Sharing the true stories Stage 1: How the project was done 

(extract from the Interim Report)

The original concept for this project emerged from an earlier CRC project which explored communication issues in Aboriginal health care through a review of the literature and extensive discussions with a wide range of stakeholders (see Lowell, 1998).  The purpose of the review was to identify strategic directions for research in the area of health communication and communication between health staff and their Aboriginal patients was identified as a major concern.  The proposal for the project was informed by the findings of the preceding review and was developed through a collaborative process involving a range of interested people.  Staff in Tope-End Renal Services expressed an interest in participating in the project so this was the context selected for Stage 1.  
3.1   The aims of the project

In the early stages, and throughout the project, extensive discussions occurred between members of the research team, the advisory group and other participants, both renal staff and patients, about the aims of the project and how these would best be achieved.  As a result of this negotiated process, the original outline was modified and a detailed research plan was developed, with further changes occurring in response to emerging issues as the research progressed.

The primary aim of this project, as a first stage in an ongoing developmental process, was to increase our understanding of intercultural communication issues in renal health services in terms of:

· the extent of miscommunication 

· the cultural, linguistic and political factors influencing communication in renal services 

· the effectiveness of communication strategies currently used

· possible strategies for improving communication

There was also an intention to develop specific strategies which had been identified as potentially useful, either through their use in other contexts or through the researchers’ previous experience.  However, in consultation with the advisory group and the research team it was decided to restrict this stage of the project to the analysis of current practice.  Rather than act on the untested assumptions inherent in the original research plan,  ideas for action are drawn from the empirical data and informed by the experiences and priorities of the participants, both staff and patients.  It is intended that the strategies identified through this process can then be implemented and evaluated in a second stage
. 

3.2  The research framework

Participatory research has been defined as ‘systematic inquiry, with the collaboration of those affected by the issue being studied, for purposes of education and taking action or effecting social change’ (Green,1994 cited in NAPCRG Policy Statement, 1998).  A participatory approach was therefore considered appropriate for this project in which the aim was to begin a process of change through which more effective communication will lead to improved health outcomes for Aboriginal people.  

Although the broad underlying philosophy is drawn from participatory research, within this framework the theoretical perspectives, methodologies and research techniques selected were those considered most appropriate to achieve the aims of the research. As a result they are eclectic, drawing from a range of research paradigms and approaches. 

The paradigm with which this project is most closely aligned is constructivism as  described by Guba and Lincoln (1998).  In a constructivist paradigm the aim of inquiry is understanding and reconstructing the constructions that participants (including the researchers) initially hold.  The aim is for increasingly informed and sophisticated constructions, moving towards consensus, as well as increasing everyone’s awareness of the content and meaning of competing constructions.  The role of the researcher is that of participant and facilitator in this process and advocacy and activism are key features of a constructivist inquiry.  

Constructions are subject to revision and multiple ‘knowledges’ are recognised when equally competent interpreters disagree, ‘and / or depending on social, political, cultural, economic, ethnic, and gender factors that differentiate the interpreters’ (Guba and Lincoln, 1998 p. 212).  This reflects a relativist ontology in which ‘realities are apprehendable in the form of multiple, intangible mental constructions, socially and experientially based, local and specific in nature and dependent for their form and content on the individual persons or groups holding the constructions’.  In such an inquiry the methodology is hermaneutical and dialectical, and through such a process more informed and sophisticated constructions are formed through juxtaposition of varying constructions. Provision of vicarious experience, for example through case studies such as those presented in this report for each interaction, is an important mechanism for transfer of knowledge.  In this approach, ‘the investigator and the object of investigation are assumed to be interactively linked so that the ‘findings’ are literally created as the investigation proceeds’ (Guba and Lincoln,1998, p.207)

3.3  The research methods

Elements of various methodologies which share common ground with the constructivist paradigm (including ethnography of communication, phenomenology, grounded theory, and discourse analysis) are evident in the research design for this project.  However, the methods employed were not determined by a particular theoretical or methodological position but were selected, in consultation with the participants, based on their effectiveness for achieving the aims of the project.  Although the research objectives, context and participants influenced the way in which the project was constructed and implemented, the influence of the perspective, experience and specific expertise of the project co-ordinator must also be acknowledged.

Qualitative research methods were employed as the most effective technique for developing a holistic and contextualised understanding of communication in a complex setting. The focus of this study was the lived experience of the participants and the methods were selected to provide what Higgenbotham (2000) describes as ‘a firm empirical ground for understanding the causal web and carrying out interventions’ (p.263).

