Appendices
Appendix A: Search strategy
[bookmark: _Hlk88056724]Table A.1: List of known decision aid repositories
	Organisation
	Website

	The Decision Aid Library Inventory (DALI) – Ottawa Research Institute
	https://decisionaid.ohri.ca/AZlist.html

	The Decision Box – Laval University
	https://www.boitedecision.ulaval.ca/en/

	NICE Decision Aids
	https://www.nice.org.uk/about/what-we-do/our-programmes/nice-guidance/nice-guidelines/shared-decision-making

	Option Grid
	http://www.optiongrid.org/




Table A.2: List of organisations and support groups for fetal medicine or prenatal genetics.
	Organisation
	Website

	Apollo Centre for Fetal Medicine New Delhi
	https://www.fetalmedicineindia.in/ 

	The Arms of an Angel – Trisomy 18 Association
	http://www.trisomy18dallas.org 

	Centre for Genetics Education
	https://www.genetics.edu.au/ 

	Down Syndrome Information Alliance
	http://downsyndromeinfo.org/ 

	Down Syndrome Resource Foundation
	http://dsrf.org 

	Fetal Health Foundation
	https://www.fetalhealthfoundation.org/ 

	Fetal Medicine Foundation
	https://fetalmedicine.org/ 

	Genetic Alliance
	http://www.geneticalliance.org/ 

	Genetic Alliance Australia
	http://www.geneticalliance.org.au/ 

	Genetic Disorders – National Human Genome Research Institute
	https://www.genome.gov/For-Patients-and-Families/Genetic-Disorders 

	Genetic Support Network Victoria (GSNV)
	https://www.gsnv.org.au/ 

	Gynecology & Obstetrics – John Hopkins Medicine
	https://www.hopkinsmedicine.org/gynecology_obstetrics/specialty_areas/maternal_fetal_medicine/services/fetal_diagnostic_procedures/ 

	Healthy WA
	https://healthywa.wa.gov.au/Health-conditions/Genes-and-genetics 

	Hope for Trisomy 13 and 18
	http://www.hopefortrisomy13and18.org 

	International Society for Neonatal Screening (ISNS)
	https://www.isns-neoscreening.org/ 

	March of Dimes
	https://www.marchofdimes.org/ 

	Mater Online
	https://www.materonline.org.au/ 

	Mayo Clinic 
	https://www.mayoclinic.org/healthy-lifestyle/pregnancy-week-by-week/in-depth/prenatal-testing/art-20045177 

	MedlinePlus
	https://medlineplus.gov/ 

	Newborn Screening
	http://www.newbornscreening.info/ 

	Nuchal Translucency (NT)
	https://nuchaltrans.edu.au/ 

	Patients Network for Medical Research and Health – EGAN
	https://egan.eu/

	Perinatal Services BC
	http://www.perinatalservicesbc.ca/ 

	Prenatal Screening and Testing – Pregnancy, Birth & Baby
	https://www.pregnancybirthbaby.org.au/prenatal-screening 

	Royal Australian and New Zealand College of Obstetricians and Gynaecologists (RANZCOG)
	https://ranzcog.edu.au/ 

	Society for Maternal-Fetal Medicine
	https://www.smfm.org/ 

	Support Organization for Trisomy 18, 13 & Related Disorders (SOFT)
	http://www.trisomy.org

	Trisomy 18 Foundation
	http://www.trisomy18.org 

	Victorian Clinical Genetics Services (VCGS)
	https://www.vcgs.org.au/ 




Table A.3: Search terms
	Search terms
	1. Non-invasive prenatal test decision aid
2. Non-invasive prenatal screening decision aid
3. First trimester combined screening decision aid
4. Harmony test decision aid
5. Prenatal screening decision aid
6. Prenatal diagnostic test decision aid
7. Second trimester maternal serum screening decision aid
8. Nuchal translucency decision aid
9. Amniocentesis decision aid
10. Chorionic villus sampling decision aid
11. Prenatal ultrasound decision aid
12. Early diagnosis decision aid
13. Down syndrome decision aid
14. Trisomy 13 decision aid
15. Trisomy 18 decision aid
16. Fetal decision aid






Appendix B: Eligibility
Table B.1: Decision aid eligibility scoresheet (IPDAS v4.0)
	Standard
	Item
	Decision aids

	
	
	a. What are my options regarding prenatal screening tests?
	b. A decision aid: Testing in pregnancy for fetal abnormalities
	c. Making decisions about screening for Down syndrome in pregnancy
	d. Should I take the SIPS /IPS test to screen for Trisomy 21?
	e. Pregnancy: Should I Have Screening Tests for Birth Defects?
	f. An Aid to Decision-Making for Prenatal Screening
	g. Your Choice – Prenatal Screening Tests in Pregnancy & Screening Choices tool
	h. Down syndrome screening test: yes or no?
	i. Pregnancy: Should I Have Amniocentesis?
	j. Pregnancy: Should I Have CVS?
	k. Shared decision making: Down’s, Edward’s and Patau’s syndromes
	l. Pregnancy: Should I have an early fetal ultrasound?
	m. Amniocentesis test: yes or no?

