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Presenter Notes
Presentation Notes
Good morning. My name is Karen Ordinans, the former executive director of Children’s Health Alliance of Wisconsin, and with me is Karen Nash, the Alliance's current program leader of injury prevention and death review. While I am retired and repurposed, I am here today because of my passion for this topic and my commitment to see Wisconsin improve the system we began to build 17 years ago. And I am here in support of Karen Nash who has taken the reigns at the Alliance on this work.

We were invited to present to you today by Leg Council staff on the most recent history of child death review in Wisconsin, and to hopefully make the case for a data reporting system that is  comprehensive and informs the prevention of future deaths.

Children’s Health Alliance of Wisconsin works statewide to improve the health and well-being of all children. The Alliance was created 28 years ago in partnership with the state DHS to focus on systems change, influencing public policy and managing best practice programs – such as the infant and child death review program we will talk about today. The Alliance currently leads efforts on 6 key initiatives (with Child Death Review being one) and is primarily funded through DHS’ use of Maternal Child Health, CDC and other federal funding awarded to Wisconsin. The Alliance is a program under Children’s Wisconsin that serves as the critical backbone for the Alliance’s infrastructure needs and other partnership support.
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What we will share

e History of Child Death Review (CDR) and cause

for concern
e Death review process and team membership
e VValue and use of data collection

e Actions the Study Council & Legislature can take
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Our goal today is to cover these objectives: The history, why fatality review is important, how it all works, the need to collect information in an organized and uniform manner, and our recommendations for what you may recommend as a Legislative Council.
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17 years ago, Wisconsin was one of a handful of states WITHOUT a coordinated system for reviewing child deaths in a comprehensive and consistent manner for collecting important data. This became a priority of DHS who charged us, the Alliance, with developing a statewide, comprehensive system that would drive the prevention of deaths. What we built had to make sense for our unique structure of 72 counties with a mix of medical examiners and coroners and strong local public health and social service agencies. With additional support from a grant awarded to the Alliance by the UW Partnership Program, Keeping Kids Alive in Wisconsin was implemented statewide. Wisconsin’s Keeping Kids Alive Program was modeled after the program in Michigan, developed by the National Center for Fatality Review and Prevention (Refer to Keeping Kids Alive Guide Book). When we began our work nearly 17 years ago, there were just a few counties with loosely organized review teams. Currently there are 45 counties with formal organized child death review teams – unfortunately down from 55 because of counties that lost teams during COVID. 

In addition to the Alliance leading the Keeping Kids Alive program, the Alliance also provides support for the state Fetal Infant Mortality Review (FIMR) program and other special projects like the CDC’s Sudden Unexpected Infant Death and Sudden Death in Young Case Registries.




Purpose of death review

“Nothing compares to the death of a
child, in the sadness, the sense of loss,
the unfulfilled promise. It reverses the
natural order, and challenges our belief in
a universal good.”

- William H. Perloff, MD
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Approximately 350 deaths occur in Wisconsin each year of children ages 1 month to 17 years, nearly half are unexpected and preventable. Additionally, about 250 deaths occur within the first month of life. However, these deaths are due to causes such as, congenital malformations and other medical conditions. Children shouldn’t die. The purpose of reviewing deaths is to prevent future deaths.

Child death review really only began in the late 90’s across the country, and primarily focused on child abuse and neglect related deaths. As more experience and knowledge was gained, Child Death Review was applied to all deaths with the primary purpose of driving prevention efforts. You previously heard what information is gathered within Vital Statistics at DHS. We can gather the numbers on “what” a child died from – the Cause - and “how” the child died – the Manner. But in order to truly drive prevention of future deaths, we must understand the risk factors and circumstances surrounding the death. And we must uniformly capture this information in good data.

For example: A death certificate may list the Cause as asphyxiation and the Manner as suicide. But to drive prevention we are missing the WHY – and so much more. What led to the suicide, what were the circumstances surrounding the deceased’s life.

Another example: In the case of a motor vehicle crash, the death certificate may list the cause as blunt force trauma and the manner as accident. In order to drive prevention we need to know other factors, such as,  if the driver was impaired, if there was inclement weather and icy roads, and whether or not the passengers were properly restrained.

