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 Research [Evaluation] is a���
moral endeavor that seeks to ensure that the 

welfare, autonomy and privacy rights of infant, child and 
adolescent participants are adequately protected and 

that such protection does not prevent them from 
equitable sharing of the burdens and benefits of 

research.	


Source: Fisher et al., 2013, p. 4	
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Belmont Principles +	


•  Know relevant legal 
standards for obtaining IC/
IA in your locality	


•  Follow ethical guidelines	


•  Reconsider existing 
frameworks within new 
childhood frameworks	


Sources:	  Belmont	  Report,	  1979;	  DuBois,	  2005,	  2008;	  Ruiz-‐Casares,	  2012,	  2014;	  Shumaker	  &	  Medoff,	  2013	  

Informed Consent, Assent & Dissent	


•  IC = voluntary agreement provided on the basis of 
sufficient & appropriate information	


–  PP =  Parental Permission	


	
 	
 	
 	
INABILITY	
 	
 	
RESPECT	


•  IA = individual’s voluntary affirmation to participate	


•  ID = non-agreement to participate in specific 
experiences	


•  Permission & Assent Waivers	


	

Sources:  Dockett, Einarsdottir & Perry, 2012; Ford,	  Sankey	  &	  Crisp,	  2007	
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Children in REM	


1.  New sociology of childhood	

–  Children = persons, experts, agents	


–  Subjects, Consultants, Partners, Directors in REM	


2.  Children’s rights & citizenship	

–  To (not) participate	


–  To be protected from harm	


3.  Actively listening to children (Clark, 2005)	


–  not limited to the spoken word 	

–  a necessary stage in participation 	


Sources: Clark, 2005; Clark & Moss, 2001; Gilshrist et al, 2013; Prout, 2000; UNCRC, 1989	


Participatory Rights-Based 
Approaches	


•  Recognize children’s right to participate on issues 
that matter to them	


•  Provide opportunities for children to exercise agency	


•  Assume children’s competence to indicate A/D	


Acknowledge context!	


Sources:  Dockett & Perry, 2011	


Legal & socio-cultural context	


Children’s 
Rights	


Child 
Development	


Participatory 
Rights-Based 

Approaches	
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Key Elements of IC/PP/IA	


1.  Access to sufficient & appropriate information	


2.  Comprehension & competence	


3.  Voluntary involvement	

	


	

	


* Reflexivity * 	


Sources:  Belmont Report, 1979; Dockett & Perry, 2011; Phelan & Kinsella, 2013	


Providing Info: Essential IC/PP/IA 
Components	
	


•  Study-specific information	

–  Study purpose	


–  Study procedures	

–  Study risk	


–  Benefit (direct & indirect)	


•  Research rights	

–  Right to refuse/withdraw	


–  Voluntariness of research	


–  Confidentiality	


–  Alternatives to research	


Sources:  Afolabi et al., 2014; O’Lonergan & Forster-Harwood, 2011	
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Comprehension & Competence	


•  Attention to manner of providing information!	


•  Obligation to ascertain understanding	


–  Engage parents in assessment	


•  Competence	

–  Participants competence & influencing factors	


•  Ambiguity on how to assess it (Age? Developmental 
stage? Ability? Context?)	


–  Researcher competence & influencing factors	


Sources:  John et al., 2008; Lambert & Glacken, 2011	


Voluntariness	


•  Coercion?	

–  Justifiable persuasion	

–  Undue influence	


•  Power imbalances	


•  Indicating assent & dissent	

–  Identification of subtle or 

covert signs of refusal	

–  Engage parents in assessment	


Sources: Belmont Report, 1979; Ondrusek et al., 1998 	
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Challenges in Obtaining PP/IA	


•  Unavailability	


•  Misunderstanding	


•  Over or under-informing	


•  Balancing personal interests/expectations with 
evaluation objectives	


•  Views of evaluation	


•  Gatekeepers & proxy consent 	


•  ‘Coerced’ participation	


Sources: Alderson, 1995; Dockett & Perry, 2011; Okello et al., 2013	


Enhancing IC/PP/IA Processes	


1.  Community & parent engagement 	

–  Plan info dissemination strategies early	

–  Establish ongoing consultation & feedback mechanisms	


2.  Improving comprehension	

–  Sensitization meetings/households visits (timing & undue 

pressure!)	

–  Two-way, child-centered language & approaches	


3.  Ongoing IC	

–  Opportunities for free decision-making	


–  Verbal/non-verbal cues	


	
 Sources: John et al., 2008; Okello et al., 2013; Vreeman et al., 2012	
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Assent Forms to Record Children’s 
Decisions	


•  Media & conversation	

–  Simple language, large print, diagrams & pictures	


–  Multimedia & audiovisual approaches	

•  Paper/text	


•  Video	

•  Animation	


•  Verbal	


•  Two-way process	


Sources: Dockett & Perry, 2011;  Dolores & McCarthy, 2005; O’Lonergan & Forster-Harwood, 2011; Ruiz-Casares, 2014	


Source:  Lambert & Glacken, 2011	
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Source:  Lambert & Glacken, 2011	


Source:  Lambert & Glacken, 2011	
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Source:  Dockett, Perry & Kearney, 2013	


Source:  Dockett, Perry & Kearney, 2013	
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Source:  Dockett, Perry & Kearney, 2013	


Visual Informed Consent (VIC) Forms	


Sources: Ruiz-Casares & Thompson, 2014, in progress	
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Children’s Dissent	


•  Does not need to be justified	


•  Can be expressed at any time & way (non-/verbal)	


•  May pertain any level of involvement	


•  Is binding	

–  even when it impacts on the evaluation!	


•  May be a gatekeeping strategy	


•  Children should be offered genuine choices about 
participation	


Source:  Dockett, Einarsdottir & Perry, 2012	


ý

Strategies to Enhance Voluntariness 	


•  Saying ‘pass’ 	


•  Holding up a ‘yellow card’ 	


•  Holding up a  ‘green card’  or a ‘red card’ 	


•  Turning on/off recording device	


•  Opportunities to pause/stop the conversation 	


•  Observe subtle signs of refusal/changes in children’s 
behavior	


Source:  Lambert & Glacken, 2011	
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Build 
relationships	


Understand	


Ask questions	


Ponder 
participation	


Confer with 
others	


Make 
informed 
decision	


Change up 
mind	


Source:  Lambert & Glacken, 2011, p. 7	


Assent as Two-Way Process	


ý	  
þ	  

þ	  
þ	  

Relationships + Conversation + Time + Context	
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Contact:	


	

monica.ruizcasares@mcgill.ca	



