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Abstract

This paper explores the challenges and limitations in conducting social research
in Malaysia with special reference to the disabled people. These challenges and
limitations derived from the research entitled “Towards the Betterment of Persons
with Disabilities. A Comprehensive Study”, under the sub-programme “Rights
and advocacy of the Persons with Disabilities in Malaysia”. The study was
commissioned by the Humanities and Ethics Research Clusters, University of
Malaya, Kuala Lumpur, Malaysia. This article analyzed the challenges and limi-
tations in collecting public views about the rights of the disabled people. The
challenges and limitations are divided into two types; commune level and pro-
cedural level. The objective of this paper is to demonstrate how these challenges
and limitations restricted the utilization of qualitative social research tools and
techniques on this particular case study in Malaysia. The article provides a number
of interesting points which would be useful guidelines to the researchers, policy
makers, academics, and students who are interested in social research with the
disabled people.
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Introduction

This paper is based on the field experience that we drew from the study:
“Towards the Betterment of Persons with Disabilities. A Comprehensive Study”.
This is the first year research outcome of the Sub-Programme of the “Rights and
advocacy of the Persons with Disabilities in Malaysia”. The study underpins the
legislative and policy options for the disabled people in Malaysia. The principal
objective of the study was to look at the gaps between the rights of the disabled
people and the practices. The study analyses the existing laws and policies in-
cluding international conventions and relevant United Nations (UN) documents,
and then compares with field data to identify the holes. The paper is developed
from two previous published papers i.e. Islam and Banda (2011), and Islam and
Siti Hajar (2013).

In term of the scope of this paper, there is limited number of scholarly articles
published from the international Journals in the world. Undoubtedly, this number
will be a handful in Malaysia. The history of qualitative research with the disabled
people is relatively short (Gilbert, 2004). Indeed, the research-based literature
rarely addresses with the rights of the disabled people. However, this paper reflects
in part of our expertise, and in part of working premise. The disability right in
Malaysia is one of the policy concerns to the Government. The Government
introduced a number of UN conventions, formulated disability law (i.e., Persons
with Disabilities Act, 2008), and policy (i.e., National Policy for Persons with
Disabilities 2007). The non-governmental organizations (NGOs) are providing a
variety of services i.e. vocational education, advocacy and counselling, etc. for
the disabled people, but these are not at a satisfactory level. Like many other
Asian countries, the disability issue in Malaysia is a highly prioritized policy
concern at both global and international levels, though the concept ‘disability’
remained as one of the most neglected and forgotten development agenda by both
the State and the non-state actors.

We used a qualitative research approach for our study, where a multi-method
data collection methods i.e. semi-structured interview, focus group discussion
(FGD), and documentation survey were used in order to collect data from six
organizations (two governmental and four non-governmental) working in Kuala
Lumpur, Malaysia. One organization was operating rehabilitation programme,
one for blind, one deaf, one mental disability, one general service, and another
organization was implementing community welfare for the disabled people. Most
their working areas were included cash money, vocational education, motivation
and counselling, advocacy and community awareness, and child education. Our
respondents were the core staff members of those six organizations who have
enough experience about the disability rights. We determined their experience
according to their length of work. We distributed the semi-structured ques-
tionnaires (consisted both structured and unstructured) to the relevant staff
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members. We arranged six FGD sessions with the staff members of those six
organizations.

Methodological concerns, contextual aspect, and local perspective

The study used three interconnected concepts i.e. qualitative research, rights
of the disabled people, and Malaysia that contoured a distinct academic discussion.
Qualitative research is a method of choice when the research question requires an
understanding of processes, events and relationships in the context of the social
and cultural situation. This approach is about ‘personal meaning’ which refers to
the way in which individuals subjectively perceive and explain their experiences,
actions and social environments. This method is used for providing an in-depth
description of procedures, beliefs and knowledge related to the particular issues,
or for exploring the reasons for certain behaviours including the opinions of
respondents about particular issues.

