Preferences in the design and delivery of neurodevelopmental follow-up care for children: A systematic review of discrete choice experiments

Online Resource 1:  Search strategy 
Table S1: Main themes and search terms.
	Themes
	Search terms
	Search method (Title/Abstract, MeSH, All fields) 

	Children 
	Child 
	MeSH

	
	Infant 
	MeSH

	
	Adolescent 
	MeSH

	
	infant* 
	Title/Abstract

	
	famil*
	Title/Abstract

	
	school*
	Title/Abstract

	
	p?ediatric*
	Title/Abstract

	
	premature*
	Title/Abstract

	
	child*
	Title/Abstract

	Patient preference
	Patient Preference
	MeSH

	
	Choice behaviour 
	MeSH

	
	Health Services Needs and Demand
	MeSH

	
	Needs Assessment
	MeSH

	
	“discrete choice”
	Title/Abstract

	
	“stated choice”
	Title/Abstract

	
	“stated preference”
	Title/Abstract

	
	DCE 
	Title/Abstract

	
	“choice experiment”
	Title/Abstract

	
	“choice model”
	Title/Abstract

	
	“patient preference*”
	Title/Abstract 

	Neurodevelopment
	Neurodevelopmental Disorders 
	MeSH /exp

	
	Child Development
	MeSH

	
	Cognition disorders 
	MeSH

	
	Language disorders
	MeSH

	
	Psychomotor disorders 
	MeSH

	
	cognitive dysfunction
	MeSH

	
	cerebral palsy
	MeSH

	
	“neurodevelopment*”
	Title/Abstract 

	
	“developmental disabilit*”
	Title/Abstract

	
	neuropsych*
	Title/Abstract

	
	neurologic* 
	Title/Abstract

	
	ADHD
	Title/Abstract 

	
	autism
	Title/Abstract

	
	“attention deficit hyperactivity disorder”
	Title/Abstract

	
	dyslexia 
	Title/Abstract

	
	dyscalculia
	Title/Abstract

	
	“developmental language disorder*”
	Title/Abstract

	
	“intellectual disabilit*”
	Title/Abstract

	
	“global development*”
	Title/Abstract


* The asterisk sign indicates search for multiple variants of a word (e.g., singular/plural/conjugations) all at once within the same search. 





Table S2: PubMed search.
	Database platform: Pubmed 

	Date of search: 08/02/2022

	Theme 
	#
	Search terms 
	Results 

	Children 
	1
	"Child"[MeSH Terms] OR "Infant"[MeSH Terms] OR "Adolescent"[MeSH Terms] OR "infant*"[Title/Abstract] OR "famil*"[Title/Abstract] OR "school*"[Title/Abstract] OR "p ediatric*"[Title/Abstract] OR "premature*"[Title/Abstract] OR "child*"[Title/Abstract] 
	5,326,607 

	Patient preference 
	2
	"Patient Preference"[MeSH Terms] OR "Choice Behavior"[MeSH Terms] OR "Health Services Needs and Demand"[MeSH Terms] OR "Needs Assessment"[MeSH Terms] OR "discrete choice"[Title/Abstract] OR "stated choice"[Title/Abstract] OR "stated preference"[Title/Abstract] OR "DCE"[Title/Abstract] OR "choice experiment"[Title/Abstract] OR "choice model"[Title/Abstract] OR "patient preference*"[Title/Abstract]
	174,725 

	Neuro
developmental

	3
	"Neurodevelopmental Disorders"[MeSH Terms] OR "Child Development"[MeSH Terms] OR "Cognition Disorders"[MeSH Terms] OR "Language Disorders"[MeSH Terms] OR "Psychomotor Disorders"[MeSH Terms] OR "Cognitive Dysfunction"[MeSH Terms] OR "Cerebral Palsy"[MeSH Terms] OR "neurodevelopment*"[Title/Abstract] OR "developmental disabilit*"[Title/Abstract] OR "neuropsych*"[Title/Abstract] OR "neurologic*"[Title/Abstract] OR "ADHD"[Title/Abstract] OR "attention deficit hyperactivity disorder"[Title/Abstract] OR "autism"[Title/Abstract] OR "dyslexia"[Title/Abstract] OR "dyscalculia"[Title/Abstract] OR "developmental language disorder*"[Title/Abstract] OR "intellectual disabilit*"[Title/Abstract] OR "global development*"[Title/Abstract] 
	844,991 

