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Abstract

The UK’s Royal College of Surgeons (2016) has aidgbhat health professionals
must replace a ‘paternalistic’ approach to conseétiit ‘informed choice’. We engage
with these guidelines through analysis of neurologysultations in two UK-based
neuroscience centres, where informed choice hasdmbecated for over a decade.
Based on 223 recorded consultations and relatestiqoneaire data (collected in
2012), we used conversation analysis (CA) to idehaio practices for offering
choice: patient view elicitors (PVEs) and optiostdi This paper reports further,
mixed-methods analyses, combining CA with statitiechniques to compare the
‘choice’ practices with recommendations. Recomm#&ada were overwhelmingly
more common. There was little evidence that patiemiographics determined
whether choice was offered. Instead, decisionaltjmes were associated with a range
of clinical considerations. There was also evidetinat individual neurologists
tended to have a ‘style’, making it partly a matiechance which decisional
practice(s) patients encountered. This variabihstters for theerception of choice:
neurologists and patients were more likely to agreboice had been offered if a
PVE or option-list was used. It also matters fa tlutcome of the decision-making
process: while recommendations nearly always eimdadgreement to undertake the
proffered course of action, option-lists and PVissb only about two-thirds of the
time. While the direction of causality is unknowhis may indicate that patients are
better enabled to refuse things they don’t wantrwineurologists avoid
recommending. We argue that our findings imply tieurologists tend to view
choice as risky — in that the patient might malee‘ttrong’ choice — but that the
inter-individual variation indicates that greatselof the more participatory practices

is possible.



Keywords: UK; patient choice; doctor-patient int#f@n; neurology consultations;

conversation analysis; mixed-methods; decision-ngaki

1. Introduction

Widely-publicized Royal College of Surgeons’ (R@816) guidelines on consent
specify that the aim “is to give the patient theomnfiation they need to make a
decision about what treatment or procedure (if dngy want” (p. 4). The guidelines
are responsive to the 2015 Supreme Court case nfddmery vs Lanarkshire Health
Board in which a woman was awarded damages becausdstetrician had not fully
explained the risk of vaginal birth in her circuarstes (small pelvis, large baby). Her
baby — starved of oxygen for 12 minutes — was bt cerebral palsy. This case,
according to the RCS, marks a radical shift in ltlb&/consent process is

conceptualized:

From one in which the surgeon would explain theepdure to the patient and
obtain their consent to proceed, to one in whiehsilrgeon sets out the

treatment options and allows the patient to de(pdé5).

While recognizing that the UK’s General Medical Coilihas “consistently
supported patient autonomy”, the RCS argues tlstaibdished clinical practice — and
a large body of case law — [has typically] follonedhore paternalistic approach” (p.
3). The Montgomery case thus necessitates “a ehangftitude from surgeons in

discussions about consent” (p. 3). Moreover, tB&Ruidance is offered to “other



healthcare professionals” (p. 4), implying thatisamchanges may be needed in other

specialties.

In this paper, we engage with these guidelinesutiitaur investigation of decision-
making in neurology — a specialty where the RC8a@uce should already be
embedded, given that The National Service Frame{d8&) for long-term
conditions (Department of Health, 2005), in plagedver a decade, specifies that
patients should “receive appropriate informatiofole starting medication to enable
informed choice” (p. 27). Although the NSF alloves more leeway than the RCS
guidelines — acknowledging that “not everyone witbrag term neurological
condition will want to participate actively in tme@wn care” (p. 21) — the documents
share an emphasis on providing information ab@attnenbptions. Neurology

offers an excellent site, therefore, for investigghow (and to what extent) health
professionals are already acting in accordance théltonsent process proposed by

the RCS.

Our wider project — funded by the UK’s Nationaltihge for Health Research —
sought to explicate interactional practices useddayrologists to initiate decision-
making with patients. Here, we compare three suwabtiges: recommending, option-
listing and patient view elicitors (PVES). We ardhbat, relative to recommending,
the latter two invite patients to take a more actole in decision-making, and align
more with the RCS guidelines. It is striking, tHfere, that recommendations were

overwhelmingly more common, even in neurology.

2. What we already know about real-time decision-making in the clinic



Our project builds on previous research on reagtdacision-making in the clinic.
Much of this has focused on the treatment recomnmeEmdaAlthough
recommendations may be designed in various waiswiell-established that
clinicians and patients understand recommendatmbs proposals: they are subject
to the patient’s acceptance, and may be resistest¢lo and Roberts, 2001; Koenig,
2011; Stivers, 2005). Nevertheless, there is ewdeashowing how clinicians may
persuade patients to accept the course of acteyntkink is best (Quirk et al., 2012).
Hudak et al. (2011) show how surgeons may build teeommendations to try to
ward off resistance. Stivers (2005) found that perevere less likely to resist a non-
antibiotic treatment recommendation for their chiilthis was framed as a positive
recommendation (for a specific alternative), rathan as a recommendation against
antibiotics. Opel et al. (2013) showed that siguaifitly fewer parents resisted vaccine
recommendations for their children when the provigeed a “presumptive initiation
format” (i.e. containing a linguistic presuppositiof vaccination) as opposed to a
“participatory” one (i.e. providing parents with neadecisional latitude). This

distinction maps closely onto the focus of our pape

Collins et al. (2005) drew a related distinctionynaastrating a continuum of
approaches to decision-making, ranging from ‘uatal (or clinician-determined) to
‘bilateral’ (or shared). lllustrating the ‘bilatdi approach, they showed how
clinicians sometimes replace the treatment recordatean with efforts to include
patients actively by, for example, “signpostingiops in advance of naming them;
eliciting displays of understanding and statemehtzreference from the patient” (p.

