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Patients for Patient Safety (PFPS) 

• An approach to empower and capacity 
build patients and families as informed 
and knowledgeable health-care partners 

• A platform to bring the patient voice to 
health care 

• A mechanism to facilitate and foster 
collaborations   - patients, families, 
communities, health-care providers and 
policy-makers 



Inaugural Patients for Patient Safety meeting London 2005 



Roles of WHO in patient, family and community engagement  

PFPS Network Strengthen capacity, 
communication, advocacy 

Policy-makers Collaborate with WHO, national, 
international organisations 

Academic 
institutions 

Create and share knowledge 
through research, education and 

training 

Health-care 
providers 

Facilitate patient-engagement at 
hospitals and health-care facilities 

Civil society and 
NGOs 

Collaborate with NGOs and 
professional organisations 

WHO HQ 



Patient For Patient Safety Champions 
 

Mother and Newborn Safer Care Tool 
• Consumer – Led research   
• For consumers by consumers 
• Empowering mothers and their 

families in the first 7 days following 
childbirth 

Millennium Development Goal: Maternal 
and Child Health 

Safe Surgery Checklist 
Patient involvement in safety in surgery 
WHO Global Challenge 



Patients for Patient Safety Champions 

• WHO Regional & In-country Workshops 
 

• WHO Global Challenges  
– Clean Care is Safer Care  
– Safe Surgery 

• WHO programs and initiatives 
– Multi-professional patient safety curriculum guide  
– Radiation Risk Communication in Pediatric Imaging  
– International Agency for Atomic Energy Radiation Protection in 

Medicine 
 

• The World Innovation Summit for Health (WISH) 
• International Society for Quality in Healthcare (ISQua) 

 
 





Consumer – led planning & design 
• Safety and Quality highest level 
• Developed TOR’s 
• Work Plan 
• Built meeting and reporting structure with relational committees 
• Resourced – secretariat, remuneration 
• Regular Communique 
• Planned conferences – Open Disclosure, Aust S & Q conferences 
• Radiotherapy underdosing of 862 patients – plain english website, letters, 

consumer outcomes 
• Designed Parallel Public Hospital Inpatient Patient Safety Culture Survey to 

Staff Survey    
 

 
 



User Led Design 
4207 inpatients 
400 yes – adverse event occurred 
125 – yes, event almost ocurred  

.Wrong medication given 130 

.Medication/treatment was not given   
  even though it had been ordered 57 
.Wrong procedure performed 26 
.Wrong diagnosis 12 
.Adverse effects meds/ treatment 75 
.Infection – surgery/hospital stay 30 
.Injury – (eg. Fall) result of stay 46 
.case notes, treatment details or test 
  results lost or overlooked 27 
.Unnecessary surgery, procedure or     
  treatment 14 
.Requested diet not given 11 
.Problems with intravenous access/fluid    
 delivery 22 
.Uncontrolled pain after procedure 29 

 

 



525 patients  
experienced an adverse event 

• Nothing, did not report  197  37.4   
• Questioned health care professional involved at time of 

incident  177  33.7   
• Reported to health care professional in charge of 

ward/area  98  18.7   
• Reported to uninvolved health professional  22  4.3 

  
• Spoke to the patient advisory service about making a 

complaint  11  2.1   
• Reported to the hospital  7  1.3   
• Spoke to own GP about it  15  2.9   

 



Acta Paedatr Oct 2014 

 
 
Master of Clinical Science by Research 



Dr Karen Luxford 2014 

• BMJ article cover 
• Add ISH logo 

14 



Health services rising 
to the Challenge  

 



Sign Up to The 
Challenge! 

