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Defining engagement

why is it important?



Meaningful engagement in research
The following principles are central to young people’s meaningful 
engagement in research to move beyond tokenistic participation 
towards citizenship.
1. They understand the intentions of the project;
2. They know who made the decisions concerning their 
involvement and why;
3. They have a meaningful (rather than ‘decorative’) role;
4. They volunteer for the project after the project was made 
clear to them.

“From tokenism to citizenship”, Dr. Hart 1992



How well do we know the 
young people we are 
engaging?



“There is a need to talk through social issues, home visits and 
personal lives. Young people who are appointed as youth leaders 
end up bearing the burden of the emotional work that is needed 
alongside the financial management that needs to occur. In that 
process you find yourself losing your main purpose, your main goal 
that you came into this space. The main reason you came into the 
work is taken away from as you pour your time and energy into 
finances and other such things that were not what brought you to 
this advocacy space. “

Participant, Intergenerational Summit
Adolescent HIV Treatment Coalition

June, 2017



What now? Going beyond dissemination

•Connecting researchers with youth
•Assesing the involvement/engagement of young 

people in order to document best practices for 
engagement
• Establishing standards of practice for projects and 

programs impacting the lives of YPLHIV
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Policy briefs

• Paediatric	and	
Adolescent	briefs

• In	English	and	French

• Available online:
https://www.iasociety.org/CIPHER
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Outline

• Rationale 
• Objective
• Methods 
• Process
• Results
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Rationale

Focus	research:	comprehensive	goals	
for	future	research	

Maximise	use	of	resources:	
Streamline	research	and	funding	for	

high	public	health	impact

Expand	and	broaden	stakeholder	
participation	

Increase	leverage:	Build	on	
established	networks	and	platforms	

for	research	collaborations

Evidence-based	policy

Challenges	persist to	scale up	timely HIV	testing,	treatment and	
quality care	for	children and	adolescents	worldwide

Reaching	ambitious	targets	to	reach	AIDS	FREE	generation	by	2030
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Rationale

Define	comprehensive	goals	for	future	
research	

Streamline	research	and	funding	for	
high	public	health	impact

Expand	and	broaden	stakeholder	
participation	

Build	on	established	networks	and	
platforms	for	research	collaborations

Inform	policy

Challenges	persist to	scale up	timely HIV	testing,	treatment and	
quality care	for	children and	adolescents	worldwide

Reaching	ambitious	targets	to	reach	AIDS	FREE	generation	by	2030
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Objective
Develop	a	prioritized	global	research	agenda	for	children	and	adolescents
living	with	HIV

Testing	

Treatment	

Service	delivery

Intended	audience:	ALL	STAKEHOLDERS	(Funders,	researchers,	
programmers,	policy	makers,	community)	
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Methods
• Child	Health	and	Nutrition	Research	Initiative	(CHNRI,	www.chnri.org)
systematic	method	for	setting	priorities	in	health	research

• Adopted	by	numerous	WHO	processes,	especially	in	MCAH



www.iasociety.org/cipher

Phase	1:	
Definition	of	scope

• In	consultation	with	expert	working	group
• Testing,	treatment	and	service	delivery	(and	
HEU	for	paediatrics)	

• Excluded:	prevention	
• Timeframe	for	implementation:	current	– 2030
• Inclusion	of	clinical	and	implementation	
research
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• Survey	1:	Stakeholders	asked	to	
submit	priority	research	questions	
and	ongoing	research
– CIPHER	network,	IAS	membership	lists,	
call	for	submissions	on	WHO	and	IAS	
website,	working	group	networks,	
snowballing	encouraged

Phase	2:	
Call	for	research	questions

Survey	1	 No.	
Adolescent	HIV	only 106
PaediatricHIV	only 52
Both populations 217	(58%)
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Phase	3:
Analysis	and	consolidation

ADOLESCENTS
Total	=	986

Testing	=	143,	Treatment	=	316,	Care	
and	support	=	499	

Total	=	958

Testing	=	12,	Treatment	=	17,	Care	
& support	 and	Service	delivery	=	32

Total	=	61

PAEDIATRICS
Total =	749

HEU	=	76,	Testing	=	135,	Treatment	=	321,
Care	&	support	=	164

Total	=	696

Testing	&	HEU	=	17,	Treatment	=	21,	Care	
& support	 and	Service	delivery	 =	14

Total	=	52

In depth	clean

Qualitative	content	
analysis,merging	of	

questions	&WG	feedback
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Population Testing
(+HEU)

Treatment Service	delivery

Children 83 66 62
Adolescents 66 75 107

Numbers	per	research	area	

n=181/375;	48%	
response	 rate
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Program	manager
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Researcher

I	am	a…

Numbers	per	role	of	respondents

Phase	4:	
Prioritization	of	research	questions	(Survey	2)

All	CHNRI	ranked	questions	available	at	
www.iasociety.org/CIPHER
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Phase	5:
Putting	in	context
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Phase	5:
Research	questions	in	context

Context	considerations:
o WHO	existing	recommendations

o Existing	evidence	from	systematic	reviews

o Upcoming	and	ongoing	research

o Recently	published	literature	(from	June	2015)

Expert	
consultation

• Virtual	expert	consultation	to complement	the	CHNRI	process	and	ensure	that	
the	prioritized	questions	are	relevant	in	the	current	research	context.
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Results

Top	5	
themes	
for	HIV	
testing

Top	5	
themes	
for	

treatment

Top	5	
themes	

for	service	
delivery
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HIV	TESTING
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Top	5:	HIV	Testing	
Children

