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February 22, 2022 
 

To the Governor and the Members of the Illinois General Assembly, 
 

Organ and tissue donors save lives, restore sight and improve the quality of life for recipients 

throughout Illinois every day. The Secretary of State’s office is proud to maintain and promote 

the Illinois Organ/Tissue Donor Registry - a registry of 7 million Illinoisans. 
 

Equally important, however, is the practice of “whole-body donation,” which is when a donation 

is used by institutions of medical and scientific study for education, research and training 

purposes. Under certain conditions, a donor may be ineligible to offer a life-saving transplant, 

but is able to contribute to medical training and research necessary for advancement across a 

wide range of medical fields. I want to make it clear from the beginning that these are not the 

same practices and that the Secretary of State’s Office does not have any duties or expertise for 

whole-body donation. 
 

Organizations that accept or process whole-body donations owe a duty of transparency and 

safekeeping to the donor and his or her next of kin. Sadly, recent events have shown that 

organizations, driven by profit, often prey on families in their time of need and do not treat 

donors in a dignified manner. This largely unregulated industry has proven to be a blight on 

otherwise honorable work, as evidenced by the courageous families who testified about the 

horrors they have experienced and the trauma they continue to live with. 
 

The Task Force on Best Practices and Licensing of Non-Transplant Organ Donation Organizations, 

or Organ Donor Task Force for short, held meetings between August 2021 and February 2022. 

Discussions focused on recent legislative efforts in Illinois, statutes that may be better utilized 

and the legislative landscape throughout the country. The task force also sought testimony of 

victims’ families and industry experts, in order to make a sound assessment on the best practices 

in relation to the licensing and regulation of organizations that solicit or accept non-transplant 

whole bodies and body parts.  
 

Pursuant to Public Act 102-0096, the task force is pleased to present you with the report and 

recommendations based on its findings.  

Sincerely, 

 

 
 
Members of the Organ Donor Task Force 

Amy Williams, Chairwoman
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Purpose of Task Force 
 
The Task Force on Best Practices and Licensing of Non-Transplant Organ Donation Organizations 

was created by Senate Bill 363, which was sponsored by Senator Patricia Van Pelt, Senator 

Michael Hastings, Representative Dan Brady and Representative Carol Ammons. 

The legislation was a recognition that organizations that engage in whole body donation or body 

part donation, which are not used for transplantation purposes, are largely unregulated and have 

recently been subject to scrutiny over the widely publicized misuse or mishandling of donor 

bodies and body parts. 

The goal was meet no less than five times between the effective date (July 9, 2021) and December 

31, 2021, to prepare a report that summarizes its work and makes recommendations resulting 

from its review, and to make those recommendations available to the General Assembly and 

Office of the Governor no later than January 15, 2022. Unfortunately, due to the rapid spread of 

the COVID-19 Omicron variant during the months of December and January, followed by further 

disruptions to state government, the report was not finalized until February 2022.   

 

Overview of Meetings 

 
The Organ Donor Task Force met six times between August 2021 and February 2022. A brief 
description of each meeting will follow. Additionally, the agendas, minutes and final report may 
be found at the following url: 
 
https://www.ilsos.gov/services/open_meetings_act/nontransplant_organ_donor/home.html 
 

 August 24, 2021 

 
Secretary of State Jesse White gathered the appointed members of the task force for an 

organizational meeting. Victim families shared personal stories about their experiences and 

offered insights into how the process could have gone differently.  

The requirements of Public Act 102-0096 were outlined and discussions centered on how to 

better utilize current laws and how to proceed effectively with new laws. The members decided 

to review legislation from other states as a point of discussion at the next meeting.  

 

 September 14, 2021 

 
Chairwoman Williams led a substantive discussion that included the original draft form of Senate 

Bill 363, which was filed by Senator Van Pelt on February 19, 2021. The original language created 

the Non-Transplant Organ Donation Regulation Act, which required organizations to be licensed 

https://www.ilsos.gov/services/open_meetings_act/nontransplant_organ_donor/home.html
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and registered and set guidelines for application, accreditation, renewal and fees. The bill was 

eventually amended to create a task force to further study the issue. Other points of discussion 

involved legislation in Nevada, Oregon and a review of the Illinois Department of Public Health’s 

Administrative Rules on the regulation of sperm and tissue banks. 

Several members noted areas of concern that needed to be addressed in any future legislation. 

The task force unanimously agreed to hear testimony at their next meeting from the Illinois 

Anatomical Gift Association, regarding best practices that they have adopted. 

