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participants in this study. ENT Specialist 3, for 

example, knows that the patient has to be relaxed or 

what the doctor says "won't register" and that he has 

to "reinforce" it (p. 16). In Patient 3 's account of 

their encounter, this man clearly made attempts and was 

successful in establishing rapport with her. Internist 

12 similarly recognized the difficulty that patients 

have in recalling what is told to them by a doctor and 

spoke of being sensitive to the patient's concerns and 

giving the patient plenty of time to ask questions on 

more than one occasion during the interview (pp. 8-9). 

Rheumatologist 13 was felt to be very approachable by 

Patient 13, and she said that she had found helpful the 

written brochure on her condition that he had given 

her (Int. #2, p. 1).18 

However, 

communicate in 

just as some physicians who could not 

the same language as their patients 

failed to appreciate how serious a communication 

breakdown this posed, so were most doctors generally 

unaware of the extent of the social distance between 

them and their patients. A few appeared not to realize 

that by rushing patients out of the office, they had 

upset them and failed to address all of their concerns. 

Others were aware that this had happened, but were 

unable or unwilling to change the way they practiced. 
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This happened, to some extent, even with patients who 

described their specialists as polite and 

approachable. Patient 13, for example, had a question 

about whether a program of exercise would help her 

arthritic condition, but she had forgotten to ask the 

specialist and felt that it wasn't an important enough 

question to bother him with outside of a scheduled 

appointment. Most specialists admitted that they did 

not have a very good idea of what concerned particular 

patients and their guesses were often wrong. Specialist 

16, for example, had no idea about the turmoil of 

Patient 16 over his health problem or the skepticism of 

the patient towards his advice, and Specialist 31 and 

GP 31 had no idea that Patient 31 had completely 

rejected their advice based on prior experience with 

her condition (Specialist 31, p. 13). 

The young neurosurgical resident that looked 

after Patient 7 was aware that patients and their 

families often do not understand what they are being 

told the first time. He recalled, regarding the family 

of Patient 7, that "the first time I told them [about 

her fatal prognosis], there hadn't really been 

understanding, whether it was their fault or my fault, 

I •m not really sure" (p. 5). He admitted that he does 

tend to use "a lot of big terminology" but blamed the 
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family 1 s failuJ::-e to grasp the situation, not to defects 

in his explanation, but to their fear. The GP reported 

that the son had informed him that the specialist 

indeed "was vrary short spoken" and said things "too 

much in a scientific line", so that the GP had found it 

necessary to explain things again for a half hour over 

the phone, to make clear to him that his mother was 

fatally ill. 

The cardiac surgeon of Patient 4 also 

explained that patients often do not remember what 

doctors tell them, and he suggested that patients 

should bring a "witness" or even a "tape recorder" when 

the doctor is informing them (p. 6). However, despite 

the fact that Patient 4 has a failing memory (e.g. he 

often cannot remember his street address), there is no 

evidence that the surgeon arranged to have his wife or 

some other witness attend his appointments. Another of 

Patient 4 1 s specialists, Neurologist 4, was able to 

describe how the doctor needs to spend time with 

patients to make them feel comfortable and allow them 

to ask questions, but he, too, was unaware that this 

patient was unhappy that he had not addressed his 

concerns in their brief first appointment. The patient 

believed that this specialist was a "nice person" (Int. 

#2, p. 3) , but that he had prematurely "cut off" their 
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meeting when he rushed away in the middle of an 

examination. This patient complained that,"[t]hey can't 

take the time to sit 15 minutes with you" (p. 15). 

Because the specialist did not have time to answer 

their questions, the patient and his wife went to their 

pharmacist about the drugs he had prescribed (pp. 5-6) 

and became upset about the drug side effects. A month 

after their appointment with the neurologist, they were 

still bothered by how the specialist had treated them, 

saying "we'd been left up in the air with a lot of 

questions and no answers" (Int. #3, p. 7). 

4. Communication and Respect 

a. Failure to Inform and the Perception of Patient 

Incompetence 

If there is a single theme running through 

interactionist studies of patient-physician 

communication, it is that of "communication breakdown" 

and its dynamics. The evidence that physicians do not 

inform patients to their satisfaction is overwhelming 

(Pratt et al., 1957; Roth, 1963; Mcintosh, 1974; 

Cartwright, 1981). Consistent with these findings, most 

patients in this study would have preferred more 

feedback from their doctors, and a few were bitter 
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about how little they had been told. Patient 4, for 

example, who'd had a bypass operation, complained, 

We are absolutelv ignorant of what 
things have happened to us. Nobody 
explains anything and afterwards, you 
say, gee, if I'd known that then, I 
would've done this and that, but you 
don't! But nobody tells ya. And 
sometimes it's only after you've done 
it that you find out what's 
what ... Doctors should let people know 
more, but they're in such a hurry. 

(Int. #2, p. 15) 

Theorists are split on the question of whether the 

pervasive problem of not informing the patient is 

intentional or unintentional, but there was evidence 

for both processes in this study. Specifically, there 

was evidence both that it was an unintentional 

consequence of the doctor underestimating the 

intelligence of patients as argued by Pratt (1957) and 

that information was withheld deliberately, as argued 

by Davis (1963/1972), Waitzkin and Stoeckle (1976) and 

others. 

Pratt's early investigation of the problem of 

communication breakdown between physicians and their 

patients suggested that it was less an intentional 

decision on the part of the physician not to convey 

information than a consequence of the patient's 

unwillingness to ask questions, coupled with an 

underestimation by the physician of the patient's level 
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of knowledge. Her questionnaire to 214 clinic patients 

in fact showed that they knew only 55 percent of the 

answers to 36 questions about common illnesses, 

although their physicians believed that they they knew 

20 percent less than they did. After analyzing 50 taped 

encounters, Pratt described the dynamics of the 

situation as follows: 

(W]hen a doctor perceives the patient 
as rather poorly informed, he considers 
the tremendous difficulties of 
translating his knowledge into language 
the patient can understand, along with 
the chances of frightening the 
patient; and therefore avoids involving 
himself in an elaborate discussion with 
the patient; the patient, in turn, 
reacts dully to this limited 
information, either asking uninspired 
questions or refraining from 
questioning the doctor at all ; thus 
reinforcing the doctor's view that the 
patient is ill-equipped to comprehend· 
his problem, and further reinforcing 
the doctor's tendency to skirt 
discussions of the problem. (p. 226) 

In this study, physicians sometimes freely 

admitted that they had a low opinion of the 

intelligence of patients, and, for their part, patients 

often reported feeling being held back from asking 

questions, thus setting Pratt's process in motion. GP 

a, for example, argued that it would be a waste of time 

to discuss the details of Patient 8 1 s illness with him, 

because of his lack of intelligence: 
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[Patiemt 8 's] understandinq of anatomy 
and physioloqy is for all intents and 
purpo:;es about the same as this 
plant .•• He doesn • t have a fundamental 
tree to hanq information on, so you 
can't qive him a lot of information 
••• And to be perfectly candid, qeneral 
practitioners don't have the time to 
educate people. 

( Int • # 1 , p • 4 ) 

Ironically, this patient knew more than his doctor 

suspected and believed that most doctors withhold 

information from patients for their own qood, to keep 

them from worryinq. He therefore enqaqed in a "mutual 

pretence" with these doctors that he did not know how 

severe were his heart problems (Glaser & Strauss, 

1965). Althouqh a few patients who were health 

professionals felt that their doctors were more 

informative to them because they miqht have a "better 

understandinq" than other patients (e. q. Patient 11, 

Int. #1, p. 6), GP 8 arques that what little 

understandinq they miqht have would not justify 

spendinq the additional time on explanations (Int. #1, 

p. 4). 

Other doctors revealed a disrespect for 

patients who are unable to convey information 

accurately and quickly when it is demanded. Specialist 

26 appeared anqry that Patient 26 didn't remember riqht 

away that a local GP had prescribed antihistamine for 

her earache, thinkinq it was a sinus condition (p. 3). 
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Specialist 26 finds that, "it • s amazing how what the 

doctor sends them for doesn • t correspond to what the 

patient's talking about" (p. 1), implying that this is 

the patient's fault. 

Still others, while not complaining about the 

ignorance of patients, provoked a communication 

breakdown when they gave a clear message to the patient 

that time for questioning was limited. The husband of 

Patient 14, for example, who went to the obstetrician 

with his wife because of their joint concerns, 

reported feeling very uncomfortable (Int. #2, p. 2). He 

said that the specialist challenged him immediately on 

why he was there and stressed that he should state his 
' 

concerns "briefly", which made the husband then feel 

that his worries about his wife • s previous deliveries 

were "stupid". The specialist told him that the 

question of why the babies were born unhealthy was not 

one that he could answer. The husband had accompanied 

his wife because he didn't think she would be 

aggressive enough in asking about all the concerns they 

had, but he fared no better. For example, they did not 

ask whether an epesiotomy could be avoided (p. 3). This 

couple recognized the phenomenon of rehearsing what you 

are going to say before you go to the doctor and then 

forgetting what you want to say, and they joke that a 
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patient should be able to take a tape recorder (Int. 

#1, pp. 19-20). The wife felt so distant from the 

specialist that it wasn't until her second pregnancy 

that she told him that her first epesiotomy stitches 

had been too tightly done (p. 10). 

Patient 36 also speculated about taking "a 

tape recorder or my notepad" to see her surgeon, but 

finally decided to bring her husband to an appointment 

with her surgeon as a "backup", despite her feeling 

that this made her "look like a big baby" (Int. #1, p. 

5). In this case, the husband was successful in 

explaining the seriousness of the woman's gastric 

problems in a way that the patient had been unable to 

do (p. 6). Later, however, the surgeon called her when 

she was still groggy after a gastroscopy, and she 

didn't remember what he said. When she did not receive 

the results of lab investigations for a few weeks, and 

attempted to get this information from another doctor, 

he lost his temper with her, complaining, "what are you 

doing getting results for your stomach from a 

gynecologist!?" (p. 9). She excused his behaviour by 

insisting that he "doesn't beat around the bush about 

what the problem is" (Int. #3, p. 2) and rationalized 

the surgeon's failure to inform her by saying, "I guess 

if there was something wrong ••• he'd call me" (Int. #3, 
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p. 5). Since she was afraid to confront him, she 

finally decided that she'd have to go back to her 

family doctor for the feedback (p. 6). 

Patient 31 reports that the message not to ask 

questions can be more subtle, but no less effective. 

She found the "tone" of her interaction with Specialist 

31 discouraging: "I felt like, I don 1 t have time for 

you. There • s nothing we can do. There • s people out 

there that could use my help" (Int. #2, p. 2). She 

added, "if I'd been 75 years old and he had acted like 

that to me, I would have broke down and cried ... You 

have to be compassionate. It's very important" (p. 6). 

Patient 33, also a young woman, failed to ask questions 

when she first injured her eye because, she said, "I 

was kind of scared and ••• shook up, and I would cry 

every time I went to talk because it hurt so much" 

(Int. #1, p. 3). Later, the GP told her parents rather 

than her that he was referring her to a specialist, 

which made her feel like a child. When she saw the 

specialist, she didn't feel that she could ask 

questions of him either, because he "didn • t smile and 

didn't say hi to me when he walked in the office" (p. 

8), and she felt that she was being treated with less 

respect because of her youth. 
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But perhaps the best illustration . of Pratt's 

cycle of physician lack of respect for the patient and 

patient hesitation in questioning the doctor was that 

of Patient 19's dealings with Specialist 16, which must 

be a classic of poor physician-patient interaction. 

What was most distressing to the patient about seeing 

this specialist was that, in her words, 

it could take you an hour waiting to 
see him. And literally, two seconds and 
you were out his door ••• ! could wait an 
hour, because there would sometimes be 
20 people, all within that time, and he 
wouldn't be there. And ••• he would race 
in, coattails flying and zap, zap, 
zap, zap and it was over. And he'd 
speed talk and he'd speedread and he'd 
talk into a microphone recording your 
session while you were there. 

(1nt. # 1, p.12) 

The specialist's view of this situation, on the other 

hand, was that the patient's illness involved an 

"organic brain syndrome" or "cognitive deficit" (pp. 3-

4). Although he believes that, in general, patients 

make poor decisions about their health based on a lack 

of information (p. 10), he thought that the "charming" 

Patient 19 was even more likely than other patients to 

misinterpret any information he might give her because 

of her illness. Because he has run into medico-legal 

problems with thyroid patients, he says he tries to 

have them bring a member of their family with them to 
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"cover himself" (p. 11). However, there is no evidence 

that this suggestion was made to Patient 19. 

b. Informing the Questioning Patient 

Just as it was argued in the first section of 

this chapter that feedback to a GP on a referral can 

be stimulated in a relationship where the specialist 

respects the GP's competence, so it appears that 

sometimes where the patient is experienced with an 

illness and demonstrates an intelligent interest in his 

or her treatment by asking appropriate questions, the 

patient may stimulate better feedback.19 

The wife of Patient 18, who is a nurse, 

remarked that she has often observed doctors who 

"resent the fact that people should ask a question" (p. 

23) and that she had taken it upon herself to 

encourage, particularly ethnic patients, to insist that 

doctors take a moment to answer their questions and not 

be "afraid" (p. 23). Her husband believes that his 

aggressive approach to his physicians has led to his 

doctors being fairly straightforward in dealing with 

him about his conditions. For example, he felt that if 

he had not been aggressive in asking questions, he 

would not have been told by the surgeon to weigh the 
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danger that his heart might stop during his bypass 

operation against the eventuality that he might die of 

his condition (p. 13). The patient emphasized, "I asked 

him" because "I want to know" and "I've got to weigh 

the chances" (p. 8). When the patient specifically 

asked about the prognosis of his hip condition, his 

orthopod made the specific prediction that his second 

hip would last "15 years" (p. 8) . Only where the 

patient has not had the information to ask does he feel 

that his physicians have not informed him. For example, 

he read in a magazine about the use of arteries rather 

than veins in bypass operations, and he had to raise 

this point with his GP and demand an explanation after 

the fact (p. 14). But where he has known enough to ask 

the physicians directly before a decision is made, as 

in the danger of an angiogram, he feels he has been 

able to get good answers (p. 10). Patient 29 similarly 

feels that although he doesn't "have that many doctors 

volunteering too much information •.• ! usually get a few 

questions in to satisfy what I want to know" (Int. #2, 

p. 4) • 

The experience of Patient 28, who was 

disappointed in his latest referral for migraine 

headache, and who could describe very little of what 

his doctors were trying to do, contrasts sharply with 
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that of Patient 18. Patient 28 admitted that he never 

asks about his medications. "I wouldn't know the 

difference anyways and I don't want him to think I 'm 

questioning [the doctor]", says this patient. The 

native Patient 35 similarly reported that she "didn't 

want to ask [the specialist] any questions 

••• because .•• I would rather not know" (Int. # 1, p. 3) . 

The more aggressive Patient 27 explained that at one 

time she had taken a passive approach in the "bad old 

days ••• when I first got into it. It's a learning 

process. One learns to deal with doctors as one goes 

along" (p. 14) • Now, she will pry and ask questions, 

like, "why are my knees sore?", even when she knows why 

(p. 14). As a novice patient, she says, "you go in 

innocently" but experience and her GP have taught her 

that you must ask why and "narrow things down for them" 

(p. 14). She has learned, like Kersch's patients, that 

she has trouble hearing a message. "You have to catch 

on fast because you've only got 15 or 20 minutes", she 

says (p. 18). Her strategy now is to stall in order to 

have "time to to deal with the information. A couple of 

seconds, at least, so that I can ask a question 

relating to this information". Her doctor "has to 

answer that question so that I can understand it. If 

it's beyond me, then I will tell him, you know, I'm not 
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sure what you mean, you know, explain yourself" (p. 

18). Patient :11 emphasizes that she goes "in there and 

tell [ s] them ,eveything" because "they're not going to 

ask me these questions. Because they don't really know" 

(Int. #1, p. 13). She also uses a more covert approach, 

reading her cb.art when the doctor is out of the room 

(Int. #1, p. 22). 

Even with her aggressive approach to her 

physicians, Patient 27 still believes that they have 

not told her all that they could. 11 All they do is 

prescribe you pills. And give you a pat on the 

shoulder", she comments (p. 11). Although she is not 

sure that she believes them, they insist that they 

"can't tell [her] anything because they don't know". 

She protests that a book on arthritis "will tell me as 

much as they've just told me" (p. 11). However, she 

goes along with their treatment of her as a "guinea 

pig" by recording "every little thing" (p. 12). The 

fact that she is just a participant in their account 

construction doesn't bother her most of the time. As 

she says, "[w]hen I feel good, it's OK. But when I'm 

sick, it really bothers me" (p. 12). She has learned to 

"ask or they will just take your statement as a 

statement" (p. 14), that is, as part of account­

construction. 
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On a more practical level, Patient 27 feels 

that she was not given important information about drug 

reactions that she should have been told. "There were 

certain reactions that were going to occur and I think 

I was told some of them. And the others I had to pry 

out of them", she says (p. 12). However, like Patient 

18, after she learned to pry, she feels that they were 

good about telling her about side effects (p. 13). She 

has learned by experience that one does not go back to 

the GP to ask about medication because he won't know, 

but you ask the specialist right away. "I usually nail 

them right there in the office. What does it do for me, 

what will it not do, and what are the side effects. 

Before I even put the stuff in my mouth", she explains 

(p. 13). Patient 27 emphasizes that she is not 

aggressive by nature but it is something you learn to 

do with doctors. She feels that assuming a "detached 

concern" with regard to her own case helps. In her 

words, 

[y]ou have to do this 
involved. Emotionally 
detach myself and I say 
discussing me, we're 
case ••• I treat myself 
case. 

and not get 
involved ••• ! 

OK, we're not 
discussing a 

as a clinical 

(Int. #1, p. 19). 

Doctors differed in their personal attitudes 

towards questioning patients. The specialist of Patient 
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27 was outspoken in his support of the patient striving 

for the best care that is available. All other doctors 

also supported the right of the patient to question, 

but a few expressed reservations about whether they 

could help patients who had no trust in them at all. 

Several, such as Internist 12, observed that the 

passive patient who "just accepts your word and goes 

along with what you say because you're a doctor" (p. 

13) is easier to treat, although being able to reassure 

a questioning patient was, in his words, "an essential 

part of being a physician" (p. 13). 

5. Communication and Practical Activity: 

Information control 

In addition to unintentional communication 

breakdown, it is well-known that doctors intentionally 

withold information from patients, a strategy called 

"information control" by Davis (1960/1972). Based on 

his study of polio patients, Davis argued that the 

withholding of certain information could be useful in 

managing patients and their families. Beyond the third 

month after the onset of polio, spontaneous recovery of 

damaged spinal cells has occurred and the physician is 

able to give an accurate prognosis, but it was never 
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conveyed to the parents in Davis' study, nor were their 

falsely optimistic expectations corrected: "parents 

were kept in the dark" (p. 97). Davis believes that 

physicians withheld this information to avoid expending 

the time and effort such a revelation would take and to 

avoid "unmanageable" emotional reactions from the 

parents, including their turning to alternate 

practitioners. Glaser and Strauss (1965b, p. 54) also 

found doctors reticent to predict a time of death, lest 

it fail to occur and the family lose confidence in the 

doctor's expertise. Waitzkin and Stoeckle (1976) 

similarly argue that physicians avoid any indication 

that they cannot "cure" a patient, to protect their 

power and their expertise. 

Davis predicted that "dissimulation", or 

giving an unsubstantiated positive prognosis, might be 

more common among primary care 

especially in view of the tendency 

practitioners, 

of symptoms to 

resolve themselves. However, "evasion", or failure to 

communicate a substantiated negative prognosis might be 

more likely to occur in large impersonal hospital 

settings where the GP is not present and the specialist 

can easily find other things to do than talk to the 

patient. In this study, the strategy preferred by both 

types of doctors was neither outright dissimulation nor 
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avoidance, but instead the giving of "partial truth", 

bit by bit, as symptoms of the illness developed. It 

was seldom clear to the doctor what the patient knew, 

and there was no direct way to find out, given the 

concern about alarming the patient.20 

Among primary care physicians, for example, GP 

1 suspected that Patient 1 had ulcers and possibly 

cancer, but he did not tell the patient right off that 

he might have a malignancy (Int. #1, p. 2). The GP said 

that he just took one step at a time, advising the 

patient to get the tests done, since it looked as if he 

was bleeding from somewhere (p. 3). The GP felt that, 

"if you just lay it on people and you're not sure, the 

labelling effect of telling someone they have a 

potential malignancy can really put you in the stew" 

(p. 4). He was in a "mutual pretence" situation about 

which he had no choice because the patient, 

didn't seem to be particularly 
concerned that it was cancer ••• ! don't 
think I mentioned cancer ••• He didn't 
mention it. But I usually leave it for 
people to pick up on it unless I'm 
pretty sure that it is, because I just 
don't believe in laying it on them 
••• [and] I think old people, when they 
get any sort of serious symptom, 
think of cancer. And if he was going to 
bring that up or show some concern 
about that I would address 
that ••• [but] I don't think I did. 

