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Summary

Information is lacking on what parents in southern European countries know and how they view clini-

cal shared-decision-making (SDM) for their children. This survey assesses general parental views on

SDM and patient-physician SDM relationships in an Italian paediatric outpatients’ clinic. In a 3-month

cross-sectional survey, we enrolled 458 consecutive native and foreign Italian-speaking parents bring-

ing their children to our public hospital for various reasons. Parents completed an anonymous ques-

tionnaire exploring their general views on SDM, including what doctor-patient relationship predomi-

nates today, and what approach reassures them most. Multivariate logistic regression analysed

outcome data from parental questionnaire answers. Results are reported as percentages, odds ratios

(OR) and 95% confidence intervals (CI). Multivariate logistic regression showed that 440 parents

(96.1%) appreciated SDM, 245 (53.5%) preferred SDM for choosing children’s treatment, 126 (27.5%)

answered that SDM is the predominant relationship today, and most parents 275 (60.0%) felt reas-

sured by SDM. More native than foreign Italian-speaking parents preferred SDM (97.0 vs 89.7%,

OR¼ 3.8; 95% CI¼1.4–10.8). Highly-educated parents preferred SDM for choosing their child’s ther-

apy (57.9 vs 34.1%, OR¼ 2.7; 95% CI¼ 1.6–4.4) and this approach reassured them (64.3 vs 41.2%,

OR¼ 2.5; 95% CI¼1.6–4.1). In conclusion, parents bringing children to an Italian outpatient clinic, es-

pecially highly-educated parents, wish to be offered SDM and find it reassuring. These findings

should encourage paediatricians working in a challenging multicultural environment to change their

physician-centred approach and engage parents in tailored SDM strategies.
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INTRODUCTION

Even though health care policy-makers and clinicians

have for 20 years deemed shared decision-making

(SDM) crucial for patient-centred care (Barry et al.,

1988; Institute of Medicine, 2001; Schor and The

American Academy of Pediatrics Task Force on the

Family, 2003), the idea still lacks widespread definition,

and universal acceptance in the medical community

(Levinson et al., 2005; Légaré et al., 2010; Troug, 2012;

Gulbrandsen et al., 2014; Shay and Lafata, 2014;

Hargraves et al., 2016). Equally important, the complex

modern Western health-care systems know little about

patients’ desire to participate in choosing diagnostic or

treatment options (Elwyn et al., 1999, 2013; Dixon-

Woods et al., 2006; Shay and Lafata, 2014). How

patients perceive SDM reportedly differs according to

cultural and other factors (physician perceptions, patient

perceptions, observer ratings) (Boote et al., 2012;

Coulter et al., 2008; Flynn et al., 2012). Few primary

studies (Campbell et al., 2006; Yin et al., 2012; Lipstein

et al., 2012, 2015), and three systematic reviews and

meta-analyses (Coyne et al., 2013; Flynn et al., 2012;

Wyatt et al., 2015) failed to conclude whether SDM im-

proves clinical outcomes in children.

In our outpatient hospital clinic, day-to-day practice,

especially at weekends, can entail chaotic and unfore-

seen situations, time constraints, and new clinical ques-

tions to answer (Stein et al., 2005). Among other

problems leading to poor physician-patient communica-

tion, no study has yet investigated cross-cultural differ-

ences related to an SDM clinical approach, especially in

the increasingly multicultural outpatients’ paediatric set-

tings witnessed over the past 30 years. Speaking with

digitally-informed parents and explaining the therapeu-

tic options for their children is an especially challenging

task for paediatricians (Shields et al., 2010; Rosati,

2013). Our experience in encouraging parents to express

their own views on their children’s treatment (Rosati

et al., 2015) implies that paediatricians tend to take the

easiest approach, ignore parents’ wishes and require

compliance rather than concordance (Merenstein et al.,

2005). Knowing more about whether parents’ appreci-

ate SDM, and whether they find it reassuring, would ef-

fectively help fully occupied hospital paediatricians to

take parents’ preferences into account in their day-to-

day clinical practice.