A number of methods were used in the study and this provided one form of triangulation
 to enhance the trustworthiness of the of the research. The primary source of data was the videotaped interactions between renal staff and patients.   A number of key interactions were identified through discussions with staff and patients and five were selected for focus.  The participants in these interactions were selected to provide as wide a range as possible in terms of renal experience, familiarity with the culture and language of the other group, age and gender.

The videotaped interactions provided powerful primary data which was then used to explore the perspectives of all participants in the interaction. Their interpretations of the videotapes then provided further data and thick descriptions of these interactions were then constructed from these multiple perspectives.  Exit interviews were also conducted with each participant immediately following the interaction, as well as in-depth interviews to contextualise the participants’ experiences.  Other sources of data included  interpretation of the videotaped interactions by various research team members as well as experienced interpreters, as well as information from group discussions.  This triangulation, in terms of methods, data and observers, is a powerful means of strengthening the quality of the research through enhancing the trustworthiness and authenticity of the findings. 

The research setting 

The Royal Darwin Hospital Renal Unit sought to become involved in the project as a result of a strong impression by staff that optimal treatment for their Aboriginal patients was seriously impaired by difficulties in communication of important concepts and information between patients and staff. 

The Renal Unit provides dialysis and transplantation services for approximately 160 patients, of whom 80-85% are Aboriginal. The majority of Aboriginal patients come from outside the metropolitan area and they and their families are required to relocate to Darwin for their therapy – which for most means until they die. The mortality rate of the unit’s Aboriginal patients is far greater than the non-Aboriginal patients. While this is in part explained by a greater number and degree of co-morbidities in the Aboriginal group there are also marked differences in measures of therapy “compliance” between the two groups that undoubtedly contributes to the higher mortality seen in the Aboriginal patients. Measures of dialysis attendance, fluid intake and blood pressure control and other parameters that have been correlated to survival on dialysis are poorer in the Aboriginal group. While the Renal Unit has sought to provide culturally appropriate and language-specific educational materials for patients regarding such factors it was apparent to staff that their attempts were not dramatically affecting patient behaviour and thus unlikely to result in improved outcomes for patients.

The Renal Unit treats Aboriginal patients from over five main language groups, with many patients having English as the second, third or fourth language. Conversely, there are no staff proficient in any Aboriginal language. Prior to the inception of this project there were no trained Aboriginal interpreters available to assist in staff interactions with patients. Often patients’ families, other patients from the same language group or non-Aboriginal people with some proficiency in the patient’s language were utilized as interpreters, frequently with serious miscommunication occurring despite the best intentions of all parties.

End-Stage renal disease can be viewed as one of the most complex and demanding of the “chronic diseases”. Such diseases require an ongoing commitment to therapy by the patient. Such a commitment necessarily requires an understanding of the disease process,  the rationale for therapy and the likely consequences of partially or not “complying” with the required treatment. While often the patient is seen as the “culprit” when they do not comply with their prescribed therapy the staff of the Renal Unit felt that much of the difficulty lay in the patients not truly understanding their disease, the importance of various aspects of their treatment and the ramifications of partial or non-compliance with their therapy.

The Participants: the research team, the advisory group and the staff, patients and family members involved in the research.

Genuine collaboration
 is central to successful participatory research project.  Achieving a high level of participation at all stages was a central concern throughout the project and a number of mechanisms were used to this end. As described above, the original concept for the research emerged from a comprehensive process of consultation with stakeholders and this concept with then developed through a collaborative process involving people from a range of backgrounds.  

The research team

The research team included both Aboriginal and non-Aboriginal members and representatives from both the staff and patient groups. The participation of researchers who have in-depth knowledge of the context (renal services) from both the staff and patient’s perspectives greatly enhances the relevance of the study and the effectiveness of the research design.  It also allows for immediate action to occur which is informed by the emerging findings.  Other team members brought extensive experience in the fields of participatory research and intercultural communication, and in working with Yol\u in various contexts. 