2625).



Extending this research, our primary study usedexwation analysis (CA) to
identify two key practices whereby clinicians mightite patients to contribute,
actively, to decision-making about treatment, iriiggdion or referral options. We call
these ‘option-lists’ and ‘patient view elicitor®?YVESs) (Reuber et al., 2015). In brief,
option-listing — illustrated below — consists ofexplicit listing of alternatives (lines
2-3, 5-6) from which the patient may choose. Thidudes an initial announcement

that there is a decision to be made (line 1).

Example of option-listing (G018; Multiple Scleroksis
01 Neu: Andhere’s two ways of dealing with this. If you don’t feel that
02 things are absolutely back to normahenI can give you some
03 steroid treatment for a short while.
04 Pat: Mmhm. ...
05 Neu: Alternatively I could arrange for you to be seen by one of our
06 MS specialists.
07 Pat:  Uh huh.
08 Neu: ... see if they think that thBammation...would benefit from some

09 other forms of treatment

The identifiers in this paper show where the retmydvas made (Glasgow or
Sheffield) and the recording number (numbered cartsesly at each site from 001).
For ease of reading we have not used Jeffersoraandription notation here, given

our primary focus on the quantitative analysis.



The term ‘patient view elicitor’ incorporates a ganof turn designs, which invite the
patient to express:
» A preference; e.ddo you want to try a new drug? (GO75)
* How they “feel” about an option; e.§hat are your own feelings? (G092)
* Their “thoughts” on a proposed course of actiog; What do you think about
drugs like interferon? (S084)
* And other variants on this theme; dgthat bad enough that you’d want to

change drugs? (S060).

All three practices may be designed in varying waigh implications for what sort
of response is relevant next. The crucial contfasur purposes here, is the way in
which option-lists and PVEs orient to the decisasrlying in the patient’'s domain.
Both seek the patient’s active voicing of theirigos with respect to the option(s),
while recommendations designedly make explicit Whaption the neurologist thinks

is best, only seeking the patient’s acceptancetli€see Toerien et al., 2013).

The following examples, together with the optiostithg example, above, illustrate
this contrast by showing the same decision types{iadr to take steroids) handled
using each practice. We have seen steroids listeti@ option among two
alternatives. In the following turn, the neuroldgifso constructs steroid use as

optional, this time using a PVE, which foregroutiis patient’s wishes:

D’you want to try some steroids? (S080)



In our final example, the neurologist, having po®d some diagnostic information
about the patient’'s symptoms (not shown), buildshamto justify steroids as his

recommended course of action, thereby foregrouniisgpinion.

And that’s why I want to get the trial of steroids... It kind of depends on how
things go, but I think five days of steroid tablets, you know, a short sharp
course... should give us enough information to see whether or not we need to

do anything else with it (G042).

We understand these three practices as alterrgip®aches to the same activity:
initiating — and, for later decision-points, pursgi- a decision about some possible

treatment, investigation or referral, introducedtig neurologist.

As we have argued previously, although option-kstd PVESs seldom set up an
entirely open (or neutral) decision, they can hbd saoffer the patient more of a say
in the decision-making than recommendations (Reeabal., 2015). This is for two,
interrelated reasons. First, recommendations seapsance of a conclusion already
reached by the clinician. Second, although recontiagons can be formulated to
carry different levels of deontic force (Stevanoard Perakyld, 2012) — ranging from
a pronouncement that a particular treatment isssacy, through to a highly
mitigated suggestion that a treatment might befakelprecommendations
unavoidably position the patient as having to resiim an ‘expert opinion’. To resist

a recommendation is to go against that expertise.



As a practice for initiating decision-making, theecommendations fall on the ‘old’
side of the RCS’s distinction: the approach to eansin which the surgeon would
explain the procedure to the patient and obtaim twasent to proceed” (p. 15).
Option-listing, by contrast, maps closely onto éldwocated ‘new’ approach, “in
which the surgeon sets out the treatment optionsbows the patient to decide”
(ibid.). PVEs lie closer to the ‘new’ approachtlivat they also seek the patient’s
active involvement in the decision-making. In pumary study, we focused on how
these two practices could be used to facilitateepaichoice (Reuber et al., 2015). In
the present study we coded our dataset for quanitanalysis to explore the
distribution of these practices, and how they campéath recommendations. Our
aim, following the example of Opel (2013), Robing2007) and Stivers (2015), was
to reduce the interactional data - for quantitatimalysis - without sacrificing a CA
sensibility. We therefore worked iteratively frohetrecordings and retained as much
interactional information as possible by maintagngequential ordering and capturing
both neurologists’ initiating turns and patientennediate responses (see Reuber et
al., 2015 and forthcoming for analysis of the lgteeross often extended decision-

making trajectories.

