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Patients for Patient Safety (PFPS)

ÅAn approach to empower and build 
capacity for patients and families as 
informed and knowledgeable health-care 
partners

ÅA platform to bring the patient voice to 
health care

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

Engaging for patient safety remains a key priority



Countries in AFRO:

Ethiopia
Ghana
Kenya
Malawi
Uganda
Zambia

Countries in 
AMRO/PAHO:

Argentina
Canada
Chile
Columbia
Costa Rica
Ecuador
Mexico
Panama
Paraguay
Peru
USA

Countries in 
EMRO:

Egypt
Jordan 
Lebanon 
Morocco 
Pakistan
Sudan
Yemen

Countries in EURO:

Croatia,
Denmark
France
Germany,
Greece
Ireland
Israel
Italy

Countries in 
SEARO:

India
Indonesia
Maldives 
Nepal 
Sri Lanka 
Thailand

Countries in 
WPRO:

Australia
China
New Zealand
Malaysia

Lithuania 
Norway
Poland,
Russia
Slovenia 
Spain
Turkey 
UK
Ukraine

Global Impact

Credits: F Pocklington

Over 400 PFPS champions in 54 countries

9 national network of patient advocates

13 Capacity development workshops for health professionals in past two years



The Story of Lewis Blackman

ʳLewis, a healthy 15-year-old boy, developed severe pain 

in the upper abdomen while being given NSAIDs and 

opiates in the hospital after surgery.

ʳNurses and residents did not act on his increasing 

instability, which included 24 hours with no urine output 

and four hours with no detectable blood pressure.

ʳFour days after surgery, Lewis died.  Autopsy revealed a 

giant duodenal ulcer, a known side effect of the NSAID 

pain medicine he had been taking. 



Lewis WardlawHaskell Blackman 1985-2000

This was my son









The Family ðAn Underutilized Resource



Why Patient Engagement?

1. The patient crosses the entire healthcare system. The 

patient is the only one with the òbig pictureó of how well 

the system operates for its end users.

2. Patients know themselves and their family members. 

They can help avert harm by using their knowledge.

3. Patients are usually eager to be engaged in their medical 

care. They donõt always know how to ask.

4. The more informed a patient is, the more he can help

improve both his own care and the system in which it 

takes place. Research shows informed patients are less 

anxious and more satisfied.



Response to Lewisõs case

ʳNo one reported Lewisõs death except us

ʳWe rapidly became more knowledgeable about the drug 

than Lewisõs providers 

ʳSeveral months after we reported it to the manufacturer a 

pediatric dose reduction appeared as part of the Toradol

black box warning

ʳOur story raised awareness among other pectus patients; 

rightly so, since most deaths have been from the 

postoperative pain regimen





Contributions families can make to 
patient safety

ʳManaging medicines 

ʳCommunicating between providers

ʳObserving and maintaining records

ʳRaising the alarm for adverse events

ʳReporting medication effects and adverse events

ʳHelping guide improvement in ways that matter to patients



Patient Harm: The Scope of the Problem

ʳNovember 2010 study by Office of Inspector General 

finds that 27% of hospitalized Medicare beneficiaries in 

Oct .2008 experienced adverse events during their 

hospital stays.

ʳNovember 2010 study of ten North Carolina hospitals 

finds 18.1% rate of medical harm, with no change from 

2002 to 2007.

ʳMarch 2011 study of three large tertiary care centers 

finds that 33.2% percent of admitted patients suffered 

medical harm, with many patients experiencing 

multiple events.



The Voice of the Patient



Top three concerns cited by patients

ʳ Dismissal/trivialization of the patient voice 

ʳ Absence of caring attitudes from providers 

ʳ Lack of continuity in care 

* òBuilding A Collective Vision Across the Continuum of Care,ó Planetree

International, Patient-Centered Care CEO Summit, October 23, 2008

PlanetreeFocus Groups*



Listening

ʳWhat is your story?

ʳWhat are your needs?

ʳWhat are your desires?

ʳWhat are your interests?

What matters to you?



If you want to serve, you need to 

begin with the stories.

ñPresident Bill Clinton



"Over the years, I have spoken to many 

people who have lost loved ones to 

medication-related errors. Their stories, 

their quiet dignity and their acceptance of 

situations that should never have arisen 

have moved me deeply. It is to the 

memories of all those who have died due to 

incidents of unsafe care that this Challenge 

should be dedicated.ó

Medication Without Harm - Global Patient Safety Challenge on Medication Safety. Geneva: World Health Organization, 

2017. Licence: CC BY-NC-SA 3.0 IGO  http://www.who.int/ patientsafety/medication-safety/en/

Sir Liam Donaldson

WHO Envoy for Patient Safety



The Silence of the Hospital 

Lessons on supporting patients and staff 

after an adverse event



The Voice That Is Missing

A motherõs journey in patient safety advocacy



How patients advocates (champions) are engaged

Susan Sheridan (USA) - now 
Director of Patient 
Engagement in a big 
organization dedicated to 
promoting patient-centred
care. 

Margaret Murphy (Ireland) 
External lead - WHO PFPS
Member of the Irish Medical 

Council(regulatory body) for 
the 2013-2018 period

Robinah Kaitiritimba 
(Uganda) ςleads an NGO to 
advocate for the rights and 
responsibilities of patients, 
spearheading the 
development of the Patient 
Rights Charter

Hussain Jafri ( Pakistan)-
ŦƻǳƴŘŜŘ !ƭȊƘŜƛƳŜǊΩǎ 
Pakistan in 1999 as a result 
of his experiences as a care-
giver for his grandfather 
ǿƛǘƘ !ƭȊƘŜƛƳŜǊΩǎ 5ƛǎŜŀǎŜ



ʳ Patients fear complaining, being seen as difficult

ʳ Patients feel powerless for many reasons (sick, scared, 
social status)

ʳ Patients do not always take their own problems 
seriously enough

ʳ Patients are unsure about basics of the health system 
or what their opportunities for involvement are

Source: Diagnostic Error in Medicine conference 2012, 
Patient Panel

Issues for Patients



õ Overconfidence in the benefit of medical treatments and 

minimizing of potential harms

õ Dismissal of patient deterioration as anxiety

õ òLabelingó of patients with difficult diagnoses: psychiatric, 

alcoholic, drug-seeking

õ Certain drugs, procedures, and errors

õ Weekend care

õ A sense of abandonment

Patterns in Patient Stories



ü90% of reported events were in hospitals.

üMost complications were postoperative.

üThe most common complication was infection.

üDoctors were implicated in nearly every case; 
nurses in about half; other personnel much less 
frequently.

üThe most common problem in medical treatment 
was delay:

- Delay in diagnosis or treatment

- Failure to rescue

Survey of Medical Error Victims