(Int. #1, p. 4) 
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GP 38 similarly avoided telling Patient 38 that as a 

result of her bowel surgery, there would be changes in 

her bowel habits. His reason for not informing the 

patient was that he wanted her to "go back to a normal 

life" without always "looking for things" (Int. #2, p. 

11). GP 3 also left out the details of the prognosis of 

Parkinson's disease in informing Patient 4. Her 

rationale for holding this information back until the 

symptoms developed, she insisted, was not subversive, 

but only an attempt not to worry him needlessly (Int. 

#2, pp. 10-11). 

GP 21 pointed to the considerable difficulties 

for the GP in actually diagnosing Parkinson's disease. 

If he became suspicious, he says that he would refer 

the patient to a neurologist, but would not say "too 

much". His reasoning is as follows: 

[I] ) t • s always a more elderly person 
••• Why should I unnecessarily tell him 
too much about the prognosis? ••• ! don't 
do this ••• Would you 1 ike to hear, you 
have this ••• dreadful disease and in 10 
years you [will] probably end up in a 
wheelchair? You don't want to hear 
that. 

(Int. #1, p. 5) 

About cancer, this GP admits that he engages in a 

"mutual pretence" with the patient rather than 

disclosing all, since "truth" destroys "hope": 

I think they find out ••• when they have 
an incurable disease, and both sides 
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are not talking ••• We speak in general 
terms, not in particulars ••• ! will tell 
them certain things, if there are 
symptoms coming up for instance, a lot 
of fluid, if they have an ovarian 
tumour. You have to tell them what is 
going on ••• You don't have to lie, just 
give them a little hope ••• [I]f you keep 
on telling them, oh, we cannot do 
anything about it, they wonder why are 
you doing anything? 

(Int. # 1 , p • 7 ) 

This is the course that he pursued with Patient 21, who 

had a melanoma, a potentially fatal form of skin 

cancer. When he referred her to a dermatologist, the GP 

said, "I feel that I should not frighten her more than 

necessary because either way, you cannot change the 

outcome", adding, 

I just keep quiet. And say this is a 
malignancy that had to be removed and 
if [the specialist has] more to say, 
he probably will tell the patient the 
prognosis and so on. If I would try and 
go ahead now and start to frighten her, 
it would make it worse. 

(Int. # 1 , p • 4 ) 

However, he feels that when the condition is labelled, 

the patient should have the sense to look it up without 

the doctor having to go into details. "Any intelligent 

person is going to read about that, I'm quite sure of 

it", he says (p. 5). GP 32 appeared to be following the 

same course when he took some fluid from his patient's 

breast cyst. Although she "could see by the expression 

on his face ••• [that it wasn't] good this time", he 
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suggested reassuringly that "we better find out if it's 

another one of those benign cysts that you have a 

history of .•• We're never sure until we send it out" 

(Pat. 32, p. 3). 

GP 16 argues that, 

back, the doctor has to 

evaluate the patient's 

in deciding what to hold 

have a "sixth sense" to 

personality. With totally 

debilitating disease, such as Alzheimer's syndrome, he 

says he would never lie but that it would be 

"impossible" to tell all (pp. 5-6). He would tell the 

patient's family the truth, but would maintain the 

patient's hope by not telling the worst. GP 16 asks 

"[w] hat do I gain if I tell a man who has incurable 

disease that he'll lose his mind?" (p. 6). Such 

information is "cruel and useless", and he says, "I 

gain nothing by it, it just destroys somebody's 

relative enjoyment while he still has a full life" (p. 

6) • Echoing the Hippocratic oath, he asks, why harm 

someone if you cannot help? 

How did consultants deal with these issues? 

Surgeons were aware that it was in their best 

interests to inform the patient before undertaking a 

procedure. Specialist 16 suggested that the "pre-op" 

consult, in which an internist is asked to do a patient 

assessment before surgery, is not so much a true 
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assessment as an exercise in "informed consent" (p. 9). 

The immediate reason for this emphasis on informed 

consent, as Orthopedic Surgeon 18 explained, is a 1980 

Supreme court of Canada ruling that the doctor has the 

legal obligation to advise the patient of all material 

risks attached to medical treatment or intervention. 21 

The willingness of non-surgical consultants to 

fully inform the patient, however, should not be 

overstated. Although Specialist 8, for example, 

insisted that he tells the patient "everything" (Int. 

#1, p. 6), he admitted that he did not tell Patient 8 

about his suspicions that the Ministry of Transport 

would not give the man a licence upgrade based on his 

cardiac tests. "I didn't want to second-guess the 

Ministry", he said, adding, "I did tell him things 

seemed to be quite stable. They don • t seem to be 

worsening" (Int. #1, p. 8). While technically this may 

be true, he didn't tell the patient how bad things were 

in the first place. The same specialist told Patient 9 

right away that the cardiac stress test that he had 

taken was positive, because, in his words, "people 

usually want to know' rather than waiting for a few 

days" (p. 1). However, in this case, the patient had 

initiated the referral, "he knew something was wrong" 

and was so concerned that he went back to see his GP 
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the next day (p. 2). As the specialist . commented, 

"there are certain things that are just obvious to the 

patient" (Int. #1, p. 7). In other words, sometimes the 

doctor is forced to inform the patient about what he 

already suspects or else risk looking stupid. 

Specialist 13 similarly insists that he tells the 

patient "straight out" about an illness, mainly because 

he doesn't want to be seen as "flubbing around" (p. 5). 

Specialist 11 cites the literature of probability when 

"forced to the wall" by patient questions, but he fears 

being criticized if his prognosis is wrong (p. 10). 

Patient 27's potentially lethal problem, 

connective tissue disease, which may evolve into lupus, 

was also revealed bit-by-bit by her consultant. He felt 

that there was such clinical uncertainty that "it would 

be wrong to go into explicit detail" about prognosis. 

All that is necessary, is to explain about some of the 

symptoms that are encountered, such as Raynaud's 

phenomenon, since if the patient is not careful about 

keeping her hands warm, she may lose a fingertip. But, 

says Specialist 27, "I don't have to say she might one 

day develop systemic lupus ••• and go on dialysis" (p. 

5) • 

Gastroenterologist 12 is similarly cons­

ervative in what he decides to tell the patient. Even 
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when he finds out that the patient has a degenerative 

disease like colitis, he says, "I don't always hit them 

with the fact that this is chronic and forever, which 

it isn't" (p. 13). In the case of Patient 12, who has a 

tentative diagnosis of colitis, he says, "[y]ou have to 

be careful about what you say on the first trip. Then 

you're eating crow the next time. And then you've upset 

him". Like GP 21, he believes that a doctor must be 

very careful not to alarm the patient (p. 16) and 

instead must emphasize what can be done (e.g. diet 

control in the case of colitis). Colitis is a pre­

malignant condition, but this specialist says that he 

would only warn the patient about this "if he asks me" 

(p. 17). To the extent that healing depends upon a 

social-psychological process, such as acceptance of the 

doctor • s definition of reality, these doctors worry 

that they may condemn a patient to suffering and death 

if sjhe believes him. And, as Gastroenterologist 12 

points out, this is never really justified in view of 

remarkable recoveries (p. 17). Holding back carries a 

risk that you may look stupid if the patient relapses, 

but this is justified in that it is done "for [the 

patient's] benefit" (p. 19). 

The cautious approach was defended best by 

Specialist 16, who argued that patients who are told in 
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error that they have heart problems may become what he 

calls "cardiac cripples", who are afraid to come out of 

the house (p. 13). For example, in the case of Patient 

16, the specialist could not decide whether the problem 

was cardiac or not, and he was aware that it is 

dangerous to err on the other side of "overdiagnosing" 

and producing a "cardiac cripple". Since this 

specialist felt caught on the horns of a dilemma, he 

reverted to a "drill" or algorithm that he has 

developed to lead himself through his dealings with 

such a patient (p. 13) • Because there was so much 

uncertainty here, he had to "play it in between" , 

leaving a "light open" that the problem was not 

cardiac. His general rule is that if the patient gets 

too upset, for example, by not going to work because of 

his fear of his condition, then the specialist can't 

leave the diagnosis as open-ended as long as he did 

with this patient. The internist recalled that "we must 

have felt very secure with [Patient 16]" because the 

diagnosis was left open so long. If the patient in 

question turns out not have a cardiac problem, the next 

step in the drill is to deal with the "pain" by 

reassuring the patient that its causes are unknown, but 

that it is not cardiac (p. 14). The specialist says 
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that about half of such patients "get better" with such 

reassurance. 

How do patients feel about the bit-by-bit 

strategy? Although most rejected it theoretically, in 

practice a few did not mind a careful unfolding of the 

truth. There was also some evidence that patients in 

this study whose doctors would not discuss "the worst" 

with them, in fact suspected it. Patient 4, for 

example, whose doctors did not give him the prognostic 

details of Parkinson's disease, said that his father 

probably had died with it, so that he was aware of the 

prognosis. Similarly, Patient 12, who was treated very 

gently by the GI specialist, said, "if it gets real 

bad, I'll have to go to the hospital and get [my bowel] 

all snipped out" (Int. #2, p. 1), a possibility he knew 

about through a friend. However, the patient liked the 

specialist's bit-by-bit approach, happy that he didn't 

"rush you into the hospital and get you all tore apart 

and find it's nothing". He explained approvingly that 

the specialist "said he'd give me more of an 

explanation the next time I come in. They'll know more 

because he'll be able to look at the results from the 

lab" (p. 12). Unlike the majority of other patients, he 

insisted that he didn't get any feeling of things being 

held back. 



567 

Patient 7 also appeared comfortabl$ with the 

"bit by bit" approach after havinq shown a great deal 

of initial concern about her dizziness. She dwelled on 

a vitamin deficiency that was identified in the blood 

tests and finally admitted that the CT scan revealed 

some "fluid" on her brain. At least until the diagnosis 

of brain tumour was verified for certain, she appeared 

to take comfort in the family doctor's instruction "not 

to think of anything [and] just wait until you get the 

answer" (p. 2) • 

IV. COORDINATION OF COMMUNICATION IN REFERRAL 

1. What the Specialist Tells the Patient 

Internist 12 explained that there have been 

dramatic chanqes in the approach to informing the 

patient over the past few years, in that the specialist 

is now "in charge". As Specialist 3 recalled, 

the oriqinal idea of the consultant was 
that he would ••. examine [the] patient 
and say absolutely nothinq to him, but 
send him back and say, I will send my 
opinion to your family physician ••• It 
still happens with some ••• [but] over a 
period of time, we have learned that 
that is not what our patients .•• [or] 
family physicians want ••• They want us 
to tell the patient what • s wrong with 
them and what we • re goinq to do with 
them ••• [W]hat•s the point of sending 
the patient back to the family 
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physician and saying that they need 
this or that done ••• ? 

(Int. #1, pp. 18-19) 

Although this specialist had been following the "old 

model" when he came to the city to practice, a 

colleague alerted him that it was now appropriate to 

simply "go ahead and do what you're going to do, just 

let the other doctor know what you're going to do" (p. 

19). And now, he says, 

I'm conditioned to have a patient leave 
the office and know what's wrong with 
them ••• and I 'm not even sure ••• whether 
the family physician really wants to 
take my words and use his j udqment. 
Because if there are questions to be 
asked or something is to be elaborated 
on, you see, I 'm the best person to 
answer those questions. 

(Int. #1, p. 19) 

All doctors agree that the specialist is in the best 

position to inform the patient. Specialist 8 assumes 

this responsibility for courtesy and in order that 

there will be no misunderstanding of the "flavour" of 

the advice, since nuances may not get communicated in a 

letter. After the consultation has been initiated, this 

specialist says that he maintains an "open door" policy 

- the patient is told "please don't hesitate to call" 

when medications are prescribed. And even after a 

patient is referred back to the GP, he remains 

available (Int. #1, p. 15). 
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Not all specialists are comfortable with this 

role and a few GPs are critical of how they handle it. 

GP 16 summarizes the situation when he argues that many 

specialists in general are good technicians but that 

they lack the empathy for patients that "can't be 

taught" (Int. #1, p. 7). "I wish they would leave the 

talking up to me", he complains, because he feels that 

many of them do not share his respect for the patient 

that demands withholding cruel information. GP 10 also 

believes that patients probably find it easier to talk 

to him than a specialist, so he tries to give them "as 

much information as possible". He also admits that he 

tends to hold back "where the diagnosis is uncertain" 
' 
because of his concern lest a fatal diagnosis or a time 

frame that is not optimistic may kill a patient's 

morale. Like GP 16, he reported being upset with a 

specialist who joked with one of his patients about her 

being "still alive". GP 29 had similar complaints about 

surgeons in his city whom he described as "pretty 

aggressive in their conversation", which reflected "a 

lack of awareness and to some extent a lack of 

maturity" (Int. #2, pp. 6-7). 

GP 21 denies that he has encountered serious 

problems with specialists alarming patients, pointing 

out that this may be because his specialists are "in 
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the middle age group" who are more cautious, while 

while younger specialists might be "a little bit rough" 

(Int. #1, p. 6). When "you are young, you are 

ambitious, you are one hundred percent right and you 

throw all the facts in their faces", he says (pp. 6-7). 

Young doctors fail to see how full of anxiety the 

patient is, he says, and the GP sometimes has to smooth 

things out. "Are they trying to play God?" he asks, 

adding, 

I think experience and years will tell 
you. I was the same ••• ! was criticizing 
quietly on some things and not so 
quietly on others ••• [H]ow could you, I 
said, not tell anybody! But later on, 
you learn, you have to be a little bit 
patient. 

(Int. #1, p. 7) 

Gastroenterologist 12 has the opposite problem 

of difficulty in facing the patient with fatal or 

debilitating chronic illness. He recognized that he 

can't delegate this task to the GP although he would 

prefer this. This means that the GP whom the patient 

has grown to feel comfortable with is out of the 

picture, so that a patient, in his or her last illness, 

is often left with a doctor who doesn't know him and 

who feels uncomfortable with informing him. 

The responsibility for informing Patient 7, 

for example, fell on the staff neurosurgeon, and by 

default, to a young resident. As has been mentioned 
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above, the patient's family found this man "abrupt", 

but his own view was that his attitude of "detached 

concern" had evolved through his numerous experiences 

of death-telling. In his words, 

[y]ou have to compare what the 
experience is like if you've never 
done it before vs. if you've done it 
for the past number of years (p. 15). 

Like other surgeons and GPs, he doesn't tell a patient 

about prognosis: "unless they specifically go out of 

their way to ask me on more that one occasion ... I' 11 

just sort of skirt the issue". He prefers to be quiet 

unless he's 100 percent certain. And even when he is 

certain, as he was of the diagnosis of cancer with 

Patient 7, he says that the patient "knew that she had 

a tumour [and] ... I didn't think she needed to know 

anything more than that". 

On the other hand, there are pressures on the 

specialist to give the "complete picture" to surgical 

candidates. As GP 21 says, "anyone that is performing 

the procedure has to inform the person what he is 

doing" (p. 6). Surgeon 36, for example, said that he 

would sit down with Patient 36 before surgery "and 

explain it in detail because [I believe in] this 

informed consent business" (p. 3). Thus while there 

might be delays while a chronic disease is unfolding, 

or while "tests" are being done, ultimately, for 
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medico-legal reasons, the consultant must obtain 

11 informed cons.ent 11 • Even where surgery is not involved, 

GP 7 argues, it is wise to prepare a patient or his or 

her family fo:r impending death. For example, if the 

doctor protests that the patient will be alright, and 

then the patient dies, they may think that the doctor 

didn't know what was going on or did something wrong. 

Regarding Pati~mt 7, he says, "it would be foolish not 

to tell her [that she had a tumour] 11 , but the details 

can be omitted (Int.#2, p. 5). 

2. What the GP Tells the Patient 

With most referrals, GPs do not have enough 

information from the specialist to fully inform the 

patient, a point made by GP 2 concerning the case of 

Patient 2, who was undergoing complex respiratory 

therapy. This is partly due to their decreasing 

presence in the hospital, since, as GP 30 puts it, "the 

only way you know how to tell Mrs. Murphy's family 

where the tumour was is to go in there and see it" 

(Int. #1, p. 17). Consequently, the urban GP's role has 

become mainly supportive: 

I am like a good friend or family 
member and I come in and I comfort him 
as much as possible. Try to take away 
the fear as much as possible •••• [And] 
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in a very smooth way, direct him in the 
way he has to go. 

(GP 21, Int. #1, p. 6) 

Following this line of reasoning, the GP did not say 

anything to Patient 21 about her potentially fatal 

melanoma because, in his words, "she is at the moment 

under [the specialist's] care. He is preparing her, or 

has told her of her malignancy" (Int. #1, p. 4). He had 

merely explained when he referred her that the mole was 

suspicious, and that she needed to go to the specialist 

to have his opinion on it. This GP felt that even if he 

was almost certain that this was a malignancy, he would 

still wait for a biopsy (p. 4). In his experience, 

melanomas may clear up, so that he feels no necessity 

to alarm the patient. As he says, "my duty is to tell 

them a little bit (and] make them aware of the disease. 

And there are certain ways it can be done. I never 

frighten them. 11 (p. 6}. GP 29 agreed that terminally 

ill patients want "something to hang on to". He says he 

always tells them if they have cancer, but never sets a 

time limit on their lives, instead emphasizing that 

"treatment options are very limited. And that we '11 

give it our best shot" (Int. #2, pp. 6-7). 

GP 24 admitted that "mutual pretence" between 

patient and GP, in which "the patient knows and you 

know and they'll ask and you don't tell them" is also a 
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common response from the GP. However, he felt that the 

"fact that [the GP is] concerned and sympathetic •.. is 

good enough". Like other GPs, he thought that certain 

specialists were very good at this type of 

communication - for example, "people in the cancer 

clinic are real experts on how to handle things like 

that" (GP 24, Int. #1). 

The urban GP is expected to play a more active 

role only if sjhe has a long-standing relationship with 

a particular patient. For example, Specialist 11 says 

that although he won 1 t send a patient back to the GP 

for information, he will withhold information at the 

GP 1 s request (p. 10) • GP 1 recalled such a case in 

which he thought a patient had an esophageal malignancy 

and said to the specialist, "this lady will take it 

very badly if she has cancer", adding, "I had good 

rapport with her, and I thought it was better that I 

speak to her". on the question of how often this 

happens, he remarked that, "it varies. I like telling 

them myself if possible" (Int. #1, p. 4). Since this GP 

has only seen Patient 1 once, he said that he would 

leave the responsibility for advising this particular 

patient about cancer to the specialist, since he is 

under his care. However, the GP argues that where the 

necessity for intervention is critical for life, as 
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with a cardiac bypass, the GP might have to spend a 

great deal of time reassuring the patient that this 

treatment was better than medical management. While it 

would be redundant to have the GP and specialist 

informing the patient in all referrals, he feels this 

is a necessity in cases where the patient will soon die 

without the intervention (p. 16). After an experience 

with a patient who avoided such an operation because of 

his fear of a naso-gastric tube, this GP says he 

realizes that "you •ve really got to tap into what 

people believe about it because you may have some 

expectations about that but you might be quite wrong" 

(p. 16). 

Specialist 16 also points out that it is 

useful to refer patients who balk at what they may 

consider to be a dangerous treatment, back to the GP to 

discuss the options. The GP has a strong role to play 

as an advocate of the patient, he says, and should be 

able to inform the patient as a result of getting 

letters of explanation from the specialist (p. 5). In 

urban areas, however, this option was seldom pursued. 

For example, when Patient 29 was booked for a lung 

biopsy by a respirologist, the patient had misgivings, 

but was unable to discuss these with his GP, who was 

unavailable. 
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In rural areas, the GP is sometimes the major 

informant because the "person's often back home by the 

time [the consultant] gets the results of a lot of his 

investigations" (GP 24, Int. #1). Since patients do not 

want to travel long-distance back to the specialist to 

be informed of the results, the GP may inherit the 

major responsibility for informing them. However, GP 32 

points out that since consult letters do not arrive 

quickly, the patient may have to return to the 

specialist for explanations, and his role, like that of 

his urban colleagues, becomes "backup and supportive" 

(Int. #1, p. 3). In the case of his Patient 33, the 

patient had not yet been back to the GP more than a 

month after her long-distance visit to a specialist, 

and so she was left with only the abrupt comments of 

the ophthalmologist that nothing could be done. As she 

explained, the specialist "was in such a hurry that he 

didn't say, are there any questions? It was just bang, 

bang, bang and he was out" • Therefore she would have 

liked "to talk to [the GP] because [the specialist] 

told (her] next to nothing" (Int. #1, p. 6). 

The rural GP may also be in a position to 

influence how the local specialist informs the patient. 