The Advisory Group

The Advisory Group brought together a range of stakeholders from the institutions with a direct interest in the research and other groups who could inform and /or potentially benefit from the research outcomes.  One of the concerns about the structure of this group was the difficulty in achieving meaningful participation of Yol\u, as the meetings were conducted in English in a style which can be very difficult for Yol\u to engage in.  Marr\anyin, the Yol\u researcher attended Advisory Group meetings and extensive informal discussions about the project also occurred with Marr\anyin and other Yol\u in other settings. An advantage of this group was the opportunity for people from very different professional and ideological backgrounds to engage in extensive dialogue. In addition to the research team members, the Advisory Group included representatives from the CRCATH, the Aboriginal Interpreter Service, Aboriginal Resource and Development Services, Nightcliff Rehabilitaton Unit, Menzies School of Health Research, and Batchelor Institute. 

The participants in the research

Participants were selected using a ‘maximum variation sampling’ approach in which a small sample is selected to achieve maximum diversity across specific attributes (Higgenbotham, 2000 p.237) which in this case were: age, gender, length and quality of renal experience (receiving or providing treatment), degree of familiarity with the culture and language of the other group, and training and / or experience in intercultural communication.

The patients
 were:

Bala\ – a young man with chronic renal disease who does not yet need dialysis (a pending patient)

Ba\a[i – an older man from a remote homeland, with little proficiency in English, who recently reached end-stage and commenced dialysis

Galikali – a middle-aged women with a high level of Western education, fluent in conversational English and long term renal patient

Gayil\a – a middle-aged woman with very little western education and little proficiency in English; recently commenced dialysis

Wurrapa – older woman with very little western education, little proficiency in English; long-term patient

All the patients lived in communities or homelands in North-East Arnhemland until they needed to relocate to Darwin to access treatment for their renal disease.  In this region, colonisation was relatively recent – the first mission in the community most of the patients come from was established in the 1940s.  Many features of traditional Yol\u culture continue to influence everyday life to varying degrees: hunting and gathering and other cultural practices, including participation in ceremonies, are of central importance for most Yol\u.   Yol\u languages are used in almost all interactions and English has little relevance outside the school and clinic.

The staff:

A male renal physician with extensive experience working with Aboriginal patients (referred to in the report as ‘a physician’
)

A male renal physician with limited experience working with Aboriginal patients (referred to as ‘a physician’)

A nurse with extensive experience in all areas of renal care with Aboriginal patients working primarily in an educator role (referred to as a ‘nurse educator’)

A recently qualified nurse with long term experience working with Aboriginal patients in other roles (referred to as a ‘nurse’)

A nurse with extensive experience in all areas of renal care with Aboriginal patients (referred to as a ‘nurse’)

An allied health professional with very little experience working with Aboriginal people from remote communities who only recently began working in renal services (referred to as an ‘educator’)

The interactions

Staff and patients were able to identify key encounters in renal care in which achieving effective communication is both crucial and challenging. Not all of these interactions could be included in the study due to the limitations of time and resources.  The research team therefore selected five which they considered the most relevant and practical for the purposes of the study (see section 4 for details). 

Due to a change in the location of the project from THS to NTU there were some delays in obtaining ethics approval and this resulted in some uncertainty during the early stages of the project.  However, this had an indirect advantage in that data collection could not proceed immediately and therefore ensured that an optimal period of consultation and planning did occur.  The common temptation to move too rapidly into the data collection phase was therefore avoided and this allowed for a high level of genuine participation by the advisory group and other stakeholders in deciding on the details of the research plan.  This has also allowed sufficient time for the Yol\u researcher to implement an effective  consent process to ensure potential Yol\u participants were adequately informed and had a genuine opportunity not to participate (a direct request for participation does not necessarily provide such an opportunity).

The specific steps followed in data collection are described below:

· Staff (by Balanda researchers in English) and patients (by Yol\u researcher in Yol\u Matha) were informed about the project and invited to participate.   Written consent was obtained from volunteers selected according to the sampling criteria.   Particular care was taken in the consent process with the patients/  This usually involved a number of discussions in Yol\u Matha between the Yol\u researcher and the patient, as well as further discussions with the project co-ordinator when required (with the Yol\u researcher acting as interpreter).  Although a written consent form in Yol\u Matha was developed this was not considered a sufficient indicator of informed consent without ensuring extensive oral discussions with the patient in their own language also occurred. 

· interactions were then videotaped opportunistically, that is, when an interaction was occurring in which both the nature of the interaction and the participants in that interaction fitted the sampling criteria described above 

· exit interviews were conducted with each participant to obtain their perceptions of the interaction in terms of:

· the purpose of the interaction 

· the content in terms of: what they wanted to find out from the interaction and if this happened; what information they intended to communicate during the interaction and if they thought this was successful process; the overall effectiveness of the communication; and similarity to other situations.