As you can imagine, this additional information is captured differently and to varying degrees across our 72 counties with individual medical examiners and coroners. We also have 72 corporation counsels with differing opinions on what information can and can’t be shared. Our goal has always been to bring uniformity and consistency to information gathering and data collection across Wisconsin.




What is Child Death
Review?

e County or regional
multidisciplinary team
e Professional process

e Opportunity to
improve the health
and safety of children
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The death of a child should invoke a community response to take action. The circumstances involved in most deaths are multidimensional with many factors. Responsibility does not rest in any one place.  Child Death Review is a multidisciplinary team of professionals who meet to share and discuss information each of them bring to the table because of their agency’s role, or their involvement in the death investigation.  The review is structured to learn - and not judge or place blame. The team is built around mutual respect and the desire to improve systems and services that could work better in the future. The purpose of Child Death Review is to learn the who, what, where, when, and why. For example, The medical examiner or coroner can share what they found in an autopsy or toxicology report, but the total picture is enhanced by knowing greater detail. Did the drowning happen because of lack of a life jacket or lack of life guards present? Did the suicide involve significant struggles at home or school?  Did the unsafe sleep death occur because there was not access to a crib and mom was sleeping with baby?

Child Death Review is a tool to bring people together in a professional and organized manner, learn together, and identify opportunities to improve prevention and safety of all children statewide. Common core team members include, coroner or medical examiner, child protective services, district attorney’s office, emergency medical services, local law enforcement, mental health provider, health care provider, public health department, school district and Women, Infants and Children Program.

The Child Death Review process has improved communication between agencies and streamlined the delivery of services. In some counties, agencies did not have working relationships until becoming part of a Child Death Review team. Because of this, investigations of child deaths continue to improve greatly. Sheriff’s and local law enforcement agencies have made improvements to their death scene investigations. Social service agencies have modified protocols. And grief and bereavement services have been more frequently offered to grieving families. County agencies have developed uniform training and standardized guidelines to better support families and professionals.

Child Death Review allows communities to pool resources together. There is an example of local law enforcement partnering with a local hospital for car seat checks, not just to relieve the law enforcement agency, but in recognition that the hospital was better at it and always current on best practices. Teams have partnered with schools on prevention messaging around safe teen driving to prevent motor vehicle crashes.

The review process and the collection of data has allowed us to look at trends across Wisconsin and collaborate with statewide partners in a stronger, more unified voice which greatly impacts the outcomes of this work.
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How a review is conducted

e County or multi-county team

e Focus on unexpected deaths

e Multidisciplinary team members
e Closed and confidential meetings
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All review teams are created voluntarily at the county level. They are generally initiated and led by the local health department, the medical examiner or coroner's office. The focus is to review unexpected deaths; such as, suicides, accidents, homicides, motor vehicle crashes, drownings or unsafe sleep deaths, or deaths the ME or coroner have investigated.

To conduct a fatality review, team members gather and verbally share their respective information from medical records, death scene investigation reports, criminal justice reports or records, newspaper articles, and other records from service agencies. This information is used to create a picture of the circumstances or risk factors that were present in an individual’s life prior to their death. The discussion involves a gap analysis, which reveals instances when the death may have been prevented. The information is then entered into the National Fatality Review Case Reporting System. You have a copy for your review that reflects the electronic version. 
Case reviews are held in closed session, given the sensitivity of the information. 
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Here is a map of fatality review teams functioning in the state of Wisconsin at this time. This includes Child Death Review, FIMR, Overdose Fatality Review, and Suicide Death Review. 

Wisconsin also has a Maternal Mortality Review Team that reviews cases of women who die during or shortly after giving birth. This is conducted directly by DHS. 

Overdose Fatality Review teams and the Suicide Review teams are newer developments around the state. It is worth noting that our Keeping Kids Alive model of case review has been used to create these other teams. Also, a number of counties use the same team members to conduct joint reviews of child deaths, overdose deaths and suicides.

Wisconsin has 45 Counties participating in Child Death Review, 18 Counties conducting Overdose reviews  and 4 Counties reviewing Suicides. You each have a copy for your review.