Internist 40, for example, reports that he respects the 
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GP' s request to "be careful" how a patient is told 

about a diagnosis (p. 3). 

3. Contradictory Information in Referral 

Given that direct communication between 

doctors is rare, there is a potential that information 

will be omitted by one or the other doctor if neither 

takes full responsibility for talking to the patient. 

Further, since specialists have greater pressures to 

disclose bad news to patients, while GPs tend to be 

reassuring, there is also a potential that the patient 

will receive contradictory information from these two 

sources.22 Froom et al. (1984) argue that "the major 

risk to the patient from consultation is confusion-that 

can result from disagreement between the referring 

physician and the consultant" (p. 623). 

Possibly because GP 16 is forced to shop for 

young consultants in some specialties, he claims that 

he increasingly faces the problem of the specialist 

being overzealous in informing the patient. He comments 

that it happens "more and more so! I'm very upset about 

it" (pp. 6-7). He describes a case of a man with 

prostate cancer to whom a specialist gave an incorrect 

fatal prognosis, and where he was later unable to 
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convince the patient that he was not going to die. The 

GP added, "this is not an isolated case". Bard (1970), 

in a paper describing other such patients, also makes 

the point that such damage can often never be reversed. 

GP 16 believes that the problem arises not because the 

patient trusts the specialist any more than the GP who 

is reassuring him, but he suspects that the GP is a 

"nice guy" who would hold back the truth to protect 

him. 

A few specialists also report being unhappy 

with contradictory information given to the patient by 

the GP. One young specialist, for example, comments, 

If it's a GP who is going to talk to 
the patient and has the skills to 
understand what it's about, then I 
would prefer that the GP do it. And 
what I do in that situation is I call 
the GP and ..• he and I decide who's 
going to talk to the patient. But if 
the GP's not involved at the hospital, 
then it's my problem and I talk to the 
patient ... I have occasionally had the 
GP tell something to the patient which 
was incorrect. Because they didn't 
comprehend the situation ..• sometimes 
it's because communication is poor, 
but usually it's a misinterpretation of 
the situation. 

(Internist 4, Int. #1, p. 14) 

Internist 12 feels strongly that the GP should avoid 

giving information to the patient that might contradict 

what the specialist says, emphasizing that it's not a 

question of asking the GPs permission to tell the 



579 

patient something but to "make sure we 1 ve got our 

stories straight" (p. 14). 

Specialist 27 doesn't see any way to coordinate 

what the two tell the patient: 

I don't think until we're totally 
computerized and everybody understands 
the same thing by (a particular] 
disease will we be able to fix that. 
And even then it may be the same 
discussion but two people can come 
across differently. (p. 6) 

He notes that in communicating with the GP, there are 

breakdowns even, 

when the doctor works next door ••• [Y]ou 
try to be on their wavelength if you 
can ••. [but you] obviously can • t give a 
full textbook description in every 
referring letter. You just hope that 
you're talking the same language. (p. 
6) 

The case of Patient 16 illustrates how much 

contradictory information can be given to a patient in 

a referral situation and how difficult it becomes for 

the patient to know what or who to believe. After going 

to the ER, the man was whisked in to be seen in five 

minutes, a reaction that "shocked" him, such that he 

began "wondering what the hell was going on". A 

specialist in the ER traumatized him by saying, "we 

have reason to believe you have had a heart attack" (p. 

2). Then, he quietly sat in ICU for five days until 

they had to discharge him when he spent 18 minutes on 
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the exercise t:readmill, an impossible task tor someone 

with cardiac problems. The patient was originally not 

alarmed and ultimately got the news that he didn't have 

a heart attac1::. Subsequently, all his tests have come 

back normal (p. 4) except that he believes that his 

chest the pain responds to nitroglycerin, which is used 

for cardiac pain. All three of his doctors called to 

reassure him ui thin an hour of hearing of his normal 

angiogram (p. 5). Specialist 16 told him that the heart 

attack was something "someone has implanted in your 

head" (p. 5). They are right, they implanted it, and it 

is difficult for the patient not to continue to be 

concerned about his condition. Four months after the 

event, the patient was still not sure of his diagnosis 

(p. 11). 

Patient 31 said that doctors she had seen in 

Toronto had told her that her skin disease might be 

related to her diabetes, but that doctors at the Mayo 

Clinic told her that "anyone can get these" (Int. #1, 

p. 4) • When she repeated this to Specialist 31, he 

thought that she was confused about the etiology of the 

disease. He commented that 11 [ s] he went to all these 

places, but ••. she doesn't quite know what she has" (p. 

13). He said that he usually puts some explanation in 

the consult letter so that the GP can inform the 
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patient, but no explanation appeared in the consult 

letter that GP 31 received from him. 

Patient 19 also found herself faced with a 

contradictory situation when she was asked to drink a 

radioactive substance, but saw "people working with it 

use protective gloves and steel bibs and you have to 

drink the bloody thing!" (Int. #1, p. 9). Unfor­

tunately, the technicians neglected to tell her not to 

hug her baby for three days until after she had 

swallowed it and she remembered thinking "what the hell 

am I going to do?" (p. 9). She went through a bad time 

with the baby and she still has concerns in spite of 

physician reassurances. "I may die of cancer of the 

throat in 10 years", she remarks (p. 9). In this case, 

she blames the technicians for not informing her 

properly, not the specialist. She say she knows the 

specialist would not have been able to help because he 

spends so little time talking to patients. In her 

words, "(y]ou blink and you miss him ••• You don't speak 

for more than three minutes" (p. 10). "It wouldn't 

have made any difference if he had been involved", she 

declared. When he did talk to you, "he'd just very 

quickly tell you and it's so quick that you can hardly 

grasp what he's saying" because he talks a "mile a 

minute" (p. 11). The specialist had the feeling that 
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this patient already had been informed before she came 

in, but since he didn't talk to the GP, he doesn't know 

it was her who filled in for him. On the issue of 

informing the patient about her treatment, he 

questioned why the radiology staff makes such a "big 

deal" about this particular radioactive treatment, even 

though the danger, in his word, is "zilch". He faults 

the patient for getting upset about the radioactivity, 

because, he suspects, "some people have a pathological 

fear of radioactivity" (p. 5). He has difficulty seeing 

that if someone is given a "song and dance" about 

radioactivity that this might be causally related to 

their fear of it. He also mentions that this particular 

radioactive treatment has been associated with cancer 

in the past, implying that the fears of such patients 

may not be so irrational. 

As this case illustrates, the potential for 

contradictory advice is not restricted to the patient's 

doctors. Many patients in this study also sought 

information from elsewhere that turned out to be 

different than what they received from their doctors. 

For example, the specialist gave Patient 9 some 

information about his medications, but the patient 

sought more information from his druggist, which 

prompted him to call his doctor in alarm (Int. #2, p. 
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2). The patient admitted that the specialist had tried 

to explain but, in his words, "I don' t know whether 

they have a tendency to talk too fast or talk too much 

in medical terms that I don't understand" (p. 3). 

Patient 33, who saw an optometrist and then an 

ophthalmologist, also got two different versions of 

what was wrong with her eye: "one tells me it's a cut 

on the cornea and the other tells me it's a cyst", she 

complained (Int. #1, p. 12). But what concerned her 

most was the discrepant prognoses of GP and specialist, 

the former reassuring her that "it's getting better", 

at the same time that the latter was telling her that 

her sight would never improve (p. 10). 

How do patients deal with contradictory 

information? Occasionally, they reported forcing 

physicians to talk to one another to sort out their 

stories. Patient 27, for example, explained, "if I have 

any questions that [my GP] can't answer, he'll call and 

talk to the specialists" (p. 4). Neither does she 

hesitate to call specialists on the phone, although she 

is careful to keep her GP informed. More common 

responses, however, are confusion about who to believe 

and tendencies to withdraw from treatment; to passively 

or uncritically submit; or to seek further opinions. 

These outcomes will be discussed in Chapter 10. 
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V. SUMMARY 

As described in the previous chapter, the GP is 

increasingly isolated from specialist-dominated 

hospitals in urban settings, and this has important 

consequences for the process of referral. Communication 

between referrer and consultant in such settings is 

typically indirect, except in the case of emergencies, 

in contrast to the personal communication that takes 

place in rural settings among GPs and local or visiting 

consultants. The urban GP usually fails to send 

referral information to the consultant because this 

does not fit into his or her everyday activities or 

because sjhe feels that it is not necessary. However, 

this failure to communicate may be interpreted by the 

consultant as a lack of interest, competence or 

respect, which may further provoke delayed or 

incomplete feedback. In northwestern Ontario, personal 

contact was part of everyday practice, and referral 

information was sent routinely. Urban consultants did 

not single out rural referrers for better feedback, 

however, and the rural GPs often complained about the 

responses of city consultants to their referrals. To 

some extent this can be traced to a lack of economic 
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incentives for better communication when there is a 

surfeit of patients. 

In the absence of referral information, the 

patient is the consultant's informant, a situation 

which is problematic when the patient cannot speak 

English or is otherwise unable to communicate. Even 

where there are no language barriers, specialist­

patient communication may be disrupted by the social 

distance felt by the patient and subtly or not-so­

subtly imposed by their busy doctors. Just as the 

specialist may lose respect for the competence of a 

referring doctor who does not attempt to communicate 

with him, the doctor may assume that the timid patient 

is unable to grasp what sjhe might be told by the 

doctor. Patients almost universally deplore the partly­

unintentional, partly-intentional withholding of 

information from · them by doctors, and experienced 

patients in this study reported aggressive techniques 

for stimulating better feedback. 

Although both referring doctor and consultant 

tend to prefer a gradual disclosure of important 

diagnostic and prognostic information to the patient, 

the major responsibility for informing the patient 

falls to the consultant, and consultants have a number 

of reasons for informing the patient more fully than 
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the GP. First, they tend not to know the patient as the 

GP does, and so perhaps are more successful in 

assuming an attitude of "detached concern". Second, 

there is a tendency for younger consultants to be in 

favour of full disclosure. But more important than 

these are medico-legal considerations that pressure the 

specialist into closer observance of informed consent. 

Except in rural or ethnic practices, the GP has been 

largely relegated to a supportive role in informing the 

patient. Where sjhe gets more involved, a serious 

problem sometimes arises: that what the two doctors 

tell the patient may be contradictory. While patients 

may react by trying to sort out who is telling the 

truth, they also may remain confused and unsure about 

who to believe, with important consequences for their 

willingness to follow the advice being given. 
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NOTES 

1. An exception is svarstad's (1974) demonstration 
that failures to communicate with the patient 
underlie what she called "unintentional non­
compliance" with physician advice. Reviewers of 
the literature on patient-doctor communication 
have lauded svarstad • s processual analysis of 
hundreds of encounters as a "radically new 
method for exploring the impact of the 
information that doctors give to patients" 
(Tuckett & Williams, 1984: 577; see also 
Garrity, 1981) but there have been no followup 
studies. 

2. One consultant neurologist complained that, of 
100 patients referred to him, almost half 
either brought no information (28 percent) or 
perfunctory notes "of meagre value" (19 
percent). He hinted that this breakdown of 
communication was associated with unhappy 
patients who "ricochet among several physicians 
by chain referral or on their own initiative" 
(p. 663), but he did not pursue this. Dowie's 
review of 358 letters sent by referring doctors 
led her to conclude that even in Britain, where 
referral letters are mandatory, the letters 
show substantial deficiencies in the 
information they contain (l983a, ch. 3). In 
Canada, where the frequency of sending referral 
letters in training centres for family medicine 
is also high, similar deficiencies have been 
reported. In the Toronto study by Clarfield 
(1980), for example, consultants felt that in 9 
percent of referrals, the referring doctors did 
not provide enough information, and that 16 
percent of referral notes were deficient in 
information on physical examination, while 2 0 
percent were deficient in information on lab 
data. However, there is no analysis of what 
might be going on in these situations. 

3. In one study of 200 referrals, there was a 90 
percent return rate of feedback from private 
subspecialists and only 65 percent from 
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university-based subspecialists (Cummins & 
Smith, 1975). In a later study, Cummins et al. 
(1980) found that of 233 referrals made by two 
National Health Corps physicians, follow-up 
information was received from 78 percent of 
private specialists and 59 percent of 
university specialists, but only 48 percent of 
emergency room cases. Hanson et al. (1982) 
similarly found that, of 141 referrals from 
North Carolina GPs, reports were received from 
88 percent of community consultants but only 75 
percent of university faculty and 43 percent of 
university outpatient clinics. The authors 
explain this effect in terms of university 
faculty "being less dependent for survival on 
referrals from primary care physicians than are 
community consultants" (p. 656). 

4. The idea that mutual respect underlies 
successful communication and that lack of 
respect is part of unsuccessful communication 
is not new. The studies of Rosenhan (1973) and 
Goffman (1959), for example, show that health 
professionals communicate perfunctorily or not 
at all with mental patients, whom they do not 
respect as people like themselves .. A similar 
phenomenon is described in Key's (1975) review 
of the literature on communication between men 
and women. More recently, Hi te ( 19 8 7) , in an 
exploration of breakdowns of communication 
between men and women, presents evidence that 
men "talk down" to women for whom they have 
"subtle disdain". Within the referral 
literature, Grant (1982), in reviewing a study 
that showed that psychiatrists are uninterested 
in the diagnostic formulations of referring 
GPs, recognized that "respect" is missing from 
interactions of this kind. In his view, these 
problems can be remedied when the doctors get 
to know one another, because 11 [r]elationships 
over time appear to be the factor in the 
development of mutual respect" (p. 1281). 
Saunders • (1978) brief review also concludes 
that "intraprofessional tensions" underlie 
communication breakdown in referral and he 
advocates teaching of residents as a way of 
preparing them to cope with the problems of 
referral. Saunders cites Bergen et. al. (1970) 
as suggesting that "[t]he most critical of 
these for understanding the consultation 
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process is how one member of a profession is 
able to seek help from another about something 
of which he is ignorant without losing his 
professional demeanor" (p. 126). 

5. In the Long and Atkins study, 85 percent of 
consultants had either not seen a GP in the 
past month or had seen one or two in a 
"domiciliary visit" (a unique feature of 
British medicine, which is in sharp decline­
Dowie, l983b; Cartwright & Anderson, 1981; 
Birrell, 1974). They emphasize that 
shortcomings in referral letters "must have 
their origin precisely in the general failure 
of mutual understanding between the parties, 
indicating the need to build up other possible 
areas of contact and communication" (p. 459). 
However, they admit that there is "little 
impetus in medical circles" to deal with the 
longstanding problem. 

6. Rarely a specialist.like Gastroenterologist 12 
might insist on making these decisions himself. 
"[I]f it looks like a very urgent problem, then 
I'd have to tell [the secretary] to move it up 
or do something", he commented, although 
usually the "family doctor will call you 
himself" if a case is urgent (p. 1). 
Specialist 2 said that there was a potential 
that urgent referrals might be delayed if the 
secretary "just accepts a six-week consult, 
doesn't give adequate information and somebody 
that should have been seen earlier waits a long 
time. That doesn't happen very often though. I 
have a mechanism with my secretary and our 
front desk reception area so that they can take 
calls with a list of standard problems that I 
would consider urgent even if the referring 
physician's secretary or whoever, calls ••. like 
hemoptysis (coughing up blood)" (p. 2}. In this 
study, the system failed at least once when 
Patient 19 was given an appointment five weeks 
hence for a thyroid condition which should 
have been looked at in a few days rather than a 
few weeks. 

7. A few specialists handpicked their referring 
doctors such that they more consistently sent 
referral notes. Gastroenterologist 1, for 
example, insisted that there was some sort of 
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communication from his referring doctors in 75 
percent of cases. He pointed out that he may 
miss phone calls since he only has office hours 
on two half-days per week, and so does not mind 
phoning the referring doctor for details. 
Alternatively, he will phone the pharmacy if 
the patient cannot remember the medication. 
Others, such as ENT specialist 3, complained 
that they received letters on "not more than 
five percent of consultation/referrals" (p. 2). 
The estimate of 10 percent is also based on the 
results of a study done by All ega (personal 
communication, 1986) of a sample of consultants 
in the first urban hospital, in which he had 
consultants review and report on the 
percentage of the last 10 consultations for 
which they had received documentation. 
Gastroenterologist 12, who participated in the 
project, thought before the tabulation that 
about half of his referrals had backup 
information, but was surprised to learn that 
this was a great overestimate. He developed an 
appreciation for how much work was done by his 
secretary, such as the tracking down of old x­
ray films (pp. 3-4). 

8. For example, the secretary of Orthopod 18 has 
out-of-town patients bring their own X-rays and 
picks them up herself for city patients. She 
also has the patients fill out extensive 
questionnaires, which has resulted in better 
backup information for the specialist's files 
(p. 2). Although only two other secretaries in 
this study were encountered who gathered 
background information so systematically, most 
others assumed responsibility for assembling 
what information was available. Occasionally 
referring secretaries were encountered who 
helped make sure referral notes were written 
and who helped make emergency referrals 
(Receptionist 2, p. 12). 

9. A minority of specialists in this study went 
beyond the expected single formal consultation 
letter to send notes after each visit even if 
this involved a score or more notes over a 
period of years. one orthopod who practiced in 
this way cited a court case in which a 
specialist had been sued for not informing a 
patient of the possible negative outcomes of a 
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procedure. This precedent, he emphasized, had 
made him and many other doctors uncomfortable. 
He thus spoke highly of writing clear 
consultation letters with paragraphs and titles 
to make them easier to read, which he felt was 
"the smart way to get back to them what they 
want to know" (Orthopod 18, p. 6). Neither was 
he averse to phoning the GP, sending letters 
inviting him or her to attend surgery, sending 
copies of consult letters to patients (even if 
they couldn't speak English) and generally 
encouraging the patient to get the GP involved 
(p. 5). The more correspondence that was 
generated around a case, the more comfortable 
he felt. His secretary, who had developed a 
comprehensive system for collecting information 
on referred patients, excused GPs for not 
sending much background information with 
referrals. She realized that the hospital or 
tertiary consultant may not have sent the GP a 
copy of previous notes in the first place (p. 
8) and emphasized that her office did not want 
to contribute to the problem. To keep the GP up 
to date, she will even send copies of tertiary 
information. This specialist became aware of 
the extent of the breakdown of communication to 
the GP when he began to deal with medico-legal 
cases, in which he now prefers to deal with 
lawyers rather than GPs, since they have more 
information on the patient (p. 6). His 
secretary believes that only specialists that 
are "compulsive" themselves about getting 
information will be bothered to keep other 
people up to date in this way (p. 4). 

10. A similar problem developed in the case of 
Patient 29 in a northwestern Ontario city, who 
was seen by a specialist within the GP's group 
practice clinic. The consultation note was 
written into the chart where the GP did not see 
it until he was questioned about the patient 
(GP 29, Int. #2, p. 1). Ironically, this GP had 
emphasized that typed feedback from specialists 
within his clinic was prompt - within two or 
three days while feedback from outside 
consultants might take weeks (Int. #1, p. 1). 
Specialist 29 explained that he tries to phone 
the GP to tell him that he is referring a 
patient on to a surgeon, but in most cases, as 
with Patient 29, he merely writes this 
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information in the chart, where it may be 
overlooked (p. 11). In more complicated cases, 
where a specialist refers a patient on to 
another specialist, the tertiary specialist 
only reports back to the first specialist, 
since it a consultant generally only feels 
obliged to communicate with the doctor who 
referred the case (Surgeon 30, p. 5). 

11. However, feedback from salaried consultants in 
tertiary care centres on interesting cases was 
also good. For example, Rheumatologist 27 in 
Toronto said that he frequently telephoned the 
referring doctor, wherever in Ontario the 
referral originated, because about 50 percent 
of his patients are so ill that this requires 
direct communication back to the GP (p. 2) . 
The Winnipeg specialist 28 also reported 
extensive use of the telephone in communicating 
with the GP. "You can always use the phone. 
It's on the hospital", he commented (p. 4). The 
importance of having a secretary to handle 
correspondence was illustrated by the case of 
Specialist 31, who had just set up practice, 
and was staying until 8 or 9 every evening in 
his office trying to finish his correspondence, 
and completing much of it in handwriting (p. 
8) • 

12. When there is a delay in rece~v~ng the 
consultant • s report, the effect is often the 
same as if a letter were not received. This was 
a problem in the Cummins study, where it took 
an average of 10 to 12 days to receive follow­
up information, which was "delayed for weeks on 
numerous patients" (p. 1651). In the Metcalfe 
and Sischy study of four family practices in 
New York state, no report was received within 
24 days of referral in over 40 percent of 
cases. About half of these cases were never 
reported on, a proportion that the authors felt 
was "surprisingly and unfortunately large" 
(1973, p. 1693). In a study by Fraser et al. 
( 19 7 4) , a consultant • s report was received by 
the referring doctor in only 60 percent of 
cases studied two weeks after routine referrals 
and only 40 percent contained a mention of 
diagnosis. In both the cummins and Fraser 
studies, a particular problem was noted in 
communication back to the GP after discharge of 
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emergency admissions from hospital, which 
often consisted only of hospital discharge 
summaries "without personal physician to 
physician communication". The cummins group 
complained that telephone feedback was the only 
commmunication from the ER in many cases and 
that lapses were common with patients who 
needed continuing specialist care, even though 
the GP is expected to provide the ongoing 
supervision and counselling for such cases. 

