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BACKGROUND 

 
 
ORGANIZATION 
 
The National SIDS and Infant Death Program Support Center (NSIDPSC) formed in 1998 to 
provide information and assistance to national, state, and community organizations on sudden 
infant death syndrome (SIDS) and other types of infant death. The Center oversees eight work 
teams whose members serve on a volunteer basis and address the following areas: diagnosis, data 
and evaluation, bereavement, risk reduction, policy, training and education, information and 
technology, and underserved populations. The Center serves as a resource for professionals 
involved in scientific research and in provision of services for SIDS and infant death (SIDS/ID). 
Through the efforts of team members and staff, the Center produces new policies, tools, and 
recommendations to help train and educate those who interact with SIDS/ID families. 
 
DIAGNOSIS TEAM 
 
The NSIDPSC Diagnosis Work Team consists of medical professionals who are mostly forensic 
pathologists, but some of whom practice pediatrics, neonatology, and family medicine. The team 
was formed with the purpose of providing technical assistance to medical examiners and 
coroners throughout the US at both the state and local level. Specifically, team members seek (1) 
to help improve the processes by which SIDS and other types of infant death are diagnosed and 
coded, (2) to promote better dissemination of diagnostic information to medical examiners, 
coroners, and others in the SIDS/ID field, and (3) to improve referral of families to services. At 
present, the team is focusing its efforts on refining methods of infant death scene investigation 
and reviewing the current legislation regulating autopsy and referral of families to services. 
 
The Diagnosis work team recently reviewed a set of infant death scene investigation protocols 
submitted by state and county level medical examiner offices as well as the federal death scene 
investigation protocol developed by the Centers for Disease Control (CDC) entitled Sudden 
Unexplained Infant Death Investigation Report Form (SUIDIRF). Based on those reviews, the 
team created two categories of recommended protocols: a single protocol selected from among 
the NAME submissions, which would serve as a representative model of an acceptable format 
for those states that choose to develop their own forms for documenting infant death scene 
information; and the CDC protocol, which would be used as a working document and revised 
with modifications to make it more concise, clear and easy to use. 
 
To initiate their review of death investigation protocols, team members posted a request on the 
listserv of the National Association of Medical Examiners (NAME), asking members to mail in 
examples of the infant death scene investigation protocols used in their offices and to specify 
whether the protocol was unique to their office or an adaptation of an existing form. In June 
2000, the team met at the American Academy of Pediatrics in Elk Grove Village, IL to review 
the protocols that were submitted in response to that request. A total of 10 different protocols 
were submitted. Some offices responded by phone, indicating that they used the CDC SUIDIRF. 
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After completing its review of the ten protocols submitted by ME/C offices, the team selected the 
one from the Maine Office of the Chief Medical Examiner. This form was developed by the 
Maine State Police’s Criminal Investigation Division and is used by the medical examiner’s 
office to investigate infant deaths. Team members felt that this protocol allowed for the most 
concise yet thorough documentation of relevant aspects of the death scene and family history 
(such as the infant’s last meal, type of bedding used, and substance abuse history of family 
members). The protocol has been posted on the NSIDPSC Web site. 
 
During the June 2000 meeting, the team also prepared a summary report describing general 
recommendations for the determination of sudden infant death diagnoses. The Diagnosis team 
chose to use the CDC Sudden Unexplained Infant Death Investigative Report Form (SUIDIRF) 
as a working document, since many states have mandated its use for documenting infant deaths. 
Accordingly, the team reviewed the SUIDIRF and developed recommended modifications, 
categorizing each section of the tool according to its application to research purposes, its utility 
in aiding with diagnoses, and its usefulness in making referrals of families to services (see 
Appendix C). This document, complete with color-coded annotations and a description of the 
rationale behind the modifications, will be posted on the NSIDPSC Web site. 
 