Dr Karen Luxford 2014 16 

 



 

Dr Karen Luxford 2015 17 

NSW Health services rising to the Challenge  



Vulnerable 

Reactive 

Compliance driven 

Proactive 

Resilient Increasingly 
Informed 

Increasing  
Trust & Accountability 

Organisational Development 
Maturity Model 
(Hudson 2003) 

Copyright:  S Newell 



Vulnerable 

Reactive 

Compliance driven 

Proactive 

Resilient Partnership 
Patient  included in own care 

 Consumers included in 
systems  

  
Trust & Accountability 

 Safety of patients 
Patient-centred Care 

Organisational Patient Safety 
Culture Maturity Model 

(adapted from Hudson, 2003) Copyright:  S Newell 



 Vulnerable 
Organisation 
 
• Doesn’t understand  
     safety and quality 
• Who cares as long as were not 

caught 
• Patient Safety is a problem 

caused by people 
• “Talk to the hand” attitude 
• Shoots the messenger 

 
(adapted from Hudson, 2003) 

 Patients, Carers & Families 
 
• No support, no answers 
• No information 
• No feedback 
• Not included in own care 
• No inclusion in being part of 

the solution 
• Disempowered 

 
Consumers 
• Not included in governance 

mechanisms 
• Feedback not sought  
 
                                                           Copyright:  S Newell 

 



Reactive  

Organisation 
 
• Says Patient Safety is important 
• “Yes, we have to do something   

about that” 
• “Of course we have incidents and 

accidents - its  a dangerous 
business” 

• “We do a lot every time we have 
an adverse event or error” 

• “Sack the idiot who made the    
        error” 
 
 
(adapted from Hudson, 2003) 

Patients  
• Views not encouraged or used to 

inform changes 
• Passive - Not involved in own 

care  
• Not advised of changes made to 

address the error  
• No acknowledgement 

 
 

Consumers 
• Token  
• Limited by the organisation 
• No supports 

 
 
 

 
 



       Compliance Driven 
Organisation 
 
 
 
 
 

• We have systems in place to 
manage all areas of patient safety 
 

• Plenty of data and statistics 
 

• Accreditation 
 

• Management focus on economic 
cost 

•   
• Patient Safety issues and Patient-

centred care not identified fully 
by workforce 
 

• Consumers are not seen as equal 
‘partners’  
 
 
 
 

 
 

    

Patients 
 
• Informed of Rights & 

Responsibilities 
• Complete Surveys  
• Formal Complaint  
      acknowledged  
• Standard is the maximum 

 
Consumers 
• Consumer groups in isolation 
• Committee involvement limited 
• Consumer groups see some data 

 
 
 
 



Proactive 
Organisation 
 
• We understand and are 

continuously and chronically 
aware of safety 

• We identify and put solutions in 
place 

• Patient partnership is the priority 
that informs finance and 
resources  

• Workforce “owns” patient safety, 
patient-centred care and 
partnering with patients and 
consumers in roles of equal 
partnership  

 
(adapted from Hudson, 2003) 

 

Patients & Consumers 
• Outcomes important to patients 
• Views and experiential knowledge 

actively sought and included for change 
• Actively involved in research 
• User led healthcare planning and design 
• Consumer Reporting of incidents and 

near misses 
• Incident Investigations 
• Governance at all levels 
• Policy, Procedures & Guidelines 
• Patients as teachers 
• Accreditation 
• Staff selection and performance reviews 
• Recognition, reward and reimbursement 
• Design and measurement and evaluation 

of all dimensions of care 
 
 
 
 



 

“People involved in our care did not do 

everything they could have to assist my son” 



 

“I needed to have someone really truly listen to 

my concerns….” 



 

“… and the fact that I could see where the gaps 

were as well…” 



 
 
“ …I didn’t want this to happen to anyone else..” 



 
 

“ …  I wanted to see those changes happen, 

        I wanted to be part of those changes….” 



 

“ To know that those changes are making a  

   difference to other peoples lives….” 



 

“ …and to know how systems were occurring 

   and ensure those systems worked optimally    

   for people” 





Global Patient and Family Engagement 

  
 

WHO and the Patient Care Program of the Gordon and Betty Moore 
Foundation collaborate to develop the WHO Framework on Patient 
and Family Engagement: 
 
 guide and facilitate meaningful engagement 
 respond to WHO Global Policy on: 

• Universal Health Coverage (UHC) 
• UHC: Quality and Safety 
• People-Centred and Integrated Health Services 



Consumer Led Healthcare 
 

• User led design 
• Consumer Leaders 
• Appropriate 
• Safe 
• Transparent 
• Seamless 
• Future oriented 
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