13. According to GP 7, chairs of departments of 
family medicine in this city's hospitals have 
recommended that there be "a designated person 
in a ward who is on the permanent staff who 
takes care of (notifying the GP]" (Int. #2, p. 
13) • He thinks a ward clerk could look after 
this, but the hospitals have not yet approved 
this. The GP defended Resident 7 by suggesting 
that residents are usually more conscientious 
than staff in notification of GPs, although 
technically it is the specialist's 
responsibility to provide the feedback. No 
estimate of how often information about 
emergency referrals is sent to the GP could be 
made, but a few consultants insisted that they 
tried conscientiously to make sure that GPs 
got a copy of the "final summary" or "operating 
notes", particularly if the GP telephoned to 
let them know that the patient was coming to 
the hospital, but also if the patient is self­
referred "if I knew who the doctor was" (e.g. 
Toronto Surgeon 30, p. 6). 

14. Gastroenterologist 12 was the strongest 
advocate of this strategy, arguing that it is 
necessary to talk face-to-face to the GP before 
an appropriate way of approaching and treating 
a patient, such as someone who is being sent 
for reassurance, can be worked out (p. 4). He 
believes that some GPs still cling to some 
mechanism for direct contact by hanging around 
the surgeons' lounge, which is also a kind of 
local marketplace. His comment, " [ i] f I ever 
get slow on consultations, I just got there •.. " 
(p. 10) suggests one reason why most other 
specialists avoid it - they may feel that it is 
undignified to be seen soliciting referral. 
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15. Specialist 8, who had done his residency at a 
core-city hospital, commented that "certainly 
you didn't see as many GPs coming down to see 
the patients there" (Int. #2, p. 7) as at this 
particular hospital. He thought that this might 
be because the core hospital handles more out­
of-town cases and also because "there are more 
full-fledged university people [there] who 
have on-site offices and they tend to be lower 
volume" (p. 8). It might be predicted that the 
more a hospital functions as a tertiary care 
centre, the less "community" and the greater 
"communication gap" between GP and consultant. 

16. GP 12 commented that the surgeons' lounge was 
"comforting" - a place to call for an urgent 
referral (Int. #2, p. 8). But he called this 
process "serendipitous", since doctors seldom 
remember who has been referred, let alone the 
details of cases, after a few days. Orthopod 17 
agreed that only a few local GPs used the 
lounge in his hospital, and since the 
conversation typically didn't focus on 
referrals, he thought it was questionable 
whether it could be used as a forum for 
communication. 

17. Ethnic GPs are not unaware of these problems. 
As GP 5 commented, "I get complaints from the 
surgeons and I really think you should do 
everything you can to help them because 
otherwise it's ridiculous. It's a real 
disadvantage .•• but sometimes I forget - like 
(one patient I referred] who doesn't speak a 
damn word of English. Somehow or other, she was 
supposed to come here and get all the 
information, and she never came and never 
picked up any letters and she went to see this 
doctor and it was terrible!" (p. 12). Of 
another case, he remarked, "I wanted to talk to 
him about it .•• but I didn't have any data to 
send him. And the next thing you know, I go 
away on Friday or something and he sees her 
that day and it ended up as a schmozzle. The 
patient thought he was crazy and I think the 
doctor thinks I was a little nuts" (p. 11). 

18. Patients 34, 36 and 39 from northwestern 
Ontario also all spoke warmly of the nursing 
staff in their small local hospitals; who 
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offset the social distance with physicians to 
some extent. Patient 36, for example, explained 
that it was "really good" to have a friend of 
hers who is a nurse be with her when she came 
out of a D. and c. (Int. #1, p. 14). This 
patient also recalled that when she was being 
induced in pregnancy, she 11 drove the nurses 
nuts ... with questions, because (she] was so 
worried" and that "two of the nurses there 
spent a lot of time with me and explained a lot 
of stuff to me about being induced" (Int. #3, 
p. 13). The "coziness" of the small-town 
hospital was felt to be particularly important 
in native hospitals, where native patients are 
comfortable asking questions in their own 
language (Surgeon 36, p. 10). Radiologist 36, 
who visits this hospital, said that it was the 
type of place where "I '11 be in recording and 
some little kids will come in and sit down and 
say, what's that? and I'll say, it's a heart, 
and I'll talk about it" (p. 14}. This is in 
striking contrast to a big-city radiologist 
that Patient 37 met, who "could care less about 
the baby - he didn't know if it was a boy or a 
girl" (p. 6). 

19. The interactionist literature provides some 
evidence that patients are able to ferret out 
information even under the most difficult 
situations in hospital and that they may 
actually "negotiate" with a physician around 
diagnosis and treatment despite their position 
of relative powerlessness (Skipper & Leonard, 
1965: Glaser & Strauss, 1965: Roth, 1963). Haug 
(1969: 1981) has more recently detected a 
"consumer" stance among some patients and she, 
with Freidson, advocates a more collective 
movement to challenge the authority of the 
physician. Rater (1977) and Lazare et al. 
(1976) have tried to instruct patients to be 
more aggressive, and have observed that such 
patients tend to express more anger, anxiety 
and dissatisfaction during their interviews 
with the doctor. Lazare views this as a 
healthy situation which brings the conflict out 
into the open and allows for negotiation over 
the definition of the problem and thus 
potentially promises a better basis for 
developing trust in the physician Pratt 
(1976), on the other hand, while supporting 
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these developments, fears that an adversary 
stance may have negative consequences for 
consumers who do not approach it judiciously. 

20. The literature on death-telling illustrates the 
point that what doctors say they are telling 
the patient cannot be taken at face value. 
Glaser and Strauss reported in 1965 that the 
majority of physicians in their study preferred 
not to tell a patient of impending death. 
However, reviews of physicians• attitudes (e.g. 
Waitzkin & Stoeckle, 1976: Mcintosh, 1974) 
suggest a split among practitioners on this 
issue. And a more recent survey suggests an 
abrupt change in professional attitudes towards 
telling the truth to terminal cancer patients. 
In 1961, a JAMA survey showed that 90 percent 
of those surveyed preferred not to confront 
such patients with the facts, while in 1979, 98 
percent said that 11 it was generally their 
policy to tell cancer patients the truth about 
their condition" (p. 208). However, "the truth 
about their condition" may be considerably less 
than the whole truth. One of the only studies 
so far that has attempted to unravel what 
physicians say they have said to the patient 
~· what the patient remembers, was done in 
1959 by Aitken-swan and Easson. They reported 
that when 231 patients were told that they had 
curable cancers, the large majority expressed 
gratitude about having been told. However, 19 
percent denied having been told in a later 
carefully-conducted interview. Thus it is 
possible that, just as practitioners are more 
aware of doctor-patient communication issues, 
they are more aware of patient attitudes 
towards death-telling although they still do 
not put this knowledge into practice. The 
Aitkin-swan and Easson results suggest that 
even if the physician thinks he told the 
patient, the patient may not have gotten the 
message. 

21. Only if the patient is so informed is the 
signed, formal consent form valid, and, if not 
fully informed, the patient can sue the doctor 
for damages for any negative outcomes, 
including those beyond his control. A recent 
Saskatchewan Court of Appeal decision expanded 
the requirements around informed consent to 
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include the stipulation that the patient must 
be advised about alternative treatment. This 
stipulation was based on a case in which a man 
sued et surgeon successfully for negligence in 
not ir1forming him of the alternatives after he 
became paralyzed as a result of an operation on 
an ar!l:hri tic knee that was causing him only 
mild discomfort and which should have been left 
alone. Surgeon 18, as well as other surgeons, 
mentioned this case and indicated that proper 
11 informed consent 11 was necessary in order to 
protect themselves from lawsuits, in addition 
to itn usual humanitarian and decision-making 
purposes. This surgeon also uses the 
protective tactic of sending copies of his 
consult notes to the patient (p. 5), because 
this :serves to remind the patient what was 
discussed, including decisions, in view of the 
research that shows that patients don't 
remember much of what doctors tell them. It 
makes sense from this orthopod's perspective to 
have things on paper - so that if it comes to 
it, he is protected whether the patient 
speaks English or not (p. 2) • Specialist 16 
also referred to the importance of such "backup 
letters" in a dispute. 

22. There is always a potential for contradictory 
information when the patient sees more than one 
doctor for a problem. Patient 32, for example, 
tells of going to a doctor who was covering for 
her GP while he was away, who took her blood 
pressure and instructed her, "you don't need to 
be on blood pressure pills! 11 When she checked 
with her GP, he told her that she would have to 
stay on them (p. 9) • There is also a good 
chance a single doctor will give contradictory 
advice at different times. As Patient 31 
commented about her orthopod, "I don 't 1 ike 
[him because) he changes his story so much. You 
don't know what to believe. First it was 
nothing, then it was something" (Int. # 1, p. 
27). In addition, GP 40 thought that patients 
who travel across the border to American 
specialists were in the worst situation, 
because they see multiple specialists and "no 
one person tells the patient what's happening" 
so that "patients can come away with the most 
appalling muddles" (Int. #1, pp. 4-5). 



CHAPI'ER TEN 

COMPLIANCE AND CLOSURE 

I. INTRODUCTION 

Consistent with the emphasis in this thesis on 

patient as well as physician participation in referral, 

this chapter examines the "outcome" of the process from 

the point of view of the patient as well as the 

physician. Since virtually all referrals in this study 

had unclear outcomes, the central issues dealt with 

here are why referrals tend to have ill-defined 

closures, why patients and referring doctors fail to 

follow the advice of their consultants and what 

consequences may follow when a referral is assessed by 

the participants as "not useful". 

1. Compliance and Closure: The Approach in the 

Literature 

In theoretical or normative clinical 

discussions about referral, there is typically an 

assumption that the specialist gives good advice which 

598 
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is then put into practice by the GP and patient. 

Barnett and Collins (1977) would take this one step 

further by suggesting that it is up to the GP to 

"facilitate the patient's and the patient' s family's 

acceptance of the consultant's recommendations" (p. 

666) and to feed back relevant information to the 

consultant. Such discussions fail to address the 

evidence that most patients do not return to the GP to 

report the outcome of the consultation directly.l 

Neither do they question the value of the advice to the 

GP and patient. 

Further, the majority of studies on the outcome 

of consultations focus on inpatient referrals from 

internists to other specialists within hospitals, 

r~ther than on referral from primary care 

practitioners. Typically, they examine the patients' 

charts for evidence, discover that the compliance of 

the referring doctor with the consultant's 

recommendations is not high, and then declare that this 

indicates the ineffectiveness of consultation, probably 

linked to some characteristic of how the advice is 

given (e.g. its length, centrality) .2 Among these 

studies, a thoughtful one b} Horowitz et al. (1983}, 

although still relying on simple quantification, 

suggests that the lack of attention of referring 
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doctors to recommendations may be largely 

unintentional, based on their inability to understand 

the recommendations or implement them in time.3 

Two more sophisticated investigations have 

rejected the chart review method used by most studies 

and have tried to identify the factors that lead to 

breakdowns in the consultation process by following 

cases prospectively and interviewing participants. A 

study by Lee et al. (1983) of 156 referrals at the 

Brigham and Women's Hospital found that in 20 percent 

of cases, there was a substantial disagreement between 

the doctors on the reason for the referral or the 

diagnosis, and these referrals were rated as less 

useful than the others. The two parties also disagreed 

about the usefulness of the consult in two-thirds of 

cases, with the consultant tending to give higher 

ratings, while the researcher consistently 

"underestimate[d] the value of the consultation" (p. 

109) • In their discussion, the researchers critique 

studies that assume that "non-compliance" is due to not 

reading the consultant's note, since they found that 

"breakdowns can occur much earlier in the process" (p. 

111). Specifically, they identify tensions between 

referring physicians who work up cases on their own, 

referring only at the last moment, and consultants, who 
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would like earlier referrals, noting that referring 

doctors find the latter cases less useful. 

A similar study in Britain, 

ionnaires were sent to all three 

in which quest­

parties in 306 

referrals, found agreement on the reason for referral 

in only one-third of cases (Grace & Armstrong, 1986). 

Bringing together the observations that GPs do not send 

referral letters because they don't want to "second­

guess" the consultant, and that consultants are not 

interested in the GP's reasons for referral, they argue 

that if there is no consensus on the reason for the 

engagement, it will be limited in usefulness. The 

researchers are unable to understand why the process of 

referral does not break down in the face of such 

misunderstanding. 

2. A More Comprehensive View of Compliance and 

Closure 

In this research, there has been an attempt to 

develop a more comprehensive view of referral by taking 

the patient's participation into account. In terms of 

compliance and closure, it does not make sense to focus 

only on whether the referring doctor "complies" with 

the consultant's advice if the patient does not return 
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to him or her. In outpatient referral, the patient is 

the person who chooses to follow or not to follow the 

consultant's advice, not the doctor. Thus, in this 

chapter, the unsatisfactory "open-ended" nature of 

consul tat ion is viewed from the perspectives of both 

doctor and patient. In contrast to other studies in the 

literature, the outcomes of the actual cases and their 

consequences for future care-seeking are examined. 

Typically, participants were not aware of the 

"open-ended" characteristic of referrals and revealed 

confusion about how to interpret what happened when 

they were asked to review and assess the outcome of 

their case.4 Many referring GPs, like their patients, 

simply "lost track" of the referral, passively failing 

to monitor its course or influence the outcome. Even 

the substantial minority of patients and referring 

doctors who attempted to participate more fully in the 

process by selective or non-compliance appeared to be 

"carried along" by events, despite and sometimes 

through their attempts to participate. A third group of 

patients, with or without the support of their doctors, 

continued to actively seek treatment after unsuccessful 

experiences, in the way that Balint (1957) has 

described. 
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In the previous chapter, the failure of 

referring doctors in urban settings to communicate 

directly with their consultants was set in the context 

of their isolation from the hospital and linked to a 

lack of mutual respect and breakdowns in the 

coordination of the referral. In following up cases of 

referral in this study, it was found that referring 

doctors often assumed an "attitude of everyday life" 

(Berger & Luckmann, 1967), imagining that the referral 

had preceded smoothly on its own, with the patient as 

the consultant • s informant. Typically, they were not 

fully aware of its outcome. This happened even when the 

patient had been back in their office since seeing the 

specialist and even if a letter from the consultant had 

been filed in the chart. When this lack of monitoring 

was combined with a tendency for some patients to 

passively allow the specialist to define the situation, 

the result was the scenario of the "powerless" patient, 

which has been described so vividly by sociologists in 

hospital settings (F. Davis, 1963; Roth, 1963; Duff & 

Hollingshead, 1968; de Beauvoir, 1969; Hoffman, 1974). 

By way of contrast, a "militant minority" of 

both experienced reierring doctors5 and patients6 

knowledgeable about the process of care reported some 

success in controlling their medical "careers" by 
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selective or non-compliance with the consultant's 

recommendations. The important question raised by these 

findings is, did the participation of these patients in 

their care make any difference to the eventual outcome 

of the process? That is, did referrers and patients who 

participated in their care find treatment that "worked" 

or were they better able to accept a conclusion that 

medical science could do little to address their 

problems? Examination of outcomes, detailed below, 

suggests that participation usually did DQt make a 

difference. In most cases, in spite of participation, 

there was either dissatisfaction or a tendency towards 

"serendipity", in which both patient and physician 
. 

"lost track" of events, and did not really know what 

had been the outcome of the process. 

Further, unhappy patients - about a third of 

those in this study - appeared unable to accept the 

evidence that "nothing could be done", and continued to 

look for additional practitioners or treatments over a 

number of encounters, which might stretch into years. 

This process, first described by Balint in England 

(1957), involves multiple referral or direct contact by 

the patient with multiple specialists, none of whom 

give him or her satisfaction. According to Balint, no 

one involved in these open-ended and unsatisfactory 
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sequences is willinq to take responsibility for 

treatment, in a "collusion of anonymity" • In most 

cases, no one has qained the trust of the patient to 

convince him or her that nothinq can be done and that 

the cycles are futile. 

II. "LOSING TRACK" 

1. The "Open-Ended" Outcome 

A number of physicians saw the question of when 

the consultant should hand the case back to the GP as 

problematic. GP 8, for example, commentinq on the 

disenqaqement of referral, admitted that he "never 
. 

understood how this worked" (Int. #2, p. 3). He thouqht 

that more experienced GPs, in keepinq with their wish 

to maintain more responsibility for cases, would like 

patients to be returned more quickly, althouqh 

"different consultants do thinqs differently". He 

rationalized that the lenqth of time that a consultant 

kept a case was mainly related to the number of tests 

done, because there is a waitinq period for results, 

and the patient must be called back to be informed 

about them (p. 3). 

Retired GP 23 complained that since the number 

of tests has been increasinq, the "wait" for the GP to 
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have the patient back has also increased. Further, the 

multiplication of tests tends to result in less 

definitive rather than more definitive answers about 

what is wrong. The specialist may thus keep bringing a 

patient back because the referral has dissipated into 

an unsatisfactory, open-ended series of investigations 

in a completely unnecessary series of visits (p. 16). 

Patients also sometimes report confusion about 

when to go back to the referring doctor. Patient 9, for 

example, felt that he was "cut off" in the fourth and 

last session with his cardiologist when he was told to 

come back in six months (Int. #2, p. 11). GP 7 added 

that part of the interest in seeing the patient again 

is curiosity on the part of the consultant to "see how 

it all turns out". But, he adds, "it [doesn't] hurt to 

charge either" (Int. # 1, p. 4) . As pointed out in 

Chapter 5 (in the section on "Dredging", pp. 204-209), 

in such situations, it is to everyone's benefit to 

prolong the series of encounters. 

In addition to these practical considerations, 

open-endedness clearly was a consequence of the "wait­

and-see" approach adopted by physicians in this study, 

described in Chapter 8.7 For example, Patient 36 had 

"lived with the pain" of her stomach problem for many 

years (Int. #1, p. 1) but recently had numerous 
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investigations of her GI tract. She expressed 

disappointment that her surgeon kept hesitating to 

perform surgery during this time (Int. #2, p. 1), by 

telling her that she was just "going to have to live 

with it" (p. 7). He explained that he was delaying 

until it was absolutely necessary, partly because he 

knew that there was a good chance that surgery would 

not solve her problems (p. 3). The GP had instructed 

the patient to pressure the surgeon into a decision 

because the medications she was on were not controlling 

the pain (p. 5) , but the GP recognized that this 

"referral" would continue indefinitely, even after 

surgery, since there would be no "miracle cure" (Int. 

#2, p. 2). 

2. Failure to Monitor the Referral 

In the previous chapter, it was reported that 

most urban GPs in this study thought that there was no 

need to send a note in routine referrals where a 

problem should be obvious to the consultant. Even 

family practice residents, who usually sent referral 

letters, drew the line at ENT or ophthalmology consults 

or requests to look at a skin rash (Receptionist 2, pp. 

11-12). As GP 12 wondered, "(d]o I need to tell the 
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orthopod that this man has sore feet?" He argued that 

the need for communication was less pressing when you 

could trust the consultant to proceed. This view was 

also expressed by GP 38, who argued that "even when 

there is a communication breakdown, it makes no 

difference in the long run" (Int. #2, p. 5). 

Furthermore, the practical considerations of everyday 

medicine just do not allow closer monitoring, and it is 

inevitable that the GP will lose track of cases when 

they are referred (GP 12, Int. #2, p. 13).8 

In keeping with this philosophy, GP 12 had not 

read the consultation notes from Specialists 12 and 13 

a couple of months after their referrals and appeared 

to have "lost track" of these cases. Neither case was a 

"dump", 9 in the sense that the GP had worked up both 

cases for months before referring them. For example, 

before her referral in January, he had X-rayed Patient 

13 's arthritic hands, and had given her an arthritic 

drug in the late Fall and another series at Christmas 

that did not control the swelling (Pat. 13, Int. #1, p. 

1). However, these patients did not return to brief the 

GP about their referrals, although the specialists had 

advised them to do so and had indicated that the 

referrals were at an end (e.g. Pat. 13, Int. #2, pp. 2, 

6). When asked to comment on the consult letters, the 
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GP read them for the first time, since they had been 

filed in the charts without him seeing them. He judged 

that the answers from consultants in both cases were 

inconclusive, and suspected that they were "snowing" 

him with verbiage. He had developed no plan for 

preceding beyond this point, shrugging his shoulders 

that nothing could probably be done anyway. 

GP 14 also took this attitude in her referral 

of Patients 14 and 15 (Int. #1, p. 2) and she 

periodically lost track of what happened to her 

patients. Unlike GP 12, she attempted to keep in touch 

with these patients and they called regularly to check 

the specialist • s advice with her (e.g. Pat. 15, Int. 