	Eligibility Criteria

1 = Yes
0 = No

	1. The patient decision aid describes the health condition or problem (treatment, procedure, or investigation) for which the index decision is required
	1
	1
	1
	1
	1
	1
	1
	1
	1
	1
	1
	1
	1

	
	2. The patient decision aid explicitly states the decision that needs to be considered (index decision)
	1
	1
	1
	1
	1
	1
	1
	1
	1
	1
	1
	1
	1

	
	3. The patient decision aid describes the options available for the index decision
	1
	1
	1
	1
	1
	1
	1
	1
	1
	1
	1
	1
	1

	
	4. The patient decision aid describes the positive features (benefits or advantages) of each option
	1
	1
	1
	1
	1
	1
	1
	1
	1
	1
	1
	1
	1

	
	5. The patient decision aid describes the negatives (harms, side effects, or disadvantages) of each option
	1
	1
	1
	1
	1
	1
	1
	1
	1
	1
	1
	1
	1

	
	6. The patient decision aid describes what it is like to experience the consequences of the options (e.g., physical, psychological, social)
	1
	1
	1
	1
	1
	1
	1
	1
	1
	1
	1
	1
	1



Appendix C: Quality assessment
Table C.1 Decision aid quality assessment scoresheet (IPDAS v4.0) [1]
	Standard
	Item
	Decision aids
	

	
	
	a. What are my options regarding prenatal screening tests?
	b. A decision aid: Testing in pregnancy for fetal abnormalities
	c. Making decisions about screening for Down 
syndrome in pregnancy
	d. Should I take the SIPS /IPS test to screen for Trisomy 21?
	e. Pregnancy: Should I Have Screening Tests for Birth Defects?
	f. An Aid to Decision-Making for Prenatal Screening
	g. Your Choice – Prenatal Screening Tests in Pregnancy & Screening Choices tool
	h. Down syndrome screening test: yes or no?
	i. Pregnancy: Should I Have Amniocentesis?
	j. Pregnancy: Should I Have CVS?
	k. Shared Decision Makin: Down’s, Edward’s and Patau’s Syndromes
	l. Pregnancy: Should I have an early fetal ultrasound?
	m. Amniocentesis test: yes or no?

	Certification Criteria

1 = Strongly Disagree
2 = Disagree
3 = Agree
4 = Strongly Agree
	The patient decision aid shows the negative and positive features of options with equal detail (e.g., using similar fonts, sequence, presentation of statistical information)
	4
	4
	4
	4
	4
	4
	4
	4
	4
	4
	3
	4
	3

	
	The patient decision aid (or associated documentation) provides citations to the evidence selected
	3
	3
	3
	3
	3
	3
	3
	1
	3
	3
	3
	3
	1

	
	The patient decision aid (or associated documentation) provides a production or publication date
	3
	3
	4
	4
	3
	3
	1
	2
	3
	3
	3
	3
	4

	
	The patient decision aid (or associated documentation) provides information about the update policy.
	4
	1
	1
	1
	2
	1
	1
	1
	2
	2
	1
	2
	1

	
	The patient decision aid provides information about the levels of uncertainty around event or outcome probabilities (e.g., by giving a range or by using phases such as ‘‘our best estimate is…”)
	3
	4
	4
	1
	3
	1
	4
	4
	3
	3
	1
	2
	1

	
	The patient decision aid (or associated documentation) provides information about the funding source used for development
	4
	4
	4
	4
	1
	4
	1
	1
	1
	1
	1
	1
	1

	
	The patient decision aid describes what the test is designed to measure.
	3
	4
	4
	4
	4
	4
	4
	4
	4
	4
	4
	4
	3

	
	The patient decision aid describes the next steps typically taken if the test detects the condition or problem.
	4
	4
	4
	4
	4
	4
	4
	4
	3
	3
	4
	3
	3

	
	The patient decision aid describes the next steps if the condition or problem is not detected.
	3
	3
	4
	4
	4
	3
	4
	1
	1
	1
	4
	3
	1

	
	The patient decision aid has information about the consequences of detecting the condition or disease that would never have occurred if screening had not been done (lead time bias). * 
	1
	1
	1
	1
	1
	1
	1
	1
	1
	1
	1
	1
	1

	Quality Criteria

1 = Strongly Disagree
2 = Disagree
3 = Agree
4 = Strongly Agree
	The patient decision aid describes the natural course of the health condition or problem, if no action is taken (when appropriate)
	4
	2
	3
	3
	4
	3
	3
	3
	3
	3
	4
	3
	1

	
	The patient decision aid makes it possible to compare the positive and negative features of the available options
	4
	3
	4
	4
	4
	4
	3
	4
	4
	4
	3
	4
	3

	
	The patient decision aid provides information about outcome probabilities associated with the options (i.e., the likely consequences of decisions)
	4
	4
	3
	3
	4
	4
	4
	4
	3
	3
	3
	1
	3