3. Methods

3.1 Recruitment and data collection

Our primary dataset of 223 audio/video recordinfgsenirology outpatient
appointments was collected in 2012 in two majaricéll neuroscience centres (in
Glasgow and Sheffield). Neurologists and patiel#s eompleted questionnaires

before and after their recorded consultation. femur neurologists (seven at each



site), 223 patients (114 in Glasgow, 109 in Shifjieand 114 accompanying others
(63 and 51, respectively) took part. Clinicianseabin to the study, providing written
consent. Patients received advance, written irdtion about the study. Dedicated
study research assistants conducted informed codsenissions with patients (and
accompanying others), taking written consent as@pate. All participants were 16
years or older and able to consent in English.cailld choose whether their
consultations were audio- or video-recorded. Tiseaech assistants operated the
recording equipment and provided help with the tjaesaires, but were not present
during the consultations. Ethics approval was @by the National Research
Ethics Service Committee for Yorkshire & the Humffgouth Yorkshire) on 11
October 2011 and by the Proportionate Review Subraittee of the NRES

Committee North West (Greater Manchester Soutl®@mauly 2015.

3.2 Coding the recordings
This study was designed to compare neurologistemenendations, option-lists and
PVEs. Based on our previous qualitative findingsuBer et al., 2015), we produced a
coding scheme through an iterative bottom-up pmtesapture what was going on
in the interactions. Hence, we developed a satafision criteria based on the three
focal practices and three recurrent types of decidreatments, investigations and
referrals. We developed a codebook and extraction {available from the
corresponding author). Working from the audio rdoays (because we had those for
all cases) in conjunction with their verbatim tramgts, the following were identified:

» All decisions about treatments, investigations or referralsatet! by the

neurologist using one of our three core practices.



Many decisions entailed extended sequences, wittiphewlecision-points
(e.g. a recommendation followed by an option-tisén a PVE).We coded
every option-list, PVE or recommendation that ocedracross each decision
type meeting our inclusion criteria. Our codintaneed the sequential
ordering, allowing us to compare first decisionsisiwith later ones.

For each decision, we noted whether one or motieegpossible courses of
action had beengreed upon by the end of the consultation. Coders could
select ‘yes’, ‘no’ or ‘decision deferred’. The doaas to note whether a
proffered course of action was going ahead in pladwe do not have the
data to assess whether these actually occurre)odtion-listing, ifany

listed option was agreed upon, coders selected ‘yas PVES, if the patient
opted for a course of action proffered throughRME — be that specific (e.g.
a named drug) or general (e.g. ‘treatment’ forrthendition) — then coders
selected ‘yes’. To handle recommendations agamisggdsomething, coders
recorded ‘yes’ if the decision was in favour ohagative’ course of action
(e.g. agreeing not to change a medication).

For each decision-point, we identified how the grattiand/or accompanying
otherresponded in next position. Due to space constraints, waatareport

analyses of this here (see Reuber et al., forthog)ni

The resulting spreadsheet contained our interadlyogeounded quantitative codes
and the relevant data extracts, facilitating oulitglio move between a qualitative
and quantitative approach. The figure provided &upplementary File’ illustrates
our coding process, showing how a single consaltatiight have more than one

decision and how decisions may have one or morsidaepoint. Given that our aim

10



was to compare recommendations, option-lists an@s?We did not attempt to code
all possible ways in which a decision might be rieged. To ensure we were

comparing neurologist-initiated decisions, we edeldi patient-initiated ones.

3.3 Inter-coder reliability

To test the reliability of our coding, three coderdependently coded 20
consultations, sharing 10 with each of the oth@@scponsultations, or 13.5% of the
dataset). Inter-coder agreement of the 39 firsisttet-points across the 30
consultations was checked. Agreement on when ttstedecision-point occurred was
74% - a large majority of cases. Percentage ageeand Kappa scores were
calculated for each variable. Of the variablegipent for this paper, agreement was
79.4% for the classification of decision-points figa = 0.70) and 97.4% for the
agreed outcome variable (Kappa = 0.92). This shbeaisthere was some
disagreement, indicative of the nuanced ways teeitstbns are initiated. However,
these kappa values indicate ‘substantial’ and taantsing’ agreement respectively

(Landis and Koch, 1977), sufficient for quantitatasgalyses.

Coders subsequently negotiated agreements orpaktizsof coding for the 30 cases
before the remainder of the coding was conducléde resulting quantitative data

were then recoded into forms suitable for analysis.

3.4 Coding the questionnaires

Participant demographics and variables recordipgcis of the patient’s condition

were derived from the questionnaire responsessd imeluded the extent to which

11



neurologists considered patients’ symptoms to beicafly explained
(‘completely/largely explained’, ‘partly explaingudirtly unexplained’ and
‘completely/largely unexplained’) and how certdiey were of the diagnosis (rated
from very uncertain (1) to very certain (10)). \&hploy variables that record the
length of the consultation, which neurologist po®d the consultation, and whether it
took place within a general neurology or specialistic (e.g. Multiple Sclerosis or
Epilepsy clinics). The six neurologists who re@mdewer than eight consultations
each were combined into ‘remainder’ groups fromsGtav (three consultants) and
Sheffield (three consultants). In post-consultatjoestionnaires, patients were
asked: ‘Did the doctor give you a choice about&@sys or treatment you might have
or the next step in the management of your condjtand neurologists were asked:
‘Did you give the patient a choice about treatnarfurther management?’ A

variable that described patient and neurologist@gent on whether choice had been
offered was derived. Descriptive details for theaeables can be seen in Tables 3, 4,

and 5.