To clarify whether parents appreciate being offered

an SDM approach and whether cross-cultural differ-

ences influence parents’ views on clinical SDM, we con-

ducted a 3-month cross-sectional survey in our large

multicultural outpatient clinic in an Italian public

children’s hospital enrolling consecutive parents of chil-

dren at various ages coming for widely ranging reasons.

We developed a questionnaire to seek information on

cultural variables (language, parental education, reasons

for coming) and parents’ willingness to share clinical de-

cisions with the doctor, including their preferences for

therapeutic decisions envisaging SDM, the kind of

decision-making they think predominates today, and

decision-making approach that reassures them most.

METHODS

Study design: We conducted this single-centre cross-sec-

tional survey to investigate cultural differences in par-

ents’ general views and expectations about their

children’s treatment in our large Italian outpatient clinic,

a public facility in Rome staffed by seven paediatricians

who visit more than 19,000 children a year coming from

European and other countries.

Participants. From the 2023 consecutive children’s

parents coming to our outpatient clinic during the tri-

mester from June to September 2009, the time of year

when acute respiratory infections tend to diminish, we

excluded 1486 (1151 coming during weekends so as to

avoid overanxious parents, 270 not understanding or

speaking Italian, 48 who attended more than once, and

17 whose children had known chronic illnesses), leaving

537 eligible for enrolment. Of these 537 eligible parents,

data for 79 were excluded (57 who came during week-

ends included erroneously in the database, 15 who failed

to complete the questionnaire, 5 who answered twice

for siblings, and 2 for whom no child’s birth date was re-

trieved), 458 were therefore enrolled, and their answers

analysed.

Outcome measures. Seven paediatricians on duty

shifts at the outpatients’ clinic, after examining the child

and before sending the family home, asked one parent

for each child to give written informed consent, and ad-

ministered a written Italian questionnaire on SDM.

They also gave parents written information (including

the link to our hospital model of communication: http://

www.ospedalebambinogesu.it/comunicazione-con-il-

bambino-malato-e-la-sua-famiglia/-/asset_publisher/

qzHAwnvXmrn9/content/macro.html#.WGVAqLbhCT8)

saying that SDM goes beyond informed consent. SDM

means that doctors involve parents in decisions, explain

and discuss the benefits and risks of the various evidence-

based diagnostic and therapeutic options proposed in lan-

guage that patients can understand, listen patiently to

their priorities, and doctors and patients decide together

on the best course of action (Charles et al., 1999; Sackett
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et al., 2000). They also told parents that the study aimed

to understand their general views on SDM, and what they

expected this approach to involve. The questionnaire

sought anonymous information on demographic variables

that our experience (Rosati et al., 2015), and scientific re-

ports (Arora and McHorney, 2000; Cox et al., 2009) im-

plied would differ according to parents’ cultural views on

SDM and expectations, including native or foreign

Italian-speaking parents, education level (more or less

than 8 years), whether parents came to the outpatient

clinic spontaneously (reportedly with or without consult-

ing another provider first) or were referred by another spe-

cialist, and children’s age (Table 1).

To seek information on the following general con-

cepts–parents willingness to be involved in and appreci-

ating SDM, what kind of doctor-patient relationship

they think predominates today, and what type of

decision-making reassures them most–the questionnaire

ended with four self-reported multiple-choice questions

derived from the frequently cited framework model

published and implemented by Charles et al. (Charles

et al., 1999; Murray et al., 2006) modified and trans-

lated into Italian according to the unpublished results

we obtained in an exploratory parent group. Parents

coming with two or more siblings completed only one

questionnaire. When the hospital visit ended, paediatri-

cians on duty recorded information about children’s di-

agnoses, medical decisions and parental comments. To

report the results we translated the questionnaire into

English (Table 2).

