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1 Chapter 1: Introduction and Background

This paper includes four main chapters acquiescent to the understanding of ethical
concerns when conducting research with children, specifically social research
conducted by key-stakeholders when it comes to children’s protections and rights in the
context of Nepal. When we speak of obligatory ethical framework it is imperative to
comprehend the meaning of ‘cthical framework’. In this context, this constitutes an
ethical review board and an ethical code of conduct or child protection policy, which are
regulatory mechanisms that have ethical guidelines inherently placed to consult and
provide researchers with ethical standards and advices. It constitutes the ethical
mechanisms in place that provide necessary protection for the research and for the rights
of the child. Therein, Ethical approaches determine inherent philosophical
understandings and explanations of ethical guidelines and codes and therefore need to
consequently be understood. The following chapter will introduce Ethics and Ethical
Research, the underlying ethical approaches, key components and ethical challenges
that have arisen in the international literature reviewed and in guidelines. This chapter is
dedicated to outline the theoretical aspects of ethical research involving children to get a
grasp of the underlying issues and conceptions that have influenced child research
ethics. These will be fundamental in the comprehension of ethics and ethical research
with children and consequently give reasons and groundwork for the further
interpretation and understanding in the context of Nepal. Following this chapter, we will
present the research that commenced in Kathmandu, Nepal on the current ethical
understanding, practices, and challenges in research that involves children. Henceforth,
chapter three will provide the main findings that have emanated from the research on
the ground and these will be discussed and interpreted according to the research
questions, issues discussed by the key-stakeholders and the literature reviewed. Finally,
in chapter four, after having completed the discussion and interpretation of the findings,
conclusions and recommendations will enable a set of responses that could be

implemented for the betterment of research with children in the context of Nepal.



1.1 Introduction to Ethics and Ethical Research
Ethics represents, “well-founded standards of right and wrong that prescribe what
humans ought to do, usually in terms of rights, obligations, and benefits to society,

fairness, or specific virtues™”

. Research ethics and methodologies are intertwined, with
ethically sound research protocols and tools adding to the value of the research and
ethical standards as formulated in guidelines help to minimize any risk of potential harm
resulting from the data collection process, to participants, researchers and others, and
assist in ensuring that any risks are balanced by potential benefits and promote the aims
of research, such as knowledge, truth, and prevention and avoidance of error. What is
meant by prevention and avoidance of error is prohibitions against constructing,
falsifying, or misrepresenting research data, which promote the truth and avoid
inaccuracies®. Many of the ethical customs help to ensure that researchers can be held
accountable to the public and that the researched can be adequately protected and build
public support for research and people are more likely to fund research projects if they
can trust the quality and integrity of research®.

Furthermore, since research often involves a great deal of cooperation and
coordination among many different people in different disciplines and institutions,
ethical standards promote the values that are essential to collaborative work, such as
trust, mutual respect, accountability, and fairness and given the significance of ethics for
the conduct of research, and it should come as no revelation that many different
professional associations and organisations, government agencies, and universities have
approved and adopted specific codes, rules, mechanisms, and policies relating to
research ethics®. Finally, many of the standards of research endorse a range of other
important moral and social values, such as human rights, social responsibility,
compliance with the law, and health and safety®. Therefore, following ethical standards
is essential for good research practice and ethical failures in research can significantly

' CP MERG (2012), p. 1,

2 See: “What is Ethics in Research & Why is it Important?” available at:
‘http://www.niehs.nih.gov/research/resources/bioethics/whatis’ retrieved on June 20, 2014
% Ibidem.

* Ibidem.

® Ibidem.



harm human subjects, researchers, public and key stakeholders. Furthermore, we will

signify the importance of ethics when research involves children.

1.1.1 Ethical Research involving Children and the New Sociology of Childhood
Research with, and for, children is indispensable because knowing about
children and their lives and comprehending the child’s perspective is key to protecting,
promoting, and supporting their well-being and to improve the lives of children and
adolescents it is necessary to find out about their circumstances, their needs, and the
services they require to meet their needs®. Suggestively, individuals, organisations and
institutions caring for children may regard them as a ready source of research data with
little regard to the ethical considerations as children’s contribution and influences have
been rarely heard and their ability to contribute to its research development ignored’.
Hence, the record of research application comprises many unethical practices involving
children, from intrusive and invasive procedures, to the over-investigation of some
populations®. It is incumbent for researchers to maintain good research ethics and
exercise due caution and consider how it would be advisable to act when encountering
difficulties in research practices and consequently, ethical research needs to be
respectful of children’s human dignity, rights and wellbeing and all who participate in
any activity, commissioning, funding and reviewing research, are responsible for
ensuring that the highest possible ethical standards are met in all research involving
children, regardless of research approach, focus or context®.When dealing with children,
it has been suggested that various protective mechanisms need to exist to protect the
child as well as the researcher as ethical challenges and dilemmas may arise anytime,
especially when considering sensitive topics involving vulnerable children®. The
vulnerability of children is in large part due to their inability to protect their own

interests, have less power than adults, know less about consequences, and may feel

® Schenk and Williamson, 2005, p. iv.

’ See: “What is Ethics in Research & Why is it Important?” available at:
http://www.niehs.nih.gov/research/resources/bioethics/whatis, retrieved on June 20, 2014.
% Ibidem.

® Powel et al., 2012, p. 45.

" Ennew & Plateau, 2004, p. 34.



unable to object™. The age difference and the difference in the social standings create
power inequalities, which means that they are susceptible to exploitation and harm and
therefore need to be farther protected'®. Numerous researchers have identified that
Nonetheless, the new shift in social studies in childhood views children as co-
participants in the research process and stresses their competency and agency rather
than seeing them as objects of research'®. Hence, we will look at this in the latter

sections of chapter one when speaking of participatory methods of research.

1.1.2 Medical/Health Vs. Social Research

It is imperative to comprehend how ethics in research has transformed. Hence,
we will shortly introduce the history of ethical guidelines and protocols from the
initiation of medical research towards the application of ethical standards in social
research. From the time immediately after the second world war, until the early 1990s,
there was a gradually developing consensus about the key ethical principles that should
inspire the research endeavor'®. The importance of ethical principles and guidance in
research was acknowledged formally for the first time with the development of the
nuremberg code, 1947 in response to wartime experimental atrocities where extreme
harm was caused to human subjects by wartime medical experimentation®. The
nuremberg code was based on Anglo-American law, and focused on respect for
personal integrity in experimental research and consequently provides ten points which
are guidelines to follow in experimental research®. The code has given rise to many
normative principles in research, including informed and voluntary consent, properly
formulated scientific experimentation, and the research being of benefit to participants
in it'’. The Nuremberg Code, drafted by a tribunal after harmful research experiments

! lbidem. p. 34.

'2 Schenk and Williamson, 2005, p. 52.

13 Sime, 2008, p. 63-64.

" See: “Nuremberg Code” available at:
https://www.princeton.edu/~achaney/tmve/wiki100k/docs/Nuremberg_Code.html, retrieved on
May 20 2014.

5 Ibidem.

'® Alderson & Morrow, 2011, p. 20.

" See: “the ten points of the Nuremberg Code” available at:
http://en.wikipedia.org/wiki/Nuremberg_Code#The ten_points of the Nuremberg_Code,
retrieved on June 22 2014.
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during the second world War, altered the ways in which research was being conducted
in many places. With the Code, the research community saw the rise of ethical
principles and protocols that had to be followed to for the protection of research
participants'®. Since then, health and medical researchers have continued to develop
ethical codes and regulatory systems of healthcare ethics and are now well established
in many countries®®. Hence, ethical research has been governed by medical and health
related research ethics and ethical guidelines, as frameworks and mechanisms have been
put in place due to them because of experimentations in the past?®. Consequently, it has
been suggested that organisations and institutions that are conducting social research
fall in the ‘umbrella’ of the health related ethics systems and mechanisms?. The
literature suggests that regulations and mechanisms embedded in the medical culture,
have a different approach and comprehension and may find it hard to understand the
very different world of social work and that regulations that are present at the moment,
are primarily based on health based ethical considerations e.g. informed consent?.
Social research, relying heavily on qualitative data collection, interviews and
questionnaires, is unlikely to have a direct impact on physical health, in the same
approach as medical research?®. Characteristically, the requirement to bring social
research into a medical arena represents a struggle between disciplines and, “there is
uncertainty about where healthcare or social work begins and ends*”. Henceforth, we
will look at the ethical approaches, which will provide an understanding of underlying
principles embedded in different ethical stand points, either in social or medical
research. We will determine which approaches have governed ethical mechanisms and
regulations and determine which is relevant in the context of this research. Numerous
ethical approaches and guidelines and code of conducts have been contributed to the

guiding literature to ethical research with children and provide the necessary

'8 Abebe 2012, p. 79.

¥ Melville 2005, p. 374.

20 See: “History of ethics”, available at http://www.cqu.edu/pages/1722.asp, retrieved on 19
June 2014.

2! Lambert & Glacken, 2011, p. 782.

22 Sanders, 2003, p. 113.

% |bidem. p. 113.

2 Butler, 2002, cited in Alderson and Morrow, 2006, p. 406.
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groundwork®. Therefore, to understand the nature of ethical research with children one
must comprehend the underlying premises that formulate them. Hence, in the following
section we will look at ethical approaches and move towards ethical components and

issues that are significant in the child research ethics literature reviewed.

1.2 Ethical approaches

Ethical guidelines and codes incorporate ethical principles and frameworks that
are based on centuries of philosophical debate about duty, harm-benefit and rights, as
well as wisdom drawn from sound research practice ?®. Ethical guidelines have
underlying ethical frameworks and philosophies that formulate them and most ethical
guidelines take a range of perspectives, and tend to incorporate principles and
dimensions from “across a range of ethical approaches, rather than exclusively drawing
on one?”.” Guidelines form, “a link between abstract ethical principles and sound ethical
practice, and are informed by both#”. The ethical approaches described below
contribute to the development of sound ethical approaches to research involving
children and will initiate a philosophical and historical introduction to ethical research.
Each ethical approach or framework has its advantages and limitations and, “there is
often disagreement within and between the frameworks, and debate about which

framework is the best?®”

, and are underlying in interpreting ethical practices, regulations
and obligations in different fields. One very influential child ethics researcher depicts
three main ethical approaches that reflect ethical philosophies and that help determine
the action to be taken and conduct ethical research; duties, best outcomes, and rights™.
Furthermore, another researcher directs to the inclusion of the virtue-based framework,

which is to be included here to grasp added principles in ethical research®.

» CP MERG, 2012, p. 2.

26 Alderson & Morrow, 2011, p. 20.

2" Ibidem. p. 20.

8 CP MERG 2012, p. 13.

2 Alderson & Morrow, 2011, p. 19.

%0 Alderson and Morrow, cited in CP MERG 2012, p. 13.
3! Gallaghar, cited in CP MERG 2012, p. 13.
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1.2.1 Best Outcomes Approach

The best outcomes approach is a form of consequentialist ethics * .
Consequentialism is the class of normative ethical theories holding that the
consequences of one's conduct are the fundamental basis for any decision about the
rightness or wrongness of that conduct®. Suggestively, this has been widely attributed
in medical research guidelines in the past*. Thus, from a consequentialist standpoint, a
morally right act, or inadvertence of acting, is one that will produce a good outcome, or
consequence and involves strategies to reduce harm and costs, and promote benefits®.
Suggestively, the researcher or individual focuses on the future effects of the possible
courses of action, considering the people who will be directly or indirectly affected and
the outcomes are considered in given situations, and this person considers ethical
conduct to be whatever will achieve the best consequences or outcomes. The person
using the consequences framework desires to produce the most good, and has a
utilitarian approach, as actions that are ‘right’ are those that result in the greatest overall
good for the greatest number of people™®.

One limitation of the harm and benefit approach in research with children is that
the focus on ‘the greatest good for the greatest number’ outcome can be less beneficial
for individual children, which could compromise the individual child’s rights as a
consequence®’. One researcher pointed out that, “harm is often invisible and elusive,
complicated by different estimations, different viewpoints -researchers’, children’s or
carers’” - and differences between short - and longer-term outcomes®”. Suggestively,
different kinds of benefits and maleficence cannot be directly compared against each
other, with regards to the individual child or a specific characteristic of the group of

children.

%2 See: Ethics, available at http://www.iep.utm.edu/ethics/, retrieved on 19 June 2014.

% |bidem.

% CP MERG, 2012, p.14.

% See: Ethics, available at http://www.iep.utm.edu/ethics/, retrieved on 19 June 2014.

% Lorenzetti, (2010), ‘Ethical Frameworks for academic decision-making’, available at:
http://www.facultyfocus.com/articles/faculty-development/ethical-frameworks-for-academic-
decision-making/ retrieved on 19 May 2014.

%" Gallagher 2009, Cited in CP MERG 2012, p. 14.

% Alderson and Morrow, 2011 p. 23, cited in CP MERG 2012, p. 14.
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1.2.2 Duty Based Approach

Ethical conduct is described by doing one’s duties and doing the right thing, and the
goal is performing the correct is sometimes described as "duty", or "obligation™, or
"rule"-based ethics, because rules, "bind you to your duty®®”. It takes the underlying
ethical position that “right actions are those that treat people as ends, never as means to
an end*®, and is grounded on the idea that there are undeniable universal duties that
should be carried out that combine the principles of autonomy, beneficence and non-
maleficence, and justice®. It has been argued that these principles, “determine the
structure and content of most current theoretical discussions, empirical studies and
professional guidelines on research ethics**”

Autonomy is the capacity of a rational individual to make informed, un-coerced
and reasoned decisions about things that affect themselves**. This gives potential
research participants the freedom to choose whether they want to participate in the
research process and act without the constraints of others. It has been argued that
autonomy lies on five components: disclosure, understanding, competence,
voluntariness and consent ** . Disclosure meaning the provision of accurate
comprehensive information to potential participants, understanding being the need of
participants to understand the relevant information given to them, competence as the
participants must have sufficient cognitive abilities to understand the information,
voluntariness, hence to act freely, without coercion, and without the influence of power
dynamics, and consent, which entails freely given consent to participation with the right
to withdraw without any consequence®.

Beneficence and malevolence entails, ‘to do good’ and ‘to do no harm’ and
means that researchers have an obligation to assess the potential harms from research
and work attentively to minimize or eliminate them while trying to maximize benefits

and this principle gives rise to norms requiring that the risks of research be reasonable

% See: Ethics, available at “http://www.iep.utm.edu/ethics/’, retrieved on 19 June 2014.
0 Gallagher, 2009, cited in, CP MERG, 2012, p.12.

*1 CP MERG, 2012, p. 13

*2 Corlyon et al., 2006, p.12.

** Holland, 2010 p. 362

* Richter et al., 2007, cited in, CP MERG, 2012, p. 12.

** CP MERG, 2012, p. 13.
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in the light of the expected benefits, that the research design be sound, and that the
investigators be competent both to conduct the research and to safeguard the welfare of
the research subjects.*®.

Justice entails that all research participants are treated fair and equally and refers
to the ethical obligation to treat each person in accordance with what is morally right
and proper*’. Hence, fair inclusion of participants and to avoid discriminatory selection
of participants and treating participants fairly during the research process and in relation
to the consequences of the research. Researchers divide it to distributive justice and
procedural justice. The former refers to the just distribution of the benefits and goods
from research, while maintaining that no harm occurs to participants. In the field of
research, the principle refers primarily to distributive justice, which requires the
equitable distribution of both the burdens and the benefits of participation in research®.

The duty based framework has the advantage of creating a system of rules that
has consistent expectations of all people avoiding intuitive and ad hoc procedures and if
an action is ethically correct or a duty is required, it would apply to every person in a
given situation. Suggestively, They provide a clear way to justify decisions and avoid
narrow or biased approach®®. Nevertheless, it has been argued that these principles often
leave only abstract conceptions and requirements for researchers, and, “typically fail to
offer more than vague or largely theoretical insights into the implementation of these
principles in a variety of research settings®®”. An issue arises when duties conflict each
other, or conflict with other rights, for example when the child’s autonomy may decide
whether they want to participate in a research done on parental alcohol or drug abuse. In
this case it’s argued that parents right to privacy conflicts with the child’s rights to
express her/his views®. Another issue is that current ethical frameworks are based on
non-maleficence rather than beneficence, as children’s autonomy is still compromised

for the ‘greater good’ and personal benefits are not the primary aim of research

*® Ihidem. p. 13.

* CP MERG, 2012, p. 13.

*® Richter et al., cited in CP MERG, 2012, p. 13.
* Ibidem. p. 13.

>0 Corylon et al 2006, p. 12.

>! Gallagher 2009, cited in CP MERG 2012, p. 14.
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processes for the children.

1.2.3 Rights Based Approach

Since the adoption of the Universal Declaration of Human Rights in 1948, a
great number of international instruments have been adopted to ensure the unconditional
respect for the human person in very diverse contexts>. Significantly, children’s rights,
reflected in plenteous international and domestic legal instruments, are rights that afford
distinctive consideration to children on the basis of their unique and vulnerable status,
and these rights, deemed necessary by the international community because children are
often overlooked as ‘rights bearers” and social actors®, As children’s rights exist in the
moment when research interests and children’s everyday lives intersect, continuing
throughout the research process and beyond, to treat children as ‘moral agents in their
own right’ requires researchers to recognise that children as research participants and as
persons affected by research arrive with rights and retain their rights at all times”.

Children’s participation and involvement in research is highlighted by increasing
acknowledgement of the status of children and citizenship, which has been recognized
universally by the UNCRC. For example, non-discrimination requires the application of
all the rights in the convention to all children at all times and identification of children
who may require special measures for the full implementation of their rights®®. The
provision on the best interests of the child states that the best interests of the child must
be a primary consideration in all actions concerning children®’. The literature explicates
a clear relationship between human rights and major principles of underlying research
ethics e.g. autonomy and respect, beneficence and non- maleficence, and justice can be
communicated as a set of rights: the right to self determination, participation, freedom
of expression, access to information, privacy, anonymity, dignity, fair treatment and

protection from harm®. The right of the child to participate in matters affecting him or

°2 King and Churchill 2000, cited in CP MERG 2012, p.13.
>3 Bell, 2008, p. 9

> Ibidem, p. 10

> Powel et al, 2012, p. 11.

% Ghandhi, 2012, p. 96.

* Ghandhi, 2012, p. 96.

* CP MERG, 2012, p. 12.
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her is made explicit in Article 12 of the UNCRC™. Hence, Article 12, together with the
child’s right to freedom of expression®; freedom of thought, conscience and religion®:;
and freedom of association®® , powerfully assert the status of children as individuals
with fundamental rights, opinions, and feelings of their own. Additionally, the right to
information, requires duty bearers to provide child-friendly information to support
children in claiming their rights®®.

Researchers have promoted a child rights orientated perspective into child
research ethics and pointed out that four types of rights in the UNCRC are essential for
child research ethics: Welfare, as research should contribute to children’s well being;
protection, as research should use methods designed to avoid harms and increase
benefits; provision, as children should feel good about their contribution; choice and
participation, as children should be informed about the research agenda and make
informed choices about all aspects of participation®. Some researchers have been
advocating the “the right to be properly researched®’, by combining a set of provisions
from the convention which are article 3.3, which states that, “States Parties shall ensure
that the institutions, services and facilities responsible for the care of children shall
conform with the standards established by competent authorities, particularly in the
areas of safety, health, the numbers and suitability of their staff, as well as competent

66”, article 12.1 which claims that, “States Parties shall assure to the child

supervision
who is capable of forming his or her own views the right to express those views freely
in all matters affecting the children, the views of the child being given due weight in
accordance with the age and maturity of the child.®”, article 13.1 which further iterates
that, “The child shall have the right to freedom of expression; this right shall include
freedom to seek, receive and impart information and ideas of all kinds, regardless of

frontiers, either orally, in writing or in print, in the form of art, or through any other

> Ghandhi, 2012, p. 98

% Ghandhi, 2012, p.98

® Ghandhi, 2012, p. 98.

%2 Ghandhi, 2012, p. 98.

% Ghandhi, 2012, p. 99.

* Bell et al., 2008, p. 10-11.

% Ennew & Plateau, 2004, p. 29.
% Ghandhi, 2012, p. 96.

%" Ghandhi, 2012, p. 98
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media of the child’s choice®®.” And lastly, article 36, which promulgates the states
responsibility to “Protects children against all ... forms of exploitation prejudicial to any
aspects of the child’s welfare.”

The UNCRC has suggestions and implications for researchers, which could act
as both a framework for interpretation and applications of the rights of child into
research context and as an international charter of children’s rights70. Consequently,
numerous guidelines and codes have provisions that incorporate the rights based
framework . Furthermore, the existing human rights system, with its extensive body of
international standards and wide range of follow-up mechanisms, represents one of the
achievements of our time and offers children an ethical, moral and legal mandate for
protection, provision and participation rights.”?. Explicitly accepting the correlation
between human rights and research ethics by embedding human rights principles in
research ethics guidelines is one way to foster a rights-based approach to child research.
It has been suggested by a number of researchers that the UNCRC can provide a useful
framework and approach for deliberations and therefore has an influence in creating
more ethical research practices as this document has opened up a multiplicity of
possibilities for examining issues that concern children and in which they hold an
opinion’. One key benefit in the use of a children’s rights-based approach to research
ethics is that the UNCRC is an international human rights instrument that provides a
framework of common, universally agreed-upon standards’”.

On the contrary, some researchers have maintained that it is not always apparent
how children’s rights are recognized in child research ethics and that the rights of the
child, as enshrined in the UNCRC need to be translated into workable research ethics”.

Consequently, Some researchers have pointed out that one should be careful to assume

% Ghandhi, 2012, p. 98

% Ghandhi, 2012, p. 103

" powel et al., 2012, p. 11.

" Ennew & Plateau, 2004, p. 1; Laws & Mann, 2004, p. 2; Lundy & McEvoy, 2011, p. 131.
"2 Bell, 2008, p. 9, Bae, 2009, p. 395.

3 Bell, 2008, p. 9; Ennew & Plateau, 2004, p. 29

" CP MERG, 2012, p. 16.

™ Bell et al., 2008, p.11; Bell, 2008, p. 11.
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that their ethical positions will coincide with the law™, as there is “a close relationship
between law and ethics, but not everything that is legal is ethical””, for example a state
may not have a legal requirement for children’s informed consent, but their ethical
standards and institutions may have their own ethical guidelines that prescribe following
such considerations’. However, the relationship between human rights principles, as
reflected in international human rights instruments such as the UNCRC, and research
ethics guidelines is not always apparent or clearly stated within social science research

ethics guidelines’.

1.2.4 A Virtue-based Approach

This approach emphasizes the role of one's character and the virtues that one's
character embodies for determining or evaluating ethical behavior. Virtue ethics is one
of the three major approaches to normative ethics, often contrasted to deontological
approach i.e. duty based, which emphasizes duty to rules and consequentialism i.e best
outcomes, which derives rightness or wrongness from the outcome of the act itself. The
virtue approach to ethics assumes that there are certain ideals toward which we should
strive, which provide for the full development of our humanity®®. It is claimed that
These ideals are discovered through thoughtful reflection on what kind of people we
have the potential to become and are attitudes or character traits that enable us to be and

to act in ways that develop our highest potential®*

. They enable us to pursue the ideals
we have adopted. Virtues include characteristics such as justice, honesty and
truthfulness, kindness, as opposed to vices such as deceit, cowardice and injustice®.
Suggestively ethical guidelines are not framed based on virtues and vices they play a
significant role as to how individuals and researchers in a specific social or cultural
context behave and reflect in research processes where “some would argue that a good

researcher is someone who strives to be objective and unbiased; others would claim that

’® Bell, 2008. P. 13.
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a good researcher is someone compassionate, caring and empathic®®”.