Child Death Review Council

e Review statewide data

e Advise the state legislature and agencies on policy
and practices

e Educate public and recommend prevention actions

e Foster development of local Child Death Review
teams

e Provide training resources

e Review SUID deaths for counties that do not have
Child Death Review teams
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The Child Death Review State Advisory Council is a multidisciplinary group that advises the Keeping Kids Alive in Wisconsin program.

The Council was created by the Department of Justice in 1999 when the primary focus was on abuse and neglect. In 2010, the Council was moved under DHS, Division of Public Health because of the public health prevention model and child death review broadening to all unexpected deaths. To this day we have strong collaboration between DHS and DOJ. DOJ has been an asset to our training programs and a strong advocate for a comprehensive statewide system.

Council members are professionals from across the state and represent key state departments (DHS, Dept. of Children and Families, Dept. of Public Instruction, Dept. of Justice, Dept. of Natural Resources, hospitals, child health specialists, medical examiners and coroners, public health, local law enforcement etc.). Council members have helped local communities overcome barriers with team implementation, records access, and member engagement.

The Council’s formal role includes:
Guiding our statewide Child Death Review work and reviewing statewide data to assess preventability and identify trends
Advising policymakers on laws, policies or practices that need to be modified
Educating the general public on causes of child death and recommend prevention strategies
Helping to facilitate the development of Child Death Review teams and ensure training resources are available for teams and other professionals

The Council meets quarterly and is facilitated and staffed by the Alliance.


Data collection

e \Who enters data
e \What data are collected
e Challenges
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There are two major roles that we recommend each child death review team have – the team coordinator, who manages the team by scheduling the meetings, identifying cases, creating the agenda, and facilitating the meetings. And the data entry person.

Each data entry person is trained by the Alliance, with ongoing support always available.

The data entry program we use is called the Case Reporting System (CRS), created by the National Center for Fatality Review and Prevention. It was initially developed in 2005 by a workgroup consisting of members from 18 different states collaborating over a two year time period. It is web-based and is used by Child Death Review teams across the country. Each state program is collecting the same information on each child. This creates an opportunity for identifying risk factors and prevention needs at the national level. All identifiable information is stripped at the national level.

What are we actually collecting beyond cause and manner of death? Here are several examples: For a suicide we will capture what mechanism was used, such a firearm or hanging apparatus, were life saving measures attempted before first responders arrived, demographic information, social determinants of health and life stressors, and any other relevant information. For a motor vehicle crash, information about the vehicle, the passengers, road conditions, and whether or not safety measures were used is collected. Overall, there are approximately 2,000 variables in the Case Reporting System (CRS), providing an extensive opportunity to collect different types of information. However, data collection is the most challenging and the greatest barrier for all teams across the state. While all teams meet and discuss cases, a number of counties do not have the bandwidth to enter  their data into the Case Reporting System. In order for us to capture comprehensive data for our state, Alliance staff currently input data for several of these counties, especially those with significant case numbers. The positive outcome of this is continuity and uniformity of the data.



Use of data

e Conduct annual reviews of aggregate data

e Discuss trends and/or community needs

e Identify partners needed to develop, execute and
lead the activity

e Evaluate outcomes

e Disseminate findings
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Wisconsin is able to obtain data reports by county, region or statewide where the data is de-identified and aggregated. Wisconsin’s information can then be used to inform, enhance and evaluate prevention-focused programs and policies. 

Local users have access to their county-level data that they input into the system. The state, and the data project manager at the Alliance, have state level access to the system, and are able to analyze and disseminate state level data.

With assistance from the Alliance, local teams will review what is happening in their county and often also look at surrounding counties. The data informs the need for action vs. assumptions that may otherwise be made because of emotion and conjecture. The review team structure and process provides the formal and credible body for communities to rely on for a “call to action.” 







Prevention
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sleep baby safe notebook
(for professionals)
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Here are just two quick examples of what can come out of the review process and data collection:

Example 1: The Eau Claire County Water Safety Task Force was created after the review and findings from multiple drownings. The Task Force worked to acquire funding for life jacket loaner boards at area waterfronts. The Task Force was able to locate funding for more than $6,000 through two significant sponsors to construct four life jacket loaner boards. Funding for two of the life jacket loaners boards was made possible through the Department of Natural Resources (DNR)’s ‘Kids Don’t Float Program’ program.

