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HRSA; HHS

ICR: Process Data for Organ Procurement and Transplantation Network

Itis essential that transplant program work to eliminate barriers to transplant. Addressing
obstacles, collaborating with referring providers, and assessing patient overall health is done
daily as transplant centers educate their patients and community, evaluate new patients,
and have multidisciplinary team discussions related to care and candidacy. The collection of
pre-waitlisting data does serve a function in determining patient-related, system-related, and
center-related themes regarding the barriers to transplantation candidacy. It does not,
however, capture issues that occur upstream, long before patients reach the referral stage
for transplant. Itis frequently these complications that compound into significant health care
issues before any referral for organ transplant.

Transplant programs are one piece of a complex patient care puzzle. To fully capture the
whole picture of equity/disparities in access to transplantation, one would have to have real-
time state- or nation-wide registries for all chronic diseases (ESRD, COPD, CAD, CHF, ELSD)
that would help better portray the overall incidence of organ failure and assess the timely
referrals to specialized providers. Transplant programs cannot bear the burden of reporting
and caring for patients who are not referred in timely fashion and those who have not had the
primary care support of ongoing health maintenance.

Real and lasting equity in access to transplant will only come from collaboration between
transplant centers, community providers, and agencies that are able to provide
transportation and social supports to patients who lack those resources.

The estimated burden as laid out in the notice is significantly lower than the actual burden
would be to complete the additional OPTN forms should they mirror a similar data collection
process other OPTN forms require. Time estimates are based on a document that indicates
that many patient-specific referral data information “cascades from the waitlist”. However,
this will only address the patient who moves to waitlist. The HRSA announcement states
that there will be “data collection from the point of referral” to “provide insight into who gets
referred and by whom, who gets evaluated, and who gets placed on the organ transplant
waiting list”. This indicates that ALL referrals must be data collected, a much larger number
than previously suggested. This alone guarantees a significant difference in work time
needed. The transplant programs are tasked to ensure complete, accurate, and timely OPTN
TIEDI forms. The current process is already time consuming even when making use of
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RERF KI Adults and Pediatrics

		RERF - Kidney - Adult								RERF - Kidney - Pediatric

		Fields to be completed by members								Fields to be completed by members

		Form Section		Field Label		Notes				Form Section		Field Label		Notes

		Provider Information		Transplant Center Code		Display Only - Cascades from Waitlist				Provider Information		Transplant Center Code		Display Only - Cascades from Waitlist

		Provider Information		Transplant Center Type://Recipient Center		Display Only - Cascades from Waitlist				Provider Information		Transplant Center Type://Recipient Center		Display Only - Cascades from Waitlist

		Candidate Information		Last Name:		Cascades from Waitlist				Candidate Information		Last Name:		Cascades from Waitlist

		Candidate Information		First Name:		Cascades from Waitlist				Candidate Information		First Name:		Cascades from Waitlist

		Candidate Information		Middle Initial://MI:		Not required				Candidate Information		Middle Initial://MI:		Not required

		Candidate Information		Previous Surname:		Not required				Candidate Information		Previous Surname:		Not required

		Candidate Information		SSN:		Display Only - Cascades from Waitlist				Candidate Information		SSN:		Display Only - Cascades from Waitlist

		Candidate Information		Gender:		Cascades from Waitlist				Candidate Information		Gender:		Cascades from Waitlist

		Candidate Information		HIC:		Not required				Candidate Information		HIC:		Not required

		Candidate Information		Date of Birth://DOB:		Cascades from Waitlist				Candidate Information		Date of Birth://DOB:		Cascades from Waitlist

		Candidate Information		State of Permanent Residence:		Cascades from Waitlist				Candidate Information		State of Permanent Residence:		Cascades from Waitlist

		Candidate Information		Permanent ZIP Code:		Cascades from Waitlist				Candidate Information		Permanent ZIP Code:		Cascades from Waitlist

		Candidate Information		Ethnicity:		Cascades from Waitlist				Candidate Information		Ethnicity:		Cascades from Waitlist

		Candidate Information		Race:		Cascades from Waitlist				Candidate Information		Race:		Cascades from Waitlist

		Candidate Information		Citizenship:						Candidate Information		Citizenship:		

		Candidate Information		Year of Entry to the U.S.						Candidate Information		Year of Entry to the U.S.		