 

 October 5, 2021 

 
Bill O’Connor, Executive Vice President of the Anatomical Gift Association of Illinois, led the 

members through a PowerPoint presentation, which detailed the process of donation from 

beginning to end along with a detailed explanation of the four sequences that take place:  

1) The Donor 
2) Non-Transplant Tissue Bank 
3) Study of the Donor 
4) Disposition 

  

Members engaged, asked questions and determined to collate key components from the three 

meetings for a future discussion on recommendations. 

 

 October 26, 2021 

 

The members referenced key points of Public Act 102-0096 and offered recommendations on a 

variety of issues including registering institutions, increasing penalties for misconduct, and 

educating the public. Consideration was made based upon input from victim families and the 

Anatomical Gift Association of Illinois. Recommendations also included areas of government that 

could best serve and appropriate fees that may apply for the successful implementation of new 

provisions.    

 

 November 30, 2021 

 

Chairwoman Williams led a substantive discussion through a draft version of the final report. 

Revisions were offered on the topics of increasing transparency, specifically regarding the 

universal consent form and the point of contact for any perceived problems. Revisions also 

centered on the registration and licensing process for organizations. Victim families and the 

Anatomical Gift Association of Illinois offered further input.    
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 February 18, 2022 

 

The members convened remotely to vote on the report due to the Governor and General 

Assembly. 

 

Testimony from Victim Families 

 

 John Butsch 

 
Mr. Butsch represented his daughter, Alexandria Orba, who died on October 27, 2014. Her body 

was donated to Biological Resource Center of Illinois (BRCIL) for the benefit of scientific research. 

He indicated that her cremated remains were returned to the family, but in early 2015 he was 

later informed by the Federal Bureau of Investigation (FBI) that her body and evidence of federal 

crimes were found in its January 2015 raid on BRCIL at facilities in Rosemont and Schiller Park, 

Illinois. 

Mr. Butsch testified that there is no accountable, systematic or educational protocol in Illinois for 

the donation of non-transplant organ and tissue. He indicated that in the case of his daughter, 

he understood her wishes to be an organ donor, however the circumstances of her death 

prevented that option from occurring.  

Mr. Butsch noted the need for families in these circumstances to have clear direction on options 

from trusted entities, for increased scrutiny and standards for non-transplant organ and tissue 

organizations, for better utilization of current laws and increased awareness to the general public 

on what organ donation means. 

Mr. Butsch also advocated for the rededication of a memorial that currently stands in Elm Lawn 

Cemetery in Elmhurst. He noted that BRCIL created the memorial as a tribute to donors, but it 

has been tainted through the misdeeds of that program.  

 

 Dawn DiNardo 

 
Ms. DiNardo represented her father, Frank DiNardo, who was a veteran under care at Edward 

Hines, Jr. VA Hospital. His diagnosis allowed him and his wife enough time to consider end-of-life 

options. They met with Biological Resource Center of Illinois and made the decision together that 

he would donate his body for the advancement of medical research. They received assurances 

that the process of finding a use for the organs and tissue would be within weeks, and upon 

completion of the research, the cremated remains would be returned to the family. 
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Ms. DiNardo’s father died in November of 2011, he was a whole-body donor and the family 

received his cremated remains shortly after. However, in 2019 she was informed by the Federal 

Bureau of Investigation that her father’s head was found in a warehouse in Michigan. She noted 

that the discovery was made in 2013, but it wasn’t until 2019, upon completion of a trial, that 

she had any knowledge of this event. 

Ms. DiNardo said that the degradation and profit were not what her father signed up for. Her 

family expected the process of whole-body donation to be sacred. They expected the donation 

to be handled with care, dignity and purpose. She said that true consent cannot be obtained 

through the misrepresentation that her family experienced, and so many other families 

experienced. She implored the members of the task force to work toward regulation and 

oversight of this industry.  

 

 Tracy Smolka 

 
Ms. Smolka engaged with the task force on October 5 and represented her father, Randolph 

Wright, who died in 2010 of ALS. His body was donated to Biological Resource Center of Illinois 

to fulfill his wishes that his body be studied for the benefit of scientific research to help find a 

cure for ALS.  

The family received what they believe to be his full cremated remains, only to later find out that 

parts of his body including his head and torso ended up in a warehouse in Michigan. She learned 

in January 2015 of the Federal Bureau of Investigation’s raid of the facility where he was donated, 

but did not receive confirmation that he was involved until January of 2018.  

Ms. Smolka spoke to the deceptive practices of some organizations and encouraged stronger 

regulation in identification of whole-body donors to ensure that families receive accurate and 

complete cremated remains after use. 

