weeks or more by MDRD6 or direct measurement (Iothalamate or iohexol) or on dialysis.
GFR=________ or   on dialysis________
MELD Score 28 / PELD Score 41

Checklist for Extensions:

Remains a suitable candidate for combined transplantation, no additional testing required.  Resubmit items 1-3 and ask for appropriate score increase.
MELD / PELD Score: 10% mortality equivalent increase in points every three months

(see table provided)

	Portopulmonary Syndrome

Diagnosis: Use “Portopulmonary Hypertension / PHYPER” drop-down in the exception application)
Type: Initial or Extension

Checklist for Initial Application (answer 1-4, then copy and paste 1-4 into the narrative portion of the UNetSM Exception Application) : 
. 

1. Initial MPAP and pulmonary vascular resistance (PVR) levels (must be abnormal) 

MPAP ______  date of study:______   PVR_______  date of study:________

2. documentation of treatment (check all that apply, if none, must be reviewed by full RRB):

        -Flolan(use real name)_________

                  -Sildinafil ________

                  -Ambersantin  ________ 

                  -other (specify)_________          

3. post-treatment MPAP < 35 mmHg and PVR < 400 dynes/sec/cm-5
        post treatment MPAP_________ and PVR __________ date _________
4. Transpulmonary gradient (>12 mmHg) to correct for volume overload
        gradient _______   date___________

MELD Score 22 / PELD Score 28

Checklist for Extensions:

Mean pulmonary arterial pressure (MPAP) remains below 35 mmHg (confirmed by repeat heart catheterization) please resubmit items 1-4, including current MPAP by heart catheterization):

MELD / PELD Score: 10% mortality equivalent increase in points every three months

(see table provided)


	Hilar Cholangiocarcinoma 

Diagnosis: CCA (Select Other Specify and type CCA in the diagnosis field)

Type: Initial or Extension

Checklist for Initial Applications (answer 1-4, then copy and paste 1-4 into the narrative portion of the UNetSM Exception Application) :

1. Approved written protocol for CCA 

            yes _____  no ______ (if no, must submit for full RRB)

2. Satisfies diagnostic criteria for hilar CCA- malignant-appearing stricture on cholangiography and one or more of the following (check all that apply, if none must submit to full RRB):  

· carbohydrate antigen >19-9 100 U/mL 

· biopsy or cytology results demonstrating malignancy or aneuploidy, 

· Unresectable tumor based on underlying primary sclerosing cholangitis or anatomic restrictions 

3. Mass <=3 cm, if cross-sectional imaging studies (CT scan, MRI) demonstrate a mass

     No mass or mass <=3 cm _______       mass is larger __________  (submit to full RRB)

4. Intra- and extrahepatic metastases excluded by cross-sectional imaging studies of the chest and abdomen within last 3 months  

          yes ______ date_______ 

5. Regional hepatic lymph node involvement and peritoneal metastases assessed by operative staging after completion of neoadjuvant therapy and before liver transplantation (must be done prior to transplant but not prior to exception score, no data submission required for exception) 

Notes

Endoscopic ultrasound-guided aspiration of regional hepatic lymph nodes may be advisable to exclude patients with obvious metastases before neoadjuvant therapy is initiated.

Transperitoneal aspiration or biopsy of the primary tumor (either by endoscopic ultrasound, operative, or percutaneous approaches) should be avoided because of the high risk of tumor seeding associated with these procedures.

MELD Score 22 / PELD Score 28

Checklist for Extensions:

1. Intra- and extrahepatic metastases excluded by cross-sectional imaging studies of the chest and abdomen every three months.  Please resubmit 1-4, with updated cross-sectional imaging to rule out metastasis.


Scores for Standardized MELD/PELD Exceptions (except Primary Hyperoxaluria)

	
	MELD
	PELD

	Initial Application
	22
	28

	1st Extension
	25
	35

	2nd Extension
	27
	40

	3rd Extension
	29
	44

	4th Extension
	31
	47

	5th Extension
	33
	50

	6th Extension
	35
	53

	7th Extension
	37
	56

	8th Extension
	40
	60


Scores for Standardized MELD/PELD Exceptions (Primary Hyperoxaluria)

	
	MELD
	PELD

	Initial Application
	28
	41

	1st Extension
	30
	44

	2nd Extension
	32
	47

	3rd Extension
	34
	50

	4th Extension
	36
	53

	5th Extension
	39
	56

	6th Extension
	40
	60

	7th Extension
	40
	76

	8th Extension
	40
	76


If the candidate is currently listed as a MELD scoreless than 25, it is recommended that a MELD score of 25 should be requested upon the next extension. 

If the candidate is currently listed as a MELD score of 25 or greater, it is recommended that a MELD score of 28 should be requested upon the next extension. 

