Sharing the True Stories Stage 1 Project: Key Encounter 1.

A medical consultation: review of a ‘pending patient’

The setting

This interaction took place in the doctor’s office in the health centre of a remote community.  The renal physician, a renal nurse educator and two other members of the research team traveled to the community primarily to videotape this specific interaction, but it also provided the opportunity for the renal staff to follow up other pending patients and for the researchers to inform the community about the research. 

The participants. 

The staff member: this physician was one of a large family and grew up in a mainly monolingual, monocultural environment.  He has many years experience working with multicultural and Indigenous populations and has been working in renal services in the NT for a number of years.  He has well-established relationships with many patients and is highly regarded by those involved in this project.  

The patient:  Bala\ is a young man who has had renal disease for a number of years and in the past required treatment in Darwin.  At the moment he is in living with his family in his home community where he is actively involved in community life but is not in paid employment.  The primary language Bala\ uses in almost all interactions at home and elsewhere in the community is Djambarrpuy\u.  Although Bala\ did attend the community school for a number of years he does not have a high level of fluency in English and is unlikely to have more than basic literacy in either his first language or English.

Bala\ will eventually need dialysis – and therefore relocation to Darwin 500 km away.  The length of time before this will be necessary is highly dependant on effective management of blood pressure and other biological parameters  are crucial in optimising his kidney function for as long as possible.

Management of the interaction

This interaction was initiated by renal staff who had identified medical reviews with pending patients as important encounters in renal care, although it was not part of standard management practice for this physician to travel to the community.  In current practice, patients such as Bala\ are followed up by the visiting general physician on a regular basis.  However, during the consultation the physician looked for test results in the file and found that there had been no entries since 1999, which suggests no reviews had actually occurred during this two year period.  It was later confirmed that he hadn’t been followed up by the visiting physician and had had no blood tests in the community.

The primary language used in the consultation was English.  No attempt was made to engage an interpreter and the physician relied on the family members to assist with communication, which is described by staff as standard practice in such consultations.  However, when it became apparent during the exit interview that there had been serious communication difficulties the researchers asked the physician to return to the consulting room and clarify the family’s concerns with some assistance with communication from the Yol\u researcher (see  below).  

In the first interaction (without interpreting assistance) most of the talking was done by the physician – Bala\ and his family did not ask any questions and gave very limited responses, if any, to the physician’s questions.  The few responses made by Bala\ were almost all non-verbal.  The structure of the interaction reflected the physician’s goals for this encounter, that is, to gain information from Bala\ about his current health and management of his renal disease and to provide information to the family about issues related to Bala\’s renal management. 

Perceptions of communication

Communication goals.

The physician had clear goals for this consultation:

We've met Bala\ before and I wanted to reinforce a couple of things: number one -  that he was at risk of progression to end-stage renal disease 

The other key concepts that the physician wished to communicate were:  

that he would benefit from treatment, of blood pressure in particular, to a certain goal and treatment of other things like anaemia;  Again, it's a message he's had many times and I still don't think it gets through that well to Bala\ and that may be us or it may be Bala\ - I'm not sure.. 

..The main thing was that he doesn't need dialysis at the moment but that he needed to be monitored and to take his tablets; so to take his treatment and get some blood tests - two things that I don't think he was doing much before we saw him.. 

The expectations of Bala\ and his family for this interaction were not clear but were probably few as it became apparent that they all came to this consultation believing that Bala\ no longer had any renal problems.  When reviewing the video data the Yol\u researcher, who knows Bala\ and his family well, explained that the whole family thought that when Bala\ came back from Darwin he was completely well and had no idea he needed regular tests and medications or that he had chronic renal disease:
(M names all of Bala\’s close family) -  they all thought he was manymak (fine) but b<y\u (he wasn’t)
The participants’ assessment: of effectiveness

The physician was unsure whether he had succeeded in achieving his goals for this interaction:

Perhaps his mother got some idea and his grandmother seemed slightly uninterested .. I hope they at least understand that he is at risk of needing more dialysis, I think they now understand that he has two kidneys that aren't working so well but that he doesn't require dialysis at the moment;

The physician also described his difficulty in assessing how much the family are understanding:

.. if you look at the grandmother's face it remains often pretty much the same - often when people are trying to tell you they understand they'll smile or do something - she doesn't do that .. it's always an appraising look - there are no nods of complicity or signs that (she’s) understanding 

