
Janne Florin

jfl@du.se

Clinical decision-making
Can and will patients participate?



YES!
Under certain circumstances



Participation in a process

Critical

thinking

Assessing

Diagnosing

Planning

Implementing

Evaluating

../../modeller
../../modeller
../../Punktlänkar/Rast2.ppt
../../Punktlänkar/Rast2.ppt


Conceptual development

Autonomy, 
independence

Participation

Empowerment

Power
Patient 
power

Patient-centred care

Lifeworld perspective

Person-centred care



Some definitions…

“participation means getting involved or being allowed 

to become involved in a decision-making process or 

the delivery of a service or the evaluation of a service 

or even simply to become one of a number of people 

consulted on an issue or matter”

(Brownlea 1987 p. 605).

“…involvement in life situations”. (WHO 2001, International 

Classification of Function Disabilities and handicap, ICF)
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Information and 

communication

• Knowledge is power

• Increasing patients’ knowledge is a 

mean to strengthen their power and 

influence

• This affects the balance/interaction

between nurse-patient

This is what we have wanted, ….or?



”Evidence based medicine is the 

concientious, explicit, and 

judicious use of current best 

evidence in making decisions

about the care of individual

patients”

Sackett DL et al.

BMJ 1996;312:71-72



Ozbolt, J. (1999) Personalized health care and business success: can

informatics bring us to the promised land? JAMIA, 6, 5, 368-373.

Content of clinical decisions
Knowledge

• Science

•Facts

•Beliefs

•Data

Society

•Economic 

resources and 

constrains

•Legal 

requirements

•Regulatory 

requirements

•Expectations 

of health and 

health care

Policy

Ethics

Values:

• patient´s values

•Clinician´s values

•Family´s  values

Understanding  of 

patients´situation

Clinical 

decisions

Clinical

decision



Some of my studies …



How well does the nurse ”know” the patient?

-What problems/needs

do they have? 

- How do they want to 

participate in their own care?
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Studies

• Comparative design

• patient-RN dyads in acute somatic care

• 80 patients  md 61 years (23-84 years), 46% female, admitted 5 

days

• 30 RNs   md 31 years, Work 1,5 years, 1 year at the ward

• Questionnaire

• Asked within 48 hrs from being admitted (md 26  hrs)

Study I. Compare patients and RNs perceptions of presence, 
severity and importance of nursing problems

Study II: Compare patients and RNs perceptions of the level of 
participation the patient prefers and experienced having. 
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Study I: Questionnaire



Study I: Questionnaire

X X

Exempel:

Smärta/sinnesintryck

Smärta

ganska 

svårt 

problem

svårt 

problem

mycket 

svårt 

problem

Detta beskriver patientens nuvarande  

situation

Så här viktigt anser jag det 

vara att patienten 

förändrar sin situation eller 

får hjälp av 

vårdpersonalen  att 

hantera den

Inte så 

viktigt

ganska 

viktigt viktigt

Mycket 

viktigt

Ange vad som 

kännetecknar 

patientens situation när 

det gäller nedanstående 

områden.
inget 

problem

lindrigt 

problem

X

Covering 43 areas, e.g. pain, constipation….



Studie II: Control Preference Scale
Degner & Sloan 1992

Jag föredrar att själv fatta det

slutgiltiga beslutet om vilken

behandling jag skall få.

Jag föredrar att fatta det slutgiltiga

beslutet själv efter att noga

övervägt min sjuksköterskas åsikt.

Jag föredrar att min sjuksköterska

och jag delar ansvaret att besluta

vilken behandling som är bäst för

mig.

Jag föredrar att min sjuksköterska

fattar det slutgiltiga beslutet om

den behandling som ska

användas men efter att noga ha

övervägt min åsikt.

Jag föredrar att lämna alla beslut
avseende min behandling till min

sjuksköterska.