The limitations of the virtue-based approach include the lack of universal
understanding on what constitutes virtues as definitions of virtues quarrel between and
even within societies®®. On the hindsight it allows for reflection on ethical dilemmas,
without reducing ethical discussion or research practice to a set of rules based on
codified principles making it a reflexive approach to dealing with ethical issues which
will be discussed. What is meant here is that, although the virtue based framework has
its limitations it gives leeway for ethical discussion and reflection on ethical dilemmas
dependent on the context, researchers are able to recognize characteristics in their
personal lives and experiences they have had, and understand and reflect on the issues,
assisting in thinking through ethical dilemmas, challenges and solutions.®.

Concluding remarks on Ethical Frameworks

Hence, which approach is best suited for research with children? Is it right to
choose one exclusively or should the approaches be intertwined? These approaches are
fundamental and inherent in ethical codes of conducts, guidelines, as well as child
protection policies and establish an underlying comprehension of the ethical
considerations and issues that researchers face when conducting research. As we have
seen all of them have their advantages, disadvantages, and limitations and are
overlapping in their respective aspects. Nevertheless, they are noteworthy and essential
in the conceptualization of ethical understanding and provide meanings to comprehend
the notions of universality of ethical principles vs. the argument for situated ethics.
Although guidelines cannot be categorized primarily on ethical approaches it is a
starting point to understand the understanding through different ethical understandings.
The duty based approach and the best outcomes approach have been suggestively
utilized in many medical guidelines which are primarily therapeutic researches, whereas
the rights-based and virtue based approaches are at forefront in the ethics of social

research literature and understanding as their underlying principles are formulated in

8 Gallagher 2009, p. 12.
5 Ibidem, p. 12.
% CP MERG, 2012, p. 16.
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numerous organisations guidelines who conduct research on children which will be

pointed out in the latter sections.

1.3 Key Ethical Components and Issues

The key ethical components of guidelines emerging from the review of published
literature include consent, protection from harm, privacy and confidentiality, and
payment of research participants . It must be noted that these principles are
overlapping, influence each other and are dynamic. The following sections are divided
into the main ethical components of guidelines and concurrent concerns related to the
experiences in different world contexts that are attributed concurrently. Nevertheless,
the focus lies in the majority world context, as the following research undertaken was
based in Nepal.

1.3.1 Consent and Voluntary Participation

Attaining informed and voluntary consent from children is fundamental to the
research relationship which mirrors underlying important ethical considerations and
signals respect for the research participant’s dignity, their ability to express their views,
and their right to have these heard in matters that affect them®’. The literature suggests
that informed consent lies on four notions, that consent includes an explicit act, for
instance, a verbal or written agreement, consent can only be given if the participants are
informed and have an understanding and conception of the research, consent must be
given voluntarily without coercion or force, and consent must be renegotiable so that
respondents may withdraw at any stage of the research process.®. Furthermore, it has
been suggested that it entails three interactions, which are “a two way exchange of
information, with the central feature present in all decision making of digesting
information, weighing it up in light of personal values, and making and standing by a

89 55

decision . The three relations constitute the provision of information by the

researcher, the potential participant understanding the information, and then making a
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response to it*.

Consent involves an explicit act, for instance a verbal or written agreement with
the participants that necessarily needs to be confirmed by any participant as they get
informed about the research™. The written signature of the research participant usually
signifies consent, but it has been suggested that in certain situations research staff may
carry out the informed consent process verbally®. It has been suggested that children
must be made aware who else consent is being sought from and in group settings,
individual consent must still be obtained.” . There have been three ways to including
children in research, as unknowing objects of research, aware subjects, and as active
participants®. In addition to seeking consent from the individual child, “it will be
important to seek the support of the broader community, and institutions which care for
children®”.

Researchers are often compelled to seek consent from a range of adult
gatekeepers before children are allowed to be approached for researchers®. Adult or
Ethical gatekeepers are not only caregivers or parents but are institutional gatekeepers
for instance ethical review boards, schools, legal guardians, care- homes or
orphanages”’. It has been claimed that there are three levels of gatekeeping, research
ethics committees, professionals asked to assist in recruitment, and parents®. Its
suggested that ethical gatekeepers may guide the researcher on ethical matter, whereas it
may also hinder and block research activity as it constructs a, ‘Hierarchy of
gatekeeping’, which may include numerous individuals in the process®. Therefore,
adult gatekeeping plays a significant role as to how to reach the children and has a

positive function, however it has been suggested that this can be controversial when

% Cocks, 2006, cited in Powel et al, 2012, p. 13.
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gatekeepers may end up censuring children and their participation’®. From one side its
been suggested that its important to protect children from harm, however, a strong
protectionist discourse denies children the space to express their views and may
selectively choose children who are not marginalized or vulnerable for their
protection’™. Furthermore, it is important to note that in some cultural contexts the
focus on the individuals, in this case the child is at odds with societal or cultural
customs, in which the right to consent is a collective one, involving the wider
community or the family and henceforth it is recommended that local consultation is
necessary to determine who, other than the child should be approached when the child is
to be involved in research'%,

When researching with children, parental consent has been attained in several
different ways and constitutes a number of issues. Researches involving children
normally require that ‘active consent’ be obtained from parents, who sign and return a
consent form, specifically stating that they give permission for their child to
participate'®. If the consent form is not returned for any reason, the researcher should
be unable to include the child in the study. This form of consent is widely accepted by
researchers and Ethical review boards (ERB) as it shows that children and parents have
intentionally chosen to participate in the research process'®. Nevertheless, it is argued
that there are occasions when parents fail to or forget to return the form although having
no intention or objection towards the research, blocking the children’s wish to
participate or not'®. One issue regarding parental consent is when research involves
sensitive issues where the parents may be directly involved, when research is on child
abuse or family violence where the parents or legal guardians may exercise their right to
refuse consent in what they see as “best interests” of the child or to protect the privacy
of the family and prevent the child to reveal problems within the family'®. Hence,

parents and other adults have an important, positive function in protecting children, but
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some may use their power to censor children and young people and may not always
have their best interests in mind”’.

Passive consent procedures are when parents are informed of the research and
required to respond only if they do not want their child to participate, thus, active
dissent and tt is taken to be an affirmative response 1%, Passive consent is viewed as an
appropriate approach for studying children’s perceptions, especially in sensitive
subjects and is in line with participatory rights, as the children’s right to express
themselves is priority over parents right to privacy*®. However, it has been suggested
that an issue in passive consent procedures is ensuring that parents are actually
informed™*°. This type of consent can be compromised when parents don’t receive the
information, are not able to read or understand the information, or when children don’t
inform the researcher that the parents denied participation in the research'**. However,
the literature suggests that researcher prefer this consent process because it means that
research sample can be dependent on the child’s active agreement, and passive
agreement of the caregivers™2. Hence, a non-response from parents lets researchers by-
pass adult gatekeeping and increases sample size and privileges children’s decision-
making and participation rights**®, Some guidelines advocate the use of ‘assent’ instead
of ‘consent’™'*. Assent recognizes that while children might be unable to give legally
valid consent for themselves and It removes the reliance on the child demonstrating
adult-centric attributes such as maturity, competence and completeness; rather, it

accepts the child’s state of being™®”

, It is important to involve them as much as possible
in the decision about whether they would like to participate, or not, in the research and
asserting children’s assent addresses the principles of autonomy and beneficence.™. the

advantages of this is that assent carries less weight than informed consent, where
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children are not seen vulnerable in all aspects*’. Furthermore, it entails a forum through
which the children’s willingness to participate can be acknowledged and respected and
where, “the researcher to remain constantly vigilant to the responses of the child at all

11879’ and

times: it is not something gained at the beginning of the research then put aside
the researcher needs to attune to the child’s communication, consequently moving from
the adult centric consent procedures. With respect to assent, a child may refuse to be
part of a research even though the parent may have given consent™.

The discussions in minority world literature about who should be required to
give consent, and whether parental consent should be passive or active are subdued to a
large degree in countries where accessing parents is a major challenge'®. The literature
suggests that In some contexts there are valid reasons for not gaining parental consent
e.g. in the absence of parental support, for instance one researcher claims that In African
contexts children may be living separately from parents as a consequence of HIV/AIDS
or parents living elsewhere in order to have work'?. it may not be appropriate to seek
parental consent when children are emancipated minors, runaways or living in the

street 122

. Furthermore, Practical challenges, including difficulties identifying and
locating parents or guardians, skepticism of signing documents, low rates of literacy in
which case parents are unable to read the information and make informed consent have
also been addressed in the literature several times*?. In this case it has been argued that
research should be guided by the ‘best interests’ of the child and the involvement of
child advocate or who have the same responsibility and power as parents.'?*,
Participants in the research need to have adequate Information and
understanding of the research as it’s a vital element of seeking children’s participation

125,

in research and there should be an emphasis of ‘transparent discussion™>’ with the aim

to facilitate a genuine negotiation. Initial information to be shared should indicate that
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the children “are already, or have the potential to be subjects of the research and are

able to engage in the process %>

. Therefore, children must be provided that is
appropriate for their age and competencies, bearing in mind the differing experiences,
evolving capacities and environmental context for each child?’. Researchers have
suggested using information sheets that are viable in the specific context and children’s
comprehension, including the verbal equivalent of research to the participants stating
‘participants rights'®®". It is proposed that researchers spend time verbally explaining the
research to potential participants, to help ensure that there are not mismatches in
understanding®?. Steps should be taken to ensure that children understand the research
process and what they have consented to do, for example, by asking children questions
one-to-one or asking them to summarise what they have been told™*.

A key topic emphasised in the existing ethics literature is that there may be an
expectation of short and long term benefits and advantages to participation that

31 To avoid this, parents and

influence parents’ and children’s consent and participation
children should be provided with information about the research and that researchers
should make efforts to ensure that children and participants understand what is involved
and what the expectations are, from the participants as well as the researchers*®. This
may involve using strategies to encourage and/or ensure understanding, including
providing appropriate information, allowing the child time to consider participation and
being “clear about what the research will and will not provide.***”. One researcher
suggested that at the beginning of a research project, many student researchers focus on
the gaining and documentation of record of consent, rather than the actual informing
process™.

Furthermore, consent should always be voluntary without coercion**. Children
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should not be coerced in anyway to acquire information from researchers or any others

136

involved in the research including caretakers and parents~. Moreover, Children should

not be coerced in carrying on if they wish to stop, “and do not need to explain why they

want to stop - this is their right'*"”

. It is valid for researchers to refer to potential
benefits from research and they may make available payment or a gift but “neither of
these should be done in a pressurizing way and it not acceptable to coerce or offer
inducements for participation®®”. Furthermore, coercion can exist in different settings
e.g. schools, homes, and community, where it has been suggested that compliance with
adults and authorities can affect children’s participation due to power relations™*.
Researchers have argued that there is a possibility that participants in the research feel
they will benefit directly, Researchers must make sure that compensation is not
incentive for the participation of the children, and that if compensation of any sort is
utilized, that parents and children are informed that their participation or answers to
questions will not affect this by any means**. Children should have sufficient time to
consider the information, reflect on their decision, talk to people about it and have any

questions answered before giving their consent**

. In majority world contexts power
disparities are such that children are most often subordinate to adults and there is an
emphasis on obedience to and respect for adults children may consent to participate
because they want to show respect to adult caretakers or are constrained by power
relations in the community™*,

Finally, consent must be renegotiable for participants at all times of the research
process as once provisional or initial consent is established, ongoing consent cannot be
assumed but should be negotiated in situated contexts**>. Hence, it has been claimed

that the most ethical course of action is to use ‘process consent’, where consent is
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obtained at every step of the research process, rather than an initial agreement*.

Suggestively, Research shouldn’t continue with children if they are reluctant to go on
with their research involvement and behavioural and verbal signs of dissent need to be
sensitively observed and attended to by researchers.*>. Furthermore, Children who are
able to verbally dissent may not make an explicit spoken request to withdraw out of
situations in which they are uncomfortable*. The literature suggests that whenever
possible, researchers must engage in ongoing practice of reaffirming the willingness of
the children to continue their participation as different research paradigms produce
different time periods over which participation may be required**’. Studies that are
placed over many years may significantly change over time. It is argued that if there is
any type of change in the research process, this should be discussed with the involved

participants and responsible committees and stakeholders*.

1.3.2 Privacy, Confidentiality and Anonymity

Valuing the privacy and confidentiality of children participating in research
engages close reflection of several aspects: privacy with regard to how much
information the child wants to reveal or share, and with whom; privacy in the processes
of information gathering/data collection and storage that allows the exchange of
information to be confidential to those involved; and privacy of the research participants
so that they are not identifiable in the publication and dissemination of findings*.
Privacy considerations in research include both the need to have a safe, private physical
location in which the research can take place, and ensuring participants’ privacy through
confidentiality and anonymity**°. Suggested in numerous guidelines, confidentiality in
research with children can be assured by using anonymity, for example, ensuring that

children’s survey responses are not linked to their consent forms and thus children are
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not identifiable™®*

. Most often, the setting in which research with children takes place is
at school or at home, and confidentiality can be compromised in both of these locations
through difficulties in finding a private space due to various reasons™. Furthermore,
guidelines suggest researchers should avoid preventable intrusion into the private lives
of the prospective participants and all children and adults should have the right to
confidentiality and privacy except if the protection of life and safety is required or legal
considerations arise'>*.

The location and context of the interview and data gathering make significant
implications on ethical issues. Privacy considerations in research include both the need
to have a private and safe physical location in which the research can take place and
privacy concerning how the participant’s identities will be kept protected™*. It has been
suggested that one may not be able to control the environment or offer an appropriate
alternative, but the researcher should be aware of the effect the environment can have
on the child™®. For the researcher’s own protection, as well as that of the child, it is
asserted never to be alone in a house or building with the child™*®. However, If it is a
child’s wish that a parent or friend be present during research interviews the researcher
should agree to this'’. There are a number of issues when interviewing children in
schools where finding a private space may not be possible and where anonymity may be
compromised*®®,

Interviewing children at home also has its pro’s and con’s as iterated in the
literature in various guidelines and publications™®. Children may be used to having a
voice at home, more so than in school or vice versa, conversely, confidentiality may be
difficult to ensure™. It has been suggested that interviewing at home can be costly and

time consuming and the challenges of interviewing at home include the nature of the
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environment and interruptions, for example by parent’s curiosity and concern for the
child®. Researchers find that parents, relatives and other children just come and join in
the interview, with adults commonly believing that they should participate in children’s
interviews in order to provide ‘correct’ answers and they may insist on being present at
the interviews which may affect the child’s ability to answer certain questions and there
can be issues on finding a quiet private setting, without parents or siblings, especially

when families living in poverty sleep and live in the same room*®

. Interviewing at
home entails that every setting is different and that they cannot be all managed the same
way, consequently, “homes need to be considered as complex, unpredictable settings
that are likely to configure the nature of the research relationships and of the data
collected in every single encounter'®®”. However, one researcher managed the difficulty
with confidentiality and other people joining interviews by converting them into less
private events and conducting them in public spaces, for example, the community
market space and tea houses in which children worked. The public setting drew less
interest and involvement from others than an attempt at privacy*®*.

Information and data gathered through data collection should be securely stored
and protected, especially when it is sensitive and that data should be kept separate from
identifying information'®®. Suggest by the literature, personal data should be accessible
only by those who need to use it, and sensitive data must be kept in a locked room with
controlled access, or kept in a locked filing cabinet or a locked drawer, or in password
protected computer files and Consideration needs to be given to the transporting and
storage of audio or videotapes'®®. Direct identifiers of research participants should be
removed or destroyed at the earliest possible opportunity*®’. It has been pointed out that
having pictures taken of the children and filming the research has its implications and
can compromise confidentiality, privacy and anonymity and researchers should share

findings with participants before making them public and seek their consent to plans for
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distributing publications or communication information, especially photos and video
recordings™®®. It is suggested that Researchers are to discuss issues with children about
maintaining confidentiality, especially in assessing the risk in using potentially
identifying material in reports'®®.

One key issue in the literature is the dilemma around the limits of confidentiality
in the light of disclosure of abuse and harm or in cases of public safety, for example
when a participant discloses having committed a crime or being about to commit a
crime®™®. Furthermore, It is suggested that there are divergent opinions and practice
about breaching confidentiality to report suspected child abuse'™. It is proposed that
researchers may often feel a moral duty to disclose information when the child or
participant is perceived as being at risk of harm. Here, the literature notes that
researchers should think though the circumstances in which they feel they need to break
confidentiality and alert participants as part of the consent process'’%. Researchers are
advised to inform potential participants of this during the consent procedure, and have a

planned strategy in place if needed'”

. Hence, they need to make it clear that if
someone’s health or life is at stake, they should report it. For example, privacy is
particularly important when the research study is exploring children’s issues related to
HIV/AIDS because of the social stigmatization and secrecy attached to it} .
Suggestively, ldentifiable information in the publication and dissemination of findings
should be avoided, and the use of anonymity or pseudonyms should be used, especially
when it comes down to sensitive studies’”. It has been suggested that it is common
practice for researchers to encourage the child to talk to appropriate adults, if they
disclose abuse, or agree to the researcher doing so'’®. Hence, the literature suggests that

some researchers would breach confidentiality even if the child did not agree to further
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disclosure, and specify this clearly before the interview and others believe that
disclosure of abuse should not occur until the child consents, following a discussion®””.
Nevertheless, one researcher claims that reporting suspected abuse and neglect is the
just thing to do*’®”.

It has been argued that it is at the stage of dissemination that some researchers
see the greatest potential for harm in research with vulnerable populations such as
children who live or work on the streets'”. Issues and breaches of confidentiality may
occur after participating in the research to the families, communities, and the children
when reporting the findings and dissemination of the findings as dissemination may
result in misrepresentation'®®. Suggestively, ways of minimizing this potential harm is
through maintaining privacy regarding the identities of the individuals, families and

communities®®®.

1.3.3 Protection of Children: Harms and Benefits

Researchers are responsible for protecting children from any “physical, social or
emotional harm that might arise from the research'®*”. Risks in social research are more
likely to include “distress and anxiety, embarrassment and loss of self esteem '®”.
Therefore, it has been suggested that researchers should do everything necessary to
predict any adverse consequences and guarantee that participation will lead to no harm
and that there are measures taken to minimize any potential harm through the use of
benefit and harm analysis'®*. Furthermore, it has been established that, “Children
should be protected from both over-research and under-research *® . Hence,
suggestively researchers should make sure the intended research has necessary
outcomes as harm can occur in researches both qualitative or quantitative in nature, and

take several forms, arising from different sources and shaped by the specific research
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topic, participants, methods and methodology used, and local setting'®. Guidelines on
harms and benefits in research involving children include significant emphasis on the
researchers responsibilities to protect children from harm, during, and after the research
processes, and puts significant emphasis on vulnerable children®”. The literature
highlights that harm can occur at any given time in the research, up to after the research
when the findings are disseminated as children may reveal harm or safety issues while
participating in the research, during the research, and after the research'®®. The
researchers need to balance the desire to protect the respondents from the potential
harms of the research, while allowing them to benefit from the results.*®.

Participation in research should have positive benefits for children in addition to
not harming them where benefits can be hard to define and assess, and causality
difficult to determine, with some benefits not being known until long after the research
has happened **. The benefits can be to individual participants or to the wider
community. These however, normally tend to be future orientated and comply with the
best-outcomes framework where children do not personally benefit from the outcomes
of their participation although there are significant other gains for other children'®!. A
benefit for children may be learning the findings of the study, which requires the
researchers to follow up and provide the information and findings in a language and
style they understand®®. Benefits can take several forms, for example, the children
knowing that their views and experiences are taken into consideration, the experience of
the research process itself, when the “activities are joyful, educational and educational
services, direct political or economic betterment, referral to therapeutic services and
1935,

opportunity to access resources

It is argued that the right recruitment methods and selection criteria’s enforce

186 See Section: Harms and Benefits in “Child Ethics Charter”, available at
http://childethics.com/wp-content/uploads/2013/10/ERIC-compendium-Charter-section-
only.pdf, retrieved on June 20 2014
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beneficence for all children and reduce harms for marginalized ones'**. Consequently, It
is suggested that research involving children should be equitable and non-
discriminatory. The principle of justice entails that research should be inclusive of
children without discrimination on the basis of gender, ethnicity, disability, age,
language, geographic location or any other individual or social characteristics'®.
Certain children like street children, children with disabilities, children in child labour,
gay and transgender children are typically left out from participation as these children
are normally more difficult to find and reach and perceived as more difficult to engage
in certain researches'*®. Researchers have pointed out that excluding children vulnerable
children from researches are aimed at protecting them from abuse and avoiding
complexities, but this leads to the opposite where their voices are unheard and exclusion
is not defensive in terms of equity, justice and beneficence.'®”. However, in addition to
not excluding children from researches, the literature suggests that there is a need for
more researching involving specific vulnerable or marginalized groups, which need to
be handled sensitively and further iterates that the principle of inclusivity is
advocated'%.

The most fundamental initial consideration in undertaking research involving
children is deciding whether the research actually needs to be created and children need
to be included as there should be clear and justifiable reasons why children are being
included in the research, with researchers able to substantiate that the information is not
readily available elsewhere.'®. Deciding whether children should be part of the research
and their involvement entails reflection on the part of researchers, institutions, funding
agencies and other key stakeholders in the initial phases of data planning and
accordingly, at the very beginning of the research process researchers need to engage
with critical issues regarding the purpose of the research and the impact that
participating in the research may have on children in terms of potential harm and

possible benefits and researchers must make sure that they have understood the
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secondary sources and knowledge gained from the literature and should have clear
reasons for including children in the research.?®.

Children may reveal harm and safety issues while participating in the research,
especially when dealing with sensitive issues, including neglect or child abuse, or
researchers may suspect that children or others are at risk and need protection. A key
concern is that children may be re-traumatized due to the research process, where it is
suggested to refer participants to appropriate services and resources®®* and the use of

debriefing between researchers®%?

. It is the researcher’s responsibility to protect children
from putting themselves at risk and to intervene when a child is at risk®®. It is claimed
that the duty of researchers to protect the safety of children overrides their responsibility
to guarantee confidentiality?®. Furthermore, it is suggested that researchers have a
responsibility to ensure that children are not in jeopardy when members of the
community or any key-stakeholders are consulted®”. Concerns about children’s safety
can be raised in many research, but are most often an issue in sensitive researches which
involve vulnerable children?®®, this may include research with street children, on
violence against children, commercial sexual exploitation of children or in sensitive
environments such as humanitarian emergencies and conflict situations?*™. This needs
sensitive and immediate response and follow ups in which support or referral is
mediated to appropriate services as research should be conducted in settings in which
the child and parent can obtain adequate medical and psychological support2%.
However, it is argued that in many contexts there is a lack of these kinds of support, and
services to report safety concerns t0.2%.

The skill of researchers is paramount in dealing with situations that involve

balancing risks and benefits of actions and the need for risk assessments has been
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highlighted in the literature as, “researchers must always consider how the research is
affecting participants and continually monitor any unforeseen or anticipated
consequences of the process.”’?”. However it is important to note that there have been
cases where children were harmed through abusive and incompetent researchers, and
other individuals in the research setting e.g. interpreters, drivers and support staff*'*.
The ethical guidance literature also addresses the matter of protecting children from the
abusive actions or poor practice of research staff and other professionals. Some ethical
guidelines recommend adopting, or do adopt, a child protection policy and/or an ethical
code of conduct for researchers®? which state that research staff should avoid actions or
behaviour that may be construed as poor practice or potentially abusive??. Child
protection policies, provide clear guidelines for managing concerns about child
protection, and conduct codes incorporate guidelines for recruitment, training and
ongoing conduct of staff**.

