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GIVING VOICE VERSUS 
GATE-KEEPING: 

NEGOTIATING 
COMPLEXITIES IN 

RESEARCH 
COLLABORATIONS



or…

Rapport with participants, rapport with 
gate-keepers



This paper interrogates the potential  for confl ict  within col laborations with 
par ticular regard to the ethical  principle of respect (as described in the Belmont 
Report) :  that individuals should be treated as autonomous agents yet those with 
diminished autonomy must be protected .   As a social  psychologist interested in 
r isk and resi l ience in young women, much of my research has been on sensit ive 
topics including self -harm and sexual abuse.  Conducting research with these 
young women entai ls a number of challenges, including access, recruitment,  the 
development of trust and managing potent ial  vulnerabi l i ty .   At the same time, 
par ticipants frequently repor t benefits from participation, even when distress is 
experienced.  Although col laborating with service providers with which potential  
research par ticipants engage may reduce some of these dif ficult ies,  other 
tensions frequently arise.   Fur ther,  research on sensit ive topics and/or with 
vulnerable people poses specific ethical  dif ficult ies.   These include tensions 
between researcher and par ticipant needs, such as conveying the possibi l i ty of 
distress while not discouraging par ticipation and staying within the confines of 
the research topic (as described to ethics review boards and funders) versus 
al lowing par ticipants to influence the agenda.  Service providers ‘are of ten 
cognisant of some of these possible issues, and may take on a gate-keeper role 
through a desire to protect their cl ients.   In so doing the autonomy of potentia l  
par t icipants is diminished .  Thus the development of trust on the par t of both 
col laborating services and par ticipants is key to the opening of research spaces.  
The challenges of complex and competing needs in research col laborations wil l  
be examined. 

ABSTRACT



 Increased scrutiny for vulnerable individuals is 
based on the basic premises of the Belmont 
Report – respect for persons, beneficence and 
justice.
Respect for persons: two basic ethical 

convictions: 
1. individuals should be treated as 

autonomous agents, 
2. persons with diminished autonomy are 

entitled to protection

BELMONT REPORT
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An autonomous person is an individual capable of deliberation about personal goals and of acting under the direction of such deliberation. To respect autonomy is to give weight to autonomous persons' considered opinions and choices while refraining from obstructing their actions unless they are clearly detrimental to others. To show lack of respect for an autonomous agent is to repudiate that person's considered judgments, to deny an individual the freedom to act on those considered judgments, or to withhold information necessary to make a considered judgment, when there are no compelling reasons to do so.However, not every human being is capable of self-determination. The capacity for self-determination matures during an individual's life, and some individuals lose this capacity wholly or in part because of illness, mental disability, or circumstances that severely restrict liberty. Respect for the immature and the incapacitated may require protecting them as they mature or while they are incapacitated.Some persons are in need of extensive protection, even to the point of excluding them from activities which may harm them; other persons require little protection beyond making sure they undertake activities freely and with awareness of possible adverse consequence. The extent of protection afforded should depend upon the risk of harm and the likelihood of benefit. The judgment that any individual lacks autonomy should be periodically reevaluated and will vary in different situations.In most cases of research involving human subjects, respect for persons demands that subjects enter into the research voluntarily and with adequate information. In some situations, however, application of the principle is not obvious. The involvement of prisoners as subjects of research provides an instructive example. On the one hand, it would seem that the principle of respect for persons requires that prisoners not be deprived of the opportunity to volunteer for research. On the other hand, under prison conditions they may be subtly coerced or unduly influenced to engage in research activities for which they would not otherwise volunteer. Respect for persons would then dictate that prisoners be protected. Whether to allow prisoners to "volunteer" or to "protect" them presents a dilemma. Respecting persons, in most hard cases, is often a matter of balancing competing claims urged by the principle of respect itself.