Statistical Analysis. From our unpublished clinical

experience at the hospital during the summer, we deter-

mined that 450 children enrolled over 3-months would

have 80% power to detect the clinically important dif-

ference at alpha¼ 0.05 in parental answers to the ques-

tionnaire. Data were collected and summarized with

descriptive statistics. Binary data were synthesised as

percentages, whereas continuous data were reported as

means and standard deviations (SD). Multivariate logis-

tic regression was used to analyse questionnaire answers

and parents’ and children’s variables, using as dependent

variables the dichotomised answers to the four ques-

tions, and as independent variables parents’ language,

parental education, hospital referral and children’s age

(Table 2). Results estimating the association between

questionnaire answers and parents’ and children’s vari-

ables are reported as percentages, odds ratios (OR) and

95% confidence intervals (CI). Data were analysed with

STATAVR software Version 11.

The study received Bambino Ges�u hospital institu-

tional review board approval.

RESULTS

Of the 537 eligible consecutive outpatient children’s par-

ents, 458 answered the questionnaire completely

(85.2% response rate). Of these 458 children’s parents,

most came spontaneously (83.4%), mainly because they

wanted a second opinion from a hospital paediatrician

(40.4%), considered their child’s condition uncured

or worsened (10.7%), felt unsatisfied with a previous

paediatric consultation (9.6%), supposedly suspected

urgent problems (7.4%), or found their own paediatri-

cian unavailable (5.0%) or the local medical office

closed (9.2%) (Table 1). The 458 children brought by

their parents to the outpatient clinic had a mean 6 SD

age of 3.8 6 3.61 years (range 7 days–17.5 years).

Almost half of the children (47.5%) had never been

brought to the outpatients’ clinic before. Of the 76 chil-

dren referred from elsewhere, 52 (11.4%) were referred

Table 1. Demographic characteristics of the 458 children’s

parents, coming from a consecutive series of 2023

attending the outpatient clinic, surveyed to explore views

on shared decision-making during a trimester in 2009

Parents surveyed n (%)

Italian-speaking parents

Native 400 (87.3)

Foreign* 58 (12.7)

Mothers 342 (74.7)

Native 290 (63.3)

Foreign 52 (11.4)

Fathers 115 (25.1)

Native 110 (24.0)

Foreign 5 (1.1)

Other (grandmother) 1 (0.2)

Native 0

Foreign 1 (0.2)

Educational level

� 8 years 85 (18.6)

> 8 years 373 (81.4)

Coming to hospital

Spontaneously 382 (83.4)

Second referral 76 (16.6)

Children’s age

� 5 years 323 (70.5)

> 5 years** 135 (29.5)

Note. *Countries of parental origin n (%): European Countries other than Italy

35 (7.6) (Romania 14, Moldavia 7, Poland 3, Spain 3, France 2, Great Britain 1,

Belgium 1, Germany 1, Norway 1, Sweden 1, Switzerland 1); South America 14

(3.1) (Argentina 3, Bolivia 1, Brazil 2, Colombia 2, Ecuador 3, Peru 3); United

States of America 3 (0.7); Africa 2 (0.4) (Morocco 1, Ivory Coast 1); other

Countries 4 (0.9) (Australia 1, Philippines 2, Vietnam 1).

**Nine children�13 years.
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by another specialist and 24 (5.2%) came from the

emergency department. Most children (390, 85.2%) had

common complaints including respiratory symptoms

and diseases (138, 30.1%), gastrointestinal problems

(98, 21.4%), skin symptoms and diseases (41, 9.0%), in-

fective diseases (37, 8.1%), or needed only a paediatric

check-up (68, 14.8%). Of the 458 children visited, 185

(40.4%) were sent home with a prescription, 154

(33.6%) without a prescription, 62 (13.5%) were sched-

uled for a follow-up visit, 28 (6.1%) were referred to an-

other specialist, 26 (5.7%) had diagnostic imaging or

laboratory tests prescribed, 3 (0.7%) received dietary

advice, and none were admitted.