Harms can occur after disseminating the findings. There is possibility that
misperceptions may be perpetuated by the media in reporting research findings and it is
argued that researchers should maintain and strive to ensure the research is reported
accurately, and not misrepresentative or discriminatory to children’s voices, experiences
or circumstances®®. Stigma and stereotypes may occur through research that is poorly
designed, biased and politically driven researches, which reveal stigmatizing
information'®. Exploitation of children’s views and experiences may be driven for
headline grabbing researches. Although research methods cannot be objective or
apolitical, researchers should strive to maintain professional standards and integrity on
behalf of the children. Another harm that can be caused to communities and groups are
policies, which are recommended by researchers or the findings that may be used to

217

support policies that may be damaging or ineffective=’. Although researchers do not
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normally have the position to affect policies after the dissemination of their findings, the
ways in which the information may be used to implement policies may be damaging for
the child, the communities and groups through the policies adopted due to the

research?'®.

1.3.4 Compensation and Payment

Four types of payments have been identified in research: reimbursement,
compensation, appreciation and incentive®®. Nevertheless, there is no clear consensus
in the literature whether children should be paid for participation and what kinds of

220

rewards are appropriate®”. Furthermore, when children are involved in research “The

recipient of the incentive may be the child, the parent, guardian, or others who control
access to the child, such as teachers, nurses, physicians, schools or clinics %!,
Incentives are influenced by many factors, for example the development level of the
child, type of research, duration of the study, the socio-economical status of the
participants, and as suggested, the gatekeepers and mechanisms in place??.
Reimbursement payments compensate children and parents for their direct
expenses related to participation for example transportation, accommodation and
meals??®>. Compensation provides recompense to children and/or to parents for their
time, work and effort and for any inconvenience when participating in the research.
Here, children or parents may be recompensed for the loss of income while participating
in the research as the principle of non-maleficence gives researchers the obligation to
ensure that potential harms like lost income are minimized or eliminated %** .
Appreciation payments are tokens or bonuses given to children after the completion of
their participation to acknowledge their contribution to the research and to thank them.
This may take form monetarily, or with gifts, vouchers, books etc®?®. However, it has

been suggested that this way of compensation may put hopes in the future projects and

218 Ibidem. p. 33.

29 Wendler et al, 2002 p. 167; Spriggs, 2010, p. 12.
220 powel et al., 2012, p. 29.

221 Rice and Broome, 2004, p. 168.

222 |bidem. 169-170.

223 \Wendler et al, 2002, p. 167.

224 gpellecy et al., 2008, p. 202.

22> Wendler et al, 2002, p. 167.

35



work and does create an incentive, on the grounds that children will attempt to be
interviewed several times by different researchers to gain benefits each time, and in the
context of drug use or hunger, this can be a form of inducement or coercion®®. It has
been suggested that offering incentives is best avoided, as it may influence participation
and constitute persuasion or pressure on participants potentially create a sense of
obligation, raise expectations or become a form of control®?’. The literature explicates
that payment or compensation to participants should be linked to their attendance and
involvement in the research study and independent of their responses and behaviour
during the process, including the decision to stop participation or not answer certain
questions®®. Any financial dealings in the research context change relationships and
impact on the power disparities already at concern®?®. Incentive payments deliberately
encourage the participation of children in research, which varies from cash payments to

230 gome

other alternatives such as vouchers and travel and reimbursement costs
organizations’ guidelines generally advise against financial payment for research
participation, mostly due to concerns regarding incentives®".

Other forms of compensation may be more appropriate or appreciated,
including non material forms of compensation that benefit the child and which we
outlined previously, for example having an enjoyable social experience and networking,
children knowing that their views and opinions are listened to, gaining education and
educational resources and learning transferable skills®*?. Suggestively, a number of
guidelines state that researchers are advised to be transparent about payment or
remuneration to avoid stimulating tensions as the timing of disclosing is vital for the
recruitment of individuals in the research and should be made as part of the research

plan®3. However, some researchers may not choose to let the participants know about
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the compensation and give it after the data collection has been completed?*. They argue
that delaying disclosure can help to reduce the event of children trying to please the
researcher by telling them what they want to hear. However, it is argued that any
payment or compensation should be decided in advance, prior to recruiting participants
and discussed during the consent process®®.

Researchers have mentioned that compensation is seen as necessary
compensation for the time in which participants would otherwise have been earning
money and are income-generating children®®. In countries where children are income-
generating individuals, taking part in a research may find a loss and the child is taken
away to participate in the wellbeing of the family and the research takes them away
from work?’. In this case it has been suggested that participants are required to be

compensated accordingly to minimum wage rates®

. On the contrary, some researchers
identified that it is more ethical when faced with participant’s poverty to help out with
small amounts of cash for basic necessities?*°. Nevertheless, it has been further
suggested, that in decision making regarding compensations to participants, that
researchers look into the importance of local context and consult with local and national
stakeholders, whether payments should benefit communities, rather than payment to
individual research participants and consideration of people’s livelihoods and local
living standards in determining the payment, with a particular awareness of situations of
poverty and disadvantage®*’.

Some guidelines outline the pros and cons of providing incentives for
participation in research. Arguments in favour of incentives for respondents include that
it can increase participation levels, especially in poor communities, accelerate
recruitment and hence save time and resources, recognise the value of respondents’ time
and contribution; and prevent bias by helping to ensure poor people are not prevented

from participating. Arguments against providing incentives to respondents include the
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cost involved, the possibility of compromising voluntary consent by creating a sense of
obligation, the possibility of sample bias through encouraging those who want
recompense to participate and possibly say what they think the researcher wants to hear,
and it can create expectations of recompense for participation in research in the future.
Furthermore, in the contexts of extreme poverty there may be resentment against
children who participate in research, which may cause harm to the child.?**

Addressing compensation in locally specific ways requires researchers to reflect
on cultural contexts and understand the nature and value of people and children’s time
in their willingness to undertake research activities?*?. Children’s participation should
be recognised and recompensed, in line with local living standards, cultural and socio-
cultural factors, and their contribution and the livelihoods of research participants
should not be adversely affected by their participation in research 2. Therefore it is
necessary for researchers to consult with local communities through ‘avenues of
consultation” which consequently opens dialogue between researchers and their
counterparts, opens a transparent environment, and facilitates and improves
interpretation and disseminations of findings. Hence, suggestively, the nature of
payment and compensation should be determined by local consultation or national-level
consideration with selected stakeholders as local context influences perceptions of
research payment and incentives®“. It may be appropriate to give payment to the
community as a whole for the benefit of the children involved in the research®®. If so,
this should be discussed with broad representation of community members and
stakeholders to ensure fair distribution?*®. Furthermore, Other issues highlighted in the
literature is that offers of payment also raise ethical concerns then, when they have the
potential to distort parents’ decision-making; the opportunity for financial gain may lead
parents to agree to research enrollment they otherwise would have opposed as contrary

to their children’s interests®*’. Research enrollment decisions are inherently complex,
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and the offer of payment may lead parents to unconsciously inflate the benefits and/or
minimize the risks of their children’s research participation. This possibility seems
especially worrisome in the context of pediatric research because the primary decision
makers, typically the child’s parents, may benefit financially without having to face the
risks. Another argument against offering inducements and rewards was that children

might attempt to be interviewed several times for the benefits of research®*.

1.3.5 Childrens Participation, Methodologies and Methods

Ethically sound techniques are argued as adding to the value of research and
contrariwise, methodological soundness can improve research ethics, hence
methodology and ethics are integrally linked?*®. Methodologies provide the philosophy,
theory and traditions that frame the research and evolve over time and determine
methods used in practice?®®. Consequently, the method is the technique or tool, a
component of research, for example a qualitative methods such as interviews, focus
group discussion, drawings, play, photography, and other activities®*. Evidently, the
literature suggests that numerous guidelines and researchers have suggested that
participatory methods improve gathering of information®®%. Nonetheless, research with
children has been governed by observational methodologies, usually in the context of
psychological and medical research and researchers researched ‘on’ children rather than
‘with” them?®®, Until recently, researchers working with children often did not view
them as capable, competent, responsible people who are able to contribute ideas and
knowledge to researchers where children were largely understood as incompetent and
developing ‘becoming-adults®*’. Where traditional social research has marginalized
and silenced children’s perspectives participatory techniques are offered as an

emancipatory alternative to passive, observer orientated researches > . Social
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researchers are increasingly acknowledging the importance of understanding children’s
perspectives as these may differ from, and be more sophisticated than, accounts based
on what adults think children think?*®. Children are seen as social actors and agents as it
Is recognised that young people are agentic in making their own socio-spatial worlds, as
well as being impacted upon by them. Children’s agency and autonomy is vital in
defining the theoretical framework and methodology, where children are regarded as
competent social actors who are experts in their own lives. Suggestively, participation
has become both an aim and a tool in an ethical quest towards ‘empowering’
children®’.

The participatory researcher becomes a facilitator whose responsibility is not to
produce knowledge, but rather to help participants to produce knowledge about
themselves and in participatory research, both researchers and those researched are
recognised as active participants in the research process. This approach to research also
seeks to address some of the power imbalances between the researcher and the
researched, which can be compounded for children by the adult—child dynamic?®®®.
Researchers argue that the use of participatory methods, with children playing a more
active role, can enhance the ethical acceptability of research with children and young
people and its validity®®. The strength of using participatory approaches lies in the fact
that researchers will be able to gain access to children and bring their problems to public
notice and childhood researchers have experimented with a range of ‘child-friendly’
methods, designed to make research ‘fun’ and ‘relevant’ to children to do this?®.
Childhood and conceptions of it is constantly evolving and changing as they adapt to
various contexts and constraints as there are multiple childhoods that are different in
different cultures, contexts, time and space®®*.

There are many ways in which children can be more actively involved in

research, both as respondents and as co-researchers®®?. The literature suggests that
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children’s participation in research appears to be fairly broadly conceptualized, and four
central forms can be recognized. First, some research appears to be described as
participatory simply because children or young people are invited to be participants, but
where all other aspects of the research have been designed and directed by the
researcher. This has been categorized as ‘passive’ participation where children are
considered to be objects acted on by others whereby knowledge is generated largely
from parents, teachers and other adult caretakers. *** . Second, others aim to enable
children’s views to be expressed through ‘child-centred’ forms of communication such
as play, art, drama, games and photography and this form of participation has taken the
form of ‘active participation®®*”. Third, researchers involve children in research about
aspects of their own lives and encourage participants to have some impact on aspects of
the research process, such as research design, analysis or dissemination®®. Fourth, some
researchers or organisations train children in formal social research methods, in order
for them to carry out research into other people’s lives, concerning topics that they have
identified as of interest to them.”®®. Furthermore, we will look at the specific ways
children have participated in researches and what the guidelines suggest about
participation of children by initially looking at the methods utilized.

Interviews and questionnaires in one form or another, together with
observations, have been the most common method used in research with children and
are considered to passively engage children’s participation®®’. Two common ways of
interviewing children is through focus group discussions or group interviews, and
individual interviews or questionnaires®®. A focus group discussion is a form of
qualitative research in which groups of participants are asked about their perceptions,

beliefs, opinions and attitudes towards the research topic®

. Questions are asked in an
interactive group setting where participants are free to discuss and talk with other group

members where children are initially asked questions in a group and if they wish they
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can speak individually to a researcher about their experiences. Guidelines suggest that
when conducting Individual qualitative interviews and addressing very sensitive or
traumatic issues in interviews with children, it has been suggested to de-personalize
questions or postulate scenarios as a prompt for discussion and consequently props can
be useful, for example, asking the child to give advice to a doll or a puppet®™.
Suggestively, posing demands in the third person can also avoid the risk of children
looking for a ‘right” answer or feeling inclined by direct questioning®”*. Its suggested
that paired or triad interviews may alleviate some of the power imbalance when adults
are interviewing children, it can be beneficial to conduct these forms of interviews with

children who already know each other well*"2

, It is important to consider the focus of
the research as it may not be suitable if you need to collect detailed or sensitive
information at an individual level and for some studies it may be necessary to ask
children directly about their own experiences, in which case this needs to be approached
sensitively?”®.

Active’ participatory methods are those through which children ‘become
actively involved rather than passively responding’. It implies “both an intentionality (a

conscious will) and a performativity (doing something) 2’* >

. As well as being
intentional, it involves action. In recent years, many exciting and innovative methods
have been used to engage with children in research. The literature emphasizes the value
of methods in which children produce data through practical activities, rather than
simply talking or filling in surveys®”®. These methods focus on child participation and
are developed in such a way that they include a wide range of methods to facilitate the
incorporation of children’s perspectives for example the use of drawing, photography,
video, conversations, tours, plays and construction play as means for children to
actively engage in research processes®’®. In working with preschool children, some

researchers have argued that researchers should attempt to engage the myriad symbolic
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languages through which children represent and communicate their experiences?”’.
They advocate a ‘mosaic’ of techniques combining the visual with the verbal which
encourages the use of a diverse range of data collection techniques such as mapping

exercises, child-led tours, and role play exercises®’®

. Others have sought to engage more
senses, engaging with children in various embodied and performative ways such as
using children’s drawings that added children’s interpretations®’®. Other researchers
have advocated the use of “activities such as collage, model-making, story-telling, print
journalism and electronic publishing, radio production, drama, puppetry, music and
dance®®. Furthermore, child-led photography has been used in a number of studies®".
Furthermore, it was claimed that with older children, active participatory methods are
often designed to capitalize upon their emerging writing skills, involving worksheets,

282 One researcher used child-directed

diaries, story-writing or spider diagrams
photography to discover what the preschool children in her class respected in their
outdoor play area. However, the data she used in her paper came not from the
photographs alone, but from the discussions she had with the children and it is claimed
that, “The success of research with young children lies in the watching, listening,
reflecting and engaging in conversation; seeking to enter the child’s world in just a
small way”®®”. Hence, here we can see how even participatory methods are not an ends
in themselves for children’s empowerment, but need further reflection between the
researcher and the researched®®*.

It has been suggested that there are number of benefits children as well as
researchers and society can gain when children are involved in research processes

285

through participatory methods™”. Research that makes the most of children’s abilities,

and treats them with respect, can provide children with opportunities that bring

2" Clark and Moss, 2001, cited in Gallacher and Gallagher 2008, p. 506.
2’8 Gallacher and Gallagher 2008p. 506.

2" Einarsdottir, 2007, p. 201, Gallacher and Gallagher 2008, p. 506.

280 Gallacher and Gallagher 2008, p. 501.

281 Einarsdottir, 2007, p. 201.

%82 Ibidem, p. 200-203.

283 Greenfield (2004), cited in Gallacher and Gallagher 2008, p. 506.

284 _aws and Mann, 2004, p.10.

285 Shaw et al, 2011, p. 5-6.

43



significant improvements in their own wellbeing?®*. Perhaps the most important one is
that it is their right to participate in researches and their voices can be heard?®’.
Furthermore, active participation in particular, help to challenge the silence surrounding
much violence against children, and the stigma that can attach to those who have
experienced it. It has been suggested a participative approach helps overcome fear and
builds skills to resist exploitation, improves their critical thinking skills, and teaches
them how to access information, increasing their self confidence?®®. Equally, In relation
to traumatic events, the process of involvement, if undertaken in a supportive and
understanding environment, can help children to explore past experiences and regain
confidence for the future?®®. Providing choices can set up ‘opportunities for children to
express themselves in a way that makes them feel empowered and capable 2%’
Furthermore, providing choices acknowledges diverse interests the children have by
providing different ways to participate in the activities, and due to this diverse use of
methods, new methods are developed to promote children’s participation, avoiding
uninteresting, tedious repetitions for children and for researchers. It is argued that
participatory methods are more ethically acceptable than traditional methods and that
“participatory methods generate ‘better’ knowledge than other techniques and that these
methods are seen as producing more ‘authentic’ knowledge about children’s subjective

realities.?®%”

as it helps focus the research, and clarify the analysis and the interpretation
of data®?. Obtaining data from children themselves increases the possibility of
presenting a picture that is freer of adult interpretations. Furthermore it is beneficial to
society, as it involves learning the skills of co-operation e.g. how to negotiate with your
peers, collective problem-solving and respecting other people’s points of view and
contributes to intergenerational communication®®.

Some researchers argue that, “participatory methods are no less problematic, or
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ethically ambiguous, than any other research method®**”, and that critical examination
and reflection of participation and participatory methods is necessary. Whilst
participatory approaches are increasingly commonplace in data collection, children’s
involvement in the planning, analysis and dissemination of research is usually more
limited to passive methods of participation. For example, even when considering active
participatory methods it must be noted that they do not necessarily actively encourage
children’s participation. Even when acknowledging participatory research a number of
researchers present a challenge to the perhaps too convenient assumptions in childhood
and social work research that imply, at times, that participatory research is indisputably
the right way, even better than other methods of research and they put to question and
debate that researchers in fact still manage and construct participatory methods such as
active participatory methods, for example, when conducting the active participatory
method of taking photographs or drawing pictures, researchers instruct the children
what and how to take the research®®. Hence, without aid and encouragement from
adult-designed ‘participatory methods’, children cannot fully exercise their ‘agency’ in
research encounters. Therefore, claiming that participatory methods are empowering is
contradictive in this way, and advocates of ‘participatory methods’ risk spreading the
very model that they purport to oppose®®®. Hence the use of reflexivity and training is
signified in the literature as a means to overcome the power relations and issues that

arise in research practices and will be discussed in the following section.

1.3.6 Power disparities, Research Training, and Reflexivity

Power disparities and issues have been widely recognized as one of the biggest
ethical obstacles and challenges to researchers including children in research as power
is considered as something that adults have more than children®®’. Power differentials
between the adult researcher and the children may come forth at all levels of planning
the project or research, from initial planning of which tools and methods to use, through

data collection, as well as in data analysis and interpretation, when the researcher has
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actually left the field and where often specialised theoretical knowledge is required®®. It
is argued; the researchers are powerful, since they determine the aims, methods, the data
collected and the knowledge produced®®®. Furthermore, the cultural context impact on
children’s autonomy and their expressions of willingness to participate, or to decline
participation. Suggestively, The participants being studied, who are often already
marginal by their race, class, ability, age, socio-economic status and so on, find
themselves further marginalized by their exclusion from the process of knowledge-
production®® . For researchers, the power to interpret the empirical material and
represent children’s lives in abstract terms is something that is generally unavailable to
them, indicating how knowledge becomes a source of inequality, difference and power
and hence, it has been suggested that researchers use different techniques to minimize
unequal power relations by using participatory techniques".

It has been suggested that this discussion on power relations and disparities must
be extended beyond the actual fieldwork experience. Issues of representation and power
imbalances are particularly apparent in relation to interpreting and disseminating
research findings®®?. Some researchers attempt to include children and young people in
the data analysis and interpretation phase as a means of addressing this issue, whereas,
others suggest sending the data interpretation to young people for their input®®.
Researchers and guidelines also emphasise the importance of ensuring that research
participants are provided with a research report, specifically designed for children and
young people, at the completion of the project®®. Power relations between adults and
children means that it can be difficult to ascertain that children’s consent is given freely
and voluntary. Hence, “children’s consent must be seen in the context of constraints,

I 3055,

obligations and expectations over which researchers have little contro strong

expectations regarding obedience of children to adults impact on the child’s decision
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making, where it may be due to power relations in the community or when consent can
be affected by wanting to show respect for the elders or adult care takers. Traditions and
strong cultural standards may exist which the researcher is not aware of, for example
hospitality in some cultures may affect research relationships, where people may feel
obliged to participate and fail to decline.’® Researchers suggest that using methods
which are non-invasive, non-confrontational and participatory, and which encourage
children to interpret their own data might be one step towards diminishing the ethical
problems of imbalanced power relationships between researcher and researched "
Researchers have suggested and debated various researcher roles such as non-
authoritarian adult, friend, least adult, and observer, in facilitating children’s authentic
participation®®®. Furthermore, it is argued that to minimize these power disparities,
participatory methods of research should be advocated, which will be discussed in the
following sections.

Children may be harmed during research by abusive or incompetent and there
researchers need to be aware that adults with abusive intentions may use research as a
means to gain access to the children®®. On the contrary to intentional harm,
unintentional harm or abuse through researchers incompetence or poor practice may
lead to various problems. What we mean by incompetency is the lack of sufficient
knowledge or not applying principles and knowledge adequately. Furthermore, lack of
skills in research design and methodology, lack of integrity and dignity, cultural
awareness, perception and insight, sensitivity, understanding of language, all can
compromise beneficence and contribute to harm and issues in research®. This may not
directly be the researcher, but could be their support staff, for example, people hired in
the community as interpreters, drivers, and others who have not received any training on
research procedures, especially research ethics ' . Consequently, It has been
recommended to implement a staff code of conduct specifying appropriate behavior,

creating procedures for reporting suspected abuse by research staff, and providing
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ongoing training on ethical issues to staff. A number of ethical guidelines address
researcher safety with reference to strategies, protocols and researcher training and that
safety for research staff is essential and should be placed above completion of the
research tasks at all times®'2. Researcher safety can be attended to with security plans,
back up communication systems, secure transportation and team strategies and training
programs should establish professional boundaries and self-care for researchers®'.
Nevertheless, there is a gap in the literature regarding ethics related training of
researchers, perhaps reflecting the gap in practice. Researchers argue that training in the
area of ethical issues in non-medical research is usually minimal as the training in
research ethics does not, and perhaps cannot, fully prescribe or legislate for the
peculiarities of research practice®**. However, the emphasis in the literature on the need
for critical, reflexive practice and the increase in publications discussing problematic
ethical issues indicate a keen interest in discussing and extending knowledge in these
areas>™.

Reflexivity is considered to occur when the observations or actions of observers
in the social system affect the very situations they are observing, or theory being
formulated is disseminated to and affects the behaviour of the individuals or systems the
theory is meant to be objectively modeling®'®. Hence, for example an anthropologist
living in an isolated village may affect the village and the behaviour of its citizens. It is
a means of handling the gap between adult researchers and child participants by
advocating self-awareness on the part of the researcher regarding assumptions and
beliefs about childhood and how this may influence the research and is tool to bridge
the gap of power issues®’. Reflexivity is the capacity of researchers to reflect critically
about the impact of their research on participants and their communities, on researchers
themselves, and on the body of knowledge under investigation®*®, and has been argued

to be a significant and necessary characteristic when conducting research as it “is an
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approach researchers can apply to bridge the gap between themselves and the
researched.®® It refers to circular relationships between cause and effect. The ethical
literature suggests that researchers advocate the use of critical reflexivity, based on their
experiences in the field®®. Reflexivity in the researcher role provides opportunities for
building rapport and establishing the participants as the experts regarding the research
focus®*. The issue of reflexivity and ethics starts in the conceptualization of a research
project. When doing research with children, the way in which childhood is perceived
and understood by the adult researchers will inevitably frame the focus of the research
and the tools used within.3?,

Some researchers have noted that although some regulation and
institutionalisation of ethical research and adherence to ethical guidelines improves
research processes, it is believed that applying such guidelines must be complemented
with a “reflexive appreciation of the social structure in which the research is being
conducted®?”. Hence, an integral part of researcher training should be reflection on
what researchers themselves bring to the researcher relationship, alongside ethical
issues and methods, in how to do ethical research and processes and potential socio-
ethical implications should be discussed and explored in a dialogue between the
researcher and the researched®**. Dialogue can therefore become a tool to assist ethical
research and to support a move towards the goal of emancipatory understanding as not
only does this create a potential space in which to discuss and explore how the research
can be conducted ethically, it can also create a space in which socio-ethical issues could
be renegotiated during the research process .