Persons are treated in an ethical manner not 
only by respecting their decisions and 
protecting them from harm, but also by 
making efforts to secure their well-being. 
 In the Belmont Report, beneficence is 

understood as an obligation. 
1. do not harm and
2. maximize possible benefits and minimize 

possible harms.

BENEFICENCE



Why / how is the sample selected
Will resulting benefits accrue to that sample?

National Commission for the Protection of 
Human Subjects of Biomedical and Behavioral
Research

JUSTICE

Presenter
Presentation Notes
the exploitation of unwilling prisoners as research subjects in Nazi concentration camps was condemned as a particularly flagrant injustice. In this country, in the 1940's, the Tuskegee syphilis study used disadvantaged, rural black men to study the untreated course of a disease that is by no means confined to that population. These subjects were deprived of demonstrably effective treatment in order not to interrupt the project, long after such treatment became generally available.Against this historical background, it can be seen how conceptions of justice are relevant to research involving human subjects. For example, the selection of research subjects needs to be scrutinized in order to determine whether some classes (e.g., welfare patients, particular racial and ethnic minorities, or persons confined to institutions) are being systematically selected simply because of their easy availability, their compromised position, or their manipulability, rather than for reasons directly related to the problem being studied. Finally, whenever research supported by public funds leads to the development of therapeutic devices and procedures, justice demands both that these not provide advantages only to those who can afford them and that such research should not unduly involve persons from groups unlikely to be among the beneficiaries of subsequent applications of the research.



The disadvantaged sub-segment of the 
community requiring utmost care, specific 
ancillary considerations and augmented 
protections in research (Shivayogi, 2013).
Any individual that due to conditions, either 

acute or chronic, who has his/her ability to 
make fully informed decisions for him/herself 
diminished can be considered vulnerable 
Any population that due to circumstances, 

may be vulnerable to coercion or undue 
influence to participate in research projects.

WHAT ARE VULNERABLE POPULATIONS?



E.g., self-harm and sexual abuse.  
access, 
recruitment, 
the development of trust 
managing potential vulnerability

RESEARCH ON SENSITIVE TOPICS / WITH 
VULNERABLE PEOPLE



Distress protocols
Blurring boundaries

RESEARCHER SAFETY



Tensions between researcher and participant 
needs: 
conveying the possibility of distress 
BUT
not discouraging participation;

staying within the confines of the research topic 
VERSUS
allowing participants to influence the agenda.

ETHICS IN RESEARCH ON SENSITIVE 
TOPICS / WITH VULNERABLE PEOPLE 
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research on sensitive topics and/or with vulnerable people poses specific ethical difficulties.  These include tensions between researcher and participant needs, such as conveying the possibility of distress (informed consent) while not discouraging participation and staying within the confines of the research topic (as described to ethics review boards and funders) versus allowing participants to influence the agenda. 



Desire to protect
Distrust of researchers
 ‘heart’ vs ‘head’ 

Lack of resources
Potential participants cast as lacking in 

agency or ability to assert or attend to own 
needs

COLLABORATORS AS GATE-KEEPERS



Return to Beneficence and Justice…
Participants frequently report benefits from 

participation, even when distress is experienced 
(e.g. Decker et al., 2011). 

What constitutes ‘harm’?

Grief, anger and fear in response to discussing 
trauma is understandable and not necessarily 
harmful. - Becker-Blease & Freyd, 2006.

Cognisance of strength and resilience.

BENEFITS TO PARTICIPANTS



The ethics of age and informed consent
 Interviewing, not counselling
“How did you feel about that?”
Staying on track vs ‘being heard’

Preconceived ideas: 
 ‘I haven’t been raped’; 

‘I’m not suicidal’

PARTICIPANTS 



SOLUTIONS?

Building trust 
and 
rapport



Assessing potential harm
E.g. - screening interviews

Distress protocols 
Participant benefits (e.g. Newman, Walker, 

Gefland, 1999)

MITIGATING HARM, MAXIMISING 
BENEFITS
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