3.5 Analytic approach

Quantitative analysis consisted of a three-stagerg#ive, exploratory process.
First, we mapped the distribution of the three pcas across consultations,
decisions, and decision-points (Figure 1 and TahleSecond, the bivariate links
between interactional practices and demographichmdal variables were
investigated (Tables 2, 3, 4, and 5, and 7) andaiwary logistic regression models
were estimated (Table 6), using Generalized Esing&iquations Modelling to
adjust for the clustered nature of the data. Tépmeddent variable in both models is

the binary variable classifying each consultatisre#gher containing at least one PVE

12



and/or option-list or only containing recommendasiof-or independent variables,

we included all demographic and clinical varialdswing an association (at the 0.2
level) with interactional practices, in order tontiéy independent predictors of these
practices, excluding the individual neurologistiahle, as this led to overfitting.
Specification 1 includes all relevant variablesevdas Specification 2 excludes the
variables with greater than 5% missing values ftbenanalysis, in order to preserve a
higher N. Third, we investigated the bivariate Sridetween practice and outcomes to
explore the extent to which different practices read to differing levels of take-up

of the options proffered by the neurologist (Ta®)e Bivariate associations were
investigated using contingency tables, Chi squestst ANOVA, and correlation, as
appropriate. In all analyses, we report p valugsHt0.05, 0.01 and .001 levels and

consider p-values below 0.05 to indicate statis8@mificance.

Some participants did not fully complete the quesiaires. Additionally, not all
consultations contained a decision, as definedunyoding scheme. To deal with
missing data, we took the 144 recordings with asi®ne decision meeting our
inclusion criteria as our working sample, and usswise deletion for the remainder
of our analyses. The frequency of missing valoe®&ch of the different variables is

shown in Tables 3 and 4.

4. Findings

4.1 Decisions and decision-points

Most consultations (144/223 or 65%) included asti@me decision initiated by the

neurologist through an option-list, PVE or recommnadimh. Figure 1 shows the

13



frequency of decisions across the 144 consultatietisat least one decision, and the
frequency of decision-points per decision. Decisipar consultation ranged from 1
to 4 (median 1), with single-decision consultatiomsking up 51.4% of consultations.
Decision-points per decision ranged from 1 to 1&diran 2). A large majority
(96.4%) included 5 or fewer decision-points. Agrass level, the number of
decision-points can indicate patient resistandee [6ngest chain, for example,
involved a patient’s resistance to, and neuroltgyirsuit of, a recommendation for
further investigations. We do not report analysegeaision-points here (but see
Reuber et al., forthcoming). However, it is worthting that option-lists have a higher
average number of follow-up decision-points (2.6gexision) than

recommendations (1.6) and PVEs (1.2).

Figure 1 here

4.2 Distribution of practices across consultations, decisions, and decision-points
Table 1 shows the distribution of option-listing/Es and recommendations across
the sample. By far the most common practice waseb@mmendation, followed by
the PVE, then the option-list, which was compasdtivare. This was the case
whether considering the percentage of consultatdessions, decision-points, or

first decision-points.

Table 1 here

4.3 Distribution of practices across decision types (treatments, investigations,

referrals)

14



Treatment decisions were most common (over 60%), 8% investigation
decisions, and less than 10% referral decisiondy @very small proportion of
decisions (n=2, 0.8%) included more than one datisipe (for example option-lists
that included an investigation and treatment optioiigble 2 shows the distribution

of the practices across decision types, at declsi@l. Cases with multiple types of
decision are excluded because of the low numbeableT reveals that
recommendations were the most common practice @iatbdecision types and
option-lists were the least common. However, ttopertions of the practices used
for different decision types differed significantipvestigations were characterised by
very high numbers of recommendations, whereashesatand referral decisions

were relatively more likely to include option-lisisead PVESs.

Table 2 here

4.4 Perception of choice

Table 3 shows relationships between interactiorattice and perceived choice.
Both neurologists and patients were more likelyetaort that a choice had been
offered in consultations containing at least onéooglist or PVE. There is a
particularly strong relationship between perceptbohoice and use of option-lists or
PVEs when the participandgreed choice was offered (see Reuber et al.,
forthcoming). These findings indicate that the ustinding of option-lists and PVEs
as mechanisms for offering choice is not just arlydicgudgement; participants
themselves typically perceived consultations comgi these practices as offering

choice, and those containing only recommendatisrmsoaoffering choice.

15



Table 3 here

4.5 Geographic, patient demographic and clinical factors

Tables 4 and 5 show the links between decisioragtimes and geographic, patient
demographic, and clinical factors (there were @@ heurologists to conduct tests
based on their demographic characteristics). NPMEs and option-lists were used in
the Sheffield consultations and more recommendatiotisee Glasgow consultations.
We do not report other geographical differencedetail because we have done so
previously for the full sample (n=223) (Wisemarakt 2016) and the characteristics
of the working sample (n=144) are very similar. stenmarize the differences,
Glasgow consultations were more likely to be haldeneral clinics and tended to be
shorter. Symptoms were more likely to be “medicektplained” in Sheffield

consultations.

Table 4 here

Tables 4 and 5 demonstrate that the practice eraglasas largely unrelated to
patients’ demographic characteristics. Differematcpices were no more or less likely
to be employed based upon patients’ gender, ethineducational level (which can
be seen as a proxy for social class (Galobardals, &007)) or work status.

However, one of the two multivariate analyses (8pation 2, Table 6) indicates
that younger patients were more likely to be gigphion-lists or PVESs, after other

variables were controlled for.