The researcher should be aware of childhood experiences and engagement with
children as an adult, personal biases and how these impact on the study, and experiences

the researcher has encountered, both academic and life based experiences®?®. However,
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the space for such dialogue cannot be created without an awareness of and reflection on
the tensions for example, power inequalities that are likely to emanate between the
researcher and the researched in the research process®*’. These tensions are likely to be
significantly affected by the socio-cultural context of the research. In retrospect,
reflexivity fall under the auspices of the virtue based approach, in which researchers
need to balance ethics in specific contextual ways respectively®?. Reflexivity in the
research process can enable reflection on assumptions and roles and also on the choice

of research methods.

1.3.7 Ethical Review Boards, Community Advisory Boards and Code of

Conducts

Although numerous guidelines and authors have suggested following ones own
conscience and reflexive reponses, many have advocated for better ethical guidance and
ethical review. Therefore, Ethics mechanisms, including ethical guidelines, codes,
research ethics boards and advisory groups have been ways of trying to ensure that
ethical standards are maintained and met in research®*°. Numerous publications and
guidelines highlight the importance of ethical review boards®*°. Most national legal
regulations require research institutions, such as non-governmental organisations and
universities to establish an independent ethical review board to thoroughly review all
research plans and provide ethical supervision®*. They have the capacity to approve,
modify researches prior to approval and reject proposals and are responsible for critical
oversight over researches conducted on human participants which are scientific, ethical
and regulatory in their conduct and the purpose of an ERB review is to assure, both in
advance and by periodic review, that appropriate steps are taken to protect the rights and

332

welfare of humans participating as subjects in a research study®“. Research ethics

committees play a vital role in raising awareness of ethical issues and monitoring
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research standards and scientific conduct®*

. As suggested, “They play a pivotal role in
scrutinising research proposals and evaluating the adequacy of the research. 3**.
Additionally, they “can help prevent poor research, safeguard research participants and
be a protective barrier between potential participants and researchers®*>” The suggested
composition of an ERB is to include members with expertise in child development,
experts of various backgrounds with knowledge from working in relevant activities and
members representing minorities and gender balance®*®.

Furthermore, community advisory boards, also known as local stakeholder
groups, community review boards, or advisory committees provide an opportunity for
investigators to consult with communities and are another form of supervisory and
review mechanism that can give feedback to researchers®*’. Combining independent
agencies to review proposals and engaging the local community to advise and monitor
activities is further essential to have a better understanding and transparency between
local community and researchers®*®. These groups provide a mechanism to address
community perceptions of the proposed activities, assessing risks and benefits and
ensuring children’s protection throughout the activity®*°. Suggestively, they ensure that
the proposed activities are in accordance to children’s age and culture and provide
culturally specific input into assessment of research protocols. The members are
required to update themselves regarding current understanding of children and their
levels of competence and agency®*°. The ethical guidelines and publications highlight
the need to consult the community in various aspects**:. On top of that, the literature
and guidelines suggested that the organization providing funding for an activity bears
the major responsibility to ensure that its funds are used ethically and have

responsibility of supervision of activities 3. Suggestively, They must establish
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regulations for ethical supervision by requiring plans for the activity to be reviewed by
an in-country ethical review board where possible, or by establishing in-house ethical
review mechanisms. **®

It has been argued that children’s participation in researches has been blocked
due to overly protective ethical review processes and is considered as one of the greatest
ethical issues in the research process®**. It has been considered one of the forms of
gatekeeping, which may censor the children’s right to expression®*. Gaining ethics
approval can be a lengthy process, with ERB’s taking months to decide about approval,
which unintentionally blocks or delays the research project®**®. Nonetheless, they play a
critical role and can help prevent poor research, safeguard research participants and be a
protective gatekeeper for participants and researchers®*’. However, There is a danger
that after gaining approval from an ERB a project may be regarded as ethical in its
entirety®*. It is suggested that research “committee guidelines and requirements do not
exonerate researchers from considering the full extent of research ethics arising within

their research3#”

. Furthermore, ethical requirements that need to be fulfilled alter
researchers willingness to address certain issues because of the protectionist
gatekeeping and extensive preliminary work that is required®®. However, it has been
argued that “The ethical review process should not be viewed simply as a hurdle to
overcome®*”.

There are a number of suggestions and recommendations in the literature that
suggest improving the capacity of ERB’s. First, it has been pointed out that until
recently, ERB’s have only specifically dealt with research that is medically related or
health related®?. As suggested in the initial phase of the literature review, ethical

committees are still in the auspices of health or medical related research protocols and
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standards. Numerous researchers argue that this mandate should extend to all forms of

researches, to forming multidisciplinary ethics committees **.

Furthermore, it is
suggested that that reviewers acknowledge and develop awareness of beliefs that exist
about children and childhood and be “reflexive about their own positioning®>*”. Hence,
what is suggested here is that they, “should expect gatekeepers to test their motives, and
must be able to explain why participation is so important®™°”. Furthermore it has been
identified that existing ethical review committees are the basis of codes and protocols in
social researches and therefore one informs the other. As a consequence, it has been
suggested that research ethics committees who are responsible for health related
protocol reviews could be informed by social researches and researchers®®.

It has been pointed out that to improve the role of ethics review boards,
children, young people and parents should be included in the board and be involved in
the screening of research projects®’. Furthermore, It is recognized that there may be
occasions when researchers feel they need to break confidentiality or where a researcher
lets “something slip>*®”. This may be due to emotionally challenging research e.g.
fieldwork on sensitive issues working with vulnerable children. Here, it is argued that
discussion between research team and debriefing should be carried out as a mechanism
to avoid information to come out. In this respect, legal and regulatory frameworks
influence how these issues are dealt with and it is argued can improve the process of

confidentiality*>®

. Although this may be a useful way for organizational research it is
problematic for student researchers who are mainly left alone in the research process.
Consequently, some researchers argue that current guidelines and protocols within
universities and institutions are problematic, as they evolved from medical, rather than
social sciences standpoints, and tend not to be child-centric and that in the case of

academic research, existing university ethics committees should be actively redesigning
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their systems of approval to ensure that the supervisor monitors their students work
more efficiently and understands the risks involved®°.

The conduct of staff that gathers information from children and adolescents is
governed by either legal or ethical requirements through code of conducts®®*. Adults
working with children may be subject to multiple legal codes governing their behavior
e.g. professional groups have established codes of ethical standards that govern their
work with young people, even when the adults working with children are not formally
bound by such codes®®. Hence, ethical codes of conduct and regulations are adopted by
organisations and professionals to assist members in understanding the difference
between 'right' and ‘wrong' and in applying that understanding to their decisions and will
discuss challenging issues, tough decisions that will often need to be made, and provide
a clear account of what behavior is considered ethical, correct or right in their specific

circumstances and fields®%®

. In the context when professionals are bound by such
regulations, failure to comply with a code of practice can result in expulsion from the
professional organisation **. Suggestively, Codes of conduct offer an invaluable
opportunity for responsible organizations to create a positive public identity for
themselves, which can lead to a more supportive political and regulatory

environment®®®

. A code is also a tool to encourage discussions of ethics and to improve
how researchers deal with the ethical dilemmas, prejudices and areas that are
encountered in everyday work and is meant to complement relevant standards, policies
and rules, not to substitute for them but it has been suggested that they can never be
more than a starting point because of the multifaceted issues and complexities that arise
in research practices®®®. Hence, the obeying and applying of universal ethical protocols

within the social sciences has implications for how childhood research is being
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conducted®®”. Furthermore, this codified approach to ethics provides a framework for
the important work undertaken by human research ethics committees who are charged
with monitoring the research proposals and outputs of their specific institutions®®.

One researcher looked at the implications of moral judgments and argued that
ethical protocols and guidelines play an essential role in the phenomenon of risk
management, acting as a tool of surveillance and protecting children from perceived
harm and danger. She believes, however, that rigid ethical measures can act to inhibit
the participation of children in research®®. It has also been suggested that ethical codes
and guidelines stem from medical research, and as a consequence, social research
ethical guidelines have used them as a basis®’’. The literature highlights the practicality
of ethical codes and regulations, but also highlights that ‘the map is not the territory®’"’,
as it is not possible to identify in advance what will happen in the research process, or to
be prepared for every outcome as formal ethical guidelines, “can prove useful
checklists®’?”, but they have gaps, and encouragingly are more valuable if they are used
dynamically in practical situations and are “iterative and responsive, which does not fit
the standard format of knowing in advance what will happen and how it will be
managed®®”. An interesting debate in the literature is about the viability of universal
ethical codes and the different resonances in different world contexts. Research planned
and undertaken in majority world countries challenges assumptions underlying Minority
world ethical guidelines®*. Hence, one researcher questions whether ethical frameworks
developed in western universities can be valid for research in other cultures and world
contexts, and notes, “ethical research guidelines could be yet another western construct
375 55

that create a global discourse of ‘our way’ is the ‘right way’ to do things

Furthermore, researchers argue that ethical codes can never be more than a starting

%7 Ennew & Plateau, 2004 p. 40.

%%8 Mortari and Harcourt, 2012, p. 235

%9 Farrell, 2005 cited in Powel et al., 2012, p. 44.
0 powel et al., 2012, p. 44

1 Horton, 2008, p. 375.

%72 Alderson 2004, p. 102.

373 powel et al., 2012. p. 43

74 |bidem. p. 102.

37> Skelton, 2008, p. 29.

55



point because there will always be ambiguities and complexities in research®”® and that
“research on ethical dilemmas has indicated that practice cannot be made to fit written
codes, however well they are devised®”"”. Often codes of conducts are formulated based
on international standards and guidelines and are made universal. However, One
researcher points out and supports the idea of ethics as situational and responsive, which

378 5

is “specific to the sociocultural setting and the context of the moment , and

consequently should be considered at accordingly.

2 Chapter 2: Context in Nepal and Research

2.1 Introduction and Background of Research

Recent research, scholarly journals and articles on children and the sociology of
children has reached a lot of debate as to what the best ways are to protect children and
how to actively involve children. As suggested by the documentation and review of the
international standards and literature on ethical research with children in the first
chapter, ethical issues are inherent in all aspects of research with children, from
planning and recruiting individuals, to after the dissemination of the findings. It is
apparent that ethical soundness of researches contributes to more reliable forms of data
and data collection procedures, empowers children through participatory methods, and
protects them from exploitation. The literature suggests that an ethical framework, that
is an ethical ‘environment’ consistent of an ERB, advisory committee, an ethical code
of conduct and child protection policy can improve research involving children and
protect them, as well as the research staff by monitoring research activity and further
provide training to researchers on the issue of power disparities between researcher and
participants and with these measures in place, and when researchers have understood
and adopted a reflexive stance, child research ethics and children’s participation can
improve the rights of the child. In the context of nepal; due to the various researches
undertaken by different institutions and international community specifically on the
rights of the child, there is a need to investigate and understand the nature, scope and
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understanding of research being ethical as ethical research enhances research credibility
and consequently protects the rights of the child. The stance here is that, if ethical
obligatory regulatory mechanisms are in place they may have the capacity to guide
researchers, discredit flawed research, and move towards children’s empowerment
through the use of rights based research practices. Hence what we want to look at is;
what are the gaps and issues in researches involving children? And how can they be
overcome? By looking at the experiences of researchers and the problems they have
faced, we will investigate and find out what is necessary for research to be as ethical as
possible in Nepal, to protect the child, and to protect the researcher from misconduct.
Therefore, There is a need to identify the existing protocols and guidelines followed by
external as well as local organisations and whether they seek ethical approval and from
whom. Hence, it is essential to understand what researchers experiences are with these
agencies, and how much influence they have with regards to ethical matters i.e. ethical
review, monitoring, and involvement. Hereafter, we will commence the presentation of
the research undertaken in Kathmandu, Nepal, on the need for an obligatory ethical
framework, consistent of an ethical review board and a code of conduct between key
stakeholders to improve research that involves children, to protect the children, as well

as the researcher from misconducts.

2.2 Context of Nepal

The Federal Democratic Republic of Nepal is a landlocked country in the
Himalayas surrounded by India on three sides (south, east and west) and Tibet, a region
of China, to the north. With a population of approximately 30 million and children
younger than 15 years old making up more than 40% of the population®”. It includes
ethnic and caste groups with distinct cultures and languages, giving this small land
locked country a cultural and linguistic diversity that is remarkably complex, Nepal is
the world’s 93rd largest country by land mass and the 41st most populous country>c.
Nepal was closed to foreign visitors until 1951, a situation which contributed greatly to
its mystique in the west. Kathmandu is the capital of the country visited by tourists from

around the world, as well as volunteers and researchers. Deep-rooted poverty and a
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decade of violent political instability have taken a toll on the Nepalese people as it
experienced a violent civil conflict that destabilized much of the country and worsened
the situation for many vulnerable groups, with the heaviest impact on women and

children®

. Much of the population lives in remote rural areas on the plains and others
living in scattered settlements in the hills and mountains. More than one in three people
in Nepal live in extreme poverty, subsisting on less than $1 per day*®?.

Nepal has suggestively developed a supportive legal and policy framework. As
the UNCRC was ratified in 1990, and various International Labour Organisation
conventions aimed at preventing child labour and other child abuses are in force®®.
These instruments have guided the protection of child rights in the Interim Constitution
and the forthcoming new Constitution. Protecting children is a universal obligation and
While the UNCRC and other human rights instruments and national laws create legal
obligations for the government to protect children, all adults share a responsibility to do
50.384

Furthermore with regards to current ethical mechanisms, “The Nepal Health
Research Council (NHRC) was developed as an example of commitment of the
Government of Nepal to promote scientific study and quality research in health in
Nepal®®>. It started as Nepal Health Research Committee under the Ministry of Health,
chaired by the Secretary of Health in 1982. The committee was further developed into
the Nepal Health Research Council, a statutory and autonomous body as promulgated
by the Nepal Health Research Council Act No. 29 in 1991%°. Since its inception,
NHRC has suggestively focused its attention on strengthening research capability
through training of individuals in research methods in order to develop a corpus of
people who can develop good quality research proposals®®’. NHRC also serves as the

main national institution responsible for technical and ethical review of all proposals
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submitted by individual health scientists, national authorities, NGO, INGO's and
universities but is primarily responsible on health related researches 3% . After
appropriate review, these proposals are to be cleared by the NHRC and is responsible
for the establishment of Ethical Review Boards (ERB) and issuing guidelines for health
research in Nepal®®®. Hence, All other ethical review committees in Nepal are under the
supervision of the NHRC ERB®*®. Although the ethical review boards of the NHRC
have the responsibility to review all researches and the NHRC has established ethical
review boards on specific populations or issues, there is none specifically attributed to
research that is undertaken with children. Yet, it is officially compulsory as pointed out
in its policy document and guidelines, which prohibit the initiation of research if ethical
approval has not been granted and which states that research involving human
participants includes, ”Studies of responses to physical, chemical, genetic,
psychological, or social interventions®”. Although there are the guidelines and
policies by the NHRC they are based on research on children in health related studies
and do not cover social research strongly enough which consequently give way for
researches to be taken on which may not consider ethical considerations.**?

As formally there is no ethical review of proposals when social research is
conducted on children, there is a need to investigate into the experiences of researchers
practices and understanding of ethical research and the establishment of an ethical
review board who specifically watches over children and research involving children
including social research. Hence, approval may not always be sought out by researchers,
researching organizations, funding agencies as there is no compulsory mechanism to
penalize research that goes on without ethical approval and monitoring. Therefore the
following research questions will provide an overview of what we are trying to

comprehend, and additionally we will look at how the research was approached.
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2.3 Research Questions

1. What are the current policies and practices regarding ethical matters in
working with children in Nepal and are they in line with international ethical
guidelines as currently approved by the international community?

2. What are the differences between non-academic and academic researchers in
terms of the gaps, learning’s and issues related to research ethics for children
among key stakeholders such as child rights NGO’s, Government agencies,
academia and research institutions?

3. In what way can an institutional review board (IRB) combined with an
ethical code of conduct focused on research involving children create an
ethical framework where child research ethics can develop and empower,
protect and respect the rights of the child?

4. Who can take responsibility to become the IRB and who could create the
code of conduct, what measures could the IRB take to improve ethical
research involving children and what measures and consequences can be

attributed to researches that don’t seek ethical approval?

2.4 Methodology and Design

Initially, The research methodology required gathering relevant data from the
specified literature on ethical research with children. Journal articles and international
literature on ethical research with children were reviewed. International code of
conducts and standards were comprehended to form adequate research questions and
interview questions consequently. A Purposive sampling procedure was used and a
qualitative evaluation was employed for this research project leveraging methods such
as interviews to collect substantive and relevant data. The research data collection
entailed interviews with 12 key stakeholders whose work is based on the protection of
children and their rights in Nepal. The research is qualitative empirical research, which
involves consulting and interviewing key stakeholders e.g., Research Institutions(2),
Academia(2), International Non-Governmental Organisations(3), Non-Governmental
organisations(3) and Governmental Organisations(2) to gather their experience on

ethical research with children. This was undertaken by an assistant researcher from a
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relevant NGO that advocates children’s rights in Nepal and had prior experience of data
collection in Nepal. This was primarily due to the fact that some researchers prefer to
speak in Nepalese or switch from English to Nepalese and that researchers are more
comfortable to speak to someone who is in the same field, from the same place and
culture. This further attempted to close the gap and issue of cross cultural research, and
the biasness that comes from it. A pilot interview was prepared and completed prior to
going into the field. Furthermore, communication and dialogue between lead researcher
and research assistant were vital in the procedure, and were encouraged. Particular
individuals were chosen with characteristics relevant to the study who are alleged will
be most informative. These interviews were conducted with practicing researchers and
key stakeholders. Upon collecting the qualitative data derived from said interviews an

analysis (interview coding) of the interviews was completed.

Timeline:

Jan-Feb Literature review and analysis of current ethical documents/
comparison of international literature and national ethical guidelines
to find gaps in current ethical research with children. (On-going)

Feb Construction of data gathering tools and open ended structured
interview questions

March-April Data collection/ interview with 12 key stakeholders

April Data collection, data analysis, coding and interpretation

May/June Thesis writing

June/July Finalization of thesis

2.4.1 Process of Qualitative Data analysis
Data collection and management on the ground,;
Organising and preparing data to be analyzed;

Coding and describing data;

1

2

3

4. Conceptualisation, Categorising, Identifying themes;

5. Connecting and interrelating data vs. conflicting statements and issues
6

Interpretation, creating explanatory accounts, providing meaning(discussion)
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2.4.2 Aims and Objectives

e To Explore the International literature and guidelines on ethical research with
children. To investigate the existing ethical protocols, ethical review board and a
code of conduct involved in research with children that enhance the protection
of the child's and researchers rights and foster other ethical developments in
research involving children.

e To explore the current situation and comprehension of ethical research with
children in the context of Nepal. The study entails looking into the experiences,
learning’s and issues faced by key stakeholders who are currently involved in
the research involving children.

e To give added value and recommendations as to what further measures can be
taken, and in what direction, to improve ethical research with children in the

context of Nepal.

2.4.3 Limitations

Communication:

Although constant communication was held between the prime investigators of
the research it is still necessary to point out that this communication was sometimes
problematic due to various reasons such as time differences, working hours, and
disconnection of communication due to power cuts in Nepal. Distance contributes to
lack of communication and understanding of the practical issues on ground.
Furthermore, there was a loss of communication due to not physically taking the
interviews, as non-verbal communication entails a vast amount of information.
Subjectivity:

As the interviewees are all dedicated to children’s protection and the rights of
the child it is important to note that their point of view and self reflection may be
prejudiced by subjectivism. It is important to note that at numerous times it seemed like
a checklist questioning and answering, which may make results sound very optimistic. it
is important to note that sometimes participants gave unclear accounts of their
guidelines and the ethical considerations they follow in research with children. This

may be due to the nature of the study and ‘checklist’ answering. What is meant here is

62



that many contributors answered questions in a way that it seemed that they were being
cross-examined about their conduct and practices. Furthermore, coming from a minority
world context and doing research in a majority world context raises a number of issues
as to bias and cultural misunderstanding which comes from cross cultural research.
Subjectivity is also apparent in the data analysis and evaluation by the lead researcher.
this was best avoided by engaging in dialogue with the research assistant who is from
Nepal and conducted the interview on the ground but one needs to take note. However,
the research assistants participation and involvement in child rights orientated programs
and researches also entails subjectivity as the interest is on the protection of the child.
Time:

Although the timeline suggests that there was enough time for all the processes,
there were issues with regards to data collection, which stretched out for months due to
holidays and availability of interviewees. Nevertheless on the positive side this gave
leeway for literature review and further understanding of ethical issues in publications.

Children’s perspectives:

Furthermore, if more time had been present, then children’s experiences would
have been possible to incorporate. It is unfortunate not to have children’s views and
experiences of research and researchers on the ground incorporated. Children’s right to
express about matters that are of concern to them is vital in the literature, and it is
necessary to further look into what children’s experiences are with regards to researches
and researchers with regards to ethical matters.

Problems with data analysis:

There was a failure to analyze earlier from day one, which would have improved
further data collection. This would have suggested new questions to ask in the
interviews, suggest what to focus on during the interviews and given an indication of
relevant and non relevant constructs.

Lack of correspondents

Some of the major key-stakeholder with regards to ethical considerations in
research were not approachable which hindered the research process and data collection
and also swelled the timeline. Although this may be described as a impeding factor, it

must be noted that refusal of participation is still information as per se and should be
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considered respectively.

3 Chapter 3: Results and Discussion

3.1 Major Findings and Results from Interviews

The following chapter will look at the results obtained from the codified
interviews. Initially we will generally look at each group of key stakeholders and
identify their concern and experiences categorically, to get a general understanding of
the current issues and conceptions of ethical research involving children between key-
stakeholders. we will look at what was said with regards to child protection policies and
code of conducts; ethical approval and ethical review; the key ethical components and
in every section the challenges that were identified by the researchers will be
highlighted in the end. This will give leeway and understanding for what follows, that

is, the discussion of findings.

3.1.1 Non-governmental Organisations

A non-governmental organisation (NGO) is an organisation that is neither a part
of a government nor a conventional for-profit business. Usually set up by ordinary
citizens, NGOs may be funded by governments, foundations or businesses. For this
research three local NGOs were interviewed who primarily or secondarily work in child
rights advocacy and issues. The NGO’s work with various children, from school
children to vulnerable children i.e. children who have been sexually abused, confronted
forms of commercial sexual exploitation, street children and children in child labour.

When initially questioned about ethical considerations, The NGO’s interviewed
stated that they follow their own ethical guidelines and protocols which are formulated
in their own organizational child protection policies and code of conducts. One child
orientated NGO claimed that they have a code of conduct and furthermore a child
protection committee that approves researches in the organizational level®®. In this
organisation every researcher had to sign the child protection policy and the code of

conduct and prior to research “before conducting the research we used to make a code

%% Interview with Raju Ghimire, Voices of Children (VOC), Kathmandu, 21 April 2014.