Aktiv roll

Samarbetande roll

Passiv roll

A

B

C

D

E
¤ What is your opinion 
about participating in 
decision making regarding
your nursing care?

¤ in general?

¤ physical
needs/problems?

¤ social/existential
needs/problems?   
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Study I: Findings

 RN: md 8,5 (IQR 5 to 12, range 1-26)

 Patients: md 7,0 (IQR 4 to 11,75, range 0 till 30)

 Pat.-RN dyad: 57 % of the RNs identified more 

problem than patients did, 38% identified fewer

Agreement on 3 problem (IQR 2 to 6; range 0 to 17)

Sensitivity  Total:      0,53      

Nutrition 0,22

Activity   0,80

Number of problems:
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Mutually identified problems (n = 305)

• RNs underestimated severity (p<0.001)

(47 % lower, 27 % equal, 27 % higher severity)

subscales: sleaping, breathing, activity, nutrition 

• RNs and patients estimated importance equally

(32 % , 44 % lika, 24% högre betydelse)

subscale: breathing (p<0.01)
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Health problems that just one in the dyad identified

nurses

0 20 40 60 80 100

Psychosocial

Pain

Sleep

Activity

Skin care

Elimination

Nutrition

Breathing

Communication

Number of problems

patients

0 20 40 60 80 100

Number of problems

mild

moderate

severe

extremely

severe
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Study II: 

Findings

Patients preference orders

0 5 10 15 20

DECBA
DCBEA
DCBAE
CDEBA
CDBEA
CDBAE
CBDEA
CBDAE
CBAED
CBADE
CABDE
BDCAE
BCDEA
BCDAE
BCADE
BACDE
ACDBE
ACBED
ACBDE
ABCDE

Frequency

Active role

Passive role

Collaborative 

role

Married/co-habiting 
patients preferred a more 
passive role in general

Young patients (< 61 
years) preferred a more 
active role for physical 
needs/problems

No differences in relation 
to sex

50

23 

7



Nurses preference orders

0 5 10 15 20

EDCBA
ECDBA

E
DECBA
DEBCA
DCEBA
DCBEA

D
CDEBA
CDBEA
CDBAE
CBDEA
CBDAE

C
BCDEA
BCDAE
BCADE

B
ABDCE
ABCDE

A

Frequency

Active role

Collaborative 

role

Passive role

Patients preference orders

0 5 10 15 20

DECBA
DCBEA
DCBAE
CDEBA
CDBEA
CDBAE
CBDEA
CBDAE
CBAED
CBADE
CABDE
BDCAE
BCDEA
BCDAE
BCADE
BACDE
ACDBE
ACBED
ACBDE
ABCDE

Frequency

Active role

Passive role

Collaborative 

role

18  24%

24  32%

34  45%

50  63%

23  29%

7   9%

•Patients  preferred a 
more passive role than
RNs perceived (p < 
0.001)

12 (16%) of the RNs 
identified same 
participation level as 
patients

15 (20%) of the RNs 
identified a lower 
participation level than 
patients did

49 (64%) of the RNs 
identified a higher 
participation level than 
patients did
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Experienced participation

• Difference between

experienced and preferred

participation

• More passive role for needs 

/problems related to 

communikation, 

breathing/circulation and pain. 

• more active role for needs 

/problems related to activity 

and emotions/roles
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Study III

• Cross-sectional survey

• Somatic hospital care, 15 wards

• 428 patients out of 876 consenting to be contacted

• Questionnaire:  Control Preference Scale, choose one alternative

• Sent within one week from discharge, one reminder

• Multipel regressionsanalys

Aim: Investigate predictors for patient preferences for 
participation i clinical decision-making
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Findings

• Preferred

a passive 

role

Participation preferences
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Who prefers a more active role?