There is a growing recognition that undertaking qualitative research can pose
many methodological concerns and challenges for researchers (Birch and Miller,
2000; Campbell, 2002; Ferguson, 2003; Gilbert, 2001a; Wright-Crawford, 1999;
Johnson & Clarke, 2003; Liamputtong and Ezzy, 2005). Some of the challenges
identified by researchers include issues related to maintaining boundaries (Dick-
son-Swift et al., 2006), developing rapport (Liamputtong and Ezzy, 2005), re-
flexivity (Ellingson, 1998; Kiesinger, 1998), and managing emotions (Gilbert,
2001b; Payne, 1994; Rager, 2005). While many of these difficulties are unique to
qualitative research, they are often compounded when researching sensitive or
difficult topics (Alty and Rodham, 1998; Lee and Renzetti, 1993). This type of
research is often criticized as biased, small scaled, anecdotal, and lacking rigor.
Validity relates to the honesty and genuineness of the research data while relia-
bility relates to the reproducibility and stability of the data (Anderson, 2010). This
method can enable one to tackle ‘sensitive’ issues, to appreciate the wider social
context of people’s experiences, and to make connections across different areas of
participants’ lives. However, data unruffled by this method might not generalize
to other people or other settings. The findings might be unique to the relatively
few people included in the research study. Due to its lack of statistical analysis, it
is more difficult to test hypotheses and theories with large participant pools. Time
consuming and personal biases increase the tensions in qualitative research appro-
ach.

The contextual standpoint about the rights of the disabled people is a highly
sensitive and convoluted issue in social research. Disabled people have the same
rights as all other people. However, for a number of reasons they often face social,
legal, and practical barriers in claiming their human rights on an equal basis with
others’ are a widespread assertion in disability rights. Our general motive is that
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disabled people have been viewed as individuals who require societal protection
and evoke sympathy rather than respect and empathy. We need to take steps
towards changing the perception of disability and ensures that societies recognize
that all people must be provided with the opportunities to live life to their fullest
potential, whatever that may be. However, the ethos in our mind is that our
initiative would be to provide them equal opportunity so that they can be de-
veloped and treated equally along with regular people. As a momentous thought,
we conduct social research in this point so that our initiative can produce more
success to forward the steps effectively. Social research is undertaken to expand
knowledge, discover the truth and provide evidence for practitioners, policy-
makers and legislators. We believe research that involves disabled people is
essential in uncovering issues requiring attention; in informing policy; in eva-
luating programmes and services; and in tracking how social and economic
changes affects to them.

There is a concern about the high expectations from the disabled people and
service providing organizations, but the low expectations from the researcher are
massively reflected to conduct any research in the disability field. The expectation
is a fundamental contextual challenge regarding ‘lack of self-determination’ main-
ly from the disabled people and service providing organizations. Expectations of
what people with disabilities are and can be and how they should be treated are
socially determined perspectives that have great effects on the lives of disabled
people (Smith, 2005) and their families (Green, 2007). Johnston et al., (2009)
found a number of challenges to conduct research with disabled people. These
include great breadth and complexity, emphasis on empowering disabled people,
small sample sizes, difficulty in defining ethical and practical control group,
improvement of a disabled person’s chosen activities or quality of life, inter-
vention development, or early stage clinical trials, addressing issues within large
social systems that involve consideration for the social, physical, and economic
environments, etc.

The local view connecting with two other concepts i.e. methodological con-
cerns and contextual aspects discussed above can be an important aspect in such
kind of discussion. In particular, the local ethical norms and linguistic issues
should be taken into account when deciding on how to go about obtaining a
legitimate, informed consent like disability rights. In some political and social
environments, the participants should be informed about the potential dangers of
involvement. Informed consent has a significant value in such local perspective.
They should be given all information i.e. what the research is about, who is
funding, what will be involved for participants, how the findings will be used, and
possible benefits of the study and how data will be used in the future. Participants
should be made aware of any dangers to which their involvement could make
them vulnerable. This danger can be especially important when working with
minority or dispossessed groups to whom the political regime is hostile. In
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particular, any foreseeable limitations on anonymity and confidentiality should be
made clear. The researcher has an obligation to ensure that participants understand
the legal status that anonymity and confidentiality has in their country and any
scenarios in which the researcher could be forced to reveal information.