64



of conduct for example in our organisation there is a code of conduct®**”. Furthermore,
another NGO claimed that their child protection policy had an ethical guideline inherent

in one of its clauses, but did not iterate any further®*®

. Although individual organisations
and institutions have formulated child protection policies and have one way or the other
some form of ethical guidance, they claim there is a lack of a unified policy or guideline
as in Nepal is no “national guidelines for researchers or organisation’s like us so no one
knows who follows what®*®”. Another researcher pointed out that when they had to do
research they did not have to follow any universal ethical guidelines in terms of
“government side or any other institution but organization level we follow but
institution level that guides the whole organization that is lacking®"”. Furthermore, it is
iterated that “if the government has that kind of mandate or that kind of policy, every
organization has to follow the same way®®®”. Nevertheless, it was questioned, “whose
going to make sure that the researchers are dealing with this children in a dignified
way? Whether they are following the ethical codes of conduct or not so there’s a huge
gap in how these guidelines will be made and who will be the entity which will provide
this guideline and how will the researchers follow these guidelines®*®”.

With regards to ethical approval and guidance, the Participants have pointed out
that, “There’s no authority, or institute, or agency in Nepal which will monitor how the

researchers are performing on the ground“®>

and, “there is a need, because many
researches are repeated and it’s the same topic and many researches should be done, and
they are not done because of lack of money and people do not know if there is a

research or not and whether there is duplication also®®”. It is disputed by the two of the

%% Interview with Raju Ghimire, Voices of Children, Kathmandu, 21 April 2014.

%% Interview with Bimala Gyanwali, Chairwoman, Children-Women in Social Service and
Human Rights (CWISH)/ AATWIN, Kathmandu, 20 April, 2014.

%% Interview with Sumnima Tuladhar, Executive Director, Child Workers in Nepal Concerned
Centre, Kathmandu, 11. April 2014.

%7 Interview with Bimala Gyanwali, Chairwoman, Children-Women in Social Service and
Human Rights (CWISH)/ AATWIN, Kathmandu, 20 April, 2014.

%% Interview with Raju Ghimire, Voices of Children, Kathmandu, 21 April 2014.

3% Interview with Sumnima Tuladhar, Executive Director, Child Workers in Nepal Concerned
Centre, Kathmandu, 11. April 2014.

% hidem.

! Interview with Bimala Gyanwali, Chairwoman, Children-Women in Social Service and
Human Rights (CWISH)/ AATWIN, Kathmandu, 20 April, 2014.
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three interviewees, that if formulated nationally and when an ethical review board is
placed that monitors research activity, and undertaken by all organisations working on
children’s rights, this could protect the child, as well as the researcher. However, on the
contrary one participant claimed that, “for the researcher that body will not do anything,
I don’t think they will have the capacity about that but just to ensure that child rights
perspectives are brought in and ethical considerations are put in place properly and code
of conducts are followed up*®®”. Moreover, this contributor pointed out that up till now,
“cthical considerations are just spelled out on the research paper*®”. This participant
suggested that independent organisations have established ethical considerations but this
goes beyond organisational outreach, when researches are, “being done for academic
purposes, for project purposes, so the issue is to mainstream the ethical considerations
in Nepal“®*”, towards all institutions and organisations dealing with children.

When asked about the ethical review board, it was suggested that, “ as of now
there is no, but it should be owned by a governmental institution, maybe in
collaboration with academic institutions, or there should be an independent board*®>”. 1t
has been suggested that there is the ministry of children women and social welfare and
the Central child welfare board that have the capacity to take on such a proposition as
they have the network and connections to establish such a body*®. Furthermore, another
participant approved and claimed that, “definitely it should be a government body and
maybe it would be nice to have such a body under the central child welfare board, |
think because the CCWB is a government institution that monitors organisation’s
working for children’s rights*”’. Another participant claimed that the CCWB has
established connections with key-stakeholders and can formulate a child protection
policy and a code of conduct that should be followed by all researchers, giving it leeway
to become the ethical review board. Furthermore, another researcher addressed this
issue and claimed that, “definitely it should be a government body and maybe it would

92 |pidem,

“%3 1hidem.

“% 1hidem.

% Interview with Sumnima Tuladhar, Executive Director, Child Workers in Nepal Concerned
Centre, Kathmandu, 11. April 2014.

%% Interview with Raju Ghimire, Voices of Children, Kathmandu, 21 April 2014.

7 Ibidem.
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be nice to have such a body under the central child welfare board | think because the
CCWB is a government institution that monitors and organization working for the child
rights.“®®”. Moreover, it has been suggested that the composition of such a body should
be clearly thought through. It has been proposed that such a body should be
compromised of “comprised of academia, researchers, civil society organisations and
activists, child psychologists and representatives of young people as well***”.

When speaking of accountability and measures that could be taken on
organisations and researchers one participant claimed that, “after the research if the
children felt something like uneasy or something then definitely they should have some
kind of body who should listen to the voice of the children and definitely there should
be something to punish the researcher who did a mistake with the children...*%”.
Suggestively, there have been no occasions where researchers have been penalized or
held accountable for misconduct in research because, “that will only be possible when
we have some guidelines or national policy or something like that...**”. However, one
participant claimed that if these national policies were put in place, “the research could
be nullified, and they should not allow such research to be published, that should be the
penalty*?”. On the contrary, another contributor stated that, “Ethical guidelines and
considerations are moral bindings, we cannot bind anybody making laws or
punishments. This is their inner quality and how much the researcher is sensitive**”.

All of the participants agreed that training of researchers in ethical
considerations and issues is vital and is provided by their respective NGO prior to the
initiation of research. One contributor claimed that their researchers, “go through a very
depth orientation about using child friendly language and how to do focus groups, how

to work with young people and how to use creative tools so that you get authentic and

“% pidem.
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proper information from children***”. Another approving this statement; “yes, before
going to research during the preparation phase or the expert within the organization, the
experience of the human resource they used to present and they used to talk, they used
to train the researchers*>”.

Researchers also advocated the fact that the ethical institutional review board
could provide universal training for researchers, for example one researcher claimed
that “there should be training if the organization don’t have, without training there will
be no good or qualitative research*®”, and further stated that the CCWB should provide
such workshops for researchers. Another participant claimed, “we are actually
conceiving these kinds of ethical considerations committee we will be advocating for
that so that a plan for us as well, so its already there and we will be working towards
that goal, what we perceive is that if such a high level committee or commission is

made then they can outsource some organisations to do such training*"”

, reinstating the
need for unified training and highlighting the need for a body.

When asked about the influence funding agencies have on their particular
organisations with respect to ethical considerations and whether they enforce to seek
ethical approval one participant claimed that “some organisations do, some
organisations don’t, nothing like approval here, they should provide you with a
guideline, which you follow, and you sign**®”. Some donor agencies provide their own
ethical guidelines which are modified accordingly and, “especially child protection,
code of conduct and to communicate with the children they have their own guidelines
and under this we also have our guidelines**®”. Another participant claimed that donor
agencies, “say follow your own organizations guidelines because situation is different

we have international organizations and in local level there are different circumstances..

so that you follow your one country level guideline or your organization guideline but

4 Interview with Sumnima Tuladhar, Executive Director, Child Workers in Nepal Concerned
Centre, Kathmandu, 11. April 2014.

15 Interview with Raju Ghimire, VVoices of Children, Kathmandu, 21 April 2014.
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you follow their guideline *°”

. Nevertheless, it has been asserted that funding
involvement in considering ethical issues is varying, and dependent on the donor
agency. One contributor stated that some external funding agencies, they, “follow the
timeline and everything, much more than how the conduct is carried out, but there are
some other organisations who are very particular about it and very concerned about
it421”.

It is suggested that Informed Consent has been attained by researchers verbally and
through written consent, “with children sometimes they say yes, sometimes they sign
sometimes they don’t, they don’t need to sign, but when they say yes they come to the
next session, because we do not do it in one session and finish that thing, we have to
build a relationship422”. Additionally one NGO stated that, “most of the time it’s
verbally but some cases can be sensitive for example the sexual abuse case we take the
written consent.*”®”. Another claimed that, “basically in the government level and the
organization level we take verbal consent. In the case of survivor we take the consent
verbally, we tell them our objectives and from this we are doing research***’. Adequate
information has been suggestively provided through constant rapport building and
providing the necessary information to the children through meetings as “the best way is
the researcher to arrange a meeting with them and make a plan about the research to fix
the date, to know their interest**”. Hence, the participant claimed, “we always have to
provide information to the children of the research is about, why are we conducting and
what’s the benefit of it for them and why should they speak about it and why they
should be part of this research*?®”. Furthermore, approved by another contributor that,
“at all times we raise awareness among the children about availability of emergency

support system called the child helpline so if anything happens they can call helpline, if

20 |nterview with Bimala Gyanwali, Chairwoman, Children-Women in Social Service and
Human Rights (CWISH)/ AATWIN, Kathmandu, 20 April, 2014.
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a researcher not behaving well with them they can call the helpline. So we have a
reporting mechanism for the children, so that kind of also monitoring through children

for US.427”

, indicating that children are provided with services to where they can get
information and support. One contributor suggested that when having done a research
with children, they had the space to come back and renegotiate their involvement in the
research. This has been highlighted as, “sometimes for example we take the verbal
consent from the children and we take the video and after 2-3 months or a year the
children come back and say they felt really bad and we used to give them their photo
and video®®®”. Moreover, one participant asserted that children always have the space to
renegotiate consent through their child helplines, which are provided in the consent
procedure*?®. The other participants did not exclusively speak about negotiability but
maintained that services were put in place where children could get feedback and
consultation.

When asked about the selection of the children for research purposes one
participant responded that, “depending on the nature of the research we select the
children**®”. Another contributor maintained that, “ the selection criteria for us is very
process oriented, we organize various activities before we know who our respondents
will be so we interact with them and our field workers build contact and rapport and
only then who are willing to speak to you, who are not very vulnerable, then we will

choose them 3t~

. Furthermore, one participant asserted that, “we go through our
member organizations. They run the rehabilitation center and they provide us with the
connection with the children and in that we say these are our ethical considerations...
432« \When asked about vulnerable children and how they are selected one participant
stated the use of, “mobilizing peer educators who are former street children who can

build rapport and only then we do that so we take a very very long process to get back

21 |bidem.
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to the respondents**”. The NGO’s emphasized the need to look into harms and benefits
and suggested that this depends, “for the target group, you have to know the background
of the target group and what will be their feelings, for example if for the children we are
going to talk about the sexual abuse issue and for that particular issue we have to

prepare’3*»

, and claimed, “its very important because we are working in the advocacy
so we believe the advocacy should be in fact, we work in policy level and policy
changing®®”. Another participant maintained this claim an addressed the issue that, “we
are child protection organisations but I don’t know if an academician, a pure
academician comes and he or she might not have a broader knowledge on child
protection.**®”.

Furthermore, with regards to harms and benefits, its was iterated that, “during
the preparation period we have discussed a lot about this**"”. Building rapport through
peer educators was one measure to reduce harm and maximize benefit, claimed by one
of the three respective NGOs. Nonetheless, the participants stated that services,
prevention programs and crisis management procedures are the measures put in place to
reduce harm and maximize benefit, “for example if you are interviewing a survivor of
rape, [ mean that’s a very sensitive area where you might require a counselor with you,
and talk in a manor that will not re-victimize the child and not passed on its interface so
that child will suffer again,**®”. Subsequently, another NGO contributor confirmed that,
“The children are also brought into communication with the counselors, its an ethical
thing for us and we directly work with children, we run a service center... That’s the
benefit for us as we are not just a research organisations or an advocacy organization,

we run services**®”. Another participant stated that they, “make the crisis management,
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Centre, Kathmandu, 11. April 2014.
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we make our schedule and goal*®”. Furthermore it is claimed that “training, orientation
and counseling and another thing is to analyze the risks, and to minimize these risks, for
example communication, and to select the appropriate researchers, place, environment,

d.*** to minimize harms and maximize risks.

everything should be prepare

The corresponding organisations utilize anonymity as a tool to protect their
participants from harm and maintain privacy and confidentiality. Two of the three
NGO’s claim that “obviously we are not allowed to use names and the real districts

44255

when we site cases, and site their codes™ ™, another contributor reinstated this as, “we

change the name, not keep the caste or sir name***”

and doesn’t provide information as
to in which area the child lives in or belongs to. All the participants pointed out that
choosing a suitable location is vital for interviewing children, They try and provide a
trustful environment for example, “if its in rehabilitation center we have separate rooms
and counseling rooms***”. However with regards to interviewing street children there
are different views where one NGO claimed that, “with the street children, in the street
or on the spot there are also places, some park or some junctions, so definitely first we

ask to them where to sit*®”

, on the contrary another asserted that, “when you are
researching street children you cant just go straight to the street, just pick up some girls
and boys, feed them and interview them, that’s a wrong process, even if it’s a safe hotel,
because for us, we have drop in centers and other programs and network organisations
where the children go to*®”.

The information obtained by the children is suggestively stored in the respective
NGOs where, “there is no access for the outsiders, its only for the researcher and
organisation*”. All the correspondents claimed that information is not accessible to

anyone. One contributor stated that they ... make sure that any research or information
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we bring out do not re-victimize again and do not ostracize children and we present real

views of children**®

and gives the example of a street child who, “said he has stolen a
golden chain and nobody did anything about it then if this information reaches the
police who must be looking for this thief, they will go down to the streets in ratnapark
where they will bug down on them, therefore you really need to be careful how you
relay the message you know, you can say it in a manner that street children are used by
thieves, they are exposed to petty crimes**”.

With regards to compensation, all of the participants have compensated children
in one form or the other, although maintaining that monetary compensation is not the
preferred practice as “they might feel obligated to answer, they can say something
wrong also when they are taking something, in my opinion you have to explain more
about the research, that will be one good way rather than given money and material***,
“and I think if we give something to the children it would be like we are buying
something ! . Nevertheless, tokens of appreciation, snacks, meals, or educational
‘goodies’ are suggestively provided. It is suggested that when needed, travel costs are
provided when children are brought in from various places. Furthermore, one NGO
stated that they provide educational programs to participating children*?. However,
when it comes to income generating children one participant shares the experience that
“especially the children in trainings, who have jobs, they demand something, 498>
Another participant indicated that they, “compensated the women working in the
entertainment sector. They told us if we take their time, they have no leave from the
restaurants, as this is their working time. In this case we compensate them, mostly
monetarily, other times we did not compensate money,**”. Hence, two correspondents

claimed that in particular interviews when the research involved income-generating
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children, then the children were compensated. One participant indicated that, “The
compensation should be thought in a longer term maybe so that the child really benefits

4555,

in the future in a longer run...””, and, “If you have money and you are doing a big

research with huge amounts of money then there should be an intervention where more

children will benefit from such a support.*®”

, rather than compensating individual
children monetarily. Hence, here it was suggested that benefits should be like health
benefits that should be directed towards the system and children as whole, and not
specifically to the correspondents.

Participation of children in research has been through a number of mediums and
ways, one Interviewee highlights the use of focus group discussions while another
points out about how ‘“some children liked to participate in the documentary, doing
some paintings or other things, and later it empowered, they thought | participated in
this documentary now | have to read otherwise | want to make a good picture and tell

my family ">

. The contributing stakeholders claimed that participatory research
methods are used to involve the children in the research but this depends on the nature
of the study. Furthermore, “there are very few where children are the team of
research**®”. However, two of the three respective NGOs consult with survivors and
peer educators, involving previously involved children in the research process.
Nevertheless, Participation is mainly considered in terms of consultation with the
children, where their views are incorporated into the research process but are less likely
to be involved in the interpretation of the results and the fieldwork itself. Hence, one
NGO suggested, “for example if we are researching in the street we make a plan to meet
the children who are in the street, like this we used to make the plan with them, but in

4595,

the data interpretation we do not™>”, another contributor asserted that, “in our training

the researchers are the survivors, so they say this is not good, this is and all, and we
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46055

revise our questions™”, and that, “we make the questionnaire or development things

and tell them this is prepared, this is right and wrong, and ask if they have any
suggestions or feedback and if they want to add something?*®*.”

It has been asserted that challenges exist throughout the research process. One
NGO claimed that harms can occur at any time, and especially in the field, when the
researcher is taking interviews and respective measures and counseling is not around
claiming that “...One time one of our researchers went to interview a trafficked girl and
talking all the things and when she said the stories and she got re-traumatized and she
fainted and the researcher took her to the hospital and these things, sometimes these
kinds of problems happen®?”. Another participant pointed out that when confronted
with ethical dilemmas in the past, “they consulted with the senior and as for the
guardians and seniors | managed the research®®®”. Furthermore, it was suggested that
even when research results provided enough evidence of children’s exploitation, and
were specified to the authorities, the authorities did not do anything due to ‘lack of
evidence’, and contributors stated their concern of flawed researches that have come to
their attention. One participant stated his concern on false information that was about to
be distributed which identified parents allegedly selling their children to the
entertainment sector i.e. into dance bars and sources of trafficking and sexual
exploitation. This report claimed that all parents do this purposefully and did not
provide any evidence whatsoever*®*. Another researcher pointed out that research was
conducted on street children and HIV prevalence. Here, an organisation or a researcher
took blood samples from children in order to get the test results but did not disclose this

information to the children®®,

%0 Interview with Bimala Gyanwali, Chairwoman, Children-Women in Social Service and
Human Rights (CWISH)/ AATWIN, Kathmandu, 20 April, 2014.

L Ibidem.

2 Interview with Bimala Gyanwali, Chairwoman, Children-Women in Social Service and
Human Rights (CWISH)/ AATWIN, Kathmandu, 20 April, 2014.

*%3 Interview with Raju Ghimire, Voices of Children, Kathmandu, 21 April 2014
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3.1.2 International Non-governmental Organisations

An international non-governmental organisation (INGO) is an international
private organizations that pursue activities to relieve suffering, promote the interests of
the poor and marginalized, protect the environment, provide basic social services, or
undertake community development. The INGO’s that were interviewed are dedicated in
child rights and are known to engage in multiple projects and researches on children.
Therefore their contribution in the development of ethical research and their experiences
are vital to the understanding of research practices in Nepal.

The international non-governmental organisations interviewed are suggestively
following ethical guidelines created in international context of their respective
organisations that may, or may not be contextualized and modified with regards to the
Nepalese context. When questioned about ethical guidelines and child protection
policies one correspondent states that they have their own policy which needs to be
signed by everyone in the organization constituting 9 standards that need to be followed
during research®®. This participant stated that their child protection policy needs to be
signed by anyone involved in the research process which is a universal policy created
by the international office which is applicable to all country offices. Furthermore, the
policy needs to be signed by anyone included in the research process, and not following
the guideline constitutes that, “you will be fired immediately, zero tolerance *’.
Another participant pointed out that their research involving children started recently,
and since then they have been focusing on “following article 12 of the CRC and top

4 .
68”, which have been

ethical considerations when involving research with children
developed by UNICEF, but suggestively they do not have a separate guidelines. This
policy needs to be signed by everyone who is taking part in the research e.g.
“individuals or community people have to sign first in our child protection policies and
only then they can engage in our activities*®®”. This child protection policy in place has

been “modified in the context of Nepal, so there is an international global child

6 Interview with Dilli Gurugain, Senior Advocacy, Child Rights Governance and Child
Protection Specialist, Save the Children, Kathmandu, 23 May 2014.
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protection policy and then we contextualize in Nepal context, so the policy does not
contain anything about the research, the policy talked about the behavior of how to
behave with the children.*’%”. It has been suggested that if following regulations and
rules that, “it definitely helps both the children and the researcher. So if the researcher
does not have such policies or ethical things then maybe the child can be abused.*’*”,
however, one contributing INGO claimed that although it should be one of the things
that are mandatory and allows children to have a choice in what affects them, “It may
not directly contribute for the empowerment, but indirectly it does contribute for their
empowerment. That encourages them to speak out, so if you can really create that kind
of environment then they feel comfortable and empowered also, that’s why I think it’s
not really a tool for empowerment but its contributing factor for empowerment. It is one
of the essential aspects of empowerment I think*%”.

The contributors suggested that they have taken ethical approval only when
research is health related as “that’s a bit tricky in Nepal, there are not, there’s an
institutional called the national health research council, and if our study or research is
related somehow to health, then we go to that council and get approval, but for other
cases we don’t have such a body yet. *’*”. Furthermore, another INGO claimed that only
recently they had to take approval from the NHRC on a research which was on gender
based violence, and stated that, “Before... we didn’t get something like that as we
didn’t know and when we checked also they said it is only related to health so if you
have to take the blood sample or something like that then you have to get the
approval®*’*. However, then addressing the issue that, « ... this is important but it takes
such a long time to get ethical approval from the review board.*”>”. Furthermore, this

only constituted approval and no monitoring as, “they just give some feedback to our

70 Ipidem.

! Ibidem.
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proposals*’®”. Nonetheless, this is when research is conducted on issues that are related
to health; hence, when conducting research on social issues, there is no body that

ATT

evaluates research proposals nationally™ . Another contributor agreed and highlighted

the need for it to be an obligatory ethical board who would evaluate all the processes of
research®’®,

One of the participants identified that they are not sure who can take such a
responsibility to, “monitor those kind of things, there is a lacking of monitoring, so
many researchers are coming to Nepal and they are doing research with children and
nobody knows who are coming and who are doing anything with the children*’”.
Nevertheless, all partakers highlighted the importance of holding researchers and
organisations accountable but one asserted that its, “tricky because it’s the fail of the
government not to have such a body which regulates all these things, so when there is

48055

no such body to regulate things, then you cant blame the organisations,”™”” and holding

organisations and individuals accountable can only be “in the context if there is an

4815,

ethical guideline™"”, and, “Without informing the people and without having any policy

there will be no basis to do that***.

When asked about who should be responsible to create such a body and
guideline one participant stated that, “our ministry should be responsible, and maybe the
CCWB and the organisations who are working on children issues, the lacking part is
that we do not have a national guideline*®*”. Accordingly, one participant stated that
“we have a new leadership in the central child welfare board and we have been talking

to them and we have really been trying to promote that, the central child welfare board

might be the body which can be developed as an institution that regulates all the

78 Ipidem.
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research that’s happening, also not only ethical considerations but also not to duplicate
research and research topics as so many organisations working in Nepal ** .
Furthermore, “there is a realization that we need to develop such kind of things. The
CCWB is considering that.**>”. Nevertheless, the participant addressed the issue that
“I’'m not sure if the CCWB, as the mandate they are responsible for reviewing policy
and coordinating and monitoring those things are in their responsibilities but as we see
the CCWB right now, they don’t have enough human resource who can really work and
function to review these...*®®”. The argument stated by one of the correspondents was
that the composition of the ethical review board should not solely lie in the hands of one
organization, and it should comprised of academics, child rights experts and key-
stakeholders, including the CCWB “*" . Henceforth, “As CCWB is related to
coordinating and monitoring child rights they can be one of the member of the board but
I don’t know whether, I mean its difficult to say if CCWB can be itself a board or
not.*%”.

All of the corresponding organisations provide training in one form or another to
their research staff through orientation and workshops. One INGO stated that, “we
don’t have separate researcher but from the communities we take the volunteers above
18 years and we train them about all the things we have such kind of guidelines*®®”.
However, it is suggested that there should be a body, “to train, to capacity build people
who are actually going to do things, so without you know, building the capacity, we
cannot expect everyone to have the same level of knowledge or same type of behavior,
so there has to be body who capacity builds people*®®”. Further it is asserted that, “there

should be a committee or responsible people in the organisations who should monitor or

*® Interview with Dilli Gurugain, Senior Advocacy, Child Rights Governance and Child
Protection Specialist, Save the Children, Kathmandu, 23 May 2014.

*® Interview with Madhuwanti Tuladhar, General Child Rights Coordinator, Plan International,
Kathmandu, 13 May 2014.

8 Ipidem.

*7 Interview with Madhuwanti Tuladhar, General Child Rights Coordinator, Plan International,
Kathmandu, 13 May 2014.