16



By contrast, clinical factors and factors relationghe type of consultation were more
commonly related to the practice employed. Bivaranalyses show neurologists
were more likely to use option-lists or PVEs whieaytwere more certain about a
diagnosis and when the symptoms were medicallyagx@dl. They were also more
likely to use these two practices in follow-up (iHfast) appointments. There was
some evidence that PVEs and option-lists were tilegky to be used in specialist
(than general) clinics, although this differenceswat significant at the 0.05 level.
There was no relationship between consultationtteagd the practice employed.
Most of these associations do not remain signifiedtetr controlling for other
variables (Table 6), but PVEs or option-lists wsti# more likely to be employed in

consultations where neurologists were more cedbtheir diagnoses.

Tables 5 and 6 here

4.6 Individual differences between neurologists

Table 7 shows the differences between neurologg@rding their use of the three
practices. We have insufficient sample size to empiferential statistical (chi
square) tests to investigate the differences betwearologists for one or more
option-listvs. no option-list. Nevertheless, it is clear frdme descriptive statistics
and comparisons between 1 or more PVE and no P&tHfbre were large
differences between neurologists in how often #m@ployed PVESs or
recommendations. Two contrasting cases highligit individuals may exhibit a
‘style’ of decision-making: Sheffield 4 recorded cansultations containing only

recommendations, and employed PVEs in all 19 ctetsuhs, whereas Glasgow 1

17



used recommendations in all 14 consultations, aad agower combined proportion

of PVEs and option-lists than any other neurologist

Table 7 here

One potential explanation is that certain subsp@Esamay be more suited to certain
forms of decision-making. However, a specialisnsdobexplanation of individual
differences does not appear to offer a good acdoutihe patterning seen here,
because, as Table 4 shows, there is no significdnbetween specialism and
decisional practices. The above examples agaistiite this point: both Sheffield 4

and Glasgow 1 are from the same subspecialty.

4.7 Qutcome: is the proffered course of action going ahead in principle?

Table 8 shows the links between practices and @ortant outcome measure:
whether agreement was reached that a course ohantide available by the
neurologist was going to be acted upon by the pati€rucially, when only
recommendations were used, nearly all (98.6%) aessoncluded with the
recommended course of action agreed in princiBfgcontrast, agreement was
reached in only 68.6% of cases with a PVE or opligin Thus, rejection of the
proposed course of action — or deferral of a dexisiwas far more likely when PVEs

or option-lists were employed (although the direttof causality is unknown).

Table 8 here
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5. Discussion

The recent RCS (2016) guidance on consent propiosefect, that health
professionals should (largely) abandon recommenidifigvour of option-listing
together with a PVE to invite the patient’s selectirom the list. Our findings show
that, despite long-standing guidance that patiembsild be enabled to make an
“informed choice” (Department of Health, 20Qh 27), recommending remains the
primary means through which neurologists initiateisien-making. Moreover,
option-listing was rare: there were around 13 raoemdations for every option-list.
On our measures, patients were offered choicelywabout half the recorded
consultations. Current practice in neurology tAppears to map more closely onto
the ‘old’ approach articulated by the RCS — wheimaans explain the procedure
and seek consent — than the practice advocatedewheicians set out the options
and let patients decide. This coheres with a rafi@gedings regarding the
inconsistency of participatory decision-making mbreadly (e.g. Couét et al., 2015;
Elwyn et al., 2013; Jones et al., 2014), and irrolegy specifically (e.g. McCorry et

al., 2009; Palace, 2013; Pietrolongo et al., 2013).

We explored whether our findings might be explaibgatlinician ‘bias’ regarding
patients’ sociodemographic status (cf. Aelbreclale2015; Waitzkin, 1989;
Willems et al., 2005). However, apart from youngatients being more likely to be
offered ‘choice’ — which might reflect an assumpttbat young adults prefer choice
and elderly people prefer to be told what is begj.(Levinson et al., 2005) — we
found no significant relationships between the ficas and patient demographics.

Rather, three factors seem to be most relevant:
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1) Clinic location — option-listing and PVEs were mammmonly used in
Sheffield than Glasgow;

2) The individual clinician;

3) Clinical considerations. Option-lists and PVEs wer@e commonly used for
treatment than investigation decisions and if thvegis greater certainty about
the diagnosis. Bivariate analyses also indicateB$&d option-lists were
more likely to be used if symptoms were medicalglained, and in follow-

up appointments.

It is hard to pick apart the relative importancehase factors because we were unable
to properly control for the influence of individudinicians in our multivariate
analyses. However, the most convincing readinguofdescriptive analyses is that

the first factor — geographical differences — mat/nepresent ‘cultural’ differences
between Glasgow and Sheffield. Rather, the impodaf geography is likely
explained by the idiosyncrasies of the individualimologists and the clinical

situations common in those clinics, because bothexe factors contribute to

skewing the distribution of practices in favoumodre ‘choice’ in Sheffield.

The evidence for individual decision-making ‘stylasmong neurologists in our
sample is strong, even within subspecialties; whgihgents are offered a choice is
partly based on which neurologist they see. Thikeisin the UK context of
secondary care, which operates a referral systarthei patient’s general practitioner.
Although patients do have (limited) rights to chediseir consultant, the allocation is
typically made for them. Our study shows that ttagability matters, firstly, for the

perception of choice, since neurologists and patients warenfare likely to report
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that a choice was offered in consultations wheteogists or PVEs were employed.
Secondly, while our data do not allow for definite@nclusions regarding the
direction of causality, our findings also suggéstt toption-lists and PVEs may enable
choicein practice. Given that recommendations nearly always endegjieement
that the proffered course of action would go ahbatipption-lists and PVEs ended in
agreement only about two-thirds of the time, it rbaythat the latter practices
facilitate more independent decision-making bygras. This may explain the more
even split between agreement and refusal in regpiongption-lists and PVES relative
to recommendations, where patients might be mkedylio ‘go along with’ the

expert opinion. This interpretation is supportgddpel et al.’s (2013) finding that
‘participatory’ approaches were less likely tharefsumptive’ approaches to lead to

parents agreeing to vaccinate their children (ffteoa clinicians thought best).