The economic development leads to many changes in Malaysia especially in
the socio-political landscape of the country vis-f -vis, the increasing income of the
people, which led to better standard of living, health care, and others. The eco-
nomic development has also widened the gap between the income of the rich and
the poor and also caused problems to the environment and social problems. The
national resources for research to view these social problems are often lacking in
Malaysia compared with other sectors i.e. infrastructure, technology, etc. The
organizations and community people are not very aware of the importance and
practice of social research, and its ethical aspect. The research ethics exist to
ensure that the principles of justice, respect and avoiding doing harm are upheld,
by using agreed standards. These basic principles are universal, though there are,
of course, many subtleties and diversities, and the contingent aspects of how
principles are understood, interpreted and practised can vary from place to place
(Ulrich, 2003). However, all variations tend to revolve around the question of
how to balance the interests of the individual with those of the community/
society/family and the goals of research studies (Morrow, 2009). The government
as well as general people are still looking at their development through infrastruc-
tural, industrial and business expansions. The goal of Vision 2020 in Malaysia is
to increase income through such kinds of economic developments. As a result,
less emphasis is given to the social sector i.e. education, human rights, poverty,
social exclusion, child care, humanitarian assistance, social justice, inequalities,
public health care, etc. The whole gamut increases the tension of social research
in Malaysia.

Field experience

This section discusses the field findings that we gathered round the project this
year. The findings emphasised on the contextual limitations and challenges than
the theoretical one. The weaknesses of this paper are noteworthy. We would argue
that the findings regarding barriers and challenges to conduct social research in
Malaysia with focusing disability rights would not be generalised with other
areas. This study was conducted with a limited number of organizations in Kuala
Lumpur with a particular and sensitive topic. The selection of these organizations
was based on purposive sampling, and we conducted our research with limited
time and resources. We would contend that if any researcher attempts to conduct
other topics with other organizations, the velocity of these limitations and challen-
ges might be different. We would squabble that these limitations and challenges
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would be applicable more or less to related research projects. It is because, the
findings of this paper has a strong theoretical base that we used in a number of
other previous research projects successfully.

We would divide these limitations and challenges into two broad categories
namely ‘commune’ level limitations and challenges and ‘procedural’ level limi-
tations and challenges. The commune level limitations and challenges were very
associated with the existing socio-economical, cultural, and political conditions
of the country/community i.e. lack of research knowledge and research orien-
tation, lack of gaining access, cultural barriers, political issues, lack of social trust
about the research findings, subjective sensitivity, and non-cooperation from the
operating organizations. On the other hand, the procedural level limitations and
challenges are those that are considered as the inadequacies of qualitative research
approach. These include reliability and validity of research findings, complexity
and diversification of human behaviour, research ethics, and power-relation. It is
argued here that one such limitation/challenge influences on another and gets
complicated. This paper analyses these limitations and challenges with a case
study.

JCommune level limitations & \‘J \

challenges Procedural level limitations &
. Lack of research knowledge and challenges
research orientation » Reliability and validity issue
» Lack of gaining access *  Complexity and diverse
. Cultural barriers behaviour
. Political issue * Research ethics
. Lack of social trust about the + Power-relation
research findings
. Subjective sensitivity

\. Non-cooperation from the /\ /

Figure 1: Commune and procedural level limitations and challenges of social research

Source: Based on Islam & Siti Hajar (2013, p. 108)

Commune level challenges

Lack of research knowledge and research orientation

Research knowledge and research orientation to the government, implementing
organizations, funding organizations, public, and respondents are very crucial. In
Malaysia, the landscape of academic and professional research in social aspects is
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not widely oriented, and the stakeholders are not very familiar with this. This
scope is very limited to the people at an organizational level. It took a mammoth
time to explain our research objectives, benefits and outcomes to the staff mem-
bers. A number of organizations declined their participation due to the cause of
conducting this research is prohibited in their organizations. We found a very low
level of self-esteem at both organizational and individual levels.

The social and historical context is part of the methodological challenge as
‘individuals need to have self-esteem to believe that their views are valid and
important [...and] to believe that they will be listened to, responded to and
understood’ (Lewis & Porter, 2004, p.195). We were doubtful whether we could
conduct this research. Many organizations gave us a ‘lame excuse’ that such kind
of research is prohibited from their management as well as governmental level.
Eventually, we could ascertain that this was due to their lack of research know-
ledge and research orientation.