% Ibidem.

*® Interview with Krishna Giri, DME Specialist, World Vision, Kathmandu, 10 April 2014.

0 Interview with Dilli Gurugain, Senior Advocacy, Child Rights Governance and Child
Protection Specialist, Save the Children, Kathmandu, 23 May 2014.

79



they have to visit in the field yes, there should be*'”. Another INGO interviewee
agreed and stated that, “I think that would be really good if we had some type of
organization which would provide training and ensure that these kind of ethical
considerations are in ensured by all the researches while working with the children®®%.
The INGOS interviewed claimed that parental consent is taken prior to taking
consent from the children, through the use of consent forms and having parents and
children consent in writing through signatures or thumb prints as well as verbally.
Children and parents are first provided with information about the research “So that
information is already there, so we generally try and inform children 7 days in advance
unless its very difficult to do so, and provide them with enough time to decide whether
they want to participate, so the invitation would say you are invited for this particular

issue, this will be discussed and this is what we expect from you***”

, and “anytime they
can leave our survey, anytime they don’t want to answer questions or something is
boring them they can quit the survey and go, so all the things we have to discuss with

the children this we train the enumerators***”

, suggesting there is space for negotiability
of consent.

The contributors approved that considering harms and benefits is vital in the
research and measures should be in place for the protection of children. For their
researches children are selected in various ways, dependent on the nature of the study.
One participant pointed out the principle of inclusivity, that different groups of children
should have a voice in the research®®. Another indicated the use of random sampling,

49 and the latter stated “to make sure and ensure the

based on the objectives of the study
gender balance, we make sure that the girls and boys are equally included and their
voices are captured at the same time we focus on the most marginalized and children

with disabilities and so the children who are most vulnerable we try to ensure in the

1 Interview with Krishna Giri, DME Specialist, World Vision, Kathmandu, 10 April 2014.

2 Interview with Dilli Gurugain, Senior Advocacy, Child Rights Governance and Child
Protection Specialist, Save the Children, Kathmandu, 23 May 2014.
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consultation that they are included in the research work but at the same time if it’s a
child labour related project we will definitely be focusing on the children who are
working*"”. Also, its pointed out, that when vulnerable children are involved one
participant claimed, “we have different sort of structures in the community level in
which we work, one for example is in work in child protection is village child
protection committee, and that committee has access to all the wards in VDCs so we
will know the situation of the children in general, and they will reach out to children in
other cases*®®”. Thus, harms and benefits are considered dependent on the research and
the group of children interviewed. To minimize harms and maximize benefits, the
participants suggested that when sensitive topics were researched they incorporated the
inclusion of experienced researchers, counselors and a co-facilitator who can
immediately deal with that child, the use of risk assessments and mitigation measures,
hence claiming, “so we try and analyze all the risks that might be involved in a
particular case*®®”.

Privacy and confidentiality has been suggestively maintained through anonymity
and described in the consent procedure as, “when we talk to the children we tell them
there’s no need to write your name, and even when we analyse the data we have to
share with them also so there’s no mandatory in writing the name and our findings will
be not be on individual level®®”. Furthermore, another articulated that, “one of the
things we also make sure with the children is that whatever the information they have
shared will be confidential and will not be, their names will not be mentioned for
example who has said what, and that its anonymous, those kind of things we also
mention to the children, so children understand how this information will be used>"*”.

One participant stated that with regards to privacy and confidentiality, “its
generally better to have 2 adults rather than one adult, and to interview a child which is

visible but it shouldn’t be that you interview a child in a locked room or whatever, the

7 Interview with Dilli Gurugain, Senior Advocacy, Child Rights Governance and Child
Protection Specialist, Save the Children, Kathmandu, 23 May 2014.
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place should still be visible so it should be that people can hear what the child is saying,
it should be in an open place, still confidentiality can be maintained but this all depends
and varies from case to case®”. Another contributor didn’t specifically point out the 2
adults principle but asserted that, “We are either conducting in the schools or in the
homes but not in the ground or the outside, in separate places nearby the house because
sometimes friends and parents may disturb the children but tis very difficult maintain all

the things in the community®®>

, Where the, “the atmosphere should be quiet and
nobody should disturb there®®*”. It was suggested that data is stored in the respective
organization and is not accessible for any outsiders in all the corresponding
organisations. With regards to dissemination of findings, one correspondent stated that
they disseminate their findings through a Committee dissemination plan including
selected stakeholders, “so sometimes parents groups, and children groups but not all
children who are involved in the survey®®™”, thereafter, the participants in the research
decide and validate the findings.

With regards to protection of stigmatization due to dissemination of findings, “if
children are interviewed for a particular study, then children will know how that study
will unfold in the future and when this report should be produced, and how the report
will be disseminated, and one standard of child participation is this feedback >%.
Stigmatization and protection of wvulnerable children was questioned and one
participants stated that “in many cases when its not very sensitive children say that it
can go there you can sight my name, it should not be anonymous, in other cases it has to
be anonymous for example if it is an issue which is associated with some kind of stigma
or some type of discrimination...*"”. All of the correspondents claimed that it’s
necessary to evaluate the harm that could occur through stigmatization and pointed at

diverse techniques with regards to protection of identities.

*%2 Interview with Dilli Gurugain, Senior Advocacy, Child Rights Governance and Child

Protection Specialist, Save the Children, Kathmandu, 23 May 2014.
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All Interviewees claimed to compensate children with tokens of appreciation
and, “sometimes they are provided with snack or meals as required but monetarily we
don’t because we think that that’s not going to set a good practice®*®”. Furthermore, it
was iterated by another participant that, “I’m not sure about compensation but in ethics,
I studied the ethics, and we didn’t provide any compensation like money or something
like that but we provide them with some lunch, some snacks, tea... sometimes we also
provide them with colour pencils if they are involved in the writing or drawings so they
have to have some pencils and we do not take them back®®>. All contributors claimed
that monetary compensation does not set a good practice and that, “In Nepal the
development field has suffered from this, if you see some, in several cases if you don’t
provide the money, people don’t participate, and I don’t think that’s a good idea, if that
particular issue is of interest to you then you should participate, if you have time, but if
that issue is not important to you, then you shouldn’t participate, its not money related
thing®®”. Furthermore, this was reclaimed by another participant as, “yes, it becomes a
kind of a business and we don’t feel comfortable, but if you have to bring the children
from a far distance or some point those transportation costs and if we are bringing
children then definitely we do accompany children and may provide the travel costs if
its required. Otherwise we don’t compensate™”.

The respective participants promulgate the importance of inclusion of children
in research processes but have different opinions as to their current effectiveness.
Participation is currently both “child lead and child informed so research programming
and when its child lead they are leading on their own>*?”. One contributor claimed that,
“in the evaluation time we train children, the child club children themselves conduct the
FGD with the parents or with other stakeholders®**”. On the contrary another participant
stated that research although there is a move towards more participatory methods it is

“mostly its research on children to be honest, we tried to that together and in the team
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we tried to include the children in the research but somehow it is not, it did not do too
well**«. When asked about participatory methods and whether consequently children
are empowered one contributing INGO asserted, “definitely, because when major cause
of conflict in Nepal was lack of inclusion, people were excluded from several, from
accessing resources, from accessing whatever services and inclusion is obviously a
must™™>”. One partaker gave an example how participatory methods can be helpful by
giving an example of how children suggested that the results were flawed because of
sampling. This participant stated that one should always be in dialogue with the
children, as they have proactive suggestions>®. However, It was suggested that
inclusive participatory methods, “will always be costly, always consume a lot of time
because you need to give extra effort to make things inclusive and participatory but the
good thing is that there will be very good ownership of the contents of the findings and
the recommendations on the side of children and on the side of whoever is involved so

it’s a trade off between ownership vs. costs and time>!"”

. Furthermore, another
contributor stated their difficulties with participatory methods as they, “tried but in
terms of time it’s a demanding time for the children to involve them in the whole
process and partly the researcher how far they are comfortable experience of working
together with the children, that’s another challenge and so we tried, they participated but
we were not that successful®®”,

Diverse challenges were explicated by the participants in international
organisations. One participant pointed out how privacy can be compromised when
taking interviews in the child’s home. Hence, here the researcher was taking a reading
skills test and the parents came into the room and punished the child, “like the village

people don’t have separate rooms meaning father, mother, sister, brother were sitting
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one room and if we take the children far away other people are looking®®”. Another
challenge identified is the medias influence, and that, “the government should be
regulating the private sector, regulating the private sector so the private sector respects
the rights of children, that’s the role of the government, but probably our government
has not been able to focus on that particular issue because there are so many different
issues at the moment and the state is in a transitional phase ...22% One INGO asserted
that, “The main problem what I find is that we do the consultation with the children and
all those things but after all even the researchers will not bring the different perspectives

of the children than the adult...’?'”

, pointing out that even after the research has been
conducted and information has been taken, it is primarily left to the researcher to
interpret the findings and make decisions on behalf of the children and indicating that
some organisations and institutions that do research on children do not ensure the child

rights at the same time®%%,

3.1.3 Academia

For the purpose of this research two universities were interviewed to
comprehend their understandings of ethical practices and ethical consideration when
researching with children. In the following institutions, research was conducted by
individual students, as well as the research teams in the university. It has been suggested
that there is no formal code of conduct or specific child protection policy but when
conducting research students formulate their own guidelines and ethical consideration
dependent on their specific topic when submitting proposals. Hence, “they have to
think about the ethical issues that we have to be careful, they also mention themselves
some sort of ethical issues and we also ask them to see different policies or different
guidelines, different rules and regulations, different laws that have been developed in

our contexts by different institutions®**”. Furthermore, “if our students are working on

> Interview with Krishna Giri, DME Specialist, World Vision, Kathmandu, 10 April 2014.
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those sensitive areas, we ask them to seek the different acts which are formulated by the
government®*”,

When questioned about whether there is a need for a policy or guideline
nationally one partaker asserted, “I don’t think so because in research issues that mostly
the ethical guidelines in the core academic fields not only policy sector, if it was created
in the policy sector it would be more useful and benefit for that purpose but what we
think is that academically, while we are doing research, the academic scholars or the
students, they should themselves be aware about the ethical issues.>*®”. Nevertheless,
although claiming that students themselves need to be aware of ethical consideration it
is promulgated that, “if the state or the government develops such kind of ethical
guidelines it would also be more helpful for the students, because they have to check
themselves what different ethical issues have been developed by the state or the
government and what we are learning in our course books, and how do they match®?®”,

It is asserted that in academic institutions, the student researchers, “don’t go to
an ethical review board because we do not have it but what we do is they take approval
from our institution®?””. Furthermore, it was identified that although there is the NHRC,
“the health research council has its own ethical board and I think its not allowed to ask,
it works only works for the health research council within that one, neither it supports or
interferes with research in other areas, no other researcher or institution go there to take
permission from that ethical board®?®”. Furthermore, another university academician
indicated that recently approval was taken from the ministry of women and children’s
social welfare through an acceptance letter. Suggestively, only approval is given,
monitoring of research in practice is not done, and students are left to be independent

researchers®.

>24 Interview with Rajat Bastola, MA, Kadambari College, Kathmandu, 25 May 2014,

>% Interview with Tika Gautam, Professor of sociology and Anthropology, Tribhuvan
University, Kathmandu, 11 May 2014.

52 |bidem.

> Ibidem.

528 |bidem.

2 Interview with Tika Gautam, Professor of sociology and Anthropology, Tribhuvan
University, Kathmandu, 11 May 2014.

86



When asked whether there is a need of an institutional review board one
participant identified that, “in the discussion on national level workshop, participants
including us have raised the issues, and the ethical issues, so if the government has
formed the ethical board and the different proposals are reviewed by that ethical board,
then they can do their research based on those rules and regulations and conditions that
have been given by that ethical board, and also provides the guidelines, supports in
different ways and also suggests to do or not to do the research in that particular
area>*”. Furthermore, one contributor claimed that it is required, as in research, «...the
basic objective is for some kind of intervention but some researches are just
highlighting the issue and just doing it, so there should be a body to see whether to
implement things or not, and this would monitor every part of research®'”. When asked
about who could actually take such a position in Nepal one partaker stated, “I think the
central child welfare board could be board, could be one body because it’s another
ministry and could look after what is going on>*?”. On the contrary, it was asserted that
the composition of such a body should be, “... a miscellaneous one, I think non of the
single unit, because ethical issues are related to top to bottom level, that may be
institutional to the individual... so there must be a combination of different people from
different institutions and organisations, so that board may not be from a single
institution | think because ethical issues are very serious and sometimes they are related
to local people, sometimes institution, somewhat the state, so it must be a combination
of different experts®**”. When asked about accountability and penalization of ethically
wrong researches involving children one interviewee maintained, “that should not be,
penalization is maybe in the case of when the rules and regulations are effective in the

country 3>

, on the contrary another contributor asserted, “they should be held
accountable, most organisations have now the ethical values but in practice who is there

is monitor’®”, but agreeing that this is only possible when regulations are set.
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With regards to training both contributors claimed that they provide training
sessions and orientation classes, which teach the students or researchers in an
orientation class how to conduct research in the beginning of their respective studies or
orientation. However, it is identified that only one of the initial days, ethical issues are
discussed on how to be ethical in secondary as well as primary data collection®*. It is
proposed that although there are significant differences between academic and non
academic research, “the ethical guidelines that has to be followed in non academic
research should also be the same one in the academic field, so both researchers in the
non academic and academic field should be aware of all kinds of ethical issues because

they are equally important for stakeholders and civil society®*’”

. Moreover, this
participant suggests that training of researchers can be provided in the academic field.
When one interviewee was asked about whether the institutional review board could be
a training facility or look over training of researchers it was claimed that, “CCWB can
be the one but it has many functions so we can have another separate body to only look
after the research so that we can ensure the quality, but I’'m not sure about CCWB
because they cant do so many things, so if they have a special body or special branch
only to do monitor the research, then it would be good™®”.

Both participants maintained that consent cannot be obtained in written form,
“it’s verbal, because many of the children they do not know how to write or read and
similar things so they take permission verbally®*®”. Additionally, “First we took it from
the parents but when we were in the field we found difficulties, we found that it’s not
possible to take it from the children who are below 10 years old because they cant
understand®*®”. Moreover, “there are many issues and different factors that the students
or researcher should take into account like if you work in hotel child labour you have to
take permission from both, the master of the hotel and also the children, if there are also

parents they have to take permission from the parents, so they have to ask those things
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with the children or not because sometimes they information that has been taken from
the child may harm their life again if its known by the master or sometimes it may harm
to the parents of the child...>**”. Furthermore, one contributor stated that especially
when conducting interviews with children under the age of 10, they faced problems.
However, when this occurred parental consent was obtained and, “it was written, we
explained about the research and the objectives and how we are doing and why we are
doing this, and after that they agreed and then we made them sign and if they were
skeptic and want to leave in between we let them>*”. Suggestively, the parents and
children received information as to the objectives, and reasons for their participation.
With regards to this, one participant highlighted, “you need to be prepared about what
language you are taking, how you phrase the sentence and how, if you have adults you
can say, this is the consent form and this will be confidential. But in the case of children
it may be different ethics, so I think it’s a very challenging job to tell students that we
are following some guidelines>**”.

One contributor highlighted the importance of considering harms and benefits,
but claimed that, “I think it is in policy research but we are working on academic
research. Our research is pure research and it is not possible to do this kind of
comparison, cost benefit like of things, if it’s a policy kind of research I think its
necessary and also it should be done.>**”. On the contrary, another academic researcher
addressed the issue of harms occurring anytime of the research, and that the researchers,
“most of the time they are not prepared, in paper we have been talking about this ethical
issues, in paper we know it, but in practice its very difficult, sometimes we force again
and try to rephrase the sentence and questions again and again to get the answers and in
some cases [’ve also seen the practice like calling for some kind of training and all and
giving them good things to eat and taking information®*”. It was recommended that,
harms and benefits should be considered by the students and research teams. However,
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the participants did not adequately state what measures would be in place to counter
forms of harm.

One of the respondents claimed that they try to keep a safe environment when
research involves children as, “...we try to take it in the safe environment but it also
depends on the time you take it,546”, but doesn’t further iterate where these interviews
are taken. With regards to storage and access of data one participant stated that, “we
usually store in our locker, we don’t have a special storage but we try to keep it as
confidential as possible®*’”. Furthermore, “we limit them to collect the information
which is only useful for their dissertation so they collect information which is necessary
for a dissertation... they write in the dissertation and thesis and they provide to the
department and university which is made public®*”.

Disseminating the findings one of the participants identified that, “till now its
only to get the degree, the dissemination is only in the department and if the dissertation
is very beautiful or it is very high quality dissertation we refer it to an institution who
asks for high quality research and sometimes we also disseminate to the foreign
university for the scholarship®*®”. On the contrary, another participant claimed they
disseminate their findings, “to all the organisations we disseminate and other to parents
and children, and we also acknowledge the children as respondents, but if we have used
children to get other children or we have involved in one way or other the children, then
its very necessary to acknowledge them in the research®™%”.

With regards to compensation, one contributor stated that participants in
researches are not provided with any form of compensation and that, “monetary
compensation on behalf of the organization is ok, if they have some grants and can help
the children its ok. But only for the sake of getting information is not>>”. The other
academic contributor claimed that the researchers or students may have compensated in

one way or another, but minimally as, “they are self funded, so that compensation or
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support may be very minimal, maybe meal, some breakfast, maybe some piece of
clothes, maybe primary health care, medicines, that sort of things they give, they do not
provide these things thinking that its compensation for their time®>, further claiming
that children, “might have feelings, they might be happy to talk about problematic
things or feelings so our students may not give this kind of compensation but based on
their sharing’s they support553”.

Both academic institutions maintained that the research on children was less
participatory, and they are only involved in participating in the data collection as one
participant emphasized, “if children are involved in the research process they will not be
able to help in every aspect but if we take their consent or take their views and if we

involve them when they are big enough like volunteers >>*”

. Hence, although
information was distributed to the children and people concerned, participation was
considered minimal in their researches.

One challenge recognized by a participant was how ethical guidelines can make
research more ethical. The participant pointed out that, “from the ethical point of view
what | think is whether the children are actually interviewed from a humanitarian
perspective because ethical guidelines that does not tell about it, whether if we do
research on child is good or bad, or to some extent it is good and to what extent it is
bad, there is no any criteria and boundaries of identifying what’s good and bad area of
doing research but whatever they do I think it’s a good point of view is that it shows the
realistic scenario of the child living in our society and also it is the structure of
Society555”. Another participant pointed out that, “most of the cases I have already told,
voluntary participation and informed consent is easy to say but how we put that in the

case of children, that’s very difficult and other thing is like the questionnaire may

sometimes hurt them and we don’t know, because when we do research we have read
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some literature so we have expectations of getting this but if they want to answer or not

is something we need to be aware about>>®”.

3.1.4 Research Institutes
A research institute is an establishment endowed for doing research. Research
institutes may specialize in basic research or may be oriented to applied research.
Although the term often implies natural science research and health related researches,
there are also many research institutes in the social sciences as well. For this research,
two research institutions were contacted and interviewed, furthermore it is important to
note that although research institutes are mostly independent in nature, they are often ad
hoc organisations to universities and may fall under the auspices of them respectively.
No specific child protection policy or code of conduct but one of the participants
claimed to, “follow all the ethical guidelines because in our past we have had
experience of working in the field®™"”. Another key-stakeholder claimed that, “I don’t
know if there is anything, academically in our projects we say we take care of the
ethical, we have ethical considerations and we take all the important finds but legally |
don’t know, we don’t go by the legal system that way but the universities have its own
system.>®”. Both interviewees suggested that following ethical guidelines can safeguard
the children and their rights, nevertheless, “taking children as a subject is a different
thing and involving children in the research is a different thing, so we try to really
involve the children, its not just asking them, involving them in discussions, in
drawings, that way we are not only taking the kids only as a subject as a part of the
research, so that’s how we usually try to do™>. It was identified that the NHRC is the
ethical review board that is responsible for approval but that it is primarily health
related, “and in other cases the ethical committee of the funding organization, they pass
it, like they have their own committees depending on which organization is funding our
study, they have their own committees and they pass it.>®°”. On the contrary one

participant stated, “No, actually the university has to do that...we do not need to go
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anywhere for approval, but again when it comes to collaborative research with other
international organisations, so at that time we need to look at what are the ethical
considerations®"”.

When asked whether there is a need for an ethical review board designed for
research involving children on participant stated, “yes definitely, that’s we have
thinking, that there is besides the NHRC. The NHRC primarily do the health thing but
of course they say that any kind of research involving human subjects should be passed

and all but yes for all the special reasons for a child*®>”

, and another specified, “so far I
don’t think there is anyone, only some child rights activists they may be talking about
that, but there is no institutional body to look after those things, that’s what I'm really

concerned about °%3”

. Responsibility of taking such a position was considered as,
“maybe NHRC also should look at that part, research council... maybe all those
organisations working on child rights, prevention and all those things they should come
up with something like in the research field also they should come up with this idea
forming a national body, so whoever does research with children®®*”. When asked about
who should be responsible of establishing such a body and policy it was claimed that,
the, “government needs to develop some policies and programs ... the government
should have a policy and also a program to check that, but at the same time the
organisations, NGO’s, the private sector or even the civil society needs to form such an
organisation who can take care of such issues.>®®”. Suggestively, this body needs to be
effective as, “we have limited time and we have to finish the project in such limited
time and if that board is going to take a long time to approve our research proposal,
that’s going to create lots of problems so in that way it should be prompt, it should be
like giving guidance, like a mother figure thing, that would be good and really
helpful®®®”.

When asked about accountability and possible penalization of researches one

participant specified that penalization should be done in both, “organizational research
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or institutional research, not only the individual researcher but also the organisation
should be penalized for the wrong doing®"”. On the contrary, one participant claimed
that, “I can’t say...they are wrong. But I believe that all the organisations and research
organizations, they share that they are ethically bound to follow these things, but I don’t
know, | cant say about other organisations but as a research institute we have certain
ethical guidelines that we follow, I think all the organisations do it but penalization, I

don’t know %%

, also iterating that a body is needed and this is lacking as no one can be
held accountable for misconduct and everyone follows their own agenda.

One of the research institutes stated that they get funded by both international as
well as donor agencies which approve the researches in their own country and if related
to health of the child, approve the research by the NHRC and claimed that, “once we
had research done among children who were violence affected and there we had an
ethical committee in-between us, some distinguished people who were in the committee
and they reviewed the papers and questionnaires®*®’. They claimed that the influence of
funding agencies is entirely up to the respective donors and, “it depends, like some of
them want to be involved in each and every step of the way, as we move on they want
to be informed about it and want to be told they want to be part of the decision making
and everything while others, there are also other clients who once assign the project or
assignment, that’s then entirely our responsibility>’®”. On the contrary, one partaker
suggested that, “so far as I said I have been working with international organisations for
more than ten years and basically they don’t interfere at all, sometimes we do national
case studies, its international but I was involved in so many national, and we get
international kind of template, for conducting the research that>*”.

One of the participants maintained that all organisations provide training to their
enumerators and researchers as, “no study can be taken without training, without
training the research members, they have to know they are going to the field, why they

are going to collect data, what are the risks of the study, who are the study populations,
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they have to know it, so training is provided by all the research organizations as far as |
know, its necessary, and yes informed consent and ethical things should be, it should be

part of the training. °"* ”.

Furthermore, when asked about training on ethical
consideration one addressed the issue and stated, “so actually you know, I don’t think
you can have a special training just on the ethical considerations, but the ethical should
be part of every research®”®”.