The multivariate logistic regression analysis adjusting

the 458 children’s parents’ answers (dependent vari-

ables) for the four previously identified children’s and

parents’ characteristics (independent variables) showed

that 96.1% wished to be involved in SDM, and 53.5%

preferred SDM as an approach for choosing their

children’s treatment. More native than foreign Italian-

speaking parents preferred SDM. Highly-educated

parents preferred an SDM approach for choosing their

children’s treatment. Most parents answered that they

felt reassured by SDM approach to treatment (60.0%),

and highly educated parents were reassured most by an

SDM doctor-parent relationship (Table 2).

DISCUSSION

The major finding from answers to the questionnaire in

our cross-sectional survey conducted in a large multicul-

tural public children’s hospital in Rome is that nearly all

parents (96.1%), including native and foreign Italian

speaking parents bringing their children to our outpa-

tient clinic for widely ranging reasons, appreciate being

offered an SDM approach. Our findings imply that

cross-cultural differences influence parents’ views on

clinical SDM (willingness to participate in medical deci-

sions on their children’s health) less than our lengthy

hospital experience led us to expect.

Our Italian multicultural survey therefore helps to

clarify Southern European parents’ views and expecta-

tions on SDM underlining that regardless of parental na-

tive language, doctors should always encourage clinical

conversations to allow parents to express their opinions

unashamedly (Hills, 2006; Hargraves et al., 2016;

Kunneman and Montori, 2016), so as to ‘integrate pa-

tient values with the best research evidence and clinical

expertise’ (Sackett et al., 2000).

Although for practical reasons in our fully occupied

outpatient clinic we excluded nearly 60% of foreign non

Italian-speaking children’s parents, the high response

rate to the questionnaire (85.2%), one of our study’s

main strengths, increases the credibility of our finding

that a surprisingly large number of foreign Italian-

speaking parents (89.7%) wish to take part in the thera-

peutic choices made for their child (Table 2). The results

of our survey therefore underline the language con-

straints interfering when hospital doctors engage par-

ents, and highlight their reluctance to express clinical

concepts in plain language or rephrase less understand-

able information (Epstein et al., 2015).

When we examined other cross-cultural differences

that might influence parents’ views on clinical SDM, our

questionnaire showed that parents with more than 8

years education in both groups seem especially willing

to participate in clinical therapeutic decisions (Cox

et al., 2009), as others have already noted in adults

(Müller-Engelmann et al., 2011). This finding, implying

that an SDM approach is advantageous in highly-

educated parents regardless of native parental language,

might be useful for health promotion.

When we asked about parents’ preferences for thera-

peutic decisions envisaging SDM, even though they

wanted to participate in clinical therapeutic decision,

unexpectedly nearly half the parents bringing their child

to our outpatients’ clinic enrolled preferred to let the

paediatrician decide–presumably because they trust in

the doctor’s expertise. A possible explanation, regardless

of whether parents find encounters with their paediatri-

cian satisfying (O’Keefe, 2001; Gené-Badia et al., 2014),

comes from the overall verbal observations parents with

higher cultural levels expressed when the questionnaire

survey ended. Hence, even though parents appreciate be-

ing offered an SDM approach, many are so used to leav-

ing medical treatment choices to the doctor that they

find being asked whether they wish to share in choices

between options surprising. This explanation accords

with parents’ answers about the kind of decision-

making they think predominates today. Despite trusting

in the doctors’ expertise, many parents felt that most

doctors nowadays base their decisions only on what

they themselves believe is best without considering par-

ents’ opinions, and only some parents (126, 27.5%) an-

swered that SDM is the predominant relationship today.

No difference emerged for this finding between native

and foreign Italian-speaking parents. This new observa-

tion should help paediatricians to change the way they

make clinical medical decisions and envisage an SDM

approach, namely ‘a patient-clinician interaction that of-

fers conversation, not just information, and care, not

just choice’ (Hargraves et al., 2016).

To gain further insights into parents’ views on doctor-

parent relationships the last question we investigated was
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which decision-making approach reassures parents most.