Lack of gaining access

Gaining access is the ‘entrance door’ in any research. We understood that as
qualitative researchers we must initiate a rapport-building process i.e. prior con-
tact, continues contact, explain research objectives and its importance from their
first encounter in order to build a research relationship that allows us access to
that participant (Ceglowski, 2000; Goodwin et al., 2003; Liamputtong and Ezzy,
2005; Minichiello et al., 2000; Payne, 1994; Dickson-Swift et al., 2006).

Our data collection was almost dependent on the gatekeepers or facilitators,
and even through a hierarchy of gatekeepers (Hood et al., 1996). Before gate-
keepers are likely to help, they were needed to convince them about the benefits
of this research of the disabled people. Due to their lack of research orientation
and research knowledge, we failed to give them such kind of justification. We
found that the gatekeepers blocked our access (Stalker, 1998; Tuffrey-Wijne et
al., 2008). Our observation was that approximately 70 percent of our approaches
to those organizations were blocked by the gatekeepers. Though we finally con-
ducted our research with six organizations, in many cases we did not get much
confidential information i.e. sources of funding, allocation of budget, management
system, and even in some cases, the staff members denied giving us their orga-
nization’s annual report.

Cultural barriers
Cultural barrier is a very considerable challenge in qualitative research to
collect valuable data (Sands et al., 2007). We mentioned earlier that difficulties in

gaining access can arise when gatekeepers or participants deny access or erect
physical or social barriers (Shaw, 2003). Even if physical access is granted,
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participants may be reluctant to allow social access because of the interviewee’s
assumptions about the researcher based on his/her gender, age, status, and personal
characteristics (Shaw, 2003). Similarly, interviewers may be insecure, uncom-
fortable or afraid to interview across class, sex, race, or ethnic lines (Rubin and
Rubin, 1995; Shaw, 2003).

Interviewers with insider status in a particular culture are thought to have
advantages over those with outsider status in surmounting cultural barriers. The
principal investigator of this study is a foreigner. Although the language barrier
was the main limitation, the staff members were instructed to speak in their local
language. We observed that the staff members were overestimated about the role
of the government and council to implement the legislative provisions of disability
rights. We established a new challenge in qualitative research that is the fact that
the participants did not want to tell negative or unsuccessful stories about their
own government and organizations to the foreigner.

Political issue

The political issue has come to be one of the important aspects in social
research in Malaysia. Research is a fact-finding activity. This kind of fact findings
were challenging in two ways when we conducted our research. First, usually the
people in Malaysia are not used to speak out about the negative roles of the
government. Anti-governmental campaign is not welcomed/encouraged here.
According to the latest World Press Freedom index, Malaysia has hit low ranking
of 147 out of 180 countries regarding the independency of the press (Ibrahim,
2014). Secondly, the subjective locus gave us another worrying notion concerning
who should own and direct research with the disabled people. It was echoed in the
interface of disability politics and disability studies. Swain, Heyman and Gillman
(1998) argued that research is primarily political; it has the potential to exploit
vulnerable groups and further their disesmpowerment and oppression. For many
disability theorists, including Barnes (1996), the researcher is either on the side of
disabled people or one of the oppressors.

In general, qualitative research can access the perspectives and experiences of
oppressed groups that lacking the power to make their voices heard through
traditional academic discourse (the ‘excluded voice thesis’ (Booth, 1996). The
academics who are expertise in disability rights have also stressed that, in the
past, government social research on disability issues has failed to focus on the
issues of greatest relevance to disabled people (see, for example, Barnes, 2003).
According to our research proposal we only included the staff members of the
organizations in our study. Failing to involve disabled people in research that
concerns their experiences or to communicate research results in an accessible
way could mean that research alienates disabled research participants. It could be
exploitative, if data is collected from disabled people, using pre-determined
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research questions that do not address the key issues they face and is then published
in reports that disabled people cannot read or use. In addition, the staff member
might consciously think about the potential impacts of a policy or practice from
the early stages of planning, considering any risk of the adverse impact and how
this might be mitigated. It also involves allowing disabled people and their
organisations to have a high level of control over the research process, including
both funding and the research agenda (see, for example, Barnes, 2001). It was
about the problem of emancipatory research.