Women more active than men

Living alone more active than co-habitants

Pensioners more active than those working

>high school more active than lower

education

Sex

Living condition

Education

Employment



Probability for preferring an active role…

Low educated, working man living together 8 %

High educated, female pensioner living alone   53 %
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Conclusions…

• Patients and RNs were not in 

agreement about

- current nursing problems, 

severity

- patients participation 

preferences

../../modeller
../../modeller
../../Punktlänkar/Rast2.ppt
../../Punktlänkar/Rast2.ppt
../../../videos/helhet och delar/System_filmen.wmv
../../../videos/helhet och delar/System_filmen.wmv


Who has the interpretative

prerogative?

• Patient?

• Nurse?

• Relatives?

• …..

How do we know that we know?
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Information and knowledge

• Information is provided so that patients 
understand it and has a need for it (Eldh et al., 2006; 
Larsson et al. 2011a; Soleimani et al., 2010)

• Patients felt that the nurse valued their
knowledge (Eldh et al., 2006; Drach-Zahavy et al., 2014; 
Larsson et al., 2011a; Tobiano et al., 2015a)

• Knowledge of consequences of  not being
involved (Aasa et al., 2013; Aasen, 2015; Latimer et al., 
2014; McTier et al.,  2015; Tobiano et al., 2015a)

• Bedside reporting as a way of getting information 
(Drach-Zahavy et al., 2014; Tobiano et al., 2015a)

Factors affecting patients participation 
Olsson & Quick, Bachelor degree 2016



Information and knowledge

• Lack of knowledge about right to be involved (Höglund 

et al., 2010)

• Lack of sufficient knowledge when decisions was

made (Höglund et al., 2010)

• Limited opportunity to prepare for the round (Larsson et 

al., 2011a)

• Not sufficient information provided (Eldh et al., 2006; 

Larsson et al., 2011b) 

• Care staff used too difficult medical language (Drach-

Zahavy et al., 2014; Larsson et al., 2011b)



Relationsship with the nurse

• Feelings of being seen by the nurse
(Aasa et al., 2013; Larsson et al., 2011a; Soleimani et al., 2010)

• Feelings of confidence in the staff
(Aasa et al., 2013)

• Patients became passive when they felt that the 
nurse knew best 
(Aasen, 2015; Larsson et al., 2011b; McTier et al., 2015; Soleimani et al., 2010)

• Approached patients with unconcern and lacked
ability to create a good relation with the patient 
(Drach-Zahavy et al., 2014; Larsson et al., 2011b; Latimer et al., 2014; Tobiano

et al., 2015a)

• Nurses were ironic or talked to the patient as if
he/she was a child
(Larsson et al., 2011a)



Relationship with the nurse

• Showed respect and saw them as individuals

(Eldh et al., 2006; Larsson et al., 2011a)

• Called patient by name (Drach-Zahavy et al., 2014)

• Saw the patient as a partner (Eldh et al., 2006; Latimer et al., 

2014; Soleimani et al., 2010; Tobiano et al., 2015a)

• Took time to listen (Larsson et al., 2011a)

• Ignored or interrupted the patient

(Drach-Zahavy et al., 2014)

• Paternalistic attitude and didn’t want to share power
(Aasen, 2015; Larsson et al., 2011a; Larsson et al., 2011b; Tobiano et 

al., 2015a)

• Did not take enough initiative to involve the patient 
(Höglund et al., 2010)

• Turned to the  relatives instead of the patient 
(Larsson et al., 2011b)



Patients situation and 

characteristics
• Patients health condition was sometimes a reason for 

not being involved (Eldh, Ekman et al., 2006; Höglund et al., 2010; 

Larsson et al., 2011b; Latimer et al., 2014; Soleimani et al., 2010; 

Tobiano et al., 2015a)

• Would not be a nuisance (Tobiano et al., 2015a; McTier et al., 

2015)

• Patients with care experience took more initiative to be 

involved (Drach-Zahavy et al., 2014; Soleimani et al., 2010; Tobiano et 

al., 2015a)



Organisation

• Took enough time to respond to questions (Aasa et al., 

2013)

• Wanted to diminish nurses work load (Tobiano et al., 

2015a)

• Lack of time (Höglund et al., 2010)

• Economical restrictions (Latimer et al., 2014)

• Shortcomings in the caring environment (Soleimani et al., 

2010) 

• Patients perspective was not included in the nurses

documentation (Larsson et al., 2011a)

• Constantly meeting different nurses (Larsson et al., 2011b)



What is an active participatory

role?