		Candidate Information		Year of Entry to the U.S Status//ST=		Value or status is reported, not both				Candidate Information		Year of Entry to the U.S Status//ST=		Value or status is reported, not both

		Candidate Information		Country of Permanent Residence						Candidate Information		Country of Permanent Residence

		Candidate Information		Highest Education Level:						Candidate Information		Highest Education Level:		

		Patient Status		Functional Status:						Patient Status		Functional Status:		

		Patient Status		Working for income:						Patient Status		Cognitive Development:		

		Patient Status		Previous Transplant//Organ		Display Only - Cascades from Database				Patient Status		Motor Development:		

		Patient Status		Previous Transplant//Date		Display Only - Cascades from Database				Patient Status		Academic Progress:		

		Patient Status		Previous Transplant//Graft Fail Date		Display Only - Cascades from Database				Patient Status		Academic Activity Level:		

		Patient Status		Previous Pancreas Islet Infusion:						Patient Status		Previous Transplant//Organ		Display Only - Cascades from Database

		Source of Payment		Source of Payment//Primary:						Patient Status		Previous Transplant//Date		Display Only - Cascades from Database

		Source of Payment		Foreign Government//Specify:						Patient Status		Previous Transplant//Graft Fail Date		Display Only - Cascades from Database

		Clinical Information		Height in cm://Height:						Source of Payment		Source of Payment//Primary:		

		Clinical Information		Height Status//ST=		Value or status is reported, not both				Source of Payment		Foreign Government//Specify:		

		Clinical Information		Height Growth percentiles//%ile		Calculated for display only				Clinical Information		Height Measurement Date

		Clinical Information		Weight in kg://Weight:		 				Clinical Information		Height in cm://Height:		

		Clinical Information		Weight Status//ST=		Value or status is reported, not both				Clinical Information		Height Status//ST=		Value or status is reported, not both

		Clinical Information		Weight Growth percentiles//%ile		Calculated for display only				Clinical Information		Height Growth percentiles//%ile		Calculated for display only

		Clinical Information		BMI:		Display Only - Cascades from Database				Clinical Information		Weight Measurement Date

		Clinical Information		BMI://%ile		Calculated for display only				Clinical Information		Weight in kg://Weight:		 

		Clinical Information		ABO Blood Group:		Display Only - Cascades from Waitlist				Clinical Information		Weight Status//ST=		Value or status is reported, not both

		Clinical Information		Primary Diagnosis:						Clinical Information		Weight Growth percentiles//%ile		Calculated for display only

		Clinical Information		Primary Diagnosis//Specify:						Clinical Information		BMI:		Display Only - Cascades from Database

		General Medical Factors		Diabetes:						Clinical Information		BMI://%ile		Calculated for display only

		General Medical Factors		Symptomatic Peripheral Vascular Disease:						Clinical Information		ABO Blood Group:		Display Only - Cascades from Waitlist

		General Medical Factors		Any previous Malignancy:						Clinical Information		Primary Diagnosis:		

		General Medical Factors		Any previous Malignancy//Specify Type:						Clinical Information		Primary Diagnosis//Specify:		

		General Medical Factors		Any previous Malignancy//Specify:						General Medical Factors		Diabetes:		

		General Medical Factors		Total Serum Albumin:						General Medical Factors		Any previous Malignancy:		

		General Medical Factors		Total Serum Albumin//ST=		Value or status is reported, not both				General Medical Factors		Any previous Malignancy//Specify Type:		

		Kidney Medical Factors		Exhausted Vascular Access:						General Medical Factors		Any previous Malignancy//Specify:		

		Kidney Medical Factors		Exhausted Peritoneal Access:						General Medical Factors		Total Serum Albumin:		

		Kidney Medical Factors		Age of Diabetes Onset:						General Medical Factors		Total Serum Albumin//ST=		Value or status is reported, not both

		Kidney Medical Factors		Age of Diabetes Onset//ST=		Value or status is reported, not both				Kidney Medical Factors		Exhausted Vascular Access:		

										Kidney Medical Factors		Exhausted Peritoneal Access:		

										Kidney Medical Factors		Age of Diabetes Onset:		

										Kidney Medical Factors		Age of Diabetes Onset//ST=		Value or status is reported, not both