 
 
 

NEXT STEPS 
 
 
 
CODING AND CERTIFICATION OF INFANT DEATHS 
 
A critical need exists to provide death certifiers with a more precise system of coding sudden, 
unexplained infant deaths. Too often, discrepancies emerge between the terms that medical 
examiners and coroners use to classify different types of infant deaths. Failure to properly code a 
death could hinder the process of referring a bereaved family to the appropriate support services. 
The International Classification of Diseases, which was developed by the World Health 
Organization (WHO) and is administered through the National Center for Health Statistics 
(NCHS), is the official disease classification system used to provide mortality statistics for all 
causes of death in the US. The document, now in its tenth revision (ICD-10), is updated at 
regular intervals in order to remain current with advances in diagnostic technology and changes 
in medical terminology. The Diagnosis team has developed a revised set of diagnostic codes for 
the ICD-10 coding of sudden unexplained infant deaths. These revised codes have been 
submitted to WHO via NCHS and are presently under committee review. Pending approval of 
the document by all committees, team members will prepare a set of sample death scene 
scenarios to illustrate each of the new codes. Plans have also been made to seek endorsement and 
support for both the coding modifications and the revisions to the SUIDIRF from professional 
organizations such as NAME and the College of American Pathologists (CAP). Team members 
hope to present both documents at the next NAME board meeting in October 2001. 
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POLICY AND LEGISLATION 
 
At its most recent teleconference in April 2001, the team decided to collect ongoing information 
on legislation of death scene investigation and autopsy. NSIDPSC staff members frequently 
receive requests from SIDS parents, advocates, and others seeking information on policy and 
legislation that affect SIDS/ID diagnosis and service delivery. Accordingly, Diagnosis team 
members will work with members of the Policy team in order to gather and periodically review 
this information.  
 
In the future, the team hopes to develop formal position statements addressing medical, 
epidemiological, and social issues that are relevant to diagnosis of SIDS and other types of infant 
death. Such topics could include: age outliers (those cases in which the infant’s age falls outside 
the range defined for SIDS), the role of genetic and metabolic disorders in infant death, and 
cultural sensitivity issues in training death scene investigators, medical examiners, and others 
who interact with bereaved parents.  
 
Training of coroners, medical examiners, death scene investigators and others involved in the 
investigation and certification of infant deaths remains a pressing issue. In the coming months, 
the team will collect and review existing training curricula and will develop new training 
materials based on these existing resources. 
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APPENDIX A: TEAM MEMBERSHIP 
 
 
§ Randy Hanzlick, MD, Fulton County Medical Examiner 

 Atlanta, Georgia; Interim Team Leader  
 

§ Bruce Beckwith, MD, Loma Linda University 
Missoula, Montana 

 
§ Mary Dudley, MD, Coroner-Medical Examiner 

Wichita, Kansas 
 
§ Tracey Corey Handy, MD, Office of the Chief Medical Examiner 

Louisville, Kentucky  
 
§ Fern Hauck, MD, University of Virginia Health System 

Charlottesville, Virginia  
 
§ Maurice Ed Keenan, MD, American Academy of Pediatrics 

Cambridge, Massachusetts 
 
§ Boyd Stephens, MD, Chief Medical Examiner 

San Francisco, California  
 
§ Former member: John Smialek, MD, Chief Medical Examiner 

Baltimore, MD (Deceased) 
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APPENDIX B: INFANT DEATH SCENE INVESTIGATION PROTOCOLS REVIEWED 
 
 
§ Office of the Medical Examiner, Merced County, California 

 
§ Medical Examiner Office, San Diego, California 

 
§ Office of the Chief Medical Examiner, State of New Hampshire 

 
§ County of Winnebago Coroner’s Office, Rockford, Illinois 

 
§ Office of the Chief Medical Examiner, State of Maine 

 
§ Office of the State Medical Examiner, State of New Jersey 

 
§ Office of the Medical Examiner, County of Delaware, Lima, Pennsylvania 

 
§ Office of the State Medical Examiner, Metro Nashville-Davidson County, Tennessee  

 
§ Minnehaha County Coroner, Sioux Falls, South Dakota 

 
§ Medical Examiner’s Office, Pierce County, Tacoma, Washington 
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APPENDIX C: DIAGNOSIS TEAM MODIFICATIONS TO CDC SUIDIRF 
 