However, it is also possible that neurologistsmcge likely to use option-lists and
PVEs when they already have reason to think patiemght resist the proffered
course of action (e.g. they know the patient’sttreant preferences). Moreover, since
our study was not designed to assess the reldinreat significance of decisions, we
cannot be sure whether the neurologists — insaféiney departed from their
individual styles — were selecting practices basedome form of risk/benefit
analysis. Certainly, the complex combination @fichkl factors associated with
whether the neurologists opted to recommenddffering choice) suggest that they
perceive choice as risky — the patient might chadsat they consider to be the
‘wrong’ option. Clinicians may therefore choose arendirective approach if they

believe the clinical stakes are too high.
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Our qualitative analysis provides support for thigr example, we have observed a
two-step process for anti-epileptic drug decisiavisere the neurologist recommends
that a patient with poorly controlled epilepsy try &elient drug, but switches to
option-listing regardingvhich drug to try. This is an example of choice beiffgred
where the diagnosis is certain and medically erpldj typically in a specialist clinic,
at a follow-up appointment, with a patient who mwasil have prior experience of
choosing between anti-epileptics. Neverthelessicehs offered for that part of the
decision for which the neurologist has: a) lesslence regarding which option is
best, and b) good reason to seek the patient’ssvigven that drugs have different
risks. With respect to the decision to change slrtlte neurologist prioritises the
‘duty of care’ over offering choice. This alignstlvQuirk et al.’s (2012) finding that
there was a somewhat higher level of risk assatmatth more pressured and directed

decisionss. more open ones) in UK psychiatric consultations.

The strong tendency for neurologists to recommehenamaking decisions about
investigationsis. treatments and referrals) may also be undersie@ipporting this
analysis. Given that patients have as much legfal to refuse investigations as they
have to refuse treatment (Department of Health, P6&& might expect no such
relationship between practice and decision typeweVer, it seems that neurologists
regularly prioritise their view of what is best owhe ‘informed choice’ policy when
they consider there to be sufficient diagnosticautainty to warrant (further) testing.
In such cases, not only is there often the riskigking a serious diagnosis, but
testing is typically positioned as a precursormdentifying a solution to the patient’s

complaint. Foregrounding the patient’s right tocke whether to test might thus be
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viewed as risky — particularly if treatment diffefepending on the diagnosis (e.g. for

epilepticvs. non-epileptic seizures).

Thus, we appear to be seeing a complex interplawydas the exercise of epistemic
(Heritage, 2012) and deontic authority (Stevanévierakyla, 2012), with
neurologists being more likely to tell patients wittado when less certain of the
diagnosis, and more likely to give patients a cheubhen they are better placed to
weigh up the risk/benefit ratio of doing so. Tihay be understood as another
instantiation of the ‘risk-choice paradox’, compaily demonstrated in maternity
care (Symon, 2006), where there is, simultaneoastytong emphasis on avoiding

risk and enabling choice for the woman in labour.

Our ongoing qualitative analysis also suggestsrtbatologists and patients orient to
decisions about investigations as lying predomigantthe neurologist’'s domain,
while treatment decisions are understood as morne tp@int negotiation (e.g.
Costello and Roberts, 2001). This may be partbabee investigations are
understood as a component of the diagnostic actiithich is treated as largely a
matter for the ‘experts’ (Heath, 1992) — and pdbttgause the responsibility for
carrying out tests lies with the healthcare serviglmreover, many tests are one-offs,
carrying little risk of serious side effects foetpatient, thus making their conduct
relatively straightforward from a medical pointwéw. By contrast, many treatments
require the patient to take responsibility for ssliministering injections or tablets
(often at a particular time) and may necessitatgejies for dealing with ongoing
side effects. Thus, in addition to the evidenceé tieairologists appear to be using

different practices based on their assessmenteaishk associated with a ‘wrong’
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choice, it appears that they are also attuned teetagive rights and responsibilities of

each party regarding the decision being made.

Nevertheless, our findings clearly demonstrate tii@tsame activity — decision-
making — and even the same decision regardinggtine sondition in the same
subspecialty, can be handled differently. Thisnghthe more participatory practices
can be used even in (some) situations where samei@hs routinely recommend.
Our findings have three key implications: i) Giviat recommending is
overwhelmingly common, even in neurology, thiskely to be so across a range of
specialties. The RCS guidance is right, thenuggsest that a more ‘paternalistic’
approach — where the doctor advises the patieshd twhat s/he considers best —
remains part of established practice; ii) We bdithat this is partly explained by
doctors’ concerns that choice may be risky forgrds (they may make the ‘wrong’
choice); iii) Nevertheless, some neurologists hderxeloped a more ‘choice-oriented’
style, and here we note that the neurologist wifer®imost choice works in a
specialist clinic, with patients whose symptomsraszglically explained, and hence
has exactly the basis for offering choice suggeltedur findings. Further, all the
neurologists do — at least on occasion — offerahoil hus, the potential to expand
the implementation of patient choice (should thisppropriate) is already within

neurologists’ ‘repertoire’.