#2, p. 5). However, like the cases of Patients 12 and 

13, her referrals also "petered out" , with no clear 

point of disengagement. With Patient 14, the birth of a 

healthy baby appeared to be an end point, but even 

then, it was not clear which doctor was supposed to be 

deciding when the patient could be discharged from 

hospital. 

Even where communication takes place between 

referring doctor and consultant, often the doctors 

"lose track" of what each has done or said. For 

example, when Respirologist 29 referred Patient 29 to a 

surgeon for a lung biopsy, the surgeon called the 
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respirologist back to tell him that he had discussed 

the options with the patient. However, the patient told 

the respirologist that the surgeon had instructed him 

to phone the respirologist about what to do (p. 15). In 

this case, the respirologist felt that the GP should 

help the patient make the decision about whether to 

have the biopsy, but the GP was on holidays, and had 

not yet seen the surgeon's note (p. 9) • None of the 

three doctors involved were fully aware of what was 

going on, although they assumed that events were 

preceding smoothly. 

Physicians were aware that patients also "lose 

track" of their medical advice in the same way that 
. 

they lost track of cases. A few mentioned that return 

visits should be scheduled to determine whether the 

patient is taking his medications or other treatment 

properly (e.g. Cardiologist a, Int. #2). However, few 

doctors saw themselves as policing compliance, tending 

either not to double-check what the patient was doing 

in terms of treatment or to let their vigilance on 

these matters slacken. It was also argued that if the 

pain is severe enough, the patient will comply on his 

or her own.lO Conversely, if the condition is trivial, 

the patient may even fail to show up for the 

appointment with the consultant, as in the case of 
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Patient 10, who had a minor skin disorder. Her GP was 

not aware that the patient had not kept her 

appointment with the dermatologist (Int. #2, p. 2}, but 

he emphasized that he cannot "babysit" his patients. He 

regretted the patient's lack of courtesy, but explained 

that since he "wasn't concerned about it being a 

serious problem in the first place ••• it slips your 

mind" (p. 2). Specialist 31 agreed that compliance with 

dermatological recommendations was probably very low 

because these disorders are not life-threatening (p. 

16}. Occasionally, however, the patient may fail to 

define the problem as seriously as the physician - as 

in the case of Patient 35, who had missed appointments 

with her cardiologist (Cardiologist 35, p. 7). 

3. The Contribution of the Patient's Passivity 

The completely passive, compliant patient was 

rare in this study. Patient 8, who, by his report and 

those of his wife and doctors, follows orders to the 

letter, may be exceptional in compliance because he was 

warned by his GP that he would die if he did not. 

However, a number of other patients embarked on 

lengthy, invasive and possibly unjustifed courses of 

treatment that they did not seriously question. 
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For example, the doctors of Patient 1, in whom 

a low hemoglobin reading was detected in a routine 

test, became concerned about the possibility of 

gastrointestinal cancer, and initiated a series of 

painful GI investigations. The patient knew that his 

drinking was implicated in his "stomach problems" and 

reduced his alcohol consumption voluntarily during 

"treatment" with a very costly drug. The small stomach 

ulcers that were detected by a gastroenterologist 

healed within a few weeks, probably due to the 

cessation of drinking, rather than "treatment", as his 

doctors admitted. What are the chances that this man 

will stay "healed"? His GP admits that "his drinking 

problem is longstanding" and that his ulcers, 

therefore, are "likely to wax and wane" (Int. #2, p. 

2). The patient, while protesting the "treatment", 

failed to question whether it was completely necessary, 

given the link between his drinking and the ulcers. 

Most other sequences of investigations initiated by 

doctors in this study did not culminate in even 

temporary relief of problems for the patients who 

suffered through them. Patients 12 and 13 let 

themselves be carried along by events with no changes 

in their conditions. After two months, five 

appointments, four different drugs and several invasive 
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tests, Patient 12's diarrhea (or "flu" as he called it) 

was no better, and his GP, reading through the 

correspondence from the specialists the man had seen, 

pronounced the interventions unhelpful. "I would like 

to know whether he could be labelled or whether he 

should be labelled as an ulcerative colitis ••• if it's 

possible to say that", the GP complained (Int. #2, p. 

6) • The man thought that "nobody" really knew what he 

had and that the effects of his medications were 

inconsistent (Int. #3, p. 6). He admitted that he 

couldn't tell if the diarrhea was getting better or 

worse and suggested that "when I die, and they do an 

autopsy, maybe they'll find out" (p. 7). His wife 

thought that all his treatment was a waste of time, but 

the patient thought that the diet that had been given 

to him by the specialist, at least, was useful (p. 8). 

Although a gastroenterologist had spent a great deal of 

time telling the patient how his GI tract worked, he 

had no idea that his doctors were worried that he might 

have the serious debilitating disease, colitis, nor did 

he realize that the "cause" of this disease is 

"stress". 

Patient 13, whose GP similarly remarked that 

her trips to the rheumatologist had been largely 

unnecessary and unhelpful, gave the specialist whom she 
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had seen the benefit of the doubt, although there was 

little improvement. She did not even realize that she 

had been diagnosed as having "fibrositis", which is the 

rheumatological equivalent of "housewife • s syndrome" 

(or what the GP calls a "garbage can diagnosis" - Int. 

#2, p. 3), and that she had been put on a sedative. 

Like Patient 12, she was "drifting away" from medical 

treatment, hoping that the "nice weather" of spring 

might improve her condition (Int. #2, p. 2). 

For Patient 16, medical investigation not only 

did not help, but actually magnified the man's 

complaint out of proportion and left him seriously 

disturbed about his "problem". This patient was not 

originally concerned that his chest pain might have 

anything to do with his heart. In fact, he called his 

GP and waited a few hours because he did not think that 

his illness warranted a visit to the Emergency Room. He 

was shocked at the diagnosis of heart attack that was 

finally made, and confused by multiple subsequent 

investigations, which have been contradictory. His 

doctors now believe that he did not have a heart 

attack, and that his concern about his heart is 

something that is "all in his head" (GP 16, Int. #2, p. · 

1) • The heart specialist quickly divested himself of 

this uninteresting case, and the GP now believes that 
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the problem is "tension" due to the man 1 s "stormy 

marriage". As in the case of Patient 28,11 there is no 

real closure to the referral. Patient 16 remains 

confused about his condition and fearful that he may 

have a psychiatric problem. However, he is not overtly 

critical of his physicians for their equivocation on 

his problem and indicates that he would be ready to 

trust a physician again when the occasion arises. 

III. THE FATE OF PARTICIPATING REFERRERS AND 

PATIENTS 

1. The Influence of Referring Doctors on Outcome 

As concluded in Chapter 8, referring doctors 

have more or less control over consultation depending 

upon the context of care. In the urban situation, 

except for a "militant minority", referring doctors are 

excluded from direct participation by practical and 

other considerations. This context is the setting for 

the process of "losing track" described above. However, 

it might be asked how much influence was exerted by 

referring doctors who are more experienced and more 

sk~ptical of the value of the consultant's advice, who 

claimed that they referred less, were very particular 

about which consultant they chose, and were selectively 
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compliant with the advice they received from 

consultants. 12 

The evidence in this thesis suggests that even 

"militant-minded" GPs were limited in how much control 

they could exert if they had inadvertently lost track 

or were not informed about what the specialist was 

doing,13 or if the patient chose to follow the advice 

of the specialist even if the GP objected. The former 

tendency has been described above for the case of 

Patient 12, but there are also elements of the latter. 

Specifically, this patient showed no inclination to 

return to the GP, whom he saw as just a referring agent 

(Int. #2, p. 6). Similarly, GP 19 commented that even 

when a patient returned, she did not feel free to 

modify the consultant's orders, even when she 

disapproved of the treatment. For example, she dislikes 

a particular aspirin-caffeine-barbituate medication 

that is prescribed for migraine headaches, but she 

sometimes cannot convince the patient to discontinue 

it. "I don't feel I should be prescribing it", she 

says, "but I feel tied into it" (Int. #1, p. 8). She 

adds that, "if I feel uncomfortable with them on the 

drugs, I should take them off completely, although ... if 

they're feeling so much better on it, I am just careful 

on the amounts" (p. 8). 
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2. Patients• Claims about Influencing Events 

Since the patient appears to "hold more cards" 

than the referring doctor, what can be said about the 

patient's influence on the outcome of referral?14 Few 

patients in this study returned to "check out" advice 

with their GP. Instead, many claimed that, on their 

own, they were able to exert control by selective and 

non-compliance with specialists' advice.15 The elderly 

Patient 29, for example, with a long history of thyroid 

illness, rejected the suggestion of a specialist that a 

lung biopsy be done when he became ill thousands of 

miles from home. Instead he exerted an effort to keep 

on top of the situation: 

I love that if somebody like that jumps 
on me. I just reach down and hone my 
spurs right there. And we had at it. I 
said, OK, Charlie, you want to be hard­
nosed. I can get hard-nosed too ••• 
So .•• all of a sudden, he soft­
pedalled it down. 

(Int. #1, p. 2) 

An elderly native patient indicated that she handles 

these situations in a more passive-aggressive way. For 

example, she remarked that if she "had to go for an 

operation, I don't think I would do it" (p. 8). Patient 

37 reported a similar reticence to confront the doctor 

but commitment to taking responsibility for her own 

care, commenting that "common sense" is needed in 
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listening to doctors• advice. For example, when told to 

"triple-diaper" or to give her baby Tylenol after a 

vaccination, uhe reports that she says, "oh, sure, 

fine", but the:l'l does not comply in the better interests 

of the baby. "I know my baby more than any doctor! 

They're just technicians as far as I'm concerned", she 

explains (Int. #1, pp. 4-5). Patient 39 agreed that she 

would only do "whatever• s best for my baby" (Int. #1, 

p. 8). 

Patien1:s often reported that the doctor had 

been unable t<> convince them of the usefulness of a 

particular treatment and that they rejected it for that 

reason. Both Patients 14 and 15, for example, refused 

to take iron pills prescribed during pregnancy, because 

they did not believe that they needed them (Pat. 14,. 

Int. #2, p. 9: Pat. 15, Int. #1, p. 12). When Patient 

l4 1 s GP suggested that she take Metamucil to counteract 

the side effect of constipation with the iron pills, 

she decided it would be more effective to cut down the 

iron. Neither does she drink four glasses of milk a day 

as suggested by the GP (p. 10), since she feels that 

she is getting enough calcium. This woman quips that 

the GP probably didn't drink milk and take iron pills 

when she was pregnant either, although she must direct 

her patients to do so. Further, when different doctors 
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give contradictory advice on how much weight to gain 

during pregnancy, patients begin to question which 

ideas are correct (p. 12). Patient 15, who was bleeding 

during pregnancy, said that it was unreasonable to 

instruct her to stay still all the time, and she did 

not believe that her doctors would be upset to hear 

that she did not comply with this advice (Int. #2, p. 

2) • 

It has been argued in this thesis that the key 

component in deciding to follow medical advice is trust 

of the advisor. It follows that if the patient's 

distrust is aroused, the advice will be taken "with a 

grain of salt". One patient who learned to be 

suspicious during the study was a pregnant woman who 

almost died as a result of misdiagnosis of. ruptured 

appendix as a bladder infection. Although the GP 

ultimately called this outcome a "tragic, sort of bad­

luck situation" (Int. #2, p. 2), the patient blamed 

herself for trusting the doctor: 

I know my own body, and most people do 
except a lot of people don •t want to 
take the responsibility of it. I know 
what I •m feeling and (lowers voice) 
really, I think I should kick myself in 
the ass for what happened ••• I should 
have known, I knew - I mean, I felt so 
lousy that I accepted exactly what he 
said... (Pat. 39, Int. #3, p. 11) 
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In this case, the GP thought, incorrectly, that the 

patient had forgiven him and that "not a lot [had] 

changed" in their relationship (Int. #2, p. 9). The 

patient, on the other hand, reported that although she 

had not confronted the doctor on this point, she would 

never trust him again. 

Other patients who approached doctors with 

"guarded trust"l6 either did not raise this issue or 

tried only at a much later date to confront them. 

Patient 25, for example, had not told her GP of her 

disappointment in his failure to interpret a pregnancy 

test, but, urged by her mother, went ahead and took 

another, which prompted her to pressure for a referral 

to a specialist.l7 Patient 26 "never doubted" a 

previous GP who had found a breast lump on his first 

examination of her. When she was having trouble 

conceiving, she says that her "brakes" finally went on 

when he suggested a sex therapist. She claims that she 

has been more cautious ever since, although she has had 

a hysterectomy and ovarectomy, and now suspects that 

there are "growths on [her] bowel". For her current 

problem, ear pain, she laughs about the fact that a 

medical student in her GP's practice looked in her ear, 

and went out to consult with her GP, who then looked in 

her other ear, and said "I see it". She doubted that 
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her GP is competent to handle this problem and 

pressured for a referral to a specialist to check her 

ear. 

Although she did not report the lack of trust 

described by other patients, Patient 13 took some 

initiative in her own care by cutting back on the 

medication that she had been prescribed without 

informing anyone, because she felt it was too strong 

(Int. #2, pp. 2-4) .18 Patient 12, similarly adjusted 

his pills: "I took them for a couple of days. And then 

I went off them. I •ve been off them for three days, 

just checking to see what's going on. I think I'll just 

stay off them", he said (Int. #3, p. 5). Patient 40 

says that this is his general rule of thumb: "I figure 

if the pills are not doing me no good, or after I'm 

better, I stop" (Int. #1, p. 14). Patient 9, a man who 

diagnosed his own heart condition by taking a friend's 

nitro during an angina attack, also modified his 

doctor's orders to suit his lifestyle. For example, he 

doesn't take his medication as prescribed because he 

experienced some difficulty after taking it at work 

(Int. #1, pp. 13-14). Further, although he has received 

no specific instruction from his doctors on diet, he 

has purchased a cookbook with low-cholesterol recipes, 

and checks his physicians' orders regularly with his 
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friends. He attributes his suspicion of physician 

advice to watching a friend die in cancer treatment 

under peculiar circumstances (pp. 18-20) • Patient 32 

showed her swollen breast to a daughter-in-law who'd 

also had a breast operation when she felt that her 

doctors were not monitoring her recovery properly. When 

the daughter looked at the breast and suggested that it 

was infected, the patient approached her GP and surgeon 

and demanded that they give it some attention (p. 2). 

3. Evidence of Patient Influence on outcome 

In the clinical literature, the patient's 

participation in medical treatment is termed 

"compliance", emphasizing submission to the expertise 

of the doctor. By labelling participation in this way, 

the assumption is made that deviation from compliance 

is unjustified, and investigation of the process of the 

patient's participation in care is cut short. In this 

research, when the patient's participation in care was 

traced, it was found that patients' attempts to carry 

out advice were sometimes compromised by the incomplete 

or contradictory advice they received. Futher, their 

selective compliance was often justifiably based on a 

distrust of the prescribing physician. Finally, where 
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patients attempted to reject treatment, the rejection 

appeared reasonable, even when it was considered by 

their physicians. 

Unfortunately, despite the attempts made by 

patients in this study to participate in their health 

care, there was little evidence that the outcome of 

their cases was improved as a result. It might be 

argued that medicine can do little for patients with 

serious GI disorders, rheumatological problems, cancer, 

back problems, irregularities of pregnancy, respiratory 

deterioration, and numerous other difficulties. 

However, the "open-endedness" did not appear to relate 

to the limitations of medicine as much as to a failure 

to systematically follow and finish the business of the 

referral. A referral might be considered successful 

even if the outcome was that the patient was assured 

that nothing could be done for the condition, but 

patients seldom reached this point of closure. Whether 

they reacted passively or aggressively, their treatment 

tended to "peter out" after a series of unsuccessful 

interventions. Just like their more passive 

counterparts, "active" participants, too, were "carried 

along by events", without really being helped by 

medical interventions. 



624 

a. Unintentional Non-Compliance 

In the previous chapter, breakdowns of 

communication between patient and doctor were traced to 

both unintentional lapses between the two as well as to 

intentional information control by the doctor. Whatever 

the dynamics of the breakdown, as svarstad (1974) has 

demonstrated, the patient, based on inadequate 

information, may inadvertently fail to carry out the 

doctor's advice, even if willing to do so. Physicians 

were aware of this problem, although they tended to 

attribute it to the patient • s deliberate decision not 

to comply rather than a lack of knowledge about, for 

example, how medications work.l9 

Patients in this study displayed unintentional 

non-compliance when they received incomplete as well 

contradictory information from different sources. 

Patients 8 and 9, for example, complained that their GP 

had not given them specific instructions on diet for 

patients with heart problems, although the GP claimed, 

on the contrary, that he has very strong views about 

informing the patient. The GP insisted that instruction 

on diet must be very specific (Int. #2, p. 7) and given 

forcefully, preferrably in written form (p. 10) • A 

"girl" in his office is a "diet specialist" and 
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patients are routinely sent for their "lipid profiles". 

Why, then, do Patients 8 and 9 claim they were not 

informed? The GP suggested that he gave them minimal 

instructions, which they can 1 t recall, although there 

is no record of this in their charts. He believes that 

he may also have decided that, in the their cases, that 

the "cure" of diet restrictions was more severe than 

the "disease". Thus although these patients had 

obtained written material on diet from the specialists 

and friends, the GP probably gave them the message that 

they need not be overly concerned about following 

advice on diet. 

Patients also reported confusion when they were 

asked to make "judgement calls" in deciding to take 

medication. Patient 12, for example, was instructed to 

"go back on [a particular medication] depending on how 

bad it is". He was given the heavily-qualified 

instructions that if he felt good to the point where he 

was "picking up energy", but was not sure about it and 

was still having diarrhea, but "just a bit", he should 

avoid the medication (Int. #3, p. 4). He eventually 

stopped taking the drugs even though he felt bad, 

without asking for help in making a decision, because 

he 1 d "rather not take the pills anyways" in case they 

make him sleepy at work (p. 5). 
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Even patients who reported that they trusted 

their physicians, understood the treatment prescribed, 

and wished to be compliant, reported occasional lapses. 

Patient 18, for example, said that he was careful to 

take the coated aspirin that has been prescribed for 

his heart condition - 11 [i]f I'm told to do something, I 

will 11 , he declared (Int. #1, p. 22). However, he was 

embarrassed to admit that he had gone up a ladder to 

clean out the eavestroughs after being told by the 

orthopod who replaced his hip to restrict his activity 

(p. 9). Further, he reports some difficulty in 

complying with diet restrictions for his diabetes (p. 

12) as did Patient 35 (Int. #1, p. 6). Patient 18 

finally quit smoking, not in compliance with doctors' 

orders, but out of fear after waking up one morning 

unable to breathe (p. 16). Patient 2 similarly found it 

difficult to cut down his smoking, commenting "I was 

told to stop around [19]45 and I'm slowing down" (Int. 

#4, p. 2). In addition, he failed to take his 

respiratory inhalers regularly, even though he reported 

being willing to comply. Patient 9, who modified the 

activity, drug and smoking orders that were given to 

him (Int. #1, pp. 12-13), theorized in this way about 

his behaviour: 

[I] t 's the same thing as you buying 
something at the store. And looking at 
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the directions after you've bought it. 
And saying, oh, shit, and not following 
the directions. It's the same thing 
••• it's human nature ••• You think you 
can do these things without somebody 
telling you what to do. And invariably 
you screw it up. And then you go back 
and read the directions and say, I 
shoulda done that in the first place. 

(Int. #1, p. 16) 

Since there is no "label" to remind patients of 

instructions given by physicians, they tend to distort 

or forget it over time. However, even with written 

instructions, patients made mistakes, as Patient 12 

said he had done by failing to read the directions for 

taking a laxative in preparation for a barium enema 

(Int. #3, p. 4) • 

Patients were aware of such lapses, and a few 

had bought pill dispensers with a number of tracks of 

different colors to arrange dosages and times for 

medications (Pat. 35, Int. #1, p. 4; Pat. 41, Int. #1, 

p. 9). Patient 36 kept her valium and blood pressure 

medication beside her toothbrush, so that she would be 

less likely to forget it. However, she expressed 

concern about her image of herself as a "pill-popper" 

and about the possibility of getting a "bad pill" that 

might kill her (Int. #2, p. 9). These attitudes towards 

taking medications were widely recognized by physicians 

(e.g. cardiologist 35, p. 14), but no one mentioned 

talking to patients about their fears. 
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b. Selective Compliance and its Consequences 

Like patients who unintentionally fail to 

follow medical advice, patients who pick and choose 

among the advice offered by their doctors typically end 

up providing an inconsistent potpourri for themselves 

in which no one seems really to know what is going on. 