 

 Carrie Burr 

 
Representative Brady read a statement at the August 24 meeting on behalf of Ms. Burr. She 

represented her husband Russell, who died on March 29, 2012. They shared with each other their 

intentions to be organ donors and Biological Resource Center of Illinois offered the opportunity 

for whole-body donation as a way to fulfill his wishes.  

They understood that after research had been completed, she would receive his full cremated 

remains in return. It seemed too good to be true and it was.
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Anatomical Gift Association of Il - Presentation  

 
On October 5, the members heard testimony from Bill O’Connor, Executive Vice President of 

the Anatomical Gift Association of Illinois, on the best practices that their organization utilizes 

throughout the process of donation and the transfer of custody. The PowerPoint presentation 

may be located in Appendix A. Details of the dialogue that occurred in this meeting may be 

located in the minutes for October 5. Specific questions were asked on the following topics: 

 The ID and QR code process of identification for cadavers. 

 Volume of whole-body donations they receive annually. 

 Which universities have representation on their Board of Directors. 

 How many problems they experience annually with donations and what protocols are in 
place if a donation cannot be utilized. 

 Considerations for a universal donor form. 

 What protocols are in place if a donor family cannot be located. 

 How the AGAI handles separation of body parts. 

 If donors are able to designate specific areas of study they want to be utilized for.
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Basic Assessment and Recommendations 

 
The task force was required to review best practices for the regulation of non-transplant 

organizations, including application and licensing standards, the process of obtaining consent, 

the identification and labeling of bodies and body parts, proper end-use, state regulation and 

sanctions, and a commitment to bringing increased transparency and dignity to next of kin. 

In addition to researching the industry, the task force was charged with evaluating and 

recommending an area of state government most appropriate for licensing and regulation of 

non-transplant organizations and recommending legislation to enact these findings. 

 

 application and licensing standards 
 
The members agree with Bill O’Connor, Executive Vice President of the Anatomical Gift 

Association of Illinois, as he noted in testimony to the task force that the controlling law for non-

transplant organizations is the Illinois Anatomical Gift Act (755 ILCS 50), passed in 2005 and 

amended in 2008. This was a product of the National Conference of Commissioners on Uniform 

State Laws, which recommended that the uniform law be passed in all states.  

The members agree that compliance with the Illinois Anatomical Gift Act and other state laws is 

an important standard to which organizations that accept whole body and body part donations 

must adhere. The requisites of this act must be met before a non-transplant organization 

attempts to receive any human materials for any purpose. 

Any organization licensed in the State of Illinois should follow rigorous standards, similar to the 

chain of custody set forth by the Anatomical Gift Association of Illinois or the accreditation 

standards for non-transplant anatomical donation organizations set forth by the American 

Association of Tissue Banks (AATB).1 Licensing fees may be necessary, but should not be so costly 

if passed along to medical schools or other institutions of study. A fee in the range of $2500 per 

year was accepted as appropriate, while fees in the range of $10,000 or $20,000 were considered 

to be too high.  

 
 Best practices regarding consent 

 
The members reviewed the “donor enrollment form” and “authority to cremate form,” both 

located as Appendix B and C, which are utilized by the Anatomical Gift Association of Illinois. They 

recognized that efforts need to be made for donors or responsible individuals to be better 

educated on the topic of whole-body donation and better informed as to the commitment that 

they are making. 

                                                           
1 American Association of Tissue Banks. (2022). Non-transplant anatomical donation. https://www.aatb.org/nados  

https://www.aatb.org/nados
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Therefore, the members supported a “universal donor form” that should be utilized by all non-

transplant organizations in Illinois. This important process of establishing intent and connecting 

donors to the institution who will receive their remains must be authenticated in a clear and 

transparent manner. The following should be included in the universal donor form: 

 Explanation of how the remains would be returned after cremation. 

 The “arranger” needs to be documented – the person who is talking with the family. 

 Who the family should call if they have questions or problems. 

The members would also prefer that all material facts related to how and where the body may 

be used be disclosed to the donor, family or responsible party authorizing the donation. In the 

event that a specific use is not possible, then options could be offered in return to the family, 

which would require their consent. They expressed concern that the universal donor form should 

be written in simple, easily understood language and contain information necessary for an 

informed decision by the donor, family or other responsible party. 

 
 Identification and labeling of bodies and body parts 

 
The members agreed that whole-body donations and body parts should be physically identified 

by use of an ID tag and a barcode that may both be affixed to a body. These tags should be linked 

to a secure and backed up database containing all information pertinent to the donor, including 

name, date of death, cause of death, funeral director, ultimate recipients of cremated remains, 

medical records and any notes available. 