 

National SIDS & Infant Death Program Support Center 
 

Diagnosis Work Team 
 

Annotated Recommendations for Modification to the  
CDC Sudden, Unexplained Infant Death Investigation Report Form  

(SUIDIRF 3.96) 
 
 
 

Color Key: 
 
Sections of the attached SUIDIRF are outlined in colors that designate their importance as 
categorized by the Work Team: 

 
Not unique to infant death investigation and therefore removable from the SUIDIRF as       

   long as the information is collected on other death investigation documents. 
 

Of primary interest to research and not needed to assist with diagnoses in a specific 
case, therefore removable from the SUIDIRF. 

 
Important to assist in making a diagnosis or for validating other information that may 
be useful for diagnosis, thereby justifying retention on the SUIDIRF. 

 
Desirable to retain on the SUIDIRF because the item fosters appropriate follow up 
services such as family counseling.  

 
 
Numeric notations in each section correspond to specific textural and diagram 
recommendations made by the NSIDPSC Diagnosis work team. 

1  



Methodology/Rationale for Modifications  
 
Based upon review of numerous existing death investigation protocols, the NSIDPSC 
Diagnosis Work Team concluded: 

• The content of investigative reports should take priority over the format in which 
information is collected. 

• Many available protocols strive to collect similar information, and differences are 
often a matter of style rather than substance. 

• There are some protocols that are more useful than others. 

• A variety of available protocols should be made readily accessible to assist those who 
wish to use the protocols as they are or who wish to design their own protocol. 

• Recommendations should concentrate on data items that are unique to infant death 
investigations and should assume that all items collected as a matter of routine in any 
death investigation (such as decedent’s name, age, etc) need not be further discussed 
in this DWT Report. Such items have been documented in the literature. 

• In order to develop a recommended minimum standard, the Diagnosis Work Team 
needed to select a single existing protocol as a working document and make 
recommendations to modify and improve upon that protocol. 

 
In conjunction with the above conclusions, the DWT has selected as its working 
document the CDC Sudden Unexplained Infant Death Investigation Report Form 
(SUIDIRF).   
 
The SUIDIRF was reviewed with the goal of allowing it to be shortened without 
significant sacrifice of practical and useful information. As stated above, it is not 
necessary to maintain the format of the SUIDIRF.  The essential thing is to ensure 
inclusion of all of the necessary items, which could be collected in another format such as 
the CDC SUIDQUEST (an open ended questionnaire with more textual responses), or 
some similar format.  
 
 

Recommended Modifications  
[See attached annotated SUIDIRF form] 

 
Section I (Circumstances of Death): 

1. Eliminate Section I (Circumstances of Death) EXCEPT for the items in the boxes 
which include “Infant placed,” “Known Alive,” “Infant found,” “First Response,” 
“EMS Called,” “EMS Response,” and “Police Response” 
 

Section II (Basic Medical Information): 

2. Reorder A, B, C so they are in logical sequence 

3. Change “Number of Prenatal Visits” to “Where prenatal care was received.” 
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4. After “Gestational age at birth,” specify that 40 weeks is considered full-term; 

5. Add “During pregnancy, did the mother ___Smoke, __Use Drugs, __Drink 
Alcohol” 

6. In R, change “Vaccination” to “Immunization” 

7. In T, change to “Deceased siblings or death of related children” 

8. Under “Medication History,” provide space to list medications (move it from 
where it is now to make the form flow better) 

 
Section III (Household Environment): 

9. In B., change “alcohol abuse” to “alcohol use” and, in C., change “drug abuse” to 
“drug use” 

10. In I, delete words “or mold growth” 

11. Delete prompts for “Number of Bedrooms,” “Estimated annual income,” “On 
Public Assistance” 

12. Delete prompts for “Number of Adults,” “and children,” and “Total People” 

13. Add prompt for “Does mother smoke?” 

14. Delete all of the maternal information (marital status, education, etc.) 
 

Section IV (Infant and Environment): 