Lack of social trust about the research findings

‘Trust’ becomes an important element in qualitative research. It helps to
develop rapport between researchers and participants in order to avail reliable and
valid data. In a social context, trust has several connotations (McKnight & Cher-
vany, 1996). Trust typically refers to a situation characterised- one party (trustor)
is willing to rely on the actions of another party (trustee); the position is directed
to the future. In addition, the trustor abandons control over the actions performed
by the trustee. As a consequence, the trustor is uncertain about the outcome of the
other’s actions; she can only develop and evaluate expectations. The uncertainty
involves the risk of failure or harm to the trustor if the trustee does not behave as
desired. In order for researchers to understand the experiences of the participants,
they need to build a level of trust so that the participant feels safe enough to share
their story (Booth and Booth, 1994; Charmaz, 1991). We took a number of
initiatives to increase trust with the respondents which included show valid
permission to conduct the research, explanation of our research objectives, ex-
planations of the benefits of the research, etc. All of the factors around trust were
more or less had impacts on our study. The question of trust become so much
complex due the lack of research knowledge, cultural problems, and political
issues. At the initial stage, the staff members asked us about our legal access to
conduct this research, and then questioned if our research findings would improve
the disability rights. They were also scared about the risk of data being misused.

Subjective sensitivity

The subjective sensitivity is an important aspect to qualitative researchers.
They need to be able to make an assessment of the impact of the research on both
the participants and themselves (Dickson-Swift et al., 2007, p. 328). In order to
undertake an assessment of the potential impact, they need to be alert of the
possible issues that may rise. Milling-Kinard (1996, p. 69) concluded: “Efforts to
address these issues would be enhanced by more published accounts of investi-
gators’ experiences in dealing with the effects on researchers of conducting studies
on sensitive and emotionally laden topics. Too little attention is given to docu-
menting the process of carrying out research”. We were endangered by a number
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of questions from the staff members to conduct this research. These included:
Who are we to do this research? What is our level of capacity to conduct this
study? Why did we select the topic — “disability rights’? Do we know that this is
related with the law? What is the confidentiality of their opinions and who will
give them such guarantee? What is our benefit? Do we have any evidence of the
government’s permission? etc. It is true that we did not have some evidences in
our hands.

Non-cooperation from the operating organizations

Non-cooperation from the participants is one of the big dilemmas in qualitative
research (Fink, 2000; Patel, 2003; Bergold and Thomas, 2012). There is a growing
debate about the conflict of interest between the researchers and the funding as
well as implementing organizations. This kind of non-cooperation included se-
lection of NGOs, gaining access, participation in interview and FGD sessions,
feedback, access to sensitive and confidential documents, and sharing information.
Due to this non-cooperation from the agencies, we could not collect our data
according to our expectations. The lack of gaining access to the relevant docu-
ments sometimes inhibited us to keep our findings ‘half-done’.

Procedural level challenges
Reliability and validity issue

There is a growing debate about the reliability and validity issue in qualitative
research. The notion of validity in qualitative research has been “championed,
translated, exiled, redeemed, and surpassed” (Emden and Sandelowski, 1998, p.
207). Many authors have a very restricted attempt to say that the findings of
qualitative research are neither reliable nor valid. The other group of authors
argued that the qualitative approach provides a very in-depth knowledge, which is
unruffled with the real understanding between human behaviour and their in-
teracting factors (Healy & Perry, 2000) as it unfolds many hiding human be-
haviour, which is impossible neither by quantitative nor any other option.

‘Reliability’ referred to the stability of findings, whereas ‘validity’ represented
the accuracy of findings (Altheide and Johnson, 1994). However, the real meaning
of validity in qualitative research is obscure, and different opinions in the lite-
ratures make the concept very complex. Numerous terms have been suggested as
those working within the interpretive perspective have struggled to articulate
validity criteria in qualitative research. Truth-value, credibility (Lincoln & Guba,
1985), trustworthiness (Eisner, 1991), authenticity (Guba and Lincoln, 1989), and
goodness (Emden and Sandelowski, 1998; Marshall, 1990) have all been proposed
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as more suitable criteria to judge the quality of qualitative research. None has
been overwhelmingly supported (Whittemere et al., 2001).