Both institutes claim that consent is taken in one way or the other. One
addressed consent as, ““its verbal as well as written, we make them understand tis not
very easy dealing with the children, you feel like they have understood everything when
they do not have, actually they haven’t understood anything®”*”. Further reinstating that,
“you get the consent of the parents, you talk to the guardian and you talk to the child
and you get that information®"”. Although both participants claimed that informed
consent is necessary to maintain ethical standards it is not further iterated as to how and
when exactly parental consent is obtained. One participant shortly highlighted obtaining
parental consent or consent of the guardian while the other does not address parental
consent at all. Furthermore, whether consent is renegotiable for participants is not
addressed by both participants. Adequate Information has been addressed as the
following by one institute, “we make it a point that they understand what, why we are
talking to them, why they are there and why they have been selected, what is the

procedure and what we expect from them®’®”

, and, “we do interact with the kids but we
also make them understand why we are there and why we are discussing with them
about the certain topics® '”. One institute pointed out that when studying vulnerable
populations for example children and families affected by HIV/AIDS, that not all
information is disclosed due to stigmatization in the community®’.

One participant indicated that harms and benefits are dependent on nature and

objective of the study. Thus, “if we are going on a study which wants to know of the
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condition of the HIV affected children, then we go to the families that are affected, if
you want to know about the displaced children we do our sampling in such a way that
displaced children are included®’®”, Another research institute claimed that they use
stratified and random sampling and harms and benefits are considered in the initial
phase in the process of “designing the research methodology.”®®”. The measures in place
to minimize harm were identified as training of researchers prior to investigation,
protection of identities through anonymity, and a referral system when children are
identified as vulnerable. Both participants identified that when vulnerable children are
interviewed, and there is a form of distress, researchers provide referral services and
counseling to the participants.

With regards to confidentiality, one of the participants specified that, “we don’t
take the names... and no information shared with anyoneSgl”. However, “sometimes its
very difficult because your research ethics does not tell you to maintain the privacy at
any cost, but it happens that working in such vulnerable population, it happens such that
it becomes important to give some counseling®®”. When asked about confidentiality
and anonymity of participants another stated, “usually yes, we go through a large
number of kids and sometimes we look at the figures we don’t identify the individual
kids, they are merged into a certain number and then we are basically going with the
percentage®®”.

Both partakers claimed that issues arise with regards to the setting of the
interview as, “sometimes its very difficult to talk to the child in a very private setting
also because the mother, the father, the uncle, the friends, they want to be part of it so in
that cases we have to meet the child once, twice, thrice, to get the information®®*”.
When asked whether they speak to the child privately one participant stated that,

58555

“sometimes it happens, practically, they just don’t want to leave the child with us,™”.

Furthermore, another interview shared an experience where, “the parents slapped the
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kid, a 4 year old child just for not being able to answer my question. So you know it
was really painful for me to see that because for my reason this kid got slapped, and it
was not his mistake at all, you know it doesn’t mean whatever question I ask the kid
needs to have an answer so that kind of thing happens®®®”. This is further maintained as,
“sometimes we say, a guardian or parent has to be there, but we cannot be sure that that
particular parent or guardian is child friendly, that the child trusts that particular parent
or guardian®®””. Both interviewees claimed that data was safely stored and inaccessible
for outsiders, the procedure followed was that, “the data collectors give the information
to the supervisor, the supervisor is responsible to keep it with him or her, he or she has
access to the information and from there it is transported to our office where every,
secrecy and privacy is maintained in all the steps, they stored with password protected

5885,

computers™"”, this was agreed by the other research institute claiming; “so they are all

stored in our computers and we do have backups if something goes wrong then we have
some problem and its all stored in the computer®®”.

One contributor indicated that there’s a gap between theory and practice in
ethical consideration, as when researchers are involved in remote areas, “you are a
stranger, you are a new person coming from a city, you attract that and get the attention
so when you talk to the child obviously, the other child or the other community people
start asking questions...”®®”. Furthermore, researchers are instructed that, “if you feel
that there are any kinds of risks and harm that you’re talking might cause to the child
then don’t talk, so better having one less respondent in our research than putting them
into a vulnerable situation or into harm, so all our researchers are given instructions,
strict instructions.>®'”. Moreover, the health related institute claimed that dissemination

of the findings is not done so stigma is not inherent, especially on the individual level®*
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where as the other pointed out that children were actively involved in the outcomes and
evaluation of the outcomes, giving an example of a school based research>*,

With regards to compensation, one interviewee explained that, "we make it a
point that we tell all the children that yes, you are talking to us and giving us
information that is very important, which will go on in the long run to help children,
like you tell all those things but we don’t allow giving any compensation594” and, “The
information you provide us are going to be vital in making such programs perhaps or
for policy makers, but we are not doing anything for you directly, that we do every
time.>*>”. However, further this participant stated that when numerous interviews are
conducted with the same people and children they, “might just give a little bit of a small
gift.>*®. Another partaker stated that as the research is taking place they, “provide some
snacks, something, for the kids to enjoy, the other is we distribute pens and pencils,
papers...>”, As a token of appreciation. The former interviewee asserted that for
practical reason, they have recompensed for transportation costs.

One partaker highlighted the issue of when children are participating and they
are income generating children, “if a person has to give their child a few times we have
to compensate it because its sometimes their income, because the child might be getting
some money for their labor work but if you are not compensating its not good for them,
but at the same time you know if you are paying then the person is just speaking for the
money, so that is again an issue but we don’t encourage to do this®*®”. This participant
pointed out his concern of monetary compensation as it spoiled the children, especially
who were income generating as they were getting paid more for a 2 hour interview than
a days work, and further stated that in the practice, “we changed our modality and then
we started to give something compensation like, like distributing soaps, for the hand
washing or even distributing tea, tea bags and sometimes we even used sugar, half a kilo

of sugar>®®”.
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Both participants asserted to use participatory methods of data collection, where
one was more likely to use individual interviews and the other the use of focus group
discussions. One participant claimed that, “sometimes it’s on children and sometimes its
with children. Its both ways®®”, however, children are not included in the planning or
interpretation and are primarily only involved in the data collection when they are
interviewed and observed®. Furthermore, the second participant stated that children are
actively involved and gives an example of children in school, who in collaboration with
the teachers, school management and the parents, had a significant impact on the
participation and outcome of the study as, “the voices of the children is more strong
than and more powerful, and they know what changes they need to have °%”.
Additionally, in the health related key-stakeholder it was claimed that, “they always
have and their views are taken into account, they are noted down and we do make it a
point to see through everything that they are saying.®®®”. However, she further states
that, “I think we have been fair enough not having children because our studies are
basically what are their health status, that’s basically what our researchers need to
understand, so that can be understood without their participation in the process®**.

One major challenge and issue identified by one of the research institutes was
cultural differences within nepalese communities as, “Nepali people don’t use the other
language groups and at that time even the parents and not only the kids, their view is so
different, and using beatings, abusive verbal language is very common in some

communities®®”

, pointing out that they had to reevaluate the way they would research
with the community. The research institute primarily working on health related issues
claimed that getting general information is not an issue as, “you get the consent of the
parents, you talk to the guardian and you talk to the child and you get that information,
whatever, you want to know their heights, their weights, what they eat and all that,

that’s quite easy®®”, but when it comes to vulnerable population ethical issues arise as
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to handle the situation and in these cases, “such researchers need to be backed up by
good programs and service centers, or services that can really help the child®.
Furthermore, this participant stated that, “In our rural context and community context its
very difficult to talk to the child in a private setting, so a researcher has to make it a
point that in order to sometimes we say, a guardian or parent has to be there, but we

cannot be sure that that particular parent or guardian is child friendly®®”

, suggesting
that privacy and confidentiality are not always as easy to maintain as it is suggested in

guidelines and policies.

3.1.5 Governmental Organisations

Governmental child rights orientated organisations were interviewed
consequently, to establish an understanding of what the Nepalese governmental
organisations view is on ethical research practices involving children.

It has been suggested by a governmental organization that child protection
policies exist on national level, which need to be followed by all researchers as, “we
have, an act is also a sort of a guidelines actually, right? We have the children act, we
promulgated it after ratifying the UNCRC in 1990 and then we have regulation on
children, we have child labor offence and punishment act, we also do have child policy
which just came into affect in the last 2 years, and we have a national policy on
children, national plan of action on children, and we also have the guidelines to run the
child welfare homes, so we do have different kinds of policy documents, actually they
are sort of guiding documents to work in this area especially child protection, child right
promotion and child development per se®®®”. Nevertheless, it is claimed that, “explicitly
in work form we normally do not have any ethical code of conducts®®”. On the
hindsight, another governmental organization claimed that, “we have children
policy...not child protection policy ...we have children policy and that has mentioned

many things about child protection but I think it has not mentioned about ethical
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consideration relating to child protection with ethical consideration.®**”. Furthermore, it
was asserted that, “No. Legally...I am the student of law also. Legally there is not any
ethical consideration developed by government but may be some research institute or
some NGO or some INGO may have these guidelines.®*”.

When asked about following guidelines on the field it was claimed that
guidelines were created accordingly to researches through a committee in the ministry
“but we don’t explicitly mention the ethical part actually, so far®™>”. Both governmental
organisations stated that the organisations in Nepal have in some way or another
formulated their ethical considerations while researching on children, but on contributor
expressed his concern as they, “are just telling that they are following international
guidelines. | know nobody goes through that international guidelines....®**”, further
iterating on his own experience working in different organisations as, “I have worked
with many...so called research organizations/researchers but they never told me that this
is the ethical consideration..®™”. What they ensured was that, “They taught on how to
gather the information but they didn't talk on the ethical consideration topic. But they
did focused take the consent. There is a legal obligation to take the informed consent.
They have been following that law. But they have practically maintained some ethical
concerns but not given training on ethical aspects.®*®”. Nevertheless, further claiming
that although they didn’t provide ethical checklists or trainings ... they have kept in the
back of their mind about CRC and best interest of child and how by creating child
friendly environment the questions should be asked to the children...these are in practice
practically but theoretically or giving training... its not done... " ”. Ethical

considerations have been written down in reports but, “There is the need of such ethical
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consideration for the field workers, not for the person who writes the report. So | don't
know if they follow them or not.®*®”.

Both governmental organisations asserted the need of a body who can take such
a responsibility of creating a code of conduct or child protection policy one interviewee
specified that, “Research based child protection... I think it has not mentioned such
things. But it is important. It is necessary. It can help for child protection. Actually we
need such policy also. If we develop such guideline, we will incorporate child
protection issues on that guideline®®”. When asked about ethical approval from an
institutional review board, one contributor addressed this issue by stating that, “no we
don’t need any approval. According to existing rule of the land we do not need any
authority to do that, because its under our demand, research involving children, women,
social welfare falls under the prerogative of my ministry, so we do not need to get any

620 55

approval from the external agencies””. The other interviewee claimed that their

organization does not research and it is strictly on “monitoring activities/monitoring
work.®#”,

When inquired whether there is an ethical board or whether there is a need the
respondent of the ministry claimed that, “yes to some extent, actually these years our
budgets we have proposed to establish a center like that but ultimate goal is to create an
institution like the Nepal health research council, actually that will be a authoritative
body from which we need to seek permission before doing any kind of research on the
domain of the children, so perhaps we are moving towards that direction but its in a
conception phase and we are trying to allocate some budget for this purpose from this
very..?”_ Further reinstated by the other partaker was that, “I don't know if I am clear
but CCWB has established a research section. Within 2 years we will form a research

council. Within 2 months, we will start the work of research and information section,
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which will prepare ethical guidelines. The organization/institutes that are going to
conduct a research will have to come to CCWB, seek approval, get their content
finalized and see duplication. We will start the work from 2 months but to be as the
research council, it will take around 2 years. There is no foundation. We do not have a
mandate. So we will draft the mandate®®*”.

Both contributors asserted that the CCWB will be taking the position of
becoming the institutional review board, for example one stated that, “we are planning
to have this sort of body to be the CCWB, the child welfare board at the moment but
that body will be directly monitored by the ministry also, I mean it can be kept
anywhere, it doesn’t matter as long as it works smoothly actually, performance and
delivery is important thing, rather than in which domain it should remain, so we are free
to think about it and at the moment we have proposed it and most probably one of the
entity, the central child welfare board®**”. When asked whether they themselves can
take such a position it was claimed that, “of course, yes, but for that to happen the
existing human resources are not adequate so perhaps we have to add more human
resources within the ministry, and perhaps this unit needs to be further expanded in
terms of human resources and in terms of the scope that has been vested on this section
and on this unit, of course the possibility is there and we are very much positive®®”.
Furthermore the contributor stated, “we recently forwarded a proposal to Ministry of
Women, Children and Social Welfare and it has passed the program for the next fiscal
year and they have included that program ... And they have included that program and
after 2 months actually...after 2 months we will start the activities. First we will develop
a guideline of that research and information section and that section will produce some
sort of guidelines to do research or to monitor the research and research institute and
content and ethical consideration while doing research.®?®”. However, further stating

that, “We will start some activities. We don't have now. We don't have ethical
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consideration. We have to draft that. We have to ...Ministry should approve that ethical
consideration then only we can implement that. It takes time but we will start our
activities after 2 months definitely.®*”. Although it was not stated how the review board
will be composed it was stated that, “We will discuss about the ethical consideration
while researching with children with child right based organization, with the other
experts who are working in child research...we will consult with them and we will
finalize the ethical consideration guideline.®?®”

It was claimed by both organisations that researchers and organisations will be
accountable for misconduct only, “once the entity is there and is guided by the policy
guidelines and procedural guidelines, then definitely those will violate, will be brought
into justice®®”, further iterating that measures will be figured out by reviewing the
literature, “and see what is the practice all over the globe and also consult the
experience of south Asia in which we reside and with experience and the bodies we will
perhaps think about it and plan everything®®”. On the contrary, it was stated that
individuals and organisations can already be held accountable, “Actually if their works

631 and, “It is not

violate the rights of children we can take action. We have such law.
necessary to mention the researcher. Researcher if he harms the child he should ...get
such thing...it is not necessary to mention like this. It is not possible in law to mention
like that but if anybody violates children's right then they will be punished...%*%”.

When asked about training and whether training on ethical considerations one
participant stated that they, “normally doesn’t do it because we carry out research with
the head of the consulting forms, but before getting into contract with them, normally
we give them clear instructions, how to get into the research and what areas are to be
covered, so normally we provide some sort of guidelines for them and we have clear,

what is the duration of the research and how to do it, what are the districts to be
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covered...®¥”. With regards to current organisations working in the field of child
protection and the rights of the child one participant iterated, “I am not saying that they
do not know or care about ethical considerations to be taken care of in the research
process, all the NGOs, INGOs know about that, have read international guidelines but
when | was involved in the research, the enumerators who took the information, they
were not given needed training but all have worked and considered to create child
friendly environment.®3*«,

One of the participants claimed that up until now, no institutional body in Nepal
Is providing training on ethical issues in particular, and when questioned whether they
themselves as an institutional review board may provide the training it is claimed that,
“Yes both. We will approve, give some kind of permission to the researcher...research
institute will get training; will build the capacity of such institute. We will give training
definitely.®*”, however, “it is not giving training currently but we will have such
provision. We will draft it...some guideline of that Research and Information Section...it
is not actually section...now we will have research and information council and the
mandate of that council will be capacity building, giving approval for research, giving
approval...®*®. The other governmental contributor then further claimed that, “training
and capacity development will be there, not only CCWB but also with the ministry also,
it depends on the nature of the research and the coverage and the scope of the research
as well, but its too obvious that you need to give training to the enumerator before
sending them to the field, and more than that the issue of dealing with children is
challenging job actually, you need to read the sentiment of the kids and you deal with
them...%3".
With regards to the influence of funding agencies, it has been asserted that,

“Donor agencies determine what sort of result they want. It is not the researcher who
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determines what sort of research result will be out. But donor who is providing the
money, he will determine the result of the research here in Nepal. | don't think
researchers are working independently.®*®, furthermore claiming that funding agencies
do the current monitoring and evaluation of researches. It was further maintained that,
“they are more concerned with this area rather than government entities themselves
actually, because normally when they go for such interviews, in depth interviews or
focus group discussion normally they get consent from the stakeholders®®®”.

When asked how the consent procedure works it was claimed that up till now,
getting informed consent was the main ethical ‘obligation’ and training of researchers is
minimal. One partaker stated that, “you know to large extent yes we do, but you know |
should be very honest in saying that all the researches may not have the knowledge in
that time, and some of the enumerators are very raw type of people who have been
giving one week or 2/3 days of training so some sort of violation of the privacy or
confidentiality may be there but largely its honored and respected | think®*®”, further
sharing his experience when he was a researcher and did not get enough experience
ebfore going to the field. The other participant claimed that it is more important to take
consent from parents or guardians, “because it is thought that children are incapable of
giving their own decision. Generally the children cannot make their own decision. So
what is going to be the benefit of taking the consent from the children in the research?
But we have to share the purpose and their participation should be ensured, informed
consent can work...but...®**”, Further iterating that, “Because we say that children
cannot take the decisions like the adults, so even if we take their informed consent...In
terms of participation we can take the consent but if we see it legally, even if we take
informed consent from them or not , take their signs or not..It is going to be invalid.

That is not valid legally®*?”.
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Both participants stated that evaluating the harms and benefits prior to research
initiation is necessary one claiming that, “unless until you go through the track record of
the respondent its not advisable to make any research of them actually, probing them,
asking them maybe sometimes re-victimizing them, reminding them about the trauma
from the past, so you need to be very much careful before selecting your
respondents®*®”. Another pointing out that even informed consent has been taken, harms
can occur as, “the child might not have known all the consequences...and not knowing
that ...he might have provided the consent...but on the basis of the questions asked to the
child...that effect might be long term...for example: if an orphan, or street children or
sexually abused child is interviewed taking the informed consent... And its effect might
be seen after 4 days....5**”, further stating that when this occurs researches can be held
liable through legal measures.

The contributors claimed that compensation should be done, but assert that
monetary compensation is not accepted generally. According to one participant
“research principle or accepted principle it is not good. Really not good. If you are
working with the child labor our law allows the children of 14-16 years of age to work...
At that time you have to compensate but accepted principle of research does not allow
compensating.®*>”. Another partaker addressed the issue by claiming that, “it’s a very
difficult question actually... So when you involve them, perhaps some sort of
compensation, maybe advisable but not always, you cannot pay kids in monetary form,
you cannot give money to them, but perhaps some supplementary type of things for
their studies could be done, for example you could give copies of books®*®”. Moreover,
it was claimed that children should not know prior to the ending of the research as, “we
can consider the timings for the compensation. That means you are not going to tell the
children "I will compensate you". If you say so then we can get any information, we

might also get the wrong information, you might be alluring/motivating the child to give
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answer and possibility of exaggeration. This will misguide the result of the research. So
we can compensate in the end®".

When speaking of children’s participation, “as far as the we are concerned we
try to involve children, whatever the modality is, whether we do it directly or whether
we do it with the INGOs, developing partners or NGOs so normally we ask them to

involve children in all extent possible®®”

. On the contrary, it was claimed that, “This is
dependent upon the content of the research. This is not practical every time but it is
better if there is participatory approach®®”. One contributor shared his experience of
how children are participating and claimed that, “in some of the cases | mean the
researchers are really successful to involve children but in some other cases | have
noticed they are just made the subject of the research, without their real involvement,
they are like silent witnesses at the corner and you just talk to the adult in the society,
and you say that its finished®®”, furthermore expressing the concern that, “I also believe
we have a big child participation issue in Nepal actually, you know child participation

651“, and’ “We

does not entail that all the time, physically we need to involve the children
cannot really value their presence and we talk really about things their presence is
meaningless in a way, so we need to be careful as a researcher where they should be
involved®?”,

One contributor addressed the importance and positive aspect of participatory
methods by asserting that, “When it is participatory it is more live, they cannot express
everything verbally so you can get some clues from his appearance and their other
behaviors. We can be face to face and talk with the children on one to one basis. We can
use different tools. For example picture, drawing pictures. So while the child is drawing

pictures we can sense on what matter the child is focusing. We can even teach the child
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about the research process.®®®”, furthermore reestablishing that, “If we want to be more
children focused, we should follow child friendly methodologies. It is better to have
child friendly methodologies. But in doing that we should stick to the international
principles/accepted norms and principles®™*”.

The governmental organisations stipulated a number of challenges that exist.
One addressed that, “in the case of media... sometimes | feel that this issue of children
and child issues is not duly taken care of the media, the news may come there, but its
one of the middle pieces, so perhaps its still major item, consumable item for
media,®°”. Furthermore, iterating that, “in Nepal the basic norms of research have
largely been ignored actually, if you look at research articles, journal articles or papers,
perhaps they don’t have to cite but all write ups don’t have proper citations, sorry to say
that, one part is that and another part is the tendency of copying as in where its form,
from the internet or wherever®®”. Another governmental participant pointed out that
guidelines themselves can’t make research ethical as, “We also were thought about
creating a comfortable environment. Back of our mind we always have CRC, best
interest of children. | think that is the ethical consideration. It is not necessary to write

in paper...>".

3.2 Discussion of Findings

This section will discuss the results accordingly to the literature reviewed in chapter one
and with respect to the research questions. Hence, we will initially look at the
differences in experiences and practices of academic and non-academic researches
were, whether the current ethical obligations are in line with internationally recognized
standards as signified in chapter one, and lastly we will discuss what measures can be
taken to improve the ethical ‘environment’ in research practices in Nepal. This will

initiate the discussion of the need of an obligatory ethical mechanism e.g. ERB and a
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code of conduct, and we will exemplify that there is a need of regulatory mechanisms to
improve research ethics as specified through the accounts of the contributors and

literature.

3.2.1 What are the Key differences and simillarities in practices between Non-
academic and Academic Researchers?

As the results have clarified, there are a number of differences and views about
ethical considerations when research involves children. Nevertheless, in this section we
will look at the key differences and challenges between academic and non-academic
researchers. When we speak of non-academic researchers we mean; international
organisations, non-governmental organisations as well as governmental organisations,
and subsequently academic researchers are primarily universities, colleges and
individuals in research institutes. Hence, we will look at the key differences between
academic and non-academic researchers.

There are major differences between non-academic and academic researchers in
Nepal. Nevertheless, One of the major similarity in ethical considerations is the process
of ethical review as there is no regulatory mechanism that reviews proposals when it
comes to social research. Social Researches on children undertaken in non-academic
fields do not have to seek ethical approval when conducting research on the ground
unless it is subject to health related researches in which case, they are directed to seek
ethical approval from the NHRC or when their funding agencies encourage such
procedure. In this case, it has been suggested that funding agencies may also provide
their own guidance and receive ethical review in the own countries. Nevertheless, as
suggested by both; international organisations and non-governmental organisations, this
is not compulsory and the NHRC does not have the measures in place to hold
researchers and organisations accountable for misconduct. Moreover, it was suggested
that even when approval was gotten from the NHRC, there is no monitoring of
researches and that this is genuinely needed. As highlighted in the previous section, in
academic researches ethical review is primarily made by university supervisors and
potentially funding agencies that allow researches to be undertaken by students without

any formal ethical clearance by any body.
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Differences exist in numerous ways. Students are independently researching on
the ground and ethical guidance is primarily left to the respective supervisors whereas
non-academic researchers have specific rules e.g. the 2 person rule as mentioned by a
researcher or work as a team. Ethical considerations are simply highlighted by students
and they are free to go on and do their researches, even when the population studied is
vulnerable e.g. street children. Hence, as mentioned in the literature and international
guidelines, especially when dealing with vulnerable populations, researchers need to
have referral mechanisms and supportive programs to engage the children when
necessary and in this case, student researchers and academicians may not have that
readily available. Furthermore, when dealing with such populations, researchers should
have the experience or the guidance of someone who does. Hence, with regards to
research undertaken by students, this is not in place and they are left on the field without
any regular guidance in which case, children who they involve are disposed to to
exploitative unethical research practices. Consequently, As suggested in the literature,
university ethics committees should accordingly be transformed so that there is a better
system for monitoring student researchers. It is difficult to estimate and understand how
far academic researchers go into looking at harms and benefits and how they select
children for researches, as it was mentioned they are left to themselves this creates an
environment where unethical research practices can occur. In this case, non-academic
key-stakeholders have maintained measures and risk-benefit analysis to understand the
outcomes of the research as they are policy and intervention driven, whereas academics
have been researching for their personal academic degrees.