15. Add “Describe thickness of blankets”  

16. Add “Describe clothing layer by layer” 

17. Add “Was a cap/or hat worn by infant?” 

18. Add “Was face covered by blankets?” 

19. Add “Crib” to list of items that might be collected 

20. Add “Head/Neck Position: __Flexed ___Extended” 

21. Add a place to indicate where, if other than the infant’s household, the 
environment being evaluated was located (such as “not at home—day care 
center”) 

 
Section V (Interview and Procedural Tracking): 

22. Add words “when appropriate” to “Cause of death discussed with family” 

23. Delete “Detailed Protocol Completed” section 
 

Section VI (Overall Preliminary Summary) 

24. Keep as is 
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Section VII (Case Disposition) 

25. Delete section entirely as information is available in other documents (i.e. law 
enforcement) 

 
Scene Diagram: 

26. In addition to Item 5, add a prompt to encourage recreation of the actual 
environmental conditions at the time the infant was discovered. This does not 
include, however, repositioning of the infant itself. 

27. Add a place to diagram the infant in its immediate environment, such as the 
position in a crib. 

28. Add prompt to recommend that, if the infant is still present in its original position, 
photographs should be taken. 

29. Recommend that photos of a doll re-enactment be performed if infant is not in 
original position. 

 
Baby Diagram and SUIDIRF Supplement: 

30. Keep as is. 
 
 



 11

Additional Recommendations:  
 
Items present in other investigative protocols that were thought to be of potential value 
for improving the SUIDIRF include: 

• Indication of ventilation status in immediate area (windows open, etc.) 

• Mother’s maiden name and recent out of state residences to facilitate tracking/linkage 
to other births and deaths 

• Specific comments about pacifier use and number 

• Some statement about infant’s motor skills and ability to lift head 

• An indication of the usual sleep position 

• Some indication of environmental cleanliness/hygiene 

• Expansion of information about co-sleeping (how many, weight, etc.) 

• Expand information on home/cultural/herbal remedies 

• Add “was infant under anyone else’s care in past 48 hours?” 

• Clarify if “wrapped” means “swaddled” 

• Add “any visible depressions or “pockets” in bedding or sleeping (supporting) surface 

• Encourage the collection and attachment of EMT run sheets/police reports  
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1  

Recommended Deletion: 

Delete all sections EXCEPT 
1  .  All other information is 
available on – and may be cross-
referenced from – other incident 
report forms.  
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Recommended Changes/Additions: 

2     Items A, B, and C should be re-ordered to 
reflect chronological sequence (e.g. 
prenatal issues, labor/delivery, infant’s 
history). 

5     Add prompt for:  “During pregnancy, did 
the mother  ___ Smoke, ___ Use Drugs, 
___ Drink Alcohol?” 

3  

4  

2  

6  

7  

8  

5  
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9  

11  
12  

13  

16  

15  

19  

Recommended Additions: 

Add prompts for: 
15    “Describe thickness of blankets” 18    “Was face covered by blankets?” 

16    “Describe clothing layer by layer” 19    Include “Crib” in list of items that might be collected 

17    “Was cap/hat worn by infant?” 20    “Head/Neck Position:   __ Flexed,  ___ Extended” 

21     Add a place to indicate where, if other than the infant’s household, the environment being evaluated is located (such as “not at 

home – day care center.”) 

10  

Recommended Addition: 

13   Add prompt for “Does mother 

smoke?” 

14  

17  

18  
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22  

24  

25  

23  
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26  

Recommended Additions: 

26     In addition to item 5., add prompt to encourage recreation of actual 
environmental conditions at the time the infant was discovered (does 
not include re-positioning the infant itself). 

27     Add a diagram box where the infant in its immediate environment (e.g. 
position in crib) might be sketched. 

28     Add prompt to recommend that, if infant is still present in its original 
position, photos should be taken. 

29     Recommend that photos of doll re-enactment be performed if infant is 

not in original position. 

27  
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