	
	The patient decision aid specifies the defined group (reference class) of patients for whom the outcome probabilities apply
	4
	4
	4
	4
	3
	4
	4
	4
	3
	3
	3
	1
	3

	
	The patient decision aid specifies the event rates for the outcome probabilities
	4
	4
	3
	4
	4
	3
	4
	3
	3
	3
	3
	1
	3

	
	The patient decision aid allows the user to compare outcome probabilities across options using the same time period (when feasible) **
	4
	4
	4
	4
	4
	4
	4
	4
	4
	4
	4
	4
	4

	
	The patient decision aid allows the user to compare outcome probabilities across options using the same denominator (when feasible)
	4
	4
	4
	3
	4
	3
	4
	4
	1
	1
	4
	1
	1

	
	The patient decision aid provides more than 1 way of viewing the probabilities (e.g., words, numbers, and diagrams)
	3
	4
	4
	2
	1
	2
	4
	3
	1
	1
	1
	1
	1

	
	The patient decision aid asks patients to think about which positive and negative features of the options matter most to them (implicitly or explicitly)
	4
	4
	4
	4
	4
	4
	4
	4
	4
	4
	4
	4
	4

	
	The patient decision aid provides a step-by-step way to make a decision
	4
	4
	4
	4
	4
	4
	4
	4
	4
	4
	2
	4
	2

	
	The patient decision aid includes tools like worksheets or lists of questions to use when discussing options with a practitioner
	4
	4
	4
	4
	4
	4
	4
	4
	4
	4
	3
	4
	1

	
	The development process included a needs assessment with clients or patients
	1
	1
	1
	1
	1
	1
	1
	1
	1
	1
	1
	1
	1

	
	The development process included a needs assessment with health professionals
	1
	1
	1
	1
	1
	1
	1
	1
	1
	1
	1
	1
	1

	
	The development process included review by clients/patients not involved in producing the decision support intervention
	1
	2
	1
	1
	1
	1
	1
	1
	1
	1
	1
	1
	1

	
	The development process included review by professionals not involved in producing the decision support intervention
	1
	1
	1
	1
	3
	2
	1
	1
	3
	3
	1
	3
	1

	
	The patient decision aid was field tested with patients who were facing the decision
	1
	1
	1
	1
	1
	1
	1
	1
	1
	1
	1
	1
	1

	
	The patient decision aid was field tested with practitioners who counsel patients who face the decision
	1
	1
	1
	1
	1
	1
	1
	1
	1
	1
	1
	1
	1

	
	The patient decision aid (or associated documentation) describes how research evidence was selected or synthesized
	1
	1
	1
	1
	1
	1
	1
	1
	1
	1
	1
	1
	1

	
	The patient decision aid (or associated documentation) describes the quality of the research evidence used
	1
	1
	1
	1
	1
	1
	1
	1
	1
	1
	1
	1
	1

	
	The patient decision aid includes authors’/ developers’ credentials or qualifications
	3
	3
	3
	3
	3
	2
	1
	1
	3
	3
	1
	3
	1

	
	The patient decision aid (or associated documentation) reports readability levels (using 1 or more of the available scales)
	1
	1
	1
	1
	1
	1
	1
	1
	1
	1
	1
	1
	1

	
	There is evidence that the patient decision aid improves the match between the preferences of the informed patient and the option that is chosen.
	1
	1
	1
	1
	1
	1
	1
	1
	1
	1
	1
	1
	1

	[bookmark: _Hlk72958064]
	There is evidence that the patient decision aid helps patients improve their knowledge about options’ features
	1
	1
	1
	1
	1
	1
	1
	1
	1
	1
	1
	1
	1

	
	The patient decision aid includes information about the chances of having a true-positive test result
	4
	4
	4
	4
	4
	4
	4
	1
	1
	1
	1
	1
	1

	
	The patient decision aid includes information about the chances of having a true-negative test result.
	4
	3
	1
	4
	1
	4
	3
	1
	1
	1
	1
	1
	1

	
	The patient decision aid includes information about the chances of having a false-positive test result.
	4
	3
	4
	4
	4
	4
	4
	1
	1
	1
	1
	1
	1

	
	The patient decision aid includes information about the chances of having a false-negative test result
	4
	4
	4
	4
	4
	4
	4
	1
	1
	1
	1
	1
	1

	
	The patient decision aid describes the chances the disease is detected with and without the use of the test
	1
	1
	1
	1
	1
	1
	1
	3
	1
	1
	1
	1
	1

	Total quality score (out of 152)
	106
	102
	102
	100
	99
	98
	97
	83
	80
	80
	76
	75
	62


All criteria were marked based only on the information provided in the DA itself. Materials describing DA development were not considered. 
*In the certification criteria, one criterion acknowledged lead time bias which was irrelevant to the prenatal context and all DAs (n=13) were scored 1 (strongly disagree).
** From the qualifying criteria, one criterion considered if the DA allowed a user to compare the outcome probabilities across options using the same time period, the researchers scored 4 (strongly agree) for all DAs (n=13) with consideration that the time period would be throughout pregnancy.
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