Informed consent has been suggestively attained in both academic and non-
academic institutions and is maintained as a necessary procedure. In Non-academic
researches children are suggestively provided with adequate information and have the
space and time to review their participation and are able to negotiate their consent but
this is however dependent on the organisation and organizational level. This is however
less so with regards to individual academic researchers where researchers go onto the
field selecting children on their own accords and take interviews in the moment. Here it
is not suggested that they don’t take consent, but its not known what they do on the field

as they are left to be independent researchers. In this case, negotiability of consent does
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not exist and information is taken from children without any regulation and they are not
given the space to acknowledge their contribution e.g. through approving the results and
the dissemination of the findings by the participants. It is important to mention that
suggestively, this is not necessarily in the case in research institutes, but primarily when
individual students conduct research on children.

Suggestively, privacy, confidentiality and anonymity are of major issues in both
academic and non-academic researches where it has been suggested that issues come up
when research is undertaken on the field. Although non-academic researchers have
provided locations where safety regulations and mechanisms exist to safeguard the
child, some of the participants highlighted the issue of privacy and confidentiality being
compromised on the field. Furthermore, the researchers in academic fields conduct
interviews and questionnaires on the field where a curious local individuals or parents
have interrupted researches. However, both academics and non-academic researchers
have pointed out that this is a major challenge and given examples of how researchers
have had to overcome issues of confidentiality. As suggested in the literature, the
location plays as a significant viariable and should be considered dependent on the
children and context.

One similarity between academic and non-academic researchers is the issue and
consideration of compensation. In this case researchers in both fields have maintained
that it’s not a good practice to compensate children monetarily but still have
compensated children in one form or the other. According to the literature this may
signify incentives for participants, therefore, it should be discussed on a national level
with key stakeholders what type of incentives should be viable when conducting
research with children. Furthermore, as the literature suggested, there should be
dialogue and communication with key stakeholders and community advisory
committees to understand the nature of compensation, and create an age dependent
model of reimbursement and compensation. Some participants highlighted the issue and
need of compensating income-generating children, which may lose their income as a
consequence of the research practice. As suggested in the literature income generating
children should be compensated for their lost incomes accordingly but it should not

result as an incentive for children.
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With regards to participation there are major differences as non-academic
organisations have tried to incorporate children’s views through participatory methods
and include them in various processes through focus group discussions, to child lead
researchers, either with success or without, as suggested by the participants. Active
participation of children has been enforced in non-academic research organisations,
Peer educators and child lead researches have been done to incorporate the views of the
children and further selection of research participants. However, as suggested by the
literature, research is still adult centric and has been suggested by the participants, but
there is a move towards research procedures that are more participatory and
empowering of children which the participants have acknowledged and strived for.
With regards to academic researches, participation is minimal, in which children are
observed and the researcher have done questionnaires and individual interviews, hence,
being forms of passive participatory methods in which children don’t have much
influence in the research processes and are retained their participatory rights.
Furthermore, one research institute indicated that with regards to their research,
participatory methods were not used because their research was based on health and in
this case it was not necessary to include children’s views. As the literature suggests,
participation can improve credibility of data and consequently empower children by
incorporating their views and therefore should be used in both social and health related
researches.

A number of times it has been highlighted by key-stakeholders how much
importance ethics plays in accordance to the media. Both academics and non academic
institutions highlight the need to have ethical considerations for the media as often
children and parents are filmed or photos have been taken where the individuals are not
informed, constituting to possible harm through stigmatization and compromised
confidentiality. As suggested in the literature, this is not in line with the international
ethical guidelines. Hence, suggestively its not only research institutes and organisations
that may consequently harm the child through their activities. Therefore, it is important

to include different stakeholders to understand their experiences and practices further.
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3.2.2 Are the current ethical guidelines and framework in line with the
internationally recognized guidelines?

The current ethical guidelines and framework are based on medically related
research practices in which the main focus lies in the gaining of informed consent and
are based on the duty-based approach as suggested in the literature in chapter one.
Although the respect for human rights is stated in the document, there is a lack of
consideration on children and how these rights should apply. On top of that, guidelines
from the NHRC are formed primarily for research conducted on health related issues
and does not approve social researches. As suggested in the international guidelines
and literature reviewed international guidelines have incorporated the provisions of the
UNCRC and highlighted the need for children’s participation and involvement in
research processes. As Nepal has signed and ratified the UNCRC it lies in the auspices
of the convention, which as suggested in the literature review, is the rights based
approach. However, the code of conducts and guidelines that participants explicated are
varying and are dependent on the respective institution or organisation, and either the
participants claimed overlaps in tensions or leave out specific ethical considerations
over others e.g. informed consent is seemingly the most important consideration.
Furthermore, different institutions follow different regulations and rules dependent on
their fields and experiences. There are various opinions and suggestions that have been
made by the participants on having an ethical code of conduct or policy that ensures the
safety of the child, and most participants have pointed out that they follow some ethical
considerations when conducting research on children but the ethical obligations are
limited and are not monitored. It is important to note that the non-academic
organisations are primarily working on child rights issues and have protective
mechanisms in place when conducting research. They have code of conducts and child
friendly strategies in place and have dedicated their work on the protection of children
where as academic institutions work on various issues and have more broad ‘mandate’.
Henceforth it must come to no revelation that the non-academic researchers are well
better equipped and knowledgeable about research with children. On the contrary,
researchers in academic fields, specifically universities do not have the same structures

and ‘ethical protection’ and guidance when conducting research. Therefore, both non-
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academic and academic researchers have pointed out that there’s a need of a unified
ethical code of conduct, which is nationalized, as no one knows who is undertaking
what research. Suggestively, Ethical considerations are just written down on paper and
not actively pursued which goes against internationally recognized standards, especially
when dealing with children, as ethical issues arise at any given time, and context and
should be accordingly measured. Hence, although formally ethical guidelines and
frameworks seem to be in line with international standards, the practicality of it is not
there.

Non-academic organisations have either formulated their own code of conducts
and guidelines or are in the auspices of their respective international organisations.
INGO’s have inherited their respective international protocols and ethical code of
conducts in the context of Nepal and have tried to incorporate the provisions in their
guidelines and NGOs have seemingly followed through. Accordingly, the guidelines
and policies that these organisations follow are in line with international ethical
guidelines but as promulgated by the participants, ethical issues still arise even when
guidelines and code of conducts are in place. Academic institutions suggestively follow
their own ethical considerations that are promulgated by their respective institutions and
when undertaking research, ethical considerations are in place, and adapted dependent
on the research objectives. However, these again vary between institutions and
organisations. A number of participants claimed that when they were in the field in the
past, they were not directed to any ethical guidance or guidelines, which in accordance
to internationally recognized standards is not in line. Furthermore, many participants
pointed out their concern about the ethical considerations and how ‘other’ organisations
were handling research, claiming that some organisations were simply undertaking

research but did not necessarily work for children’s protection.

3.2.3 What measures can be taken to improve ethical research involving children
in the context of Nepal?

As initially highlighted in the literature and then further reinstated by the participants of

this research, there are a number of challenges and issues with regards to ethical

considerations in Nepal, both in academic and non- academic fields. Hence, now we
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will look at the measures that can be implemented and applied to improve the safety and
rights of the child when research is done on the ground. Firstly, it has been suggested
that there’s a need to nationalize an ethical code of conduct when conducting research
involving, so that there is a common ground on ethical considerations with all key-
stakeholders. However it is important to note that as the literature has suggested a
numerous times, and in conformity to the governmental organisations point of view,
guidelines, code of conducts and simple review of research proposals are not adequate
for the ethical issues that arise in researches but should be in collaboration of a reflexive
standpoint as ‘the map is not the territory’, and keep in mind the ‘best interests of the
child’ as promulgated in the UNCRC which Nepal has signed and ratified. As children
are ‘experts of their own lives’, they should be included in all the processes and further
understand what measures are necessary to improve research credibility. As, the
literature suggests one way to do this is to this is to utilize participatory methods that
realize the experiences children have had through the use of different ‘active’ methods
and can close the gap that is made due to power relations in the society. Hence, one
measure is also to universalize the UNCRC into the national code of conduct or child
protection policy and create an environment where children have the space to express

their views and empower themselves.

Suggestively, universalized guidelines can create and atmosphere in which these notions
can substantiate and universalize conducts in different fields. Hence, as suggested by a
participant, guidelines need to be mainstreamed to all institutions and organisations,
respectively, and need to be nationalized so that misconducts can be situated, observed
and individuals and organisations can be held accountable in both academic and non-
academic researches according to the context of nepal. On the contrary, one participant
suggested that ethical guidelines are moral bindings, and cannot really be situated so
that organisations or individuals may get penalized. Dialogue needs to be created in
between academic and non-academic fields as they provide different accounts and

experiences in research conducts.

Furthermore it is important to note that childhood and methodological implication are
prone to space, time and context, and therefore need to be dynamic as suggested in
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chapter one in the literature. Once a code of conduct is created it cannot be absolute and
needs to be substantiated in accordance to specific contexts. However, to manage such
an excessive task, the literature and participants suggested the use of ethical review
boards that look over proposals and researches and local advisory committees to create
dialogue between researchers and researched which could consequently hinder ‘over’
and ‘under’ researches. Once, such a review board is established, databases and
accounts of researches can be created to block researches that have already been done or
give accounts of what researches still need to be done, which gives leeway for
organisations and individuals to use their resources more efficiently and has been
suggested by participants and promulgated in the literature. Furthermore, this ‘database’
can create a source for secondary sources, and improve research efficiency. This can be
initiated by the CCWB and can create a national forum with key-stakeholders, it is
suggested that creating multidisciplinary research ethics committees can behave as a
national forum between disciplines and suggestively healthcare ethics committees can
learn from social research, and vice versa as suggested in the literature. However, it is
pointed out that this will not solely establish ethical practices, and needs to be
approached together with researchers recognition that ethical issues can arise at any
given time. Encouraged by the literature and participants, If these are combined it is
possible to create an environment where research involving children can become more
ethical and children’s rights can be maintained and give leeway for empowerment
through participation and age appropriate methods in the guidelines. However, two non-
academic participants claimed that it may not directly empower children and improve
the rights of the child but provide a basis and consequently empower children.
Furthermore, it has also been suggested that this may censor children’s voices as it
creates a barrier of adult gatekeeping and as suggested by a participant who seek ethical
approval from the health research council, can take a vast amount of time, giving time
constraints and pressure for the researcher. Hence, it should be carefully thought
through and prompt in ethical review, including experts of children in different fields,
parents and children themselves as suggested by the participants and literature.
Furthermore, research ethics committees, especially in majority world contexts, both in

academia and otherwise are still based on medical and health related researches that
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only give approval and review proposals when it’s in their specified fields. Although it
has been mentioned that a research council exists that reviews proposals with regards to
health related researches, the mandate does not fall for researches that are social
researches involving children. Therefore the need of an ERB on research with children
is even more of concern. Hence, Furthermore, if this is created with adequate resources
and expertise, research training on ethical considerations and issues can be
communicated to everyone which has been promulgated by both, the literature and the
research participants as the need for capacity building. Hence, the ethical review board
can become an ethical learning committee which can consequently mainstream the code
of conduct which has childrens rights incorporated. Hence, if the code of conduct and
ERB incorporates a rights-based approach as considered in the literature and further
promulgated by international ethical guidelines, active participatory research can be
initiated in all institutions where children have the right to express their views on
matters that are of concern to them.

It has been suggested that either a governmental organization or an independent body
should take on such a position. Some participants have asserted that this position could
be taken on by the ministry of women and children’s social welfare or be an adhoc
institution of the NHRC. However, most accounts have suggested that the CCWB has
the mandate to become such a body and is already started activities in this direction and
can bring together key-stakeholders and concerned researchers in the same ‘umbrella’.
Furthermore, as promulgated in the literature and by participants, the primary
responsibility to protect children is by the state. Nevertheless, it has been promulgated
that this task may be too much for the organisation to handle by itself due to
overburdening and resource allocation. Suggestively, it should be a combined effort by
stakeholders formulating the code of conduct as they have the experiences and already
existent child protection policies in their respective organisations. Hence, establishing a
code of conduct initially may be the right direction that the CCWB can enforce in
different institutions that work with children. Both non-academics and academic
contributors claimed that the composition should entail having individual experts from
all concerned institutions in this field. Furthermore, Although they have already started
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the initiation and proposal and are bringing together all the key-stakeholders that work
with regards to children’s protection, it is necessary to involve the local community with
regards to specific issues, as mentioned in the literature, and get advice and information
as to the experiences and issues with respect to compensation, confidentiality, informed
consent and harms and benefits associated with research processes. It has been
suggested by the literature and the participants that when this body is established,
misconducted researches can be scrutinised and nullified. Therefore, making researchers
and organisations accountable for wrong doings. However, as suggested by the
researchers, this is only possible when a unified code of conduct or policy is put in
place. Furthermore, it is noteworthy that power relations are formulated not just in
research practices, but are created through the cultural contexts. Therefore awareness
raising campaigns may be a measure used by key stakeholders to transform the image of
the vulnerable child to one in which the child is autonomous, and has the right to
express his/her views in matters that affect them. For the researcher, the literature
suggests that training, and specifically training to be reflexive is necessary for to gap the
bridge of power relations and create an improved child friendly research. Therefore,
another immediate measure that can be taken are workshops on reflexivity and ethics
that may be mainstreamed in all institutions . Hence, it has been suggested that the
CCWB provides capacity training for researchers both in academic and non-academic
institutions and has the potential to mainstream these workshops in different institutions
and organisations. Most participants claimed that when this body is underway, the rights
of the child can be safeguarded and directly or indirectly, empower children.

4  Chapter 4: Conclusion and Recommendations

4.1 Conclusion

The present thesis attempts to highlight the ethical nature of research conducted in
the context of Nepal with children. The purpose was to identify issues, gaps and
challenges that are apparent and signified by key-stakeholders. The research community
in Nepal, both in academic and non-academic researches have exemplified the concern

and need to improve research ethics when researching with children and have provided
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an extensive account of challenges, issues, and considerations when conducting
research that involves children. The involved key-stakeholders are striving for
betterment in research and research ethics for the protection of the child and have
presented various ethical challenges that exist in Nepal. It was found that there is a need
for an obligatory unified ethical framework i.e. a unified code of conduct and an ethical
review board when researching children in Nepal, so that children are protected,
respected and their rights and participation is promoted in research activities through
these mechanisms. Furthermore, when regulatory mechanisms are put in place the
participating contributors suggested that researchers, organisations and different
institutions are consequently protected and can be held accountable. However, it was
found that ethical challenges and issues are unpredictable, dynamic and dependent on
specific contexts, even within Nepal, individuals and different institutions, and therefore
need to be further considered accordingly through monitoring of research practices and
through the individuals capacity to engage reflexively. There is a clear move towards
creating this obligatory framework, but only time will tell how effective this will be,
and what consequences it may have for researches and children. Nevertheless, through
dialogue and communication, academic and non-academic institutions can exemplify a
concerted move towards this process in which there is research that protects, and
respects the right of the child. However, it is to be noted that there are still major
differences and concerns between the participating subjects, and a greater need to look
into further implications of ethical mechanisms and regulations and the involvement of
children in all research processes. Hence, how do the children feel about researchers and
researches? What are the experiences they have come across and how do they want to
be influential? What specific methods and interactions do they desire? It is still vital to
understand what children themselves have to include and say with regards to their
experiences on research happening in Nepal to further grasp what is needed to improve

research with children.

4.2 Recommendations
The following section gives short recommendations as to the measures that can be taken

to improve research involving children in the context of Nepal:
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e Establishing a unified, combined ethical code of conduct incorporating a rights-based
approach between non-academic and academic researchers including the media
clarifying the ethical guidelines and issues.

e Establishing a multidisciplinary ethical review board specifically entitled to review
research proposals that involve children in both academic and non academic
institutions, and including individuals with expertise in research with children,
psychologists, parents, children and key stakeholders.

e To create a database which will hinder and block over and under research of research
participants.

e To create work-shops for researchers to share experiences and reflection on ethical
challenges and issues between different institutions.

e Communication and dialogue between institutions, organisations, and local
community. To create a national forum for individuals researchers, organisations and
institutions to share their experiences in practice of research.

e Involving children in all processes of research, moving towards children as researchers

for themselves.
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AATWIN: Alliance against Trafficking in Women & Children in Nepal
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NGO: Non-Governmental Organisation

NHRC: National health Research Council
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VOC: Voice of Children

5.4 Interview Questions

1. Could you please provide a short introduction of yourself and your organization? E.g.
your position and how long have you been working in research involving children? What are the
current researches and what specific group of children does it constitute? E.g. Street children,
school children, child domestic workers, mistreated children?

2. What ethical guidelines and policies does your institution/organization follow when
conducting research with children? Is there a code of conduct or a child protection policy that
you follow? Do you think a child protection policy or code of conduct can improve the rights of
the child and empower children? If so, How? If not, why not?

3. Is there a review and revision of the research aims and methods? E.g. When conducting
research is there a committee, a small group or an individual that reviews the protocol
specifically for its ethical aspects and approach to children? If, By who? How early before
research commences? If not, who do you think has the capacity to take on this responsibility?
Do you think an ethical review board focused on children and a child protection policy or code
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of conduct can create a more protective environment for researchers and the children
researched? If so How? If not, why not?

4, Do you think that organisations and institutions conducting research without ethical
approval are wrong in doing so and should be held accountable for misconduct? What measures
and consequences can be taken on researchers that do not seek ethical approval prior to
research?

5. Are current researchers affiliated with your institution/organization trained on ethical
issues when conducting research and how is the training of the research staff provided? If not,
Do you think that you instution/organisation should provide the training or the training should
be provided externally e.g. by the committee we just spoke of?

6. Do donor agencies encourage following ethical standards? Do they enforce following
guidelines and seeking ethical approval in Nepal? What are your experiences and thoughts on
funding agencies and their involvement in Nepal? How influential are funding agencies to the
research process?

7. How do you select children for researches that you conduct? Do you think there should
be a selection criteria when involving children in research? How should this look like? What
about vulnerable children in complex situations, how do you approach them?

8. Do you provide information to the children and seek informed consent? How do you
provide information to the children and seek their informed consent? E.g. is informed consent
verbal or written and in what form in the information provided to the children? E.g. leaflets.
How do you think information should be provided to participating children and adults and do
you think their informed consent is necessary?

9. How do you maintain Confidentiality and privacy for the child? What is the importance
of anonymity, privacy and confidentiality of research participants? Are the children interviewed
in a safe environment and what if a child discloses information that points out the child is in
harm e.g. child sexual abuse? Where is the information stored and who has access to them?

10. Do you think evaluating the harms and benefits prior to research are necessary? How
are Harms and Benefits considered? What benefits are considered prior, during and after the
research? How is the dissemination of findings distributed? Are the children adequately
protected from stigmatization?

11. Do you think compensation for participants is necessary when conducting research?
How are children compensated for their time? Do you believe monetary compensation is viable
or are there other methods of compensation?

12. How are children involved in different aspects of research? Are children researched ‘on’
or researched ‘with’? E.g. how are they involved in parts of planning, fieldwork, data analysis
and interpretation? Do they have space to express their views and be inclusive in the research
process? do you think inclusive participatory methods could improve the rights of the child and
empower them? If so, explain, if not, why not?

13. What are your experiences of research involving children? what ethical difficulties have
you faced and how have you overcome them? Have you heard of ethically flawed by other
organisations/institutions?

5.5 Abstracts in English and German

English:
The present master thesis seeks to provide an overview of current ethical

practices, challenges, and issues when conducting research on children in the context of
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Nepal. This was commenced due the demand to apprehend what was needed to protect
children from contentious research practices and improve the rights of the child when
including them in the research processes. An extensive literature review was completed
on ethical approaches; issues and conceptions of ethical research involving children in
the context of internationally recognized standards and publications. Code of conducts,
child protection policies and additional documents related to child research ethics were
reviewed and assessed. Furthermore, a purposive qualitative research was undertaken
on the ground consistent of academic and non-academic Key-stakeholders to
comprehend the practical challenges that exist among the different institutions. Thus,
Universities, research institutes, international organisations, governmental organisations
and Non-governmental organisations were consulted to understand the current ethical
practices and challenges that they have experienced in the field with children. The
findings and results are principally to give added value to the existing knowledge and
understanding of ethical practice when conducting research with children and to act as a
preliminary disposition to the issues of ethical research involving children in the context
of Nepal. Consequently, It was discovered that there is a need of regulatory ethical
mechanisms and regulations when researching children in Nepal and a combined,
concerted effort from different institutions in academic and non academic fields to
establish these.

German:

Die vorliegende Diplomarbeit ist eine gezielte Ubersicht (iber die aktuellen
ethischen Praktiken, Herausforderungen und Probleme bei der Durchfiihrung von
Forschung ber Kinder in Nepal. Dies wurde aufgrund der Nachfrage zu erfassen was
gebraucht wird zum Schutz der Kinder vor umstrittene Forschung und die Verbesserung
der Rechte der Kinder wenn sie in die Forschung mitbeteiligt sind. Eine umfangreiche
Literatur Uberarbeitung wurde auf ethischen Ansatzen, Themen und Konzepte der
ethischen Forschung unter Einbeziehung der Kinder im Rahmen der international
anerkannten Normen und Veroffentlichungen. Verhaltenskodizes, Richtlinien und
weitere Unterlagen zu Ethische Forschung mit Kindern waren tberprift und bewertet.
Daruber hinaus wird eine gezielte qualitative Forschung durchgefiihrt im Einklang der

akademischen und nicht-akademischen Haupt-Akteure um die Herausforderungen in
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der Praxis in den einzelnen Institutionen zu begreifen und zu analysieren. Universitaten,
Forschungsinstitute, Internationale Organisationen, Nichtregierungsorganisationen und
nicht-staatlichen Organisationen wurden zum Verstdndnis der aktuellen ethischen
Praktiken und Herausforderungen konsultiert, die es in diesem Bereich mit Kindern
gibt. Die Erkenntnisse und Ergebnisse sind in erster Linie um einen Mehrwert zu den
bereits vorhandenen Kenntnissen und Verstdndnis der ethischen Praxis bei der
Durchfiihrung von Forschung mit Kindern und als vorlaufige disposition zu den Fragen
der ethischen Forschung unter Einbeziehung der Kinder im Rahmen von Nepal.
Folglich wurde festgestellt, dass es erforderlich ist ethischen Mechanismen und
Vorschriften bei der Sozialen Recherche nach Kindern in Nepal zu regulieren. Es gibt
eine erforderlichkeit flr einen gemeinsamen, aufeinander abgestimmten Anstrengungen
von verschiedenen Hauptbeteiligten im Bereich der akademischen und nicht

akademischen institutionen.
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