	#1 AND #2 AND #3
	4
	("Child"[MeSH Terms] OR "Infant"[MeSH Terms] OR "Adolescent"[MeSH Terms] OR "infant*"[Title/Abstract] OR "famil*"[Title/Abstract] OR "school*"[Title/Abstract] OR "p ediatric*"[Title/Abstract] OR "premature*"[Title/Abstract] OR "child*"[Title/Abstract]) AND ("Patient Preference"[MeSH Terms] OR "Choice Behavior"[MeSH Terms] OR "Health Services Needs and Demand"[MeSH Terms] OR "Needs Assessment"[MeSH Terms] OR "discrete choice"[Title/Abstract] OR "stated choice"[Title/Abstract] OR "stated preference"[Title/Abstract] OR "DCE"[Title/Abstract] OR "choice experiment"[Title/Abstract] OR "choice model"[Title/Abstract] OR "patient preference*"[Title/Abstract] AND ("Neurodevelopmental Disorders"[MeSH Terms] OR "Child Development"[MeSH Terms] OR "Cognition Disorders"[MeSH Terms] OR "Language Disorders"[MeSH Terms] OR "Psychomotor Disorders"[MeSH Terms] OR "Cognitive Dysfunction"[MeSH Terms] OR "Cerebral Palsy"[MeSH Terms] OR "neurodevelopment*"[Title/Abstract] OR "developmental disabilit*"[Title/Abstract] OR "neuropsych*"[Title/Abstract] OR "neurologic*"[Title/Abstract] OR "ADHD"[Title/Abstract] OR "attention deficit hyperactivity disorder"[Title/Abstract] OR "autism"[Title/Abstract] OR "dyslexia"[Title/Abstract] OR "dyscalculia"[Title/Abstract] OR "developmental language disorder*"[Title/Abstract] OR "intellectual disabilit*"[Title/Abstract] OR "global development*"[Title/Abstract])
	3,629 


* The asterisk sign indicates search for multiple variants of a word (e.g., singular/plural/conjugations) all at once within the same search. 



















Table S3: Embase search. 
	Database platform: Embase 

	Date of search: 08/02/2022 

	Theme 
	#
	Search terms 
	Results 

	Children 
	1
	'child'/exp OR 'infant'/exp OR 'adolescent'/exp OR infant*:ti,ab,kw OR famil*:ti,ab,kw OR school*:ti,ab,kw OR pediatric*:ti,ab,kw OR premature*:ti,ab,kw OR child*:ti,ab,kw
	6,302,187 

	Patient preference 
	2
	'patient preference'/exp OR 'patient decision making'/exp OR 'family decision making'/exp OR 'economic decision making'/exp OR 'needs assessment'/exp OR 'health care need'/exp OR 'discrete choice':ti,ab,kw OR 'stated choice':ti,ab,kw OR 'stated preference':ti,ab,kw OR dce:ti,ab,kw OR 'choice experiment':ti,ab,kw OR 'choice model':ti,ab,kw OR 'patient preference*':ti,ab,kw
	113,113 

	Neuro
developmental

	3
	'behavior disorder'/exp OR 'child development'/exp OR 'cognitive defect'/exp OR 'language disability'/exp OR 'psychomotor disorder'/exp OR 'cerebral palsy'/exp OR 'neurodevelopment*':ti,ab,kw OR 'developmental disabilit*':ti,ab,kw OR neuropsych*:ti,ab,kw OR neurologic*:ti,ab,kw OR 'attention deficit hyperactivity disorder':ti,ab,kw OR autism:ti,ab,kw OR dyslexia:ti,ab,kw OR dyscalculia:ti,ab,kw OR 'developmental language disorder':ti,ab,kw OR 'intellectual disabilit*':ti,ab,kw OR 'global development*':ti,ab,kw
	1,693,946 

	#1 AND #2 AND #3
	4
	AND [embase]/lim NOT ([embase]/lim AND [medline]/lim) 
	940


* The asterisk sign indicates search for multiple variants of a word (e.g., singular/plural/conjugations) all at once within the same search. 
Table S4: CINAHL search.
	Database platform: CINAHL

	Date of search: 08/02/2022 

	Theme 
	#
	Search terms 
	Results 

	Children 
	1
	(MH "Child+") OR (MH "Infant+") OR (MH "Adolescent+") OR TI infant* OR TI famil* OR TI school* OR TI pediatric* OR TI premature* OR TI child* OR AB infant* OR AB famil* OR AB school* OR AB pediatric* OR AB premature* OR AB child*
	1,247,643 

