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Policy background

Patients should become active partners 

in improving the safety, quality and 

efficiency of health service delivery

Patients are increasingly recognised as 

‘experts’ in their own illnesses and care, 

able to usefully participate in recognising 

and averting errors, near misses and 

adverse events

Increasing emphasis on patient choice, 

individual responsibility, shared decision-

making, partnership and agency 



Patients’ voices in management of acute illness:  

Avoidable harm (and in some cases, 

death) results from delays in 

recognition, referral and 

management of severe illness 

(NPSA 2007, NCEPOD 2005, 2012)

Many patients / partners raise alerts 

which are not attended to (Sands 

2012, Kirkup 2015, DoH 2013, 

MBRACE 2015)

These adverse outcomes carry 

potential for both short and long 

term harm (Lobel & DeLuca 2007; 

Furuta et al 2012) 
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King’s patient safety research programme 2008 

- 2012

Programme: funded by UK National Institute for Health Research

Focus on implementation of service and technological innovations in 
healthcare and impact on quality of care and patient safety  

Research priority identified at international level – to develop and test 
safety solutions and actions from a theoretical base (Ovretveit 2007)

Project: Two year ethnographic study examining care of acutely ill 
patients in medical and maternity settings

▪ 2 inner city acute hospital providers

▪ 270 hrs observation, staff interviews (79),  document review  

▪ patients’ (30) and relatives’ (11) interviews

One aim: to identify factors that influence patients’, families and staff’s 

ability to contribute to the management of complications. 



‘This lady earlier on in the day shift had said to one of the 

nurses, ‘I don’t know what’s wrong but I just don’t feel very 

good, I just don’t feel quite right.’ They checked everything, 

but she wasn’t scoring on the early warning chart. Then 

[half an hour later] she started to get clammy and cold and 

sweaty’ (Health care assistant)

One woman] woke up at 4 o’clock in the morning and said 

to the midwife, ‘ I really feel unwell, I feel terrible’. The 

midwife fortunately took her sensibly and put her on the 

monitor, and there was this catastrophic terminal CTG and 

the woman was very ill, and she just knew’ (Obstetrician)
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‘You get a ward card and there’s a help number on it so you 

ring the ward. The response is: ‘Well we can’t help you, 

there’s no doctors on the ward.’ [Daughter of Ellen]

‘They wanted to know why they should take me seriously. I 

felt this in every interaction with them on the phone. I did not 

feel like I was being eagerly listened to, I felt like I was trying 

to break into a bank … almost carry off a kind of heist. 

[husband of Pauline]

Complex systems and gaps in care
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6
Key findings

• Most patients were informed

and engaged in self monitoring 

and asked for help 

• Patients’ confidence and ability 

to contribute influenced by 

nature of illness, age, 

experience of health system, 

models of care

• Patients’ concerns about 

overloading the system, 

upsetting staff and the potential 

for consequential compromise 

to care

• Variable response from staff



Vulnerabilities

Some perceived attributes make it even harder to be 

taken seriously 

Ethnic minority backgrounds

Level of education

Stigma, ‘difficult patient status’ such as mental health or 

substance abuse use, 

Ability to speak English

Being alone
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Evidence base of interventions to aid patient / 

family involvement? Page 8

Involvement in escalation of care is 

defined as

• recognising signs and symptoms of 

acute deterioration and seeking 

professional help

• speaking up about concerns about 

timeliness or appropriateness of care 

received for acute deterioration 

(diagnosis, treatment and 

management) 

Includes help seeking in community and 

hospital settings

Low and high resource countries



Potential solutions – digital interventions for 

changing power relations? Page 9

Will they increase 

access and reduce 

power differences?

Reduce inequalities?

Digital divides?



Solutions - joint patient and family interventions?Page 10

Early testing of team 

training shows feasibility

Shared decision making 

interventions targeting 

patients and healthcare 

professionals together 

show more promise than 

those targeting only one 

or the other



Potential solutions - continuity of care Page 11

Midwife-led continuity models 

versus other models of care for 

childbearing women (Review) 

Sandall et al 2016

• Mechanisms of action –

easier for women to raise 

serious safety concerns 

when they know midwives 

and how to contact them?

• Women and families feel 

safer?

• Coordination and care 

navigation role acts as 

safety net in complex 

system?



Potential solutions - Patient and family 

initiated rapid response 

Albutt et al 2016 Systematic review

• Few studies designed to establish 

clinical effectiveness 

• Few studies defined what were the 

important components of the 

interventions

• Communication failure most common 

reason used for activation

• Activating a RRT appropriate or cost-

effective method of resolving 

concerns that are non- life-

threatening?



Conclusions and questions

Patients and their partners do speak up in acute emergency situations.

Attention needs to be paid to how services are organised, in order to 

facilitate listening and response by staff in safety-promoting ways. 

Questions:

•What elements at system level are needed to enable staff 

responsiveness to patient concerns? What are the barriers?

•Is patient involvement in acute settings a right or a burden? 

•What potential digital interventions can aid self-surveillance and self-

diagnosis? How might they address power differences? 



nicola.mackintosh@kcl.ac.uk

twitter@NicolaMackintos

Jane.sandall@kcl.ac.uk

twitter@SandallJane

http://www.kcl.ac.uk/lsm/research/divisions/wh/groups/

maternalhealth/index.aspx

Contact details Page 14

mailto:nicola.mackintosh@kcl.ac.uk
mailto:Jane.sandall@kcl.ac.uk
http://www.kcl.ac.uk/lsm/research/divisions/wh/groups/maternalhealth/index.aspx