In the case of Patient 27, for example, who insisted 

that she takes full responsibility for deciding when 

and how to take medication for her fatal 

rheumatological disorder, the doctors involved didn 1 t 

know just how many pills she was taking. After a drug 

reaction several years ago, this patient said that she 

would follow a doctor 1 s advice only "up to a point" 

(Int. #1, p. 13). When she was prescribed a dangerous 

medication, Plaquenil, she reports that she 

discontinued it "when I felt I no longer needed it" (p. 

13). She also thought that it was "horrendous" to take 

six Naproxen per day, another prescribed drug to 

control swelling, and so "told the doctors" that she 

"would take one a day". She actually varies her dosage 

from "less than four" to eight depending on her 

assessment of the swelling (p. 15). The specialist in 

Toronto who monitors her condition annually claimed 

that he directs the amount of medication that she 
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takes. However, letters in her chart show that a 

specialist in northwestern ontario who saw her when she 

was supposed to be taking five Plaquenil per week, 

actually found out that she was taking one "every fifth 

day" , which was too low a dosage to have any effect. 

Further, an ophthalmologist who was supposed to be 

monitoring any negative effects of the drug had not 

been notified that it had been discontinued, and was 

angry that the patient had not kept her appointments 

with him. The patient believes that her disease is in 

remission because of her "mind over matter" approach to 

keeping her illness under control, but neither her GP 

nor specialist put much stock in her beliefs, calling 

them part of a "copper bracelet syndrome". 

Patient 19 • s doctors appeared to be similarly 

in the dark about what she was doing about her 

"treatment". Although she was given a prescription for 

iron pills after seeing a. gynecologist, she didn't 

think seriously of filling the prescription until she 

felt "crummy", and got her husband to purchase the $38 

pills (Int. #2, pp. 10-11). However, in the process of 

taking them, she believes that she had a drug reaction 

(Int. #3, p. 1). When she discontinued them, she felt 

better, and then "draggy" and nauseous when she started 

them again (p. 2). She thought that it was "ludicrous" 
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to take both ferrous sulphate prescribed by her GP as 

well as iron pills prescribed by the gynecologist (p. 

3), but did not try to sort this problem out with her 

GP, who was moving that week (p. 5). In the meantime, 

she experimented by discontinuting the ferrous sulphate 

and taking the iron pills and an anti-inflammatory drug 

prescribed by a rheumatologist. Her rationale for the 

experimenting was that, "I •m not going to know which 

one it is if I take them together " (p. 4) • However, 

her experimental technique was inconsistent, because 

she stopped taking the anti-inflammatory drug when her 

husband discontinued it because he believes he had a 

drug reaction (p. 7). Finally admitting that she 
, 

doesn • t know whether she feels bad because of drug 

reactions or her original complaint (whatever it is), 

she blames the doctors: "They just throw it at you and 

expect you to take all that garbage!" (p. 10) In her 

case, as well as that of Patient 27, no one really 

knows "what is going on". 

c. Rejection of Treatment and its Consequences 

Patients who decide that they do not want 

treatment do not fare any better than those who decide 

that they do. Patient 29, for example, who had tried to 
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avoid a dangerous lung biopsy by stalling, began to 

lose control when his GP referred him to a 

respirologist and then went on holidays. The 

respirologist referred the man to a surgeon, who booked 

the biopsy despite the fact that the man had not had a 

chance to discuss his preferences with his GP. Two 

months after the original referral_, the GP admitted 

that the biopsy wouldn't necessarily establish 

diagnosis. Further, he thought it was "one of those 

Catch-22 situations where you don't have a diagnosis, 

but it may not change things •.• It may not be worth 

going through" (Int. #2, p. 2). He suggested that a 

trial of steroids might be attempted before the biopsy, 
. 

but pointed out that in some cases, his knowledge of 

the situation is not sufficient to give the patient 

good advice, so that he must leave things up to the 

surgeon. The respirologist thought that the man's 

diagnosis was fibrosis and was not likely to be 

treatable (p. 5), but he'd been booked for the surgery 

anyhow. The patient declared triumphantly that he was 

"one step ahead of them" because they hadn't got him 

"on the operating table" yet (Int. #2, p. 5) • He 

reassured himself with the thought that patients no 

longer bleed to death with appendectomies or 

tonsillectomies, but feared that "things are going to 
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move very quickly" once the results of testing were in 

(pp. 6-7). Because of the man's hesitation, his doctors 

offered a less dangerous type of biopsy which does not 

involve cutting open the lung, but this had been 

downplayed, since "the gold standard for diagnosis is 

an open-lung biopsy" (p. 7). 

IV. SEEKING FURTHER TREATMENT 

So 

illustrate 

far, 

the 

examples 

point that 

have been 

patients 

described that 

who attempt to 

influence the course of their care fare no better than 

those who passively submit. After a series of unhelpful 

interventions, such patients either "drift away" from 

treatment or actively sabotage or circumvent it. 

A third category of patients react by refusing 

to accept that medical science can do nothing for them, 

and continue, unhappily, to seek out other doctors and 

treatments repetitively. The elderly Patient 3, for 

example, has developed a routine of visiting the GP 

weekly and requesting referrals at least monthly. 

Although not serious, she feels that her problems 

cannot be dealt with by the family medicine residents 

that she meets in the clinic, and regularly demands to 

see more experienced doctors. Like Patient 1, she fails 
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to comply with advice given by the young residents 

because she doubts the competence of the prescriber (GP 

3 , Int • # 1 , p • 2 ) • 

Patient 2 6 also continues to seek treatment, 

but for a problem about which, despite her pressure on 

her physicians, they have been unable to advise her. 

She began to feel pain in her ears on exposure to sound 

in early June, and waited unhappily for an August 

referral to an ENT specialist. Because the problem was 

so severe, in the interim, she tried to get an earlier 

appointment, checked with another GP and went to the 

Emergency Department complaining that something had to 

be done. The result of this activity was no change in 

her appointment date with the specialist, and a bottle 

of allergy medicine which the second GP gave her. When 

Patient 26 finally got to see the specialist, he 

complained that whatever was wrong, it didn't lie in 

the area of surgery, which was his specialty (p. 4). 

After her visit with him, as described in Chapter 8 

(pp. 54-5), the patient expressed frustration about 

being "no further ahead" (Int. # 3, p. 1) because she 

was handed back to her GP. When she finally gave up and 

failed to contact her GP after the referral, he 

suspected that she was unhappy, but wasn't sure, noting 

that "she comes in with different levels of anxiety at 
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different times" (Int. #2, p. 4). The patient's fear 

that her GP believes that she is neurotic appears to be 

well-founded, although he insists that he is willing to 

offer more referrals if this is what the patient wants 

(p. 5).20 

Patient 32, who had breast cysts removed twice, 

was also unhappy about the outcome of her breast 

surgery. She had taken the initiative by checking with 

a relative to determine that it was not healing 

properly, but both GP and surgeon had dismissed her 

concerns with the attempted reassurance that it was 

"alright- don't worry about it" (Int. #1, p. 2). When 

she expressed further concern about chest pain she was 

experiencing, the surgeon dismissed it as a "flu bug". 

The persistent patient may fail to trust the 

specialist after a history of contradictory and 

unhelpful treatments, but rather than withdrawing from 

care, may continue to seek satisfaction. Patient 31, 

for example, who had determined that cortisone shots 

are too painful a treatment for her skin disorder, was 

disappointed by a referral to a new dermatologist in 

town, the fourth doctor she had seen for this problem. 

The patient reported that she'd been given the 

"revolving door" treatment by the specialist, who'd 

told her that there was no alternative if she didn't 
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want cortisone shots. He'd prescribed a creme that she 

had no intention of using because, as she said, "I 1 ve 

used many cremes before and I think, oh, naw, not one 

more!" (Int. #2, p. 2). The GP hadn't realized that the 

consultation was unsuccessful, because the patient had 

not told him about it even though she had had the 

opportunity (Int. #2, p. 11). However, after examining 

the consult note, he agreed that the new specialist's 

advice wasn •t "any more satisfactory than [what] we 

were working on" (Int. #2, p. 13).21 

Far from accepting the opinion that nothing 

beyond cortisone could be offered her, though, the 

patient was secretly hoping that doctors at the Mayo 

Clinic, where she was referred for a knee problem, 

would take an interest in her skin disorder and give 

her more advice. "[Y]ou never want to hear that there's 

no hope", she concluded (Int. #2, p. 4). Her lack of 

faith in her doctors is so profound that she even 

doubts that she has diabetes as they have diagnosed and 

she hopes that they are wrong (Int. #1, p. 26). Her GP 

supports her decision to reject a knee operation from a 

local orthopod and to have doctors at the Mayo Clinic 

examine it (Int. #2, p. 9). The patient had opposea the 

orthopod' s advice that she should ski after her knee 

injury (Int. #1, p. 17) and finally stopped treament 
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with him because she visited him for months with no 

improvement (p. 27). Of her general situation, the 

patient says that, 

for the rest of my life, I'll have to 
do what I want to do in order to 
survive ••• [I]t 1 s always in the back of 
my mind that I'll have to struggle 
•.• I'm a fighter. 

(Int. #1, pp. 10, 12) 

Another patient who "would not give up 11 was 

Patient 30, who'd determined that she had a breast lump 

by reading her own radiograph and then demanded a 

referral a thousand miles away to a top surgeon. There 

she was 11 reassured11 for the second time in two years 

that she had no problem. However, she reported 

afterwards that she still did not feel well (Int. #2, 

p. 2), and both GP and surgeon said that they expected 

to hear from her again. 

The beginning of such a cycle can be seen in 

the case of Patient 33, a 16-year old who'd been told 

by an ophthalmologist that nothing could be done to 

improve her sight after an eye injury. She did not 

accept this prognosis, citing the miracles that medical 

science could perform. She was unhappy that she'd not 

had a chance to discuss her discontent with her GP, 

commenting that her parents were treating the whole 

problem cavalierly, ••just thinking, well, we'll wait 

three to four months ••• not even questioning it 11 (Int. 
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#1, p. 11). She, on the other hand, hoped for a 

referral to another ophthalmologist, or a visit to one 

directly if her GP would not refer her. 

V. SUMMARY 

In summary, in this study of the referral of 

patients to specialists, most cases had an 

unsatisfactory, "open-ended" outcome. Doctors, like 

their patients, often "lost track" of what was going on 

by failing to monitor it, regardless of how much 

"medical science" might be able theoretically to 

contribute to the "cure" or "reassurance'' of the 

patient. Although consultants were seen as failing to 

close cases because they were unable to interpret the 

meaning of their investigations or because of economic 

considerations or academic curiosity, another reason 

for consults 

specialists 

that dragged on over time was that 

were hesitant about applying radical 

treatment until all of the possibilities of 

conservative treatment had been exhausted. Inevitably, 

participants tended to lose track of what was going on. 

This process of serendipity tended to prevail even when 

GPs and their patients made serious attempts to monitor 

referrals. A question raised by these findings · is 
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whether the numerous interventions suffered by patients 

who failed to question their necessity 1 were really 

justified. 

It has consistently been argued in this thesis 

that most referrinq doctors have little opportunity to 

influence the course of referral 1 cauqht as they are 

between the power of their consultants and the aqendas 

of their patients. Most patients in this study insisted 

that they actively participated in their care by 

decidinq who they would and would not see and whether 

they would or would not comply with the treatment 

offered. Their reports of participation are at odds 

both with their physicians 1 accounts 1 and with much 

interactionist literature that describes the patient as 

helplessly cauqht in the social construction of illness 

built up by their doctors. Patients traced their 

11 awakeninq 11 to neqative experiences in which they 

learned to trust themselves rather than the doctors 1 

and reported that they sometimes later learned to 11 take 

on11 the doctors by direct confrontation. 

A crucial question raised by these findinqs is 

whether the 11 outcome11 of care-seekinq was any more 

satisfactory for patients who reported a major role in 

their care than for patients who more passively allowed 

themselves to be carried alonq. Examples were qiven in 
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this chapter that show that both active and passive 

patients tended to get caught up in sequences of 

unpleasant interventions that gave them no relief from 

their problems or, occasionally, compounded them. 

Intentional and unintentional lapses in communication 

between doctors and patient triggered "unintentional 

non-compliance" with medical advice (Svarstad, 1974). 

Further, attempts by patients to pick and choose the 

advice that made sense to them often resulted in a 

nonsensical potpourri of treatment, where neither 

doctor nor patient understood what was going on. 

The typical patient response in the face of 

the disintegration of care was to withdraw, but a 

number of patients refused to do this. They sought care 

further afield and resisted giving up hope that someone 

or something might eventually be able to help them. 
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NOTES 

1. For example, half of the patients in the North 
Carolina Rockefeller study had not returned to 
see their referring physician by the time a 
letter had been sent by the consultant, one to 
two months after the visit (Williams et al., 
1960) . About one-quarter of these had only 
visited the GP once to get a referral, and so 
it was reasonable that they might not return, 
but as many physician-referred as patient­
initiated cases failed to reach closure in this 
way (p. 1506). 

2. In a study by Perlman et al. (1975), for 
example, when the records of 75 patients 
referred to the chest service of the Milwaukee 
County General Hospital by house staff were 
examined, it was found that of the 43 that 
involved therapeutic recommendations, 21 showed 
no change or a negative outcome a year to 18 
months after the initial consultation. Of 
these, one-third were determined to be a result 
of disease severity, while errors and non­
compliance of patient or doctor were claimed to 
account for the other two-thirds, although the 
authors felt that the recommendations were 
"appropriate" in 95 percent of cases. In a more 
recent investigation of 202 consultations 
requested of resident internists by surgeons 
(Sears & Charlson, 1983), overall compliance 
of the surgeons was 77 percent, with compliance 
decreasing markedly for cases with more than 
five recommendations. Compliance was greatest 
with medication recommendations but least where 
physician or nursing actions were required. The 
authors note that there were no relationships 
between their rating of the "soundness" of the 
recommendations, the "cordiality" of the 
service and compliance, and they leave the 
impression that referring physicians cannot 
read beyond five recommendations. A similar 
American study of 156 consultations by 
internists (Klein et al., 1983) , showed that 
compliance was very low when advice was 
"suggested" (15 percent) vs. "definite" (60 
percent) and, of the definite recommendations, 
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when a recommendation was "additional" (25 
percent) as opposed to "central" (65 percent). 
As in the Charlson study, there was greater 
compliance with medication recommendations than 
medical management recommendations, but there 
was no analysis of why this might be so. A 
fourth quantitative study of 394 cardiology 
consultations (Mackenzie et al., 1981) also 
found that drug recommendations were followed 
more often than other recommendations (82 
percent compared to 64 percent). An exception 
was a 70 percent noncompliance rate for 
beginning antihypertensive or antianginal 
drugs. This is consistent with the researchers' 
earlier finding that psychiatric advice around 
psychotropic medication was least likely to be 
followed (Popkin et al., 1980). They argue that 
the noncompliance is not linked to the status 
of the consultant, since there was similar 
compliance whether the consultant was a 
student, resident or staff member, and conclude 
that total compliance "would represent docile 
implementation without the exercise of careful 
clinical judgement" (p. 20). 

3. In a cross-section of 250 referrals within the 
Yale-New Haven hospital, mostly from surgeons 
to internists, significance tests showed that 
recommendations made within a day of the 
request were more likely to have an effect than 
those made subsequently; that those eliciting 
many notes were more effective; and that drug 
recommendations specifying dose and duration of 
drug therapy were implemented 100 percent of 
the time while non-specific recommendations 
were only implemented 64 percent of the time. 

4. This may be related to the fact that there are 
few opportunities to "talk over" what has 
transpired between doctors and between patient 
and doctors. As Berger and Luckman (1967) and 
Hewitt (1988, pp. 193-200) point out, talking 
is a "nomic" or "reality-building" activity and 
events that have not been talked over may take 
on an air of unreality. Since doctors and 
patients in this study had often failed to 
examine the course of events in the referral, 
they were typically unaware that it had not 
proceeded the way they had originally imagined. 
When forced to review the process, they 



642 

When forced to review the process, they 
revealed confusion about how to interpret what 
had happened. 

5. See Ch.apter 8. In Chapter 5, the related point 
was maLde that experienced GPs tend to be more 
selective in their referral of patients (pp. 
147-148). 

6. This finding is consistent with the early work 
of Fr•aidson, on outpatient encounters (1960; 
1961), that suggested that patients, backed by 
friends and relatives, are able to negotiate 
care, at least from their general 
practitioners, by various direct and indirect 
methods. Following Freidson•s call for a 
challenge to physician dominance (l970a), 
numerous accounts of patients• active 
participation and negotiation of care appeared 
in the literature (Hayes-Bautista, 1976; Lazare 
et al., 1976; Roter, 1977; Stimson & Webb, 
1978; Ugalde, 1984; Feierman, 1985). In the 
last instance, patients can simply fail to 
comply with treatment (M. Davis & von der 
Lippe, 1968; Stimson & Webb, 1975; Svarstad, 
1976). 

7. Conversely, the few successful referrals in the 
study involved clear-cut, quickly-solved 
problems. For example, Patient 36 went to an 
obstetrician for a gynecological problem that 
was taken care of by an adjustment of her birth 
control medication (Pat. 36, Int. #1, p. 11). 
Another example involved the referral of 
Patient 37 for correction of a "squint" in her 
baby's eye. As the GP pointed out, this was "a 
simple, clearly-defined problem where the 
patient recognizes the diagnosis, I recognize 
the diagnosis [and] the consultant in Winnipeg 
recognizes the diagnosis" (Int. #2, p. 10). 
Therefore, the GP expected an unproblematic 
outcome. 

8. This problem plagued specialists as well. For 
example, in spite of the most strenuous 
attempts of Specialist 8 to have everything 
recorded on "forms" with "reasons for referral" 
and a rationalization of the process, 
inconsistencies still emerged. As the 
specialist explained, "[e] ither people forget 
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or they put it aside and then by the time they 
come back, they can • t remember why they were 
referred" (Int. #1, p. 5). Because of this, the 
reason for referral of his patients often 
appears differently on different forms in his 
files. Thus although Garfinkel (1967) has 
emphasized that records and accounts are 
constructed as part of the _attempt to make 
interaction look more rational, these attempts 
were only partly successful in the case of 
referral. The ambiguity about what is really 
happening persists despite attempts to iron 
things out. 

9. See Chapter 5, pp. 198-201. 

10. Orthopedic Surgeon 18 put forward this theory, 
explaining that he only makes "friendly", 
"threatening" comments to patients regarding 
compliance for less painful conditions. An 
example of this approach was Obstetrician 34's 
"friendly threat" to Patient 34 that if she 
didn't quit work during the latter part of her 
pregnancy, she would be hospitalized for 
hypertension several hundred miles away in 
Winnipeg (Pat. 34, Int. #1, pp. 5-7). Once in 
hospital, compliance to restricted activity 
orders would, of course, be enforced by the 
hospital staff (p. 11). Even with Patient 2's 
life-threatening respiratory disorder, his GP 
did not pressure him to see the specialist, 
leaving the patient to decide whether he would 
comply (Int. #2, p. 4). Optometrist 38 said 
that she had no control over whether her 
patients complied with treatment, arguing that, 
"[i]t's something they have to do on their own" 
(p. 12). She recognized that eye-training 
exercises were difficult for parents to enforce 
on their children and that many "can't do it", 
although they are attracted to a conservative, 
rather than a surgical solution to their 
child's problems. Others like the easy surgical 
solution to avoid the trouble of the training 
exercises (p. 14). Specialist 1 spent little 
time thinking about patient compliance. 
Regarding Patient 1, for example, he commented, 
"I do not usually have a great deal of 
particular follow-up for compliance on ulcer 
medication. For a couple of reasons. One is 
that the medication that we used has very few 
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side effects, and so there are not many 
negative reasons why people should not take 
it ••. The second thing is ••• most of the time 
when we 1 re treating ulcers, we 1 re treating a 
painful condition and people usually 
comply .•• [T]hirdly, especially for gastric 
ulcers, we invariably do a follow-up 
examination in four to six weeks which is when 
80 to 90 percent of them should have healed" 
{p. 5) • 

11. Described in the section on "Collusion of 
Anonymity", Chapter 8, pp. 466-468. 

12. GP 7, for example, who was concerned about the 
large amounts of heart medications prescribed 
for his patients, reported that he usually 
reduced the dosages of medications prescribed 
by cardiologists, since "if you push 
[patients] , they won 1 t take it anyways" {Int. 
#1, p. 3). Cardiologist a, on hearing about 
this GP 1 s attitude, appeared worried, but 
agreed that "the family doctor can still make 
his own decision on whether he wants to do 
something a different way". Later he added 
that it was wise to schedule a return visit 
with the patient to see what the GP was doing 
about the medications {Int. #2, p. 5). 

13. Even when patients took it upon themselves to 
inform the GP of any salient bits of 
information that might be relevant to their 
case, they were unsuccessful in keeping him or 
her up to date. Patient 14, for example, knew 
that letters were not as helpful as patient 
accounts as feedback {Int. #1, p. 13), but was 
frustrated that the patient 1 s report is often 
not taken seriously {Int. #2, p. 5). Further, 
although this patient had resolved to ask her 
specialist to send her GP a copy of his 
hospital report on her condition the next time 
she saw him, she forgot {p. 6). Thus, like 
their GPs, patients "lose track" of what is 
going on, even if they resolve to be vigilant. 