(Bala\’s mother) is always off and away - probably thinking - she's not distracted but she's obviously listening and thinking and the question is how much is she understanding (video analysis with physician)  

After the consultation the Yol\u researcher talked to the family about what they had understood from the doctor.  Bala\’s mother told the Yol\u researcher what the doctor had said that Bala\ should come and get his medicine from the clinic and get his blood pressure taken by the healthworkers and that the physician couldn’t feel anything in the fistula.  Neither Bala\ nor his grandmother added any further information.  This was all that the family were able to recount from an interaction which had lasted 17 minutes – during most of that17 minutes the physician was talking, explaining a range of concepts and sometimes repeating these explanations.   It was clear from the questions they then asked the Yol\u researcher that they had understood very little of the information the physician had been attempting to convey. 

Further exploration of communication effectiveness

The family knew that the health staff wanted Bala\ to have his blood pressure monitored and that the staff wanted him to take medication, but these were the only points about which some degree of shared understanding was achieved during the initial interaction (before assistance with interpreting).  An analysis of the video data indicated that the family had understood, apparently for the first time, that it was important for Bala\ to take one of his medications with food.   However, even after the extended explanation the physician gave about Bala\’s current status and prognosis the family were still not clear about whether his kidneys were working.  Bala\’s mother asked the Yol\u researcher during the exit interview if his kidneys were all right and when the physician returned to talk further with the family with the assistance of the Yol\u researcher, Bala\’s grandmother asked if both kidneys were working or not.   They were also wondering if the fistula would be removed and thought that it should be.

Two interpreters assisted with the analysis of the section of video when the physician returns to talk further with the family and they offered this interpretation of what occurred:

the physician said the 'kidney is working but not working normally' and they needed to ask another question because in the first place he said 'it's working' then 'it's not normally working .. the people can't understand - they can just say 'ah, his kidney is working now' - they just hear the first part

The physician then attempted to explain further and talked about when Bala\ will need dialysis in terms of  percentage of renal function.  This use of a culturally specific metaphor (percentage) proved difficult for the interpreter as there is no Yol\u metaphor which is directly equivalent: she repeated the numbers that the physician had said – and he thought she was effectively interpeting this information when he heard this – but in fact it was rote repetition and not explained in any meaningful way. 

There was also further ambiguity in the message that was given to the family in Yol\u Matha which could have been understood as ‘when Bala\ goes on dialysis his kidneys will get really bad’, that is, deterioration as a consequence, rather than a precursor to dialysis.

The interpreters reviewing the video explained further why the doctor’s message was difficult to interpret: 

(he is) mixing metaphors.. and using in a confusing way - hands further apart - one going higher for poorer function which to us means 100% but percentage is used in the opposite way..  smaller percentage indicating poorer function;
They concluded that, even with some assistance with interpreting:

maybe they are understanding, maybe not; understanding just a little bit of what the physician is saying - just some of the words (not the concepts); 

With the Yol\u researcher’s assistance the family finally did understand that Bala\'s kidneys are not working well but it was unclear how much they understood about the fistula or Bala\’s prognosis:  

they seem confused and are not clear about how big a problem it is with the kidneys or if he has to go to Darwin.. I don't think it is at all clear how progressive it will be or what the time scale is or if he'll ever have to go to Darwin or how bad his kidneys are because they've had mixed messages
The Yol\u researcher is not a trained interpreter although, like many Yol\u who have a reasonable fluency in English, she is very often asked to interpret when she is present at other medical encounters.  She assisted the physician only because there was no alternative and she was concerned that the family had not understood the information given by the doctor.  Her overall assessment of the communication was similar to that of the interpreters who assisted with the data analysis: 

after this discussion the family understood that he is a sick person and that they will look at him carefully and look after him very well; when the physician was talking to them they couldn’t understand a thing from him - maybe a little bit; now they understand very well;   (Bala\’s mother and grandmother) didn’t really know what was going on, they thought he was sent by the doctor to Galiwin’ku (because) he was completely well but he wasn’t. 
Communicative challenges: some examples

Obtaining information.