· videos were analysed using an ethnographic approach (i.e. thick, layered descriptions that include the interpretations of participants and researchers; this triangulation – comparison and contrast of interpretations, and later, comparison and contrast of data from different sources – is the central strategy used to establish trustworthiness).  The stages of analysis included:

· description of interaction including identifying key communication events for discussion in participant analysis sessions (eg. effective communication strategies and instances of miscommunication) (first level)

· videos were reviewed with each participant as soon as possible using key points from initial analysis to guide discussion (second level) 

· in-depth interviews were conducted with each participant (and patient’s family members if appropriate) drawing on key themes emerging from exit interviews and video analyses as well as eliciting information on more general communication experiences and issues

Data analysis and interpretation 

This project was inductive, utilising techniques from grounded theory in data analysis and interpretation, i.e. building theory from the data. Categories used in analysis were derived from a variety of sources, primarily from the context to reflect the participants’ perspectives and to reduce the extent to which data is filtered through a restricted and predetermined set of codes, but also included categories drawn from other related research and theoretical frameworks. 

The process was iterative, with development of theory, data collection and analysis occurring simultaneously, and analytical categories were refined or refocused as a consequence of new data, new interpretations emerging and/or further literature review.  

A qualitative data management program, QSR NVivo, was used to assist with organisation and coding of the large and complex data set.  The use of software such as NVivo supports a more rigorous analysis and a more integrated approach in interpretation and theory development than would be possible otherwise
.

An ongoing process of verification and expansion of emerging ideas occurred through discussions with members of the research team and other participants, both informally and in formal team and advisory group meetings.  

The aim of such participant verification at different stages of the research process is to validate the evidence, the conclusions being drawn and the theory being developed.

Considerations about quality.

Higgenbotham et al. (2000) suggest that the important criteria in assessing the quality of a research project such as this are ‘the richness of the data and their ability to generate theory, their empirical groundedness in wider contexts of social life, their incorporation of multiple subjective understandings, and the reflexivity of the researcher’ (p.256).

Guba and Lincoln (1998) have proposed two sets of criteria for judging the quality of a constructivist inquiry.  In one set, the trustworthiness criteria of credibility, transferability, dependability and confirmabilty replace the criteria of internal validity, external validity, reliability and objectivity of positivist paradigms.  The other set of criteria is that of authenticity and includes fairness, ontological authenticity (enlarges personal constructions), educative authenticity (leads to improved understanding of constructions of others), catalytic authenticity (stimulates to action), and tactical authenticity (empowers action). 

In monitoring the quality of this research, attention was given to each of these criteria.

Dissemination and research transfer

Dissemination of the research findings has occurred through a number of mechanisms including this written report, journal articles (papers to be submitted to the Medical Journal of Australia and Social Science in Medicine are currently in progress) and workshops and presentations with interested staff and patients and other relevant groups.  At the time of writing dissemination activities included: two feedback visits to the community; four feedback sessions to renal staff; meeting with senior THS staff; seminars at Northern Territory University, Menzies School of Health Research, Northern Territory Institute of Educational Research, Combined Annual Scientific Meeting of the NT Branches of the Royal Australasian College of Physicians and the Australasian Faculty of Public Health Medicine, Aboriginal Interpreter Training Workshop; and extensive informal discussions with other stakeholders as part of the consultation process in developing Stage 2 of the project.

Most importantly the implementation of the findings of this study through the Stage 2 project will facilitate research transfer within the renal context as well as more widely in other health care settings.

� A submission for stage 2 is being developed based on the findings of this project – see Attachment 1.


� Higgenbotham et al. (2000) explains that triangulation has shifted from a technique that was  ‘grounded in the notions of validity, reliability, objective truth, and bias, to a broad-ranging strategy which also encompasses the qualitative concerns for depth, multiple perspectives, and complex meanings.’ (p. 251)


� The term ‘collaboration’ is defined as a research partnership among equals with complementary knowledge / expertise (NAPCRG, 1998).


� The Yol\u researcher discussed with each patient how they wanted to be identified in the report and their preferred names or their m<lk (skin names) are used. 


� Due to the small number of staff working in renal care general terms are used to refer to individuals to protect their identity as much as possible although most participants were willing to be identified by their own names.


� Although use of a data management program might be considered time saving this is not the case if the potential of the software is fully utilised to support a highly flexible but complex and time-consuming engagement with the data.