To our knowledge, our study is the first to map, @gtoss a relatively large dataset of
recorded consultations, the relationship betweeomenendations and practices that
are demonstrably understood as offering choice gaswmplex array of demographic

and self-report variables of clinical relevancéisthas allowed for a nuanced
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understanding of how neurologists initiate decisioaking in real-time. The study
has its limitations, including those imposed by pknsize (e.g. we were unable to
conduct inferential analyses of neurologists’ derapbics), and the nature of our
dataset. For example, we were able only to judg&ctames’ based on conversational
and self-report data. We have not tracked whapéagd following the consultations
and do not have measures of physical or mentalthiedt might have been a

consequence of decisions taken. Further resesmghrranted.

We are also aware that the concept of ‘choicebigtested and relatively poorly
understood in interactional practice (Pilnick, 2008)e have focused on option-
listing and PVEs because: a) our qualitative wérdvged how they were used to
create explicit moments of choice; b) participae{sorted perceiving choice in those
consultations where these practices were usedg)amgtion-lists and PVEs map onto
the ‘informed choice’ ideal as articulated in NH8ipy and guidance documents.
Nevertheless, other practices will undoubtedly @ayple in the perception of choice
and its enactment. Moreover, as our qualitativekiias shown, these practices do
not guarantee that patient choice is enabled, and can be ussttaegies to pursue
the neurologist’'s agenda (Reuber et al., 2015xh$omplexities, while making
further qualitative work necessary, underscorestgmificance of our quantitative
findings: despite the potential for all three prees to be used in atypical ways, the
evidence strongly supports our claim that optistsland PVESs, but not

recommendations, are understood as making choidalatea

In summary, neurologists do not appear to be adfesystematically, to the

guidelines on patient choice. However, ‘one-sizedll’ guidelines that uphold a
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particular practice are, we would argue, unhelgdath because they fail to take into
account the complex balancing act that cliniciaresdemonstrably performing when
selecting between alternative practices, and becduese are not always enacted as
policy-makers might intend. To enact a patientd@happroach in a meaningful way
requires health professionals to engage, not alezrning of a formula for consent,
but in reflective practice. This should include ersdanding the impliciuteractional
decisions (e.g. using an option-list, PVE and/cporemendation) they must make

every time they initiate a substantive decision-imgkrajectory with a patient.
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Figure caption

Figure 1. Freguency of decisions per consultafmty including consultations with

at least 1 decision) (left, n=246) and frequencgadision-points per decision (right,

n=623).

Tables

Table 1. Distribution of the practices across adtasions, decisions, and decision-

points (row %)

No PVE or option-
PVEs or option- list (only
Recommendations PVEs Option-lists lists recommendations) Total

Consultations n 131 77 24 80 64 144

% 91% 53.5% 16.7% 55.6% 44.4% n/a
Decisions n 207 105 27 105 141 246

% 84.1% 42.7% 11.0% 42.7% 57.3% n/a
All decision-
points n 439 149 34 183 439 623

% 70.6% 23.9% 5.5% 29.4% 70.6% 100%
First decision-
points n 173 58 15 73 173 246

% 70.3% 23.6% 6.1% 29.6% 70.3% 100%
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Table 2. Forms of practice used for different g/pédecisions (column %)

Investigation Treatment Referral Total
Decisions
At least one recommendation Count 64 124 17 205
% 90.1%* 82.7%* 73.9%* 84.0%
At least one option-list Count 1 20 4 25
% 1.4%* 13.3%* 17.4%* 10.2%
At least one PVE Count 17 67 14 98
% 23.9%* 44.7%* 60.9%* 40.2
At least one PVE or Option-list Count 17 71 15 103
% 23.9%*** 47.3%*** 65.2%*** 42.2%

p<0.001
wx p<0.01
* p<0.05
~ p<0.1

NB. Statistical tests show comparisons between 1 or more recommendation and no recommendation; 1 or more PVE and

no PVE; 1 or more option-list and no option-list; and at least 1 PVE or option-list and no PVE or option-list.

Table 3. Decisional practice and perception of chdcolumn %)

Option list or PVE No Option list or PVE | Total

N 80 64 144
Patient choice n=75 n=59 n=134
Choice 81.3%** 59.3%** 71.6%
No choice 18.7%** 40.7%** 28.4%
Clinician choice n=78 n=63 n=141
Choice 83.3%*** 52.4%*** 69.5%
No choice 16.7%*** 47.6%*** 30.5%
Patient-doctor

agreement on choice n=73 n=59 n=132
Agree choice 71.2%*** 33.9%*** 54.5%
Agree no choice 6.8%*** 22.0%*** 13.6%
Patient no doctor yes | 12.3%*** 18.6%*** 15.2%
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Patient yes doctor no | 9.6%*** 25.4%*** 16.7%

p<0.001
o p<0.01
* p <0.05
~ p=<0.1

NB. Statistical tests show comparisons between at least 1 PVE or option-list and no PVE or option-list.

Table 4. Distribution of patients from differentrdegraphic groups and with
different clinical characteristics, and distributtiof different types of consultations,
across consultations containing different decidipnactices. Cateqorical variables.