14. Physicians consistently underestimated patient 
influence over the course of referral, just as 
they underestimated the contribution of the 
patient in initiating referrals. GP 21, for 
example, argued that his patients "will accept 
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what you tell them" (Int. #1, p. 10). He 
predicted that even if a patient failed to 
trust a specialist's advice, sjhe would 
ultimately "come back to me and show me 
everything that they don't take" (Int. #1, p. 
17). 

15. Of the 37 patients in this study, based on the 
referrals that were studied, 14 could be 
classified as "passive", 12 as "active" but 
tending to "drift away" or sabotage their 
treatment, and the remaining 11 as "seeking 
further treatment". Although this is not a 
"random" sample and the numbers do not have any 
meaning in terms of generalizability, it is 
interesting that there are so many "active" 
patients. Referred patients tend to have more 
experience with the system which may awaken 
them to participation. Further, the large 
number of patients who persist is of interest. 
Do most patients "give up" before getting 
involved in the frustrating cycles of referral 
and treatment experienced by these patients? In 
interactionist terms, it could be argued that 
experienced patients have more blind "faith" or 
"trust" compared to their counterparts who may 
simply boycott medical care altogether after a 
few negative experiences. 

16. See Chapter 6. 

17. The mothers of Patients 25 and 34 also advised 
them as to the appropriateness of their 
treatments. Patient 25's mother made her 
daughter consult an obstetrician when she felt 
that the local GP was not handling her 
daughter's problems appropriately. Patient 34, 
a young woman with a baby who lived with her 
parents, reported that she uses her mother "for 
a first opinion and (goes] to the doctor for a 
second" (p. 10). 

18. Physicians were not unaware that patients 
adjust their medications in this way. 
cardiologist 8, for example, agreed that this 
was necessary if the cure turned out to be 
worse than the disease, referring to the side 
effects of antihypertensive medication for an 
asymptomatic disorder (Int. #2, p. 2). He 
argues that it is impractical to check for 
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compliance, but that physicians can encourage 
it by, for example, prescribing "long-acting 
drugs" that don't have to be taken as often (p. 
3) • 

19. GP 5, for example, complained about a patient 
who was put on a hypertensive drug three times 
a day, but who only took it when "her head was 
hurting a little bit" or "when she feels like 
it". Other patients do not understand that 
their blood pressure will only stay down if the 
medication is taken daily, and they may 
discontinue it when they believe that they are 
"cured" (p. 26). Specialist 5 agreed that there 
was a tendency to discontinue following advice 
when the patient felt better. Several patients 
in this study admitted that they had done this 
in error. 

20. Patients 17 and 20, who, like Patient 6, were 
men involved in trying to obtain compensation 
for industrial accidents, had similar sequences 
of care-seeking stretching over decades, but 
their doctors attributed their persistence to 
the hope for compensation rather than to 
psychiatric difficulties. 

21. Like other referring doctors, GP 30 realized 
that the specialist had not really helped the 
patient, as he had originally assumed when he 
received the consult letter. "Possibly 
falsely", he said, "reading between the lines, 
I thought that he had answered [my request) - I 
mean, I thought he had offered her injections" 
(Int. #2, p. 13). 



CHAPTER 11 

CONTRIBUTIONS OF THE THESIS 

AND AREAS FOR FUTURE RESEARCH 

I. INTRODUCTION 

It was suggested at the beginning of this 

thesis that a study of medical referral would 

contribute to an understanding of a number of 

sociological, economic and clinical controversies. In 

this concluding chapter, there is a summary of the 

model of referral developed in this research and a 

discussion of how the work adds to what is known about 

referral. This is followed by suggestions for future 

research and speculation about the implications of the 

findings for health care policy. 

II. SOCIOLOGICAL ISSUES 

This inquiry into the nature of medical 

referral has moved far beyond most of the existing 

literature on the topic to explore the dynamics of how 

647 
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the system operates within different organizational 

settings. It answers theoretical questions about 

referral differently than the models proposed by White 

et al. (1961) and Shortell (1974), and addresses 

important points not dealt with in those models.1 It 

is compatible with and extends Freidson's "medical 

dominance" model of referral (Freidson & Rhea, 1963; 

Freidson, 1975). Further, following the distinction 

made by Glaser and strauss (1967) between substantive 

(topic-oriented) and formal (generic sociological) 

theory, it also contributes observations on the 

importance and operation of the social-psychological 

process of "trust" in medical settings that might be 

generalized to other settings. 

1. The Model of Referral: A summary 

a. Trust as the Basis of the Referral System 

The results of this research on medical 

referral lead to a conception of the process as an 

inherently problematic activity that would break down 

completely were it not for the "trust" that patients 

place in their medical advisors and the "trust" that 

referring doctors place in consultants. Thus the thesis 

answers the question posed by Grace and Armstrong 
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(1986) about how the system is maintained in the face 

of substantial disagreements among patients, referring 

doctors and consultants about what is to be 

accomplished and how. This trust is constantly 

challenged by the open-ended and unsatisfactory 

outcomes that result when patients and their doctors 

seek specialist advice (Balint, 1957; M. Brown, 1979). 

However, it is held in place by the belief that 

advisors can be found who are competent in their fields 

of specialization, and, indeed, direct and indirect 

assessments of competence guide the choice of advisor 

(Freidson & Rhea, 1965; Modrow, 1976). 

How does trust in the legitimacy of specialist 

medicine manifest itself in everyday referral? In 

general, participants in referral avoid making critical 

assessments of the progress of their advice-seeking. 

They typically do not consciously monitor and assess 

what is going on, assuming what Berger and Luckmann 

(1966/1981) and others have called the the "attitude of 

everyday life", that "nothing unusual is happening". 

When their attention is drawn to the situation, they 

actively "make excuses" for their advisors if all is 

not going well. For example, they would often declare 

trust that an advisor was a "good doctor" or a "good 

consultant" almost in the same breath as they pointed 
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out some irregularity in the process or apparent 

failure of the consultant. This behaviour is 

reminiscent of the "documentary method" exhibited by 

participants in Garfinkel's "breaching" experiments 

(1967; McHugh, 1968) and is a rationalizing behaviour 

that has been observed to occur among patients and 

doctors alike (Millman, 1977; Bosk, 1979). When a 

"breach" of trust occurred, most participants in 

referral did not tend to abandon advice-seeking itself, 

but merely sought someone whom they felt was a more 

competent advisor, if one were available, thus 

reaffirming faith in the system of specialized 

medicine. 

b. Trust and the Patient-Initiated Referral 

The process of seeking a "more competent 

advisor" is clearly illustrated by what was found to be 

the most common type of referral the "patient­

initiated" variety. This process is seldom mentioned in 

the literature, although Freidson (1960) has drawn 

particular attention to the susceptibility of the GP to 

client pressure, and the original R~ckefeller studies 

of referral estimated that over half of referrals are 

made by general practitioners in response to client 
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expectations and requests (Williams et al., 1960). What 

happens is that there is a breakdown of trust between 

patient and GP. The patient decides that his or her 

problem lies outside the areas of competence of the GP, 

and pressures to be referred to a specialist (Dowie, 

l983a; Rovner et al., 1985). The physician responds by 

sensing the distrust, perhaps also feeling a lack of 

self-confidence in dealing with the problems presented, 

a response that has often been noted by psychological 

researchers (Dowie, l983a; Pinneault, 1974) and 

acquiescing to the voiced or unvoiced request. 

This familiar process was recognized by every 

physician in this study, and its ubiquity challenges 

the views in the literature that patients do not assess 

the competence of their advisors and that it is really 

referring doctors who are in control of the referral 

process. Like the physicians in the Rockefeller 

studies, doctors in this research consistently 

underestimated the extent of distrust and influence of 

patients on the referral system. In economic terms, 

physicians sometimes saw client pressure as resulting 

in a "crisis" that should be dealt with by limiting 

access to care. Occasionally they also sensed that 

patients had lost their trust in general practice. But 
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they were seldom able to make the connection between 

the "crisis" and distrust of general practice. 

c. Role of the "Boycott" in Referral 

The seeking of more competent advice has been 

described by Freidson and Rhea (1963), after Carr­

Saunders (1933), as a "boycott" of less desirable 

consultants. In this study, there was evidence of 

boycotting at both the level of the referring doctor 

and at the level of patient. That is, referring doctors 

attempted to avoid consultants whom they distrusted and 

patients sought new doctors when they distrusted their 

doctors. Theoretically, since consultants depend 

directly or indirectly on referrals for their income, 

it might be expected to operate as a mechanism of 

social control by which less competent practitioners 

are excluded from the network. In practice, however, 

because consultants are often isolated from direct 

observation of care-seekers and because evidence of 

incompetence is seldom discussed (Freidson, 1970b), 

those who seek specialist advice are often not in a 

position to make informed decisions. 

Even if a patient or referring doctor wished 

to "boycott" a consultant, however, this study revealed 

( 
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that most medical contexts do not allow alternative 

choices. In "underdoctored" areas, such as northwestern 

Ontario, there are virtually no choices unless referral 

is made to distant cities where the advice-seeker 

typically does not have first-hand information about 

the consultant. In urban areas, choices are further 

restricted by ways in which specialists have structured 

their practices. Specifically, the most popular 

consultants are able to make patients wait for their 

services or may even close their practices to all but 

cases of their choice, leaving less desirable or 

interesting referrals as "dirty work" to be "picked 

up" by their less popular and less experienced 

colleagues. Further, in highly organized settings, 

specialists divide areas of specialization among 

themselves, effectively limiting the choice of 

consultant for a particular problem to a single 

individual. Thus while patients and referring doctors 

may try to "shop around" to find the "best" 

consultants, in effect, their choices to seek the care 

of their choice are limited by the ways in which the 

specialists have organized their careers and 

practices. 

Where the possibilities of "boycott" are 

limited, what do patients and GPs do? The results of 
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this research suggest that when there are no available 

alternatives, patients and their GPs are forced to seek 

advice from those whom they have not yet evaluated, or 

worse, from those they do not wholly trust. They make 

what they perceive to be "tradeoffs" between 

accessibility and competence. They approach the 

consultant with the increased vigilance that is termed 

"guarded trust" here, and this attitude may then 

contribute to a further deterioration of trust and a 

lack of acceptance of advice and treatment. 

2. Contributions of the Thesis to Understanding 

the Referral Process 

a. The Shrinking Boundaries of General Practice 

Freidson (1975) has described the referral 

system as an ongoing "negotiation" of the lines of 

responsibility between generalists and their 

consultants. This model of referral is supported by the 

results of this study, which showed that the "lines" 

varied with the setting within which referral took 

place. Specifically, rural GPs tended to assume more 

responsibility than their urban colleagues by 

participating in and monitoring referral more closely. 



655 

Urban GPs, on the other hand, have "lost ground" in the 

"negotiation", squeezed as they are on one side by 

their powerful consultants and on the other by more 

experienced, untrusting patients. 

To the extent that a GP has trusting clients 

who do not pressure for referral, sjhe might be better 

able to "hold the line" in the "negotiations". This 

situation may have existed in the rural North Carolina 

practices studied in the 1950s (Williams et al., 1960). 

However, the contemporary GP is pressured by patients 

who want more sophisticated care, and by lack of direct 

access to specialized equipment and techniques, and is 

limited by hospital regulations, licensing restrictions 

and general isolation from the hospital where 

specialists practice. S/he has thus relinquished many 

of the traditional responsibilities of general 

practice. Babies are no longer delivered, eyes cannot 

be checked, and even simple casts are no longer applied 

by the urban GP. GPs no longer conscientiously visit 

their patients in big-city hospitals. The abandonment 

of these traditional responsibilities is taken by 

patients and specialists as a demonstration of lack of 

competence, and feeds into the distrust that patients 

and specialists feel for these doctors, thus 

increasing the pressures to refer. 
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This "vicious cycle" of ebbing responsibility, 

distrust and pressures for referral has been addressed 

by militant family physicians, who are a significant 

minority in both urban and rural settings. These 

physicians actively attempt to participate in the care 

of their referred patients, even to the extent of 

"boycotting" specialists who do not keep them informed 

about the progress of a case. Their philosophy is that 

the family physician must remain actively involved with 

referred cases in order to ensure "continuity of care" 

(Barnett & Collins, 1977). However, they fight an 

uphill battle when patients and specialists fail to 

keep them informed about the progress of referral. 

b. The "Collusion of Anonymity" 

Another little-understood aspect of referral 

that is addressed in this research is the phenomenon of 

"collusion of anonymity" that was first identified and 

labelled by Balint (1957). Balint argued that a patient 

may be referred to a number of specialists by a general 

practitioner who does not know or does not want to 

become involved in the patient's psycho-social 

problems. His view is that the GP has "abdicated 

responsibility" in such cases, and he advocates that 
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unsuccessful multiple-referral sequences, that 

typically end in frustration for patient and doctor, 

would be avoided if the GP would practice psychiatry 

as part of general practice, becoming involved in 

advising the patient on his or her life problems. In 

this research, in keeping with the observations made 

above, the "collusion" is not seen as a problem that 

can be dealt with by the GP alone. As well as happening 

with respect to the socio-psychological problems 

identified by Balint, unsatisfactory multiple referral 

was also found to occur in areas where GPs often do not 

feel or are not judged to be competent - such as 

obstetrics, ophthalmology, psychiatry and orthopedic 

surgery - and where the corresponding specialists in 

those areas were not willing or able to take the 

responsibility for the type of case being referred. In 

each of these areas of medicine, there is a "gap" of 

responsibility. In such areas, patients would assume 

more responsibility for their own care andjor withdraw 

from medical care. Because GPs cannot just "assume 

responsibility" by fiat, but must depend upon favorable 

evaluations of their abilities by others, this research 

suggests that a unilateral solution to this problem is 

not possible. 
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A related observation was that patients 

sometimes sought help from non-physicians in these 

areas - for eye care, from optometrists and for back 

pain, from chiropractors. For obstetrical problems, the 

advice of relatives was sought, and one physician 

suggested that the "gap" here may soon be filled by 

midwives. In addition, patients described active 

seeking of help from non-medical advisors for these 

problems including alternative practitioners, 

spiritualists and fortune-tellers. In fact, the 

"collusion of anonmymity" concept overlooks the role 

that the patient and non-physicians might be able to 

play in cases where physicians are unwilling or unable 

to help. However, a significant minority of patients in 

this study were so trusting of the medical hierarchy 

that they continued to seek multiple referral even 

after it appeared that physicians could do nothing for 

them. 

c. Communication Breakdown in Context 

By volume of articles, the most popular aspect 

of referral in the clinical literature is the 

"breakdown of communication" that often takes place 

during the process of referral. Unfortunately, research 
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on communication in referral2 tends towards micro­

scopic, quantitative analysis, without exploration of 

the dynamics or context of the situation. In this 

thesis, it was found that communication was less 

problematic between doctors in settings where 

physicians personally negotiate their responsibilities 

and where they have developed mutual respect for each 

others• abilities. In settings where such interaction 

is not possible or probable, breakdowns occur. 

The observation that, in urban settings, GPs 

are becoming more and more isolated from their 

specialist consultants, would suggest that the problem 

of "communication breakdown" will only assume greater 

proportions in the future. In this research, it was 

clear that communication, even via telephone, in the 

urban setting, was considered disruptive in the 

everyday practice of medicine, and so any suggestion 

that there "should be more personal communication 

between referring doctors and consultants" (e.g. Long & 

Atkins, 1974; Grant, 1982) does not take into account 

the realities of everyday practice. 

Early in this study, it was recognized that 

referral contains a 11 nested11 consultation, in which one 

consul tat ion takes place 11 inside11 another - the patient 

consults a doctor, who, in turn consults another 
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doctor. It was a useful intellectual exercise to 

compare what happened at one level to try and 

understand what was happening at the other. In the case 

of communication, the finding that distance and lack of 

respect underlies "communication breakdown" between 

doctors at different levels of the medical hierarchy 

has a parallel between the early finding, often 

reported in the literature, that unsuccessful doctor­

patient communication involves lack of mutual respect, 

social distance and "information control" (Pratt, 1957; 

Goffman, 1959; Davis, 1963; Skipper & Leonard, 1965). A 

general theoretical question that might be posed in 

viewing these parallel processes in the light of 

"communication breakdowns" of other types (e.g. Key, 

1965; Hite, 1987) is whether satisfactory 

communication is possible at all in situations where 

participants judge themselves to be at different levels 

of competence. 

Another, related, "communication" problem that 

has previously not been reported in the literature 

occurs when two or more doctors give the patient 

conflicting information about his or her medical 

problem. This tendency was found to be "built in" to 

the situation of referral in that specialists, for a 

number of reasons, are more likely to give patients 
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detailed and negative prognoses, for example, than 

their GPs. Because the doctors tend not to co-ordinate 

what they tell the patient, discrepancies result which 

have a far-reaching effect on the patient. 

Specifically, the patient may lose trust in one or both 

doctors and may fail to follow their advice. 

d. A Fresh Perspective on "Non-Compliance" 

As Sackett (1976) points out, the term "non­

compliance" "carries with it connotations of sin and 

serfdom" (p. 1) . Patients are described by clinicians 

as not following the advice of their doctors because 

they have a "faulty perception" of the physician • s 

advice, which is assumed to be sound; because of their 

failures of knowledge, attitudes or behaviour (Marshall 

& Maiman, 1976); or, admitting that physicians can 

sometimes be cold and harsh to their patients, a kind 

of "retributive justice" by which the patient "gets 

back" at a nasty physician by not following his advice 

(M. Davis, 1967; 1968). Sociologists, on the other 

hand, have tended to blame the physician for not 

conveying the message to the patient either 

"unintentionally" (Svarstad, 1974; Pratt, 1957) or 

deliberately through "information control" (Hoffman, 
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1974; F. Davis, 1963). When the "outcomes" of referral 

were examined in this thesis research, neither 

perspective appeared to fit the experiences of the 

participants. 

What happened to the cases of referral in this 

study? Typically, the referring doctor "lost track" of 

the process when the patient went off to the 

specialist, and the patient failed to keep the 

referring doctor informed. Even "militant" GPs who 

tried to "keep control" of their cases and "militant" 

patients who insisted that they were in control of 

their own health care, appeared to suffer this fate. 

Participants tended to trust that events would 

eventually resolve themselves without their conscious 

intervention, acting somewhat like "sleepwalkers". When 

asked to evaluate the referral, they occasionally went 

into the confused state described by Garfinkel (1967) 

that "breaching" of an "attitude of everyday life" 

provokes. In view of this finding, it is difficult to 

speak of "non-compliance" with advice, either by 

referring doctor or patient. If those who seek advice 

do not consciously evaluate what is happening, but 

allow themselves to be "carried along" by events, this 

does not constitute a "rational" decision about whether 

or not to follow advice. Ironically, participants in 
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this study appeared to believe that they had more 

control over events than they actually had, judging by 

the difficulties they were unable to resolve. Their 

attempts to "negotiate" treatment sometimes resulted in 

an irrational potpourri of "treatment". Finally, a 

substantial minority of patients and referring doctors 

unhappily sought more care, without critically 

evaluating the source of their dissatisfaction. 

This view of most medical referral as having 

open-ended, unsatisfactory outcomes is consistent with 

the model of referral presented here as based on 

"trust" in the specialized system of medicine, in which 

participants actively "make excuses" when things do not 

go well, or "vote with their feet" by seeking another 

consultant, without questioning the validity of the 

system itself. 

3. Directions for Future Research 

a. Recommendations Concerning Method 

Chapter 3 of this thesis lays out a critique 

of previous clinical work on medical referral, 

describing it as largely atheoretical, preoccupied with 

calculating referral rates or quantifying microscopic 

aspects of the process, without any attempt to explain 
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how referral works. As clinicians themselves have 

recognized (e.g. Morrell, in Dowie, l983a), this type 

of research has failed to throw much light on the 

complicated process of referral. On the other hand, 

ethnographic research, such as that undertaken by Dowie 

(l983a), Freidson (1975), Balint (1957) and in the 

Rockefeller studies (e.g. Andrews et al., 1959) has 

yielded most of what is now knoWn of the process. 

Clearly, more ethnographic research should be 

undertaken. 

A shortcoming of previous ethnographic work on 

referral has been exclusion of the views of certain 

participants or limitation of the contexts 

investigated. For example, Freidson (1975) did not 

report on the patient' s perspective in referral. The 

Rockefeller researchers, who interviewed both patients 

and physicians, looked only at rural referrals to a 

university medical centre (Williams et al., 1960). 