Kahn (1993) discussed the implications of idiosyncratic terminology associated
with the validity in qualitative research and emphasized that language should not
obscure understanding. Within this compass, this case study made a number of
connotations, which were difficult to fill the gaps of qualitative research. The
struggles of our research were more related with stability of findings, truthfulness,
credibility, trustworthiness, and authenticity. Due to the commune level limitations
and challenges (discussed above), all of these criteria became very complicated to
us. The ‘mindset’ of the research participants made this issue so treacherous that
we could not trust ourselves to providing a reliable and valid finding to the
research authority. Eventually, continuous feedbacks helped us to recover our
‘half-done’ report to ‘complete story.’

Complexity and diverse behaviour

Qualitative research comes in a variety of forms. We produce ‘qualitative data’
in the course of our attempts to understand a range of different events, processes,
behaviours of people, and such data are inherently diverse, non-standardized,
heterogeneous and difficult to classify. It is seen that the language barriers and use
of language are other difficulties to comprehend the correct meaning of what the
respondents want to express (Islam and Siti Hajar, 2013; Islam and Banda, 2011).
It is neither arguable nor questionable that our research topic was complex, and
we encountered diverse behaviours from different organizations and associated
people. The subjective complexity i.e. rights of the disabled people in one hand,
and the actual diversity of the organizations and their activities on the other gave
us a nauseating situation. Sometimes, in terms of our time limit and research
objective, we could not minimize all of those. We found in our FGD sessions that
the staff members asked us — what are the next actions coming from the gover-
nment about the laws of disability rights? We did not have a clear-cut answer to
this question.

Research ethics

Now a day, it is an obvious condition that the researcher has to collect the
ethical approval from the recognized ethical body to conduct any research. Ethics
can be defined as a ‘set of moral principles and rules of conduct.’ It is a system of
moral principles to prevent harming or wronging to other, to promote the good, to
be respectful, and to be fair’ (Seiber, 1993, p. 4). We followed the principles of the
ethical issue provided by Miles & Huberman (1994). These are the worthiness of
the project (i.e., is my contemplated study worth doing?); competence boundaries;
informed consent; benefits, costs and reciprocity; harm and risk; honesty and
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trust; privacy, confidentiality and anonymity; interventions and advocacy; research
integrity and quality; ownership of data and conclusions; use and misuse of results;
and conflicts, dilemmas and trade-offs. Getting informed consent to participate in
research has become a legal requirement as well as a moral obligation. Scott et al.,
(2006) outline the three key issues i.e. the person’s competence to give consent,
the extent to which the research is in the person’s own best interests, and the
balance with the public interest.

Islam and Banda (2011) found that the research ethics are western dominated
which created a number of dilemmas when used in developing countries such as
Bangladesh and Zambia. Like Islam & Banda, we believe that our ethical guide-
lines provided by the University of Malaya (UM) are based on western culture
and values too. Many of these are not ‘well-suited’ in Malaysia. These ethics are
also incomplete, and many issues that we faced during our research are not
mentioned. The important aspects of ethical issues such as autonomy, justice,
reciprocity, honesty and trustworthiness are not included in UM ethical guidelines.
On the other hand, the ethical issues such as privacy and confidentiality, security,
and benefits are not explained properly in Malaysian context.

Box 1: CODE OF RESEARCH ETHICS IN THE UNIVERSITY OF
MALAYA

1. All research conducted by staff and students of the university involving
human participants and the use of vertebrate animal subjects must be referred to
the appropriate ethics committee.

2. These include all research, qualitative or quantitative, regardless of whether
the research is funded by internal/external grants or even unfunded.

3. All research conducted by staff and students must follow codes of ethical
guidelines for research involving human participants which include :

a) Sources of Data — The participant is subject to ethical clearance, meaning
the researcher must define whether the data involves new data collection or
existing data and how the data will be collected.

b) Risk Assessment — The researcher is required to undertake “Risk Assessment”
to ensure that participants’ interests and rights are protected.