• To be informed –To decide

• Can you be active by being passive?

• How stable is it over time?



Different approaches…

High level of patient power

Low level of patient power Exclusion

        Paternalism

                 - information giving

                 - consultation

Professional as agent

Shared decision making

Informed decision-making

Professional determined patient involvement

Thompson

Thompson 2012



Hindering factors for 

participation…

• Professional attitudes and demands

• Patient characteristics

• Information and knowledge imbalance

• Time frame (Ashworth 1980; Adams 2001)

• Organisational demands?*

• Concept of Patient? Client? Consumer?

• Difference between ‘clinical-deciding’ 
och ‘clinical-doing’ (Entwistle 2000).*
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Supporting factors for 

participation…

• Professional attitudes and demands

• Patient characteristics

• Legal regulations

• Information and knowledge balance

• eHealth applications

• Organisation

• Person-centered care
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Report of patient participation in health care

with a focus on cronic diseases SBU (9 reviews, 

2009-2016) Statens beredning för medicinsk och social utvärdering



SBU report, continued…



Professional

collaboration

focusing on the 

patient



T

E

A

M

W

O

R

K



Collaboration and teamwork





Person-centered care

• Assuming that a person has abilities (will, dignity, 

trust in his own ability, relationships, ...)

• Design care with respect for patient values, 

preferences and wills

• Carer promotes own responsibility and autonomy

• Similarities with empowerment, more than 

participation

• Assumes an I – YOU – relationship (Buber 

1962, 1988)

• Two subjects meeting (characterized by 

reciprocity, equality, acceptance och 

acknowledgement)



Shared decision making model  
(Gafni and Charles)

CommunicationPatient Nurse

Disease/sickness 

experience

Preferences

Perspective on health

Research-based evidens

Clinical expertise
Exchange of   

Information

Clinical Decisions

Treatment / Care

I-YOU-relationship
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Bidra med innehåll till journalen

• CHOICE (Ruland)
Patientens perspektiv

som grund för vård
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• Health care is fragmentizing patients



Clinical implications…

• We need to know the patient’s perspective on  the health
situation

Use systematic assessment

methods to elicit individual patient

perspectives

A trusting relationship (encounter) is a 
prerequisite for person-centered care

You as a person is the most important tool



How well does the nurse ”know” the patient?

What possibilities do they have to do 

that?

- Have we organized care in a optimal 

way?

- Do we acknowledge relationship as 

much as doing tasks? 

- Is continuity an important aspect

here?
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Seek agreement on…

• Why do  you seek health care?

• What needs/health problems do you

have?

• What is important? Prioritized?

• What is the goal? What should be 

achieved?

• What do you do? What could we help

you with?

• Care plans showing this
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Two small tips…

• Depart from 

the same 

platform

• Agree on 

where you are

going
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To conclude…

• Knowledge about patients’ basic

assumptions and preferences for 

participation has great value for RNs

• RNs need to use structured methods for 

eliciting perspective

• RNs need to find ways of involving

patients in decision-making in nursing

The most appropriate way of knowing a specific

patient’s preferences for participation, and 

perspective on own health, is through direct

assessment and interaction with the patient



Patient participation is almost a 

question of infrastrucure?

Right tools?

Person-centered care

Shared decision-making

Not just tools – more profound than that



Thank you for the 

attention!

jfl@du.se







COMPLIANCE versus NONCOMPLIANCE