These tags should be electronically scanned, and manually backed up with the analog process, in 

every transaction including preparations to the body, delivery to institution of study, return to 

the non-transplant organization, delivery for cremation and establishing final contact with the 

family.  

 
 Proper end-use 

 
The members expressed concern that any legislative action should be crafted to prevent the 

circumstances that family members testified to and that the General Assembly should not 

hesitate to enact safeguards covering the entire donation process – from the documentation of 

the donation to the ultimate return of the ashes.  
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 State regulation and sanctions 
 
The members noted that some of the chargeable offenses already listed in statute, for instance 

the Cadaver Act (410 ILCS 510), quite often only list a Class A Misdemeanor for the penalty, which 

would usually amount to a fine. Members shared concerns that current statutes, which carry 

higher penalties in the Illinois Criminal Code, may have been underutilized due to the unregulated 

aspect of the industry.  

Recognizing that existing penalties for the offenses described by the victim families may have 

been insufficient, the members expressed support for a separate assessment of the adequacy 

and appropriateness of punishment for such offenses. Both the task force and the impacted 

families support Illinois prosecutors taking a more active role in cases of this nature and seeking 

justice for impacted families. 

 
 Transparency and dignity to next of kin  

 
The members favor a registration process, which would include a “universal donation and 

consent form” that clearly establishes intent and authenticates the process. Additionally, the 

form should include links to websites that provide donors with the following information: 

 Answers to frequently asked questions, including specific details that describe the 
act of whole-body donation and why someone may consider it. 

 Verification that a specific entity is recognized by state law. 

 A person to contact if they perceive a problem. 

 The “universal consent form” may include a registration number that is assigned to a 
particular organization, indicating that they have registered with the State of Illinois 
 

It is recommended that a person to contact if a family perceives a problem should be a specific 

person at the Secretary of State’s Office or the Illinois Attorney General’s Office. This point of 

contact should also be included in the “universal consent form” so that families have a clear 

understanding of who to turn to. Furthermore, by utilizing the process laid out by the AGA, the 

State of Illinois can ensure that donors and next of kin are treated with transparency and dignity. 

 
 Area of state government most appropriate for regulation 

and licensing 
 
Legislation in Nevada and Oregon, located in Appendix D and E, gives extensive rulemaking 

authority in this area to their respective Public Health Departments. The  members  believe  that 
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the Illinois Department of Public Health (IDPH) could perform these tasks in our state.  IDPH 

registers tissue banks currently2 and could extend those services to include non-transplant 

anatomical donation organizations with additional state funding for staffing resources. The 

Administrative Rules that are currently in place for IDPH would also need to be expanded to 

include non-transplant organ donation in order for the registration process to accommodate 

these organizations (see §470.10).  

It is noted that registration is a process that would capture information for an organization, which 

may include accreditation status, may involve the assignment of a registration number and may 

carry the penalty of a monetary fine if not completed on an annual basis. Licensing or registration 

by IDPH is a more resource-intensive process that would require further discussions and 

considerations, including additional state funding. If IDPH prefers to outsource this function, by 

utilizing current State of Illinois procurement procedures, they could issue a Request for Proposal 

(RFP) for a group to license organizations, as long as they comply with state law. 

 

Final Recommendation 

 
 

The findings in this report represent a substantial investment of time and energy on behalf of all 

of the members of the Organ Donor Task Force. Without question, these recommendations 

would not be possible without the invaluable input from victim families who have been willing to 

engage and repeatedly share their stories and the trauma that has personally impacted their 

lives. We cannot undo the damage that countless families have experienced due to the lack of 

regulation, but we can learn how to implement measures for families moving forward so that 

they may never have to experience these atrocities again. 

Under Secretary White’s leadership, the Secretary of State’s Office has been a champion and 

proponent of encouraging the citizens in Illinois to consider offering the life-saving gift of 

organ/tissue donation. The Secretary of State’s Office appreciates the opportunity to have been 

a part of this Task Force and the work needed to restore integrity to an industry that offers 

immeasurable benefits to the medical community. 

It is the intention of the members and the parties who helped craft the basic assessment and 

recommendations, to aggressively pursue legislation in 2022 to bring about meaningful and 

lasting change to an industry dedicated to the scientific study, research and training that is 

essential to medical education and research in Illinois and that makes whole body and body parts 

donation possible. 

 

                                                           
2 Sperm Bank and Tissue Bank Code, 77 Ill, Admin. Code Part 470 (1987): 
https://www.ilga.gov/commission/jcar/admincode/077/07700470sections.html  

https://www.ilga.gov/commission/jcar/admincode/077/07700470sections.html
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