Optimal placement	and	timing	of	novel	diagnostic	tools	for	point-of-care	use

Interventions	to	ensure	timely	linkage between	HIV	diagnosis,	treatment	and	
care	

Interventions	or	strategies	to	improve	access	and	uptake	of	HIV	testing	for	
infants	and	children,	particularly	community-based	approaches	

Factors	that	enable	or	hinder	linkage	to	care	and	timely	initiation	of	ART

Effective,	feasible	and	acceptable	testing	strategies (including	routine	testing	
at	birth)	at	entry	points	other	than	antenatal	care	(ANC)	for	identifying	
undiagnosed	HIV-positive	infants	and	children	in	different	epidemic	settings	
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Top	5:	HIV	Testing	
Adolescents

Strategies	and	interventions	to	improve	access	and	uptake	of	HIV	testing	and	
factors	that	impact	success

Strategies	and	interventions	to	improve	linkage of	newly	diagnosed	
adolescents	to	HIV	treatment	and	factors	that	affect	success

Safe	and	acceptable	strategies	or	interventions	to	improve	access	and	uptake	
of	HIV	testing	services	for	adolescents	from	key	populations

Consent	policies	and	practices	to	facilitate	access	and	uptake	of	HIV	testing	
services	in	adolescents

Safety,	acceptability,	feasibility	and	effectiveness	of	self-testing
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HIV	TREATMENT
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Top	5:	Treatment	
Children

Safety,	efficacy,	acceptability,	pharmacokinetics	and	optimal	dosing	of	existing	and	
new	antiretroviral	drugs	and	formulations,	particularly	with	novel	drug	delivery	
systems

Strategies	or	interventions	to	improve	adherence and	factors	that	affect	success

Optimal	prevention	and	clinical	management	of	co-infections,	particularly	
tuberculosis

Impact	of	HIV	infection	and	ART	on	short- and	long-term	outcomes, in	particular	
non-communicable	disease

Short- and	long-term	virologic and	immunologic	outcomes	of	starting	very	early	
treatment	in	infants	living	with	HIV	(impact	on	functional	cure)
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Top	5:	Treatment	
Adolescents

Effective	monitoring	approaches	and	strategies	to	improve	adherence
among	adolescents	and	factors	that	impact	success	

Safety,	efficacy	and	acceptability	of	novel	drug	delivery	systems

Prevention	and	clinical	management	of	co-infections,	particularly	
tuberculosis

Optimal sequencing	of	ART	in	adolescents	

Impact	of	HIV	infection	and	ART	on	short- and	long-term	outcomes in	
particular	non-communicable	diseases



www.iasociety.org/cipher

SERVICE	DELIVERY
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Top	5:	Service	delivery	
Children

Strategies	or	interventions	to	improve	access,	uptake	and	retention in	care	and	factors	
that	impact	their	success

Service	delivery	models	to	improve	individual	and	programmatic	outcomes	along	the	
HIV	cascade,	including	integration	of	comprehensive	HIV	treatment	and	care	into	the	
MCH	platform	

Psychosocial	and	family	support	strategies	or	interventions	to	improve	individual	and	
programmatic	outcomes

Strategies	or	interventions	to	improve	and	support	parents,	caregivers	and	health	care	
providers	to	facilitate	HIV	disclosure	to	children	as	well	as	factors	that	impact	success

Strategies	or	interventions	to	reduce	stigma	and	discrimination	experienced	by	children	
and	their	caregivers	
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Top	5:	Service	delivery	
Adolescents

Interventions	to	improve	retention in	care	and	factors	that	affect	their	
success
Strategies	or	interventions	to	improve	sexual	and	reproductive	health	
outcomes	in	adolescents	living	with	HIV
Strategies	or	interventions	to	support	pregnant	adolescents	living	with	
HIV	and	improve	maternal	and	child	health	outcomes	
Service	delivery	models	to	improve	outcomes	along	the	HIV	cascade,	
including	peer	interventions	and	differentiated	service	delivery	models	
Psychosocial	support	strategies	or	interventions	to	improve	individual	and	
programmatic	outcomes
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Key 
considerations

Overcoming 
consent barriers

Innovative 
trial designs

Observational 
& big data

Age disaggregation

Participation of key stakeholders

Strengthen 
national M&E to 
obtain 
disaggregated 
data

Modelling to optimize 
data and bridge gaps

Better programmatic 
data

Key considerations
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Call to action

WE ALL HAVE A 
ROLE!
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Global WACh at the University of Washington |

ENGAGING WITH MINISTRIES OF 
HEALTH ON IMPLEMENTATION 
SCIENCE RESEARCH

11/9/2017

Anjuli Wagner, MPH, PhD
University of Washington



Global WACh at the University of Washington |

u Reasons why engagement is mutually beneficial
u Researchers test interventions that could be scaled

u Appropriate staffing & level
u Intervention in line with priorities and policies

u Scientific inference is appropriate
u Especially important in absence of parallel control 
u Changing background and landscape

u Build enthusiasm and buy-in for scaling effective interventions

Reasons why engagement is mutually beneficial

211/9/17



Global WACh at the University of Washington |

u Engage across the lifecycle of a project
u Planning, implementation, post-results dissemination

u Engage with wide range of MOH
u National, county, in-charges, front line health care workers

u Long term investments in partnerships 
u Building capacity with MOH to interpret, design, and collaborate on 

operations research and IS through long-term training programs
u Fund attachments of scientists to MOH posts 

How can researchers go about engaging?

311/9/17
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