¢) Informed Consent — The participant is given the opportunity to choose
what shall or shall not happen to them, meaning the researcher should
provide the participants with sufficient information using words that are
easy to understand and the language/s that the participants speak.

d) Recorded consent other than written consent - online/email recorded
response can also serve as a means of obtaining informed consent as long as
it is in response to a proper information sheet.

e) Waiver of the Requirement of Recorded Informed Consent - participants
must normally give recorded informed consent to any use of their personal
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data unless existing personal data 1s being used for the purposes for which
they were collected or a directly related purpose.

f) Pilot Studies — It is a must to seek consent before obtaining data in pilot
studies.

g) Parental consent - For research involving children under 18 years old ,
researchers should seek written consent from parents by providing a full
justification for the data collection and an information sheet.

h) Privacy and confidentiality of data - researchers must maintain the confi-
dentiality of data related to individual research participants. Except by
public observation, researchers should clearly indicate the purpose of the
collection of data and the method to ensure the confidentiality of collected
data. Researchers must also avoid the use of any personal identifiers such
as individuals’ names and addresses in their research reports which could
lead to the human participants being identified.

1) Security - Information collected will not be publicly disclosed for security
reason. As for private sensitive data, researchers are advised to use indirect
identifiers and to keep the direct identifiers separate from the data.

j) Benefits - All reimbursement of expenses, such as travelling expenses,
should be commensurate with standard practice and be reasonable.

k) Sensitive issues — The researcher should be aware of sensitive issues that
are highlighted by EPU. (http://www.epu.gov.my/undertaking)

Power-relation

Power relation is considered as multiple ethical dilemmas and seriously metho-
dological challenges in qualitative research (Karnieli-Miller et al., 2009). The
goal of qualitative research is quite explicitly to ‘ground’ studies in the experience
and views of respondents. The literature provides three kinds of opinions about
these challenges. First, usually, the researcher determines the overall research
questions, and gathers, analyses, and interprets the data and draws conclusions.
Thus, it is evident that while seeking to value the experiences of people with
difficulties, traditional qualitative research is likely to encompass substantial
barriers between the authoritative researcher and the less influential researched
(Nind, 2008). Secondly, Henry (2003) and Tang (2003) claimed that most re-
searchers have organizational and institutional power. The researcher felt power-
less while trying to recruit participants and was constantly anxious about losing
their interest during the study and during the validation phase of the study. And
thirdly, Reason (1994, p. 42) stated that the qualitative inquiry draws on a critical
view of hierarchical relations of power between researchers and participants. He
mentioned that in traditional research, the roles of researcher and subject are
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mutually exclusive: the researcher alone contributes the thinking that goes into
the project, and the subjects contribute the action or contents to be studied. Here,
the division of roles between researcher and participant is dichotomous, unequi-
vocal, constant, uniform, and predetermined. Reason further stated that this di-
vision follows from the positivistic worldview that sees the researcher as a neutral
observer who objectively examines various human phenomena. In this regards,
O’Connor & O’Neill (2004) argued that drawing predominantly on constructivist
and critical paradigms of understanding, qualitative research fosters a rebalancing
of power in the researcher—participant relationship and encourages a focus on
marginalized understandings and skills. The use of researcher self-disclosure was
reported by a number of the participant researchers. In order to ensure that the
relationship between the researcher and the participant is non-hierarchical, re-
searchers are often involved in a reciprocal sharing of their personal stories
(Liamputtong and Ezzy, 2005). We agreed to all three arguments that are discussed
above. We felt that our position related with the second argument though we
followed the third one. Although we have institutional and organization power,
we felt powerless while trying to select and recruit the staff members. We showed
‘self-disclosure’ and tried to minimize or power and kept ourselves neutral and in
a balanced position, but many issues were unresolved such as uncertainly schedu-
led change, domination of higher officials in the FGD sessions, and exclusion of
some staff members in interview and FGD.

Conclusions

A qualitative inquiry is the process of understanding a social or human pro-
blem, based on building complex, holistic picture, formed with words, reporting
detailed views of informants, and conducted in a natural setting. This is a rapidly
developing field, and a couple of decades ago the practical guidance contained in
this view would not have been available. This paper highlighted a number of
commune and procedural limitations and challenges. We mentioned that both
levels of these limitations and challenges are interwoven with each other and
across all stages of the research process. We also acknowledged that these kinds
of challenges and limitations are not to be generalised. These are more or less
relatable to other qualitative research projects. The communal level challenges
and limitations gave substantial contextual value to this paper. These limitations
and challenges are being taken up now, not just by the pioneers in the field but by
a whole raft of researchers in a range of disciplines who would no longer consider
conducting research on people with disability rights without, first and foremost,
addressing them as human beings with something to say that is worth hearing.
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