Although the physician had described his goals for this interaction in terms of imparting information, he also wanted to find out information from Bala\ and his family about his health and what action Bala\ was taking in managing his renal disease.  Although his training valued open-ended questions to gather all the evidence the physician recognised the difficulties he would have if he attempted this approach with Bala\:

I wasn't going to get much from Bala\ so in the interest of time and efficiency I go to structured questions which allow me to try to get an idea of the general level of activity - and use the most appropriate options (i.e. asking about hunting, fishing and sport rather than work) (the physician’s exit interview)

The physician also explained that, although he is comfortable with long silences and would wait for delayed responses in some circumstances, in this case he already knows what he wants to find out and goes straight to it:

(it is ) a follow-up of a patient with renal disease so I know there are certain problems that may occur with his level of renal dysfunction so I basically know the questions I want to ask to get an idea of how well he's functioning - for follow-up of someone with quite advanced chronic renal insufficiency certain symptoms I know they are going to get so I want to know if they've got them or if they've dropped off in terms of exercise as a marker of anaemia .. so you're trying to get an idea of how well he's functioning and trying then to tailor the questions to his lifestyle.. (the physician’s exit interview)
The physician also wants to know about Bala\’s appetite, how he's feeling and about his medications.  The use of structured questions and verification strategies seems to be successful in this interchange – at least the communication appears to proceed relatively smoothly:

When the physician asks Bala\ if he gets hungry Bala\ responds rapidly and unambiguously – one of the few occasions when this occurs.  The physician asks Bala\ if he ‘feels sick like when he was on the machine or much better’ (i.e. two options) and Bala\ shakes his head which the physician interprets as relating to first option (feeling sick) then the physician seeks confirmation by repeating 'much better' and Bala\ nods (video description)
Some communication strategies in use…

The physician describes the techniques he uses to monitor comprehension and to provide the opportunity for the family to ask clarification questions:

 I think they knew (the fistula) is for dialysis but I don't think they know much about it - I ask them the same question again to give them a chance if they're not really quite sure - they'll nod then you say 'are you quite sure, is there anything else you want to ask?'  you never are (quite sure that people have understood) if you ask the question again but in a different manner which is not like you are examining them ... if they volunteer that they know what it is then you'll accept it; if not you are always in two minds .. what you want to do is give them the opportunity to say 'we're not really quite sure, tell me some more' now they're never going to say that so you ask the question in a different way, so 'do you know what it's for?' 'do you know how…'  so I think you're trying to give permission to say 'look if it's not 100% clear tell me again' or otherwise you say 'look do you want me to go over it again?' and they'll say yes so you offer to explain it without making them look stupid.. you can do it in a concrete manner - get them to show 'what do they normally do?' (i.e. demonstration) there are (concepts) that you can't illustrate verbally but you can - if I said to a white person 'you put the needles in here and the blood is pumped out through the machine and through an artificial kidney where the blood is washed' ..  they can have a mental picture of that quite easily but I'm not convinced that these guys can, never having seen one, and the white person never having seen one can still get some idea of the sort of process your talking about because they will have learnt about industrial pumps etc that's why you come back to say it's like an oil filter in a car - they (Yol\u) may have pulled a car apart and they may not have..
The physician also talks about the value in using repetition when appropriate:

They're all a bit lost at the moment so you don't labour the point - you go over it because every time you go over it - after six or seven they start to get some idea, something - if I talk about it all the time it's obviously important - if you talk about it once and then just ignore it then you're never going to get the message across - the whole thing about people with chronic problems you get lots of chance for repetition so you don't have to cure everything at once - you have to focus on what's the most important thing and just chipping away..
Talking about the fistula…

Renal staff identified communication about the fistula as a very difficult area and this difficulty was clearly illustrated in this interaction.

During the consultation the physician realised that the family were worried about the fistula and he explained that Bala\ will need it if the kidneys get worse and he needs to go back on the machine. During the exit interview Bala\’s mother explained to B that the physician had told her that the blood was stopped and the fistula wasn’t working properly.  Bala\’s grandmother asked the Yol\u researcher what the doctors were  going to do with the fistula and she told them ‘not to worry because at that time they thought that he was nearly dying and that he had kidney failure- he has got kidney failure; the fistula is going to be there until one day he is going to be sick’. The Yol\u researcher said the family were thinking that the fistula would be taken out and that would be the only reason he would return to Darwin – she did not feel they were aware that Bala\ would eventually need to return for dialysis. 

Kidney function, kidney failure, blood tests, blood pressure and medications

These were key topics in this consultation and communication about each of these poses particular problems.  These challenges are well recognised by the physician but despite his high level of awareness, he was unable to overcome many of the difficulties.