		PUBLIC BURDEN STATEMENT:								Kidney Medical Factors		Fracture in the past year (or since last follow-up):		

		The private, non-profit Organ Procurement and Transplantation Network (OPTN) collects this information in order to perform the following OPTN functions: to assess whether applicants meet OPTN Bylaw requirements for membership in the OPTN; and to monitor compliance of member organizations with OPTN Obligations. An agency may not conduct or sponsor, and a person is not required to respond to, a collection of information unless it displays a currently valid OMB control number. The OMB control number for this information collection is 0915-0157 and it is valid until XX/XX/202X. This information collection is required to obtain or retain a benefit per 42 CFR §121.11(b)(2). All data collected will be subject to Privacy Act protection (Privacy Act System of Records #09-15-0055). Data collected by the private non-profit OPTN also are well protected by a number of the Contractor’s security features. The Contractor’s security system meets or exceeds the requirements as prescribed by OMB Circular A-130, Appendix III, Security of Federal Automated Information Systems, and the Departments Automated Information Systems Security Program Handbook. The public reporting burden for this collection of information is estimated to average 0.27 hours per response, including the time for reviewing instructions, searching existing data sources, and completing and reviewing the collection of information. Send comments regarding this burden estimate or any other aspect of this collection of information, including suggestions for reducing this burden, to HRSA Reports Clearance Officer, 5600 Fishers Lane, Room 14N136B, Rockville, Maryland, 20857 or paperwork@hrsa.gov.

								Kidney Medical Factors		Specify Location and number of fractures//Spine-compression fracture:		

										Kidney Medical Factors		Spine-compression fracture//# of fractures:		

										Kidney Medical Factors		Specify Location and number of fractures//Extremity:		

										Kidney Medical Factors		Extremity//# of fractures:		

										Kidney Medical Factors		Specify Location and number of fractures//Other:		

										Kidney Medical Factors		Other//# of fractures:		

										Kidney Medical Factors		AVN (avascular necrosis):		







										PUBLIC BURDEN STATEMENT:

										The private, non-profit Organ Procurement and Transplantation Network (OPTN) collects this information in order to perform the following OPTN functions: to assess whether applicants meet OPTN Bylaw requirements for membership in the OPTN; and to monitor compliance of member organizations with OPTN Obligations. An agency may not conduct or sponsor, and a person is not required to respond to, a collection of information unless it displays a currently valid OMB control number. The OMB control number for this information collection is 0915-0157 and it is valid until XX/XX/202X. This information collection is required to obtain or retain a benefit per 42 CFR §121.11(b)(2). All data collected will be subject to Privacy Act protection (Privacy Act System of Records #09-15-0055). Data collected by the private non-profit OPTN also are well protected by a number of the Contractor’s security features. The Contractor’s security system meets or exceeds the requirements as prescribed by OMB Circular A-130, Appendix III, Security of Federal Automated Information Systems, and the Departments Automated Information Systems Security Program Handbook. The public reporting burden for this collection of information is estimated to average 0.27 hours per response, including the time for reviewing instructions, searching existing data sources, and completing and reviewing the collection of information. Send comments regarding this burden estimate or any other aspect of this collection of information, including suggestions for reducing this burden, to HRSA Reports Clearance Officer, 5600 Fishers Lane, Room 14N136B, Rockville, Maryland, 20857 or paperwork@hrsa.gov.
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Application Programming Interface (API) interfaces for data upload. The additional data is
both burdensome and unlikely to address the root cause of patient care issues.

“If you receive this email outside of your normal working hours, | do not expect a response until
you are back at work.”

Joy Cope, MSN, MBA-HC, RN

Nursing Director and SL Administrator; Solid Organ Transplant
4301 W. Markham St., #520-4

Little Rock, AR 72205-7199

501-603-1063 W

501-686-8806 Fax

Cive thanks. Give life.

Confidentiality Notice: This e-mail message, including any attachments, is for the sole use of
the intended recipient(s) and may contain confidential and privileged information. Any
unauthorized review, use, disclosure or distribution is prohibited. If you are not the intended
recipient, please contact the sender by reply e-mail and destroy all copies of the original
message.

CAUTION: This email originated from outside of the organization. Do not click links or open attachments unless you
recognize the sender and are confident the content is safe.