	Patient preference 
	2
	(MH "Patient Preference") OR (MH "Decision Making, Patient+") OR (MH "Health Services Needs and Demand+") OR (MH "Needs assessment+") OR TI “discrete choice” OR TI “stated choice” OR TI DCE OR TI “choice experiment” OR TI “choice model” OR TI “patient preference*” OR AB “discrete choice” OR AB “stated choice” OR AB DCE OR AB “choice experiment” OR AB “choice model” OR AB “patient preference*” OR AB “patient preference*”
	73,785 

	Neuro
developmental

	3
	(MH "Mental Disorders Diagnosed in Childhood+") OR (MH "Cognition disorders+") OR (MH "Language disorders+") OR (MH "Psychomotor disorders+") OR (MH "cerebral palsy+") OR TI “neurodevelopment*” OR TI “developmental disabilit*” OR TI neuropsych* OR TI neurologic* OR TI ADHD OR TI “attention  deficit hyperactivity disorder” OR TI autism OR TI dyslexia OR TI dyscalculia OR TI “developmental language disorder*” OR TI “intellectual disabilit*” OR TI “global development*” OR AB “neurodevelopment*” OR AB “developmental disabilit*” OR AB neuropsych* OR AB neurologic* OR AB ADHD OR AB “attention deficit hyperactivity disorder” OR AB autism OR AB dyslexia OR AB dyscalculia OR AB “developmental language disorder*” OR AB “intellectual disabilit*” OR AB “global development*”
	264,024 

	#1 AND #2 AND #3
	4
	 Filter: exclude Medline records 
	826


* The asterisk sign indicates search for multiple variants of a word (e.g., singular/plural/conjugations) all at once within the same search. 
















Table S5: Scopus search.  
	Database platform: Scopus

	Date of search: 08/02/2022 

	Theme 
	#
	Search terms 
	Results 

	Children 
	1
	TITLE-ABS-KEY ( "child*" )  OR  TITLE-ABS-KEY ( "infant*" )  OR  TITLE-ABS-KEY ( "adolescent*" )  OR  TITLE-ABS-KEY ( "famil*" )  OR  TITLE-ABS-KEY ( "school*" )  OR  TITLE-ABS-KEY ( "paediatric*" ) 

	7,798,220

	Patient preference 
	2
	TITLE-ABS-KEY ( "discrete choice" )  OR  TITLE-ABS-KEY ( "choice experiment" )  OR  TITLE-ABS-KEY ( dce )  OR  TITLE-ABS-KEY ( "preference*" )
	523,011 

	Neuro
developmental

	3
	TITLE-ABS-KEY ( "neurodevelopment*" )  OR  TITLE-ABS-KEY ( "developmental disabilit*" )  OR  TITLE-ABS-KEY ( "cognition disorder*" )  OR  TITLE-ABS-KEY ( "language disorder*" )  OR  TITLE-ABS-KEY ( "psychomotor disorder*" )  OR  TITLE-ABS-KEY ( "cerebral palsy" )  OR  TITLE-ABS-KEY ( "attention deficit hyperactivity disorder" )  OR  TITLE-ABS-KEY ( "dyslexia" )  OR  TITLE-ABS-KEY ( "dyscalculia" ) 
	234,255 

	#1 AND #2 AND #3 
	4
	 TITLE-ABS-KEY ( "child*" )  OR  TITLE-ABS-KEY ( "infant*" )  OR  TITLE-ABS-KEY ( "adolescent*" )  OR  TITLE-ABS-KEY ( "famil*" )  OR  TITLE-ABS-KEY ( "school*" )  OR  TITLE-ABS-KEY ( "paediatric*" )  AND  TITLE-ABS-KEY ( "discrete choice" )  OR  TITLE-ABS-KEY ( "choice experiment" )  OR  TITLE-ABS-KEY ( dce )  OR  TITLE-ABS-KEY ( "preference*" )  AND  TITLE-ABS-KEY ( "neurodevelopment*" )  OR  TITLE-ABS-KEY ( "developmental disabilit*" )  OR  TITLE-ABS-KEY ( "cognition disorder*" )  OR  TITLE-ABS-KEY ( "language disorder*" )  OR  TITLE-ABS-KEY ( "psychomotor disorder*" )  OR  TITLE-ABS-KEY ( "cerebral palsy" )  OR  TITLE-ABS-KEY ( "attention deficit hyperactivity disorder" )  OR  TITLE-ABS-KEY ( "dyslexia" )  OR  TITLE-ABS-KEY ( "dyscalculia" )
	1,223


* The asterisk sign indicates search for multiple variants of a word (e.g., singular/plural/conjugations) all at once within the same search. 