Their attitudes towards SDM seem to depend largely on

why they come to the outpatients’ clinic. Parents who

come for supposedly urgent problems or because their

children’s condition worsened, seem to shift from a clear

desire to engage in medical decisions to a passive behav-

iour (Table 2). Hence, the emotional challenge parents

unexpectedly face when coping with their children’s dis-

eases results in an indirect request for surrogating in the

doctor or in the nurses their parental role in deciding for

their children (Corlett and Twycross, 2006; Carnevale

et al., 2007; Flynn et al., 2012). A new and unexpected

finding is that parents coming spontaneously and parents

referred to us from the emergency department express

similar wishes to be involved in SDM (Flynn et al., 2012).

Conversely, parents referred after receiving a previous

medical decision expect to find a consultant physician

who is ready to share information and decisions, and to

discuss the clinical risks and benefits (Ingram et al.,

2013). The lack of differences between foreign and

Italian-speaking parents in this questionnaire answer

therefore suggests tailoring SDM not to cultural back-

grounds but to parents’ personal wishes, thus reducing

parental anxiety and their tendency to overestimate clini-

cal problems (Romaniuk et al., 2014).

When we analysed questionnaire answers according

to the child’s age, we failed to identify significant age-

related differences in parents’ views on SDM therapeutic

decisions and reassurance. Older children’s parents nev-

ertheless seemed especially ready to share decisions with

the paediatrician, presumably because they realize that

older children tend to omit important information be-

cause they fear possible painful procedures (Nyström

and Ohrling, 2004; Cemeroglu et al., 2015). Our finding

that few parents with adolescent children (9/135 older

than 13 years) answered that SDM reassures them most

could reflect the small number of adolescents in the

group older than 5 years gathered in our survey, or the

fact that parents often find it difficult to converse with

adolescent children. These parents also stated in their

comments at the end of the questionnaire that they

wished paediatricians to discuss problems directly with

older children. Older children’s parents’ opinions on

SDM therapeutic decisions and reassurance (Knopf

et al., 2008; Stewart et al., 2012) is therefore a question

meriting further research to understand parents’ and ad-

olescents’ views in outpatient and inpatient settings.

LIMITATIONS

Our study has several limitations. We conducted the sur-

vey over a short time span and enrolled participants

from a single multicultural public facility. Nor did we

investigate multicultural differences related to other pos-

sibly important social variables including parents’ age.

We also avoided investigating whether religion influ-

enced parents’ view on the doctor-patient relationship

and SDM because parents might perceive the question

as discriminating. Neither did we explore the effect of

diversity on SDM views by including foreign non

Italian-speaking parents because in our fully occupied

outpatients’ clinic we had no time to administer a ques-

tionnaire on SDM written in languages other than

Italian. Another limitation is that to avoid administering

tailored questionnaires for children who receive various

specific SDM approaches in our hospital, we excluded

children attending with chronic illnesses, although they

and their parents have the greatest experience in sharing

decisions. Even though we did not undertake a psycho-

metric validation of the questionnaire, we chose a

highly-cited general questionnaire that was easy to un-

derstand and adapted it for surveying parents in our

Italian outpatient setting. A final weakness is the social

desirability response bias arising from questions that ex-

pect respondents to express their desire to participate

(Loo and Thorpe, 2000).

CONCLUSION

Parents bringing children to a multicultural Italian out-

patient clinic, especially highly-educated parents, wish

to be offered SDM and find it reassuring. Even though

parents’ cultural differences shape their general views on

SDM less than expected, overworked hospital paediatri-

cians should take parents’ views into account, change

their doctor-centred approach, and consider an SDM

approach in their day-to-day clinical practice. Our sur-

vey results should also prompt hospital managers and

policy-makers to appreciate the value of SDM. The next

step is to find out how to best tailor SDM tools to the

various clinical paediatric conditions, and train doctors

to encourage parents to take the initiative in clinical

health needs concerning their children.
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