Dowie's research (1983a) explored how the self­

confidence of the referring doctor affects referral, 

but did not look at the process from the perspective of 

patient or referring doctor. None examined the process 

in different settings. This thesis research suggests 

that referral can only be understood, consistent with 

the framework of symbolic interactionism, as an 
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interactive process that occurs among the three or more 

participants within specific contexts. Future research 

should therefore attempt to take this into account, and 

should explore the generalizability of the model 

presented here to other settings. 

b. Referral in Other Settings 

In what other settings should referral be 

studied? Following the suggestion of Glaser and Strauss 

(1967) that the researcher should construct a theory 

using the method of "theoretical sampling" of important 

dimensions identified in research, what important 

dimensions of referral identified in this thesis should 

be pursued? First, referral for psychiatric problems 

would appear to be an important parallel to 

"medical" referral. Although no psychiatric referrals 

were examined in this research, indications from 

participant comments and the literature suggest that 

psychiatric referral often entails significant problems 

with establishing mutual trust and communication. 

Referral of patients with different ethnic 

backgrounds is also of interest, given Hall's research 

that suggested an ethnic segregation in the health care 

system (1946; 1948). This would be of particular 
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relevance in Ontario because of the proportion of 

minority groups in large cities (e.g. over 50 percent 

in Toronto) and in view of the unusual arrangements for 

provision of health care to native Canadians, involving 

two levels of government. Previous sociological 

research on referral3 tends towards describing the 

referral system as rooted in the hierarchy of perceived 

competence of the practitioners. This conception of 

referral must be reconciled with Hall's depiction of a 

hierarchy based on ethnic segregation. This study did 

not explore fully the dynamics of referral in cities as 

large as that studied by Hall, and Modrow's suggestion 

that city size is the key to understanding referral 

patterns should be explored. 

Finally, a thi.rd important aspect of referral 

not examined fully in this work is the influence of the 

funding and payment of doctors on the process. There 

are many observations made by participants on this 

aspect of referral - for example, that "greed" plays a 

part in how specialists structure their practices and 

that communication is related to economic 

considerations - but there is a great deal more to 

learn. Fo~ example, how does the referral process 

differ when the patient "pays"? How important are "time 

and money" considerations in the referral process as 
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compared to the issues identified in this thesis? What 

are the effects of having a private health care system 

alongside a public one? An obvious comparison would be 

between American and Canadian referral. In this thesis, 

perhaps with certain economic considerations "out of 

the way", other social-psychological aspects of 

referral were more predominant than they might be, for 

example, in the American setting. 

c. Research on Patient-Doctor Relationships 

When a comparison is made between the 

experiences of a referring doctor consulting his or her 

specialist and the patient "consulting" with the 

doctor, the researcher is liberated momentarily from an 

assumption that the experiences of doctors are somehow 

different from those of other human beings because 

they are experts. The researcher is encouraged to see 

these two processes as examples of the same generic 

process and to discount, momentarily, the mysterious 

aura that surrounds "what experts do". This approach is 

very much in the tradition of the sociology of science 

(Mulkay, 1980; Berger & Luckmann, 1966/1981) and allows 

a "demystification" of the work of experts. It also 

allows a refreshing look at patient-doctor relation-
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ships, where researchers tend to assume that the 

patient cannot evaluate the doctor and that he or she 

is generally a passive pawn in his or her own medical 

care. 

A major finding of this thesis research was 

that the influence of the patient on the referral 

process is much more substantial than has been 

generally recognized. This was suggested in the 

Rockefeller studies of referral (Williams et al., 1960) 

and in Freidson•s argument that the GP refers in 

response to client pressure (1960), but it had never 

been investigated empirically. "Utilization" studies 

that focus on "physician characteristics" such as the 

experience of the physician and the role of his or her 

feelings of self-confidence in the making of referrals 

fail to take into account the fact that in interacting 

with the patient, the patient evaluates the doctor's 

competence and that the doctor reacts to this 

evaluation. When this is put together with the 

observation that the content of general practice is 

"shrinking" and that confidence in general practice is 

questioned by many patients, this suggests that 

referral is not driven by patients or pl ... ysicians, but 

by a complex interaction between them. The "patient-
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initiated" referral, although virtually absent in the 

literature, is the largest category of referral. 

Just as patient influence on the decision to 

refer has been underestimated in the literature, so has 

patient influence on the choice of consultant. In this 

study, patients were found to assess the competence of 

their advisors in the same ways as their GPs, with 

their preferences typically taken into account by 

their GPs. Alternatively, as in Hayes-Bautista's study 

(1975), they were found to "vote with their feet", 

seeking GPs who would refer them as they wished or 

seeking consultants, medical and non-medical, directly. 

Finally, although doctors generally have low 

opinions of the competence of patients to participate 

in their care, there was much evidence in this study 

that even the most passive patients would adjust 

prescribed medications, question the value of treatment 

and withdraw or seek out other opinions in the face of 

contradictory advice given to them by different 

doctors. Since typically, patients do not return to the 

referring doctor, it is the patient and not the GP who 

decides whether and how to follow the consultant's 

advice. 
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III. IMPLICATIONS FOR POLICY 

It was suggested in Chapter 2 of this thesis 

that, in addition to the theoretical value of research 

on medical referral, it might add to our understanding 

of the health care crisis in Ontario. The research 

reported here was not undertaken with these goals in 

mind. However, it is still interesting to trace the 

implications of the findings reported here and to 

speculate about what might be if it were possible to 

translate what we know into what we do. 

1. Trust and the Health Care Crisis in Ontario 

Perhaps the most poltically-charged current 

health care issue in Ontario both as reported in the 

media and in the minds of the participants of this 

study was the question of who is "responsible" for 

rapidly escalating health care costs. It was suggested 

in the introductory chapters of this thesis that 

specialist care outstrips the cost of primary care and 

that rates of referral for specialist care can be 

observed to be higher in countries, like Canada, where 

"free" care is provided (Chapter 2 , pp. 2 4 - 2 5) • In 

Chapter 5, the views of physicians that patients are 
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responsible for these higher rates - because "if you 

give the people something for nothing •.. they are going 

to work it to death!" (GP 23, Int. #1, p. 3) - were 

recounted. How fair is this indictment of the consumer 

of health care? 

The results of this study would suggest that 

debates about who is to blame reveal over-simplistic 

assumptions about how and why care is sought. Patients 

may in fact be to "blame" in the literal sense of 

insisting on seeing the specialist - and it is argued 

here that sophisticated patients are doing just that -

but they do so for understandable reasons. Rather than 

trying to "get something for nothing", patients want 

specialist care because they can no longer trust the 

general practitioner or the local specialist whom they 

trusted in the past. One observation that clearly 

illustrates that it is a breakdown of trust that 

underlies patient-intiated referral and not the seeking 

of "free care" is that patients in northwestern Ontario 

were prepared to pay hundreds and even thousands of 

dollars in their pursuit of care from specialists in 

the u.s. This is _a strong argument against the view 

that instituting user fees would discourage patients 

from seeking specialist care. Any government that 
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institutes a policy like this fails to appreciate how 

and why patients seek care. 

Patient lack of trust is reinforced by many 

specialists, who describe the GP as "abdicating" 

responsibilities that were once in the area of general 

practice and who "keep" patients who might be referred 

back to GPs if they could be trusted. Are GPs really 

"abdicating" their responsibilities, then, and are they 

the culprits in the current health care crisis? The 

results of this research suggest that, contrary to the 

clinical model of the GP making a "free choice" to 

refer a patient, the GP is being "pushed out of the 

way" by patients as well as "squeezed out" of the 

hospitals and specialist-dominated areas of ambulatory 

care by their consultants. Thus the speculation of 

Somers (1983) and others that GPs might serve as 

"gatekeepers" to the system of specialist care, is 

probably futile. 

In the complex interactions among participants 

in referral described in this thesis, it is difficult 

to distinguish whether a failure of a GP to "work up" a 

referral adequately involves "dumping" the case or 

merely responding to irresistable client pressure. 

Further, when the GP fails to monitor a referral, it is 

difficult to tell whether this an indication of 
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"abdication of responsibility" by the GP or 11dredging11 

(i.e. "taking over" the case by the specialist). In 

fact, none of these emotionally-charged words used by 

participants in this study - "abuse", 11dumping 11 and 

11 dredging11 - really capture what is going on in most 

situations of referral. This research reveals referral 

as a complex interpersonal process that involves 

mutually deciding the extent to which all three 

parties can trust one another. When there is a 

breakdown somewhere in this interpersonal process - as 

there usually is the other parties react and 

influence decisions about who to trust. 

The current situation in Ontario encourages 

referral to the extent that no one really 11 loses 11 when 

the GP passes on a case that might have remained at 

that level - the patient sees someone who perhaps can 

invoke more trust, the GP passes on a difficult case, 

and the specialist makes money. There is thus no 

11 internal brake" and no one is directly to blame if 

11 over-referral 11 is taking place. Legislation to 

discourage referral may appear to be a solution. 

However, if the pressure to refer originates in a 

breakdown of trust in interpersonal relations among 

patients and doctors, and not directly because of 



674 

economic considerations, any legislation that did not 

address this problem would be doomed to failure. 

What, then, could be done to address the 

problem? Initiatives to recover the "lost respect" of 

the community physician by certification as a 

specialist in family medicine looks like a step in the 

right direction. Although patients in this study were 

generally unaware of this certification process, their 

respect for "militant" family physicians who want to 

stay involved in their patients' care was revealed. As 

argued at length in this thesis, demonstrations of 

competence through participation in care invoke respect 

of patients and consultants alike. Policy should thus 

be directed towards strengthening this political 

movement among community physicians if the goal is to 

reduce the rate of referral and "losing track". Where 

specialists dominate hospitals, it is unlikely that 

even "militant" family physicians will be successful in 

"keeping" their patients - but again, opportunities to 

demonstrate competence may ultimately win the respect 

of some of their consultants, and, in urban areas at 

least, the remaining specialists may be "boycotted", as 

one GP in this study suggested. 
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2. Is the Quality of Care Adversely Affected by 

the Referral System? 

A second potential policy issue raised in the 

introduction to this thesis is the one repeatedly 

raised by Freidson in his analyses of "professional 

dominance" (1970a,b: 1986) - can and do professionals 

insure that patients are cared for according to 

accepted standards of the profession, given the 

current referral system? In Freidson • s analyses, he 

placed his emphasis on the observation that some 

physicians are in a better position than others to know 

whether a consultant is competent and thus deserves to 

receive a referral. Where this knowledge cannot be 

obtained, due to structural features of the 

organization of medicine - the fact that the referrer 

is never in a position to observe the consultant and 

may not hear rumours of incompetence -his answer was 

that this mechanism of "social control" or way to 

"insure the quality of care", fails. 

The findings in this thesis support Freidson•s 

observations. Some referring physicians in this study 

were unaware of the suspicions that other referring 

doctors held about the competence of particular 

consultants. This limited knowledge of consultants can 
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be linked directly to the way in which medical 

practice is organized. That is, as GPs "abdicate" or 

are being "squeezed out" of urban hospitals, they are 

less and less in a position to work with and observe 

consultants first-hand. In their relatively isolated 

community offices, they may not even hear rumours about 

their consultants. They may rely on their patients to 

give them feedback about irregularities. However, the 

patients are not fully informed either. Therefore, 

attempts to assess consultant competence by referring 

doctors may often be a case of "the blind leading the 

blind". 

However, this is not the whole story. In 

addition to the structural constraints on knowledge of 

consultant competence, this study revealed that there 

is significant restriction of choice of consultant. In 

some settings, even if the referring doctor does not 

trust the consultant, or does not know the consultant 

well enough to know whether sjhe can be trusted, there 

may be no available alternative. As described above, in 

some areas, there are few consultants from which to 

choose. In areas where there is apparent choice, 

popular specialists with ~nough "business" tend to 

specialize in narrow areas, forcing the referring 

doctor to seek referrals from less popular consultants. 
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In some cities, specialists may divide the referrals 

among themselves by area of interest. 

The consultants whom referring doctors are 

forced to consult may merely be less experienced­

doctors who are in the process of "building a 

practice", who may thus be in a position to take "all 

comers" until they become established, and who really 

can be trusted to give the best available care to 

patients. However, if the model sketched here is 

pursued, it can be seen that "less popular" 

practitioners might also be those who are "less 

popular" for reasons related to suspicion of their 

competence. In fact, it may be that "dirty work", or 

medical work that popular'practitioners do not like to 

do, gets done badly by doctors who would rather be 

doing something else. This is a possibility that is 

well worth further investigation, in view of its 

implications for the standard of care that might be 

provided in "unpopular" areas of medicine. 

Is there a role for government intervention in 

this picture of a health care system unable to monitor 

its own standards of care? Balint (1957) recommends 

more active involvement by the general practitioner. 

Freidson advocates more "patient education" and more 

participation of patients in the health care system, 
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including the placement of patients on hospital 

committees that review the "quality of care". More 

radical solutions from the political right call for 

individuals to "recover" the responsibility for their 

health care (Illich, 1976) and from the political left, 

for a "refocussing" of priorities (McKinlay, 1979) • 

Support of systematic "peer assessment", as is now 

being undertaken by the College of Physicians and 

surgeons in ontario, 

response. Perhaps 

would be the most conservative 

hospital boards and tissue 

committees can be encouraged to include more "patient" 

members, as suggested by Freidson. But neither approach 

will address the consequences of "informal" 

specialization described in this thesis. Perhaps 

restrictions need to be placed on this process, with 

greater encouragement of generalist careers in teaching 

hospitals. 

3. Alternative Models of Health Care Delivery 

A related issue has to do with what happens in 

areas of medicine that are so "unpopular" that GPs are 

not involved in addressing the problems and specialists 

are not meeting the demand. There were a number of such 

areas identified in this thesis. For example, GPs are 
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"getting out of the business" of obstetrics and 

gynecology and obstetricians and gynecologists appear 

not to be keeping up with the demand. GPs no longer 

want to "fool with an eye", but there are no 

ophthalmologists in large areas of Canada. Orthopedic 

surgeons are unhappy about and typically not trained to 

deal with most cases of back pain, but most family 

doctors do not know how to address the problem either. 

When patients come to their doctors• offices with these 

complaints, it was shown in this thesis that an 

unsatisfactory situation that Balint (1957) has called 

a "collusion of anonymity" often results. Patients are 

handed back and forth among physicians who cannot deal 

with their problems, although some treatment may be 

attempted. "Quality of care" undoubtedly suffers here. 

Is there a role for government in dealing with 

these serious breakdowns of the referral system? What 

appears to be happening in Ontario is that the "slack" 

is being picked up by non-physicians. That is, as one 

specialist in this study foresaw, midwives would soon 

be free to move into the "abdicated area" of 

obstetrics. Optometrists already provide much of the 

care of the eyes in northwestern Ontario that 

ophthalmologists provide in the south. And patients in 

this study with back pain had all visited or seriously 
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considered visiting a physiotherapist or 

in order to deal with their problem. 

funding system should be adjusted to 

developments into account. 

chiropractor 

Perhaps the 

take these 

Following the argument made in this thesis 

that patients have much more influence on the process 

of care than they have been generally given credit for, 

one interesting question is, if confidence in the 

medical profession hits an all-time low, will they find 

alternative practitioners any more to their liking? 

They already do this in areas where doctors are 

unavailable. Is the neighbourhood health centre, an 

idea which has not yet had its day in Canada, feasible 

- since it is cheaper to consult these practitioners? 

Will patients continue to prefer GPs to other health 

professionals, as they did in Freidson' s study of a 

PPG in the Bronx several years ago (1971) or are they 

more receptive now to this concept? Perhaps government 

policy should be geared to testing out this interesting 

possibility. 

IV. SUMMARY 

This investigation of the process of medical 

referral led to a vision of the health care system as 
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based on coalitions of "trust" among the patients and 

physicians involved. 

fails, participants 

When trust in specific advisors 

typically exhibit trust in the 

system of carE! by seeking another advisor. This process 

is particularly clear in the seeking of specialist care 

by patients ~rho pressure their general practitioners 

for referral. This "boycott" of certain consultants, 

however, is limited by availability of consultants, 

which is controlled by the way specialists structure 

their careers and practices in various contexts. 

This model of referral goes beyond the 

existing referral literature to suggest that there is a 

"shrinking content of general practice" which involves 

a "vicious cycle" in which GPs are increasingly 

excluded from the hospitals where their specialist 

consultants practice and thus from much responsibility 

for patient care. It also identifies areas in which 

neither specialists nor GPs take responsibility, as a 

result of the growing specialized structure of 

medicine. It links "breakdowns" of communication to the 

structure of these settings as well as the problematic 

outcomes that referrals typically involve. 

Recommendations for future research are that 

theory-driven approaches must replace the scattered, 

"empirical" studies that dominate the literature and 
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that ethnographic methods should be used. Medical 

referral is a complex interactive process among 

patient, referring doctor and specialist and research 

methods must address this. Study of psychiatric 

referral, referral of non-English speaking patients, 

and those from minority groups would address certain 

aspects of the theoretical model. An examination of 

referral in different systems of funding would be 

theoretically useful as well. This thesis has shown 

that ignoring the role of the patient in referral has 

been a grave error, leading to a failure to appreciate 

the dynamics of the situation. Perhaps the study of 

patient-doctor interaction in general, and the study of 

"compliance" might also benefit from an approach that 

explores the patient's activities outside the doctor's 

office over his or her life history. 

Finally, the results of the thesis bear on 

some important policy issues, including the "cause" of 

the fiscal health care crisis and suspicions that the 

medical profession is not adequately monitoring 

standards of care. While research would suggest that 

recommendations concerning policy are seldom possible 

to implement, the thesis concludes with speculation 

about what political responses might be made in view of 

the material presented in this thesis. 
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NOTES 

1. These models are discussed in Chapter 2. White 
et al.. ( 1973), who have described the 
organi:~ation of medicine as a pyramid, with 
medical generalists at the base, making 
referrals to specialists at the pinnacle are 
unable to explain why generalists do not refer 
on all cases that might benefit from tertiary 
care (Williams et al., 1960; Clute, 1973). This 
thesis research suggests that the reason for 
the "under-referral" has to do with the 
coalitions of "trust" among participants. 
Shortell's "exchange theory" model of referral 
(1974) does not address the issues raised in 
this thesis, concentrating mainly on predicting 
referral choic~s based on the "rewards" and 
"punishments" that these involve for the 
referring doctor. 

2. This literature is reviewed in Chapter 9. 

3. This literature is reviewed in Chapter 3. 
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INFORMED CONSENT FORM 

Consultation 
Re~earch Project 

(PATIENT) 

APPENDIX A -pg.l 

This is to confirm that I have read the attached study 

description and that I understand the goals of this study and 

its method. I agree to being interviewed and to having the 

interviews tape recorded. I am also agreeable to allowing 

access to my·medical records and to letters that my physicians 

have exchanged during the consultation process. 

The investigators have assured me that the data will be 

handled confidentially, and that my relationship with my doctors 

will not be affected to my detriment. They have also assured 

me that my identity will be protected in the final reports. 

I understand that I am free to withdraw from the study 

if I so wish. 

Principal Investigator 

MRS. LINDA MUZZIN 

. .................................. . 
Signature 

.................................... 
Witness 

McMaster Health Sciences Ctr., 
Room 3N51, 1200 Main St. W., 
Hamilton, Ontario. 
525-9140 X2112 
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-
INFORMED CONSENT FORM 

Consultation 
Research Project 

#84-559 

(PHYSICIAN) 

APPENDIXA- pg. 2 

This is to confirm that I have read the attached study 

description and that I understand the goals of this study and 

its method. I agree to being interviewed and to having the 

interviews tape-recorded. I am also agreeable to allowing 

access to the medical records of participating patients and to 

letters that my colleague and I have exchanged during the 

consultation process. 

The investigators have assured me that the data will be handled 

confidentially and that doctor-patient and doctor-doctor relationships 

will not be compromised. They have also assured me that my identity 

will be protected in the final reports. 

I understand that I am free to withdraw from the study if 

I so wish. 

. ..................................... . 
Signature 

••••••••••••••ooeeee~eoo•••••••••••••••• 

Principal Investigator Witness 

MRS. LINDA MUZZIN 
McMaster Health Sciences Ctr., 
Room 3N51, 1200 Main St. W., 
Hamilton, Ontario. 
525-9140 X2112 
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APPENDIX A - pg. 3 

SUMMARY 

STATEMENT REGARDING PROPOSED 

CONSULTATION PROJECT 

The purpose of this project is to better understand medical 

consultation. We expect that consultation is most effective when 

personal communication takes place among the participants at 

critical decision-making points. Ten patients, their family 

physicians, and specialists consultants, will be interviewed at 

those points in the consultation sequence. The focus of the 

interviews will have to do with the integrity and quality of 

communication. Confidentiality of health data as well as 

participant identities will be preserved. The relationships 

between physicians, and between physicians and patients will be 

respected during the interviews and in our subsequent report of 

findings. We expect to be able to make recommendations on how to 

improve consultation, with the ultimate aim of improving quality 

of patient care. 
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