Table S6: Summary of results from all databases.
	Database
	Results 
	After de duplication 

	PubMed
	3629
	3584

	Embase 
	940
	934

	Cinahl
	826
	797

	Scopus
	1223
	1046

	
	6618
	6361



















Online Resource 2:  List of all attributes included by authors in their study
Table S7: List of all attributes included by authors in their study (n=16).
	Author and year 
	List of attributes 

	Arora 201935
	Personal care (including providing transport), Social support, Errands, Housework, Cash compensation

	Cross 201628
	LEARN (Ability to learn and apply new skills), EXPLAIN (Ability to explain needs), CONTROL (Ability to control own behavior), SOCIAL (Ability to take part in new social activities), CARE (Ability to care for self), and ATTENTION (Ability to pay attention)

	Cunningham 200827


	Emotional problems, Behavioral problems, Effect on feeling informed, Effect on confidence, Advocacy, Effect on stress anxiety and guilt, supporting evidence base, Information about epidemiology, Passive vs active learning materials, Recommendation, Medication information, Timing of information, Group size, Group and phone Support, Location of information, Modality of information, pull vs pushing information, Content selection process, Time demand to acquire and use, Specificity

	Cunningham 200926
	Evidence base, Timing of information, Time cost to parents, pushing versus pulling information, Continuing professional education, Source of recommendation, Learning process, Language of Materials, Who selects information, Therapist and group support, Content of information, Format of information, Location of information, Developer’s qualification

	dosReis 202036 
	Medication use, parental custody, time cost, social interactions, medication effects, and school placement

	Fegert 20146 
	Duration of action, Side effects, Dosage/product, Discretion, Emotional situation, social situation

	Glenngård 201337 
	Health state: morning/workday, Health state: afternoon/early evening, Side-effects, Dosing frequency per day, Cost of treatment (per month)

	Hugh 202229 
	Naturalistic intervention (NI), Peer-mediated instruction and intervention (PMI), social narratives (SN), Discrete trial teaching (DTT), and scripting. [* These are practice names]

	Mühlbacher 200938 
	Duration of effect, side effects, dosage, discretion, emotional state and social situation

	Nafees 201439
	Duration of ADHD symptom control, degree of ADHD symptom control, potential for treatment abuse, frequency of administration, risk of vomiting, risk of loss of appetite, and risk of sleep disturbance

	Reiger 200940
	Number of children tested whose genetic condition is identified with this test, time waiting for results, and cost to you

	Tsai 202141
	Improvement in hyperphagia, improvement in obesity, increased risk of skin rash, risk of liver damage

	Waschbusch 201142
	(a) Treatment components (7 attributes)—these described techniques or procedures that could be used as part of treatment, (b) Treatment outcomes (8 attributes)—these described changes that could result from treatment, and (c) Side effects (3 attributes)—these described negative effects or costs of treatment.

	Webb 201943
	Child attributes (n=4): Receptive and expressive language, Communication ability with AAC, Child’s determination and persistence, Predicted future skills and abilities. System attributes (n=5): Vocabulary sets, Consistency of layout, Type of vocabulary organisation, Size of vocabulary, Graphical representation

	Wymbs 201645
	Emotional problems, Behavioral problems, Effect on feeling informed, Effect on confidence, Advocacy, Effect on stress anxiety and guilt, supporting evidence base, Information about epidemiology, Passive vs active learning materials, Recommendation, Medication information, Timing of information, Group size, Group and phone Support, Location of information, Modality of information, pull vs pushing information, Content selection process, Time demand to acquire and use, Specificity

	Wymbs 201744
	Emotional problems, Behavioral problems, Effect on feeling informed, Effect on confidence, Advocacy, Effect on stress anxiety and guilt, supporting evidence base, Information about epidemiology, Passive vs active learning materials, Recommendation, Medication information, Timing of information, Group size, Group and phone Support, Location of information, Modality of information, pull vs pushing information, Content selection process, Time demand to acquire and use, Specificity