(row %)

At least 1 PVE or No PVEs or option-lists
option-list (only recs)
All 55.6% (n=80) 44.4% (n=64)
Location
Sheffield 67.1%** 32.9%**
Glasgow 43.7%** 56.3%**
Clinic type
Seen in general clinic 41.7%"~ 58.3%"~
Seen in specialist clinic 58.3%"~ 41.7%"~
Specialism
General (n=25) 44.0% 56.0%
Epilepsy (n=37) 54.1% 45.9%
Headache / vascular (n=11) 45.5% 54.5%
MS (n=42) 64.3% 35.7%
Neuromuscular (n=10) 50.0% 50.0%
Other sub specialism (n=19) 63.2% 36.8%
Patient Accompanied?
Accompanied 54.1% 45.9%
Alone 57.1% 42.9%
First appointment? n=67 n=45
First appointment 45.5%* 54.5%*
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Follow-up appointment 65.8%* 34.2%*
Symptoms
Completely / largely explained 61.8%* 38.2%*
Partly explained 44.1%* 55.9%*
Completely Unexplained 37.5%* 62.5%*
Patient’s Gender
Female 53.9% 46.1%
Male 58.2% 41.8%
Ethnicity
White British 56.1% 43.9%
Other 50.0% 50.0%
Post-school quals? (n=119) n=67 n=52
Post-school quals 60.0% 40.0%
No post-school quals 53.6% 46.4%
Work status (n=143) n=79 n=64
In work / education / other 57.5% 42.5%
Not working due to ill health 48.6% 51.4%
Employment
Employed 61.5% 38.5%
Not employed 52.2% 47.8%

okl p<0.001

ok p<0.01

* p<0.05

~ ps0.1

NB. Statistical tests show comparisons betweeaastt 11 PVE or option-list and no PVE or option-list




Table 5. Distribution of patients from differentrdegraphic groups and with different

clinical characteristics, and distribution of dif@t types of consultations, across

consultations containing different decisional piaagt. Continuous variables.

No PVE or
Atleast 1PVE/ | option-list
or option-list (only recs) All
Patient age Mean 44.5 48.1 46.1
S.D. 14.1 15.6 14.8
Certainty Mean 8.74* 8.0* 8.41
S.D. 1.7 1.9 1.8
Duration Mean 223 20.1 213
S.D. 10.9 11.6 11.2
oxck p<0.001
ok p<0.01
* p=<0.05
~ p<0.1

NB. Statistical tests show comparisons betweeaastt 11 PVE or option-list and no PVE or option-list
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Table 6. Multivariate predictors of decisional gitee (Odds ratios of consultation

containing at least one PVE or option-list)

Specification 1 (n= 112) | Specification 2 (n= 144)
OR 95% Cl OR 95% Cl
Site Glasgow 0.45 | 0.17-1.31 0.37* .15-.91
Clinic type General 0.42 | 0.12-1.40 0.68 | 0.23-2.02
Symptoms Completely unexplained 1.31 | 0.29-5.83 23| .70-7.45
Partly explained 0.94 | .33-2.67 144 | .55-3.76
First appointment? First 0.46 | .16-1.31 - --
Certainty 1.59* 1.20- 2.09 1.30~ 97-1.7
Age 0.98 | .95-1.01 0.91* .95-0.99
x p <0.001
* p <0.01
* p <0.05
~ p<0.1

NB. Dependent variable reference category is no B or option-list (only recommendations).

Table 7. Individual neurologists’ use of differel@cisional practices (row %)

At least one

recommendation

At least 1 PVE

At least 1 Option-list

All 91.0% 55.6% (n=80) 44.4% (n=64)
Neurologist

Sheffield 2 (n=10) 90%** 50.0%** 0.0%*
Sheffield 3 (n=14) 85.7%** 50.0%** 7.1%°
Sheffield 4 (n=19) 73.7%** 100.0%** 36.8%*
Sheffield 6 (n=12) 100.0%** 41.7%** 25.0%*
Sheffield rest (n=18) 83.3%** 72.2%** 22.2%*
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Glasgow 1 (n=23) 100.0%** 30.4%** 4.3%
Glasgow 2 (n=13) 92.3%** 38.5%** 0.0%*
Glasgow 4 (n=12) 100.0%** 41.7%** 41.7%
Glasgow 5 (n=14) 100.0%** 35.7%** 21.4%*
Glasgow rest (n=9) 88.9%** 66.7%** 0.0%

3Significance testing not employed for this comparison

p<0.001
w* p<0.01
* p<0.05
~ p<0.1

NB. Statistical tests show comparison betweenaat [& recommendation and no recommendation; aiedsttone PVE and no

PVE.

Table 8. Forms of decisional practice used and kgraecommended courses of

action are agreed to happen in principle (column %)

At least 1 PVE or No PVE or option-
option-list list (only recs) Total
N 105 141 246
Decision deferred 11.4%*** 0.0%*** 4.9%
No 20.0%*** 1.4%*** 9.3%
Yes 68.6%*** 98.6%*** 85.8%
okl p<0.001
ok p=<0.01
* p<0.05
~ p<0.1

NB. Statistical tests show comparisons betweeaastt 11 PVE or option-list and no PVE or option-list
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Research highlights

* Recommendations were far more common than patient glicitors or option-lists.

» Use of the practices was largely not associatel patient demographics.

» Whether patients were offered choice partly depermatewhich neurologist they saw.
* Recommendations were more likely to end in agreetoenéat/investigate/refer.

* Neurologists treat ‘choice’ practices as risky botild expand their use thereof.