Example 2: In our earlier years of death review, Wisconsin, and other states across the country, identified a trend of unsafe sleep deaths among infants – through capturing data on risk factors and circumstances surrounding the deaths. Out of this work, the Sleep Baby Safe training curriculum was developed by the Alliance in partnership with DHS. It is being used throughout Wisconsin by social service agencies, hospitals, public health and many others to train professionals on how to talk with families on the importance of safe sleep. Sleep Baby Safe has also been replicated in a number of other states. The curriculum follows the American Academy of Pediatrics Safe Sleep recommendations and provides practical tools for all to use.



Challenges

e Capacity of team
members and
data collection

e Uniformity in
reviews and
access to records

e Local county
resources
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I (Karen O.) would be remiss if I did not take this opportunity to be very frank and honest with you about what is needed to truly build a comprehensive review system for Wisconsin – for all Fatality Reviews. Here are several “real” challenges our teams face:

Team members in general are often overwhelmed by their “other duties.” With that being said, we see a tremendous commitment among members that make the time to come to meetings because of their desire to prevent a similar death. As stated previously, teams may meet to discuss cases, but they do not have the capacity to enter data on their own. And the Alliance has reached its capacity of what it can enter on behalf of teams.

The uniformity of reviews is a challenge often because of conflicting opinions from different corporation counsels or district attorneys about what information can and can’t be shared, and by who. While we believe different existing state statutes allow for the sharing of information, there is no specific state statute that speaks to fatality review. For example; Chapter 250 outlines public health surveillance through data collection involving injuries or changes in the health of mothers and children, or public health problems which are a cause (or potential cause), of morbidity or mortality. But this statute is not always recognized by all counties as being applicable to fatality review. In addition, while the HIPAA Privacy Rule permits disclosures of protected health information for public health activities [45 CFR 164.512(b)], many teams are told HIPAA is a barrier to sharing information. Without a statewide policy specific to fatality review and the sharing of information, some counties are reluctant to undertake fatality reviews. And, for those who do have teams, there is inconsistency in what is shared and what is captured in the data. We hear from agencies regularly – “we will share our information once it is clear in state statute.”

We also experience inconsistency in how death investigations are conducted and what elements are included. For example, medical examiners and coroners have discretion in determining when toxicology tests are ordered for a death. This can be influenced by professional judgment or their budget. To try and address this, the State Child Death Review Advisory Council, with recognition by DHS, developed guidelines for pathologists, medical examiners and coroners with components that should be included in the autopsy of a child who dies unexpectedly. The guidelines are intended to ensure there is consistency across the state. However, resources remain a challenge.



Proposed legislative action
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We would like to respectfully share, what we believe would allow Wisconsin to achieve a comprehensive fatality review system that ensures uniformity in information gathered and data reported out on. We need a fatality review state statute that codifies what we are currently doing – but increases consistency and clarity. We also need legislation that affirms our collective commitment to learning from past deaths to prevent future deaths. 

Proposed legislation would encompass child death review, fetal infant mortality review, overdose fatality review, and suicide review.

Many other states have fatality review statutes including 45 states with a child death review statute, 10 states with an overdose fatality review statute and one state with a joint suicide and overdose fatality review statute. We have many to learn from and model after.

Legislation will:
Establish recognized fatality review teams in Wisconsin to promote prevention of unexpected deaths
Clearly define the purpose, structure and confidentiality of the fatality review process
Resolve barriers to information sharing confronting local review teams
And hopefully address the need for resources to capture data from each county

The Alliance, and others, have had past conversations with state legislators regarding the introduction of such legislation, however, to date, I am not able to report on any progress.





"A measure of a society’s worth is how
well it cares for its most vulnerable
members. How then can we not treat the
loss of even one child as an event to be

prevented?”

- William H. Perloff, MD

www.chawisconsin.org
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This additional quote from Dr. Perloff has always guided our work, and we hope it will guide the work of this Council.


Questions and thank you

Karen Nash knash@chw.org
Karen Ordinans kordinans@amail.org

Follow the Alliance on Facebook and Twitter @ CHAWiIsconsin
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Thank you for your time and we are happy to answer any questions now, or in the future.
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