During the consultation the physician asks the family if they know what kidneys do and they shake their heads so he explains that they take they poison out of the blood, that when they don't work the poison builds up and that level of poison can be measured in the blood - at 800 he might start to feel sick but now he is at 400 and that normal is 100.  the physician gave his opinion of this discussion:

no good, it's hard enough - I think people know about kidney failure - the machine and dialysis, all that, but the associated changes that go with chronic renal failure before you need dialysis are pretty hard to explain..  it's hard for anyone unless they understand chemistry almost - I think it's very hard for them to understand in the English language - it's hard enough for people when English is their first language with some degree of scientific knowledge to go along with what we're talking about - it all comes to a bit of trust - take this and you'll get better - yeh, right..
A barrier to explaining this quantitative information is that it is expressed through the Western system of numbers and percentages which may or may not be understood by Yol\u:

I'm never sure how numeric the people are and that's why you try and show low, high (with gesture) and I don't know how well that works either but I think the older people are more numeric than the younger ones - they seem to nod when you say 400 and 800 whereas the young ones.. and that may be just the general levels of education - the younger ones are often worse (in English) you have the parents interpreting for their younger kids..
Although the physician talked extensively about blood pressure and measured it, as well as stressing the importance of controlling Bala\’s blood pressure a number of times, this had limited success beyond establishing a connection between blood pressure and medication.  When the Yol\u researcher asked in the exit interview about Bala\’s blood pressure result his mother told her that Bala\ had run out of tablets but no-one was able to comment on his blood pressure and apparently hadn’t understood that it was high.

The difficulties in talking about treatment were also expressed very clearly by the physician:

there's too many conditionals - that's the problem; I don't really know (any alternative strategy) - that's one of the big concerns - when you’re talking about a preventive treatment the whole thing is conditional - if you do this now some time in the future you will have a benefit - hard enough for most of us to do that..    also I made the mistake of having two things in the conditional - the blood pressure and the anaemia (with the additional challenge of one result being a concern when it is high and the other when the result is low)
 
Summary

The extent of shared understanding achieved in this interaction was limited to: the need for regular check-ups at the clinic; the need to take medication and that one of the medicines should be taken with food.  A shared understanding of other key issues discussed - the current status of Bala\’s kidneys, the status and function of the fistula, his blood test results and their meaning, his current blood pressure and why blood pressure control is important – was not achieved between the doctor and Bala\, his mother and/or his grandmother during the consultation.  

When this became apparent in the exit interview and the physician was called back to talk further with the family with the Yol\u researcher’s assistance some of these key concepts were clarified to some extent.  Bala\ and his family became aware – apparently for the first time since he returned from Darwin two years earlier – that he was not fully recovered and that he has chronic renal disease.  The extent to which they understood his prognosis and future need for treatment in Darwin was unclear but speakers of Yol\u Matha involved in the data analysis felt that Bala\ and his family did not have a clear understanding even after the assistance with communication. 

This interaction was particularly challenging for a number of reasons, although these challenges are not uncommon.   Although the physician knows the patient well he had little previous contact with the family members present and so did not have the advantage of an established relationship or familiarity with how they might interact in English.  In accordance with his standard practice
, the physician did not attempt to engage an interpreter and did not seek assistance from a local healthworker.  

This interaction did not only reveal extensive communication difficulties between the participants in this encounter but also uncovered a pervasive and serious systemic failure in communication: the patient and his family were not aware of his chronic renal failure and the importance of regular blood tests and medication in managing his condition (which would prolong the time he could remain in his community before being forced to relocate to a distant city for dialysis); follow-up by clinic staff and the visiting physician had not occurred and this breakdown in management had not been identified.

It is important to consider also the positive influences on the outcomes of this interaction: the physician participating is very experienced in working with Aboriginal patients and, as the extracts from discussions with the physician above demonstrate, he also has a high level of insight into the communicative challenges and his own communication practices.   Yet even with such experience in intercultural communication and motivation to communicate effectively, the extent of shared understanding achieved was far from adequate to achieve optimal management of this patient’s renal disease.

� See section 5.3.1 for the physician’s ideas on how effective communication about blood pressure might be better achieved


� This physician explained that this was the case as trained interpreters have been unavailable until recently and healthworkers are often unable or unwilling to act as interpreters.





