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Patients for Patient Safety (PFPS)

• An approach to empower and build 
capacity for 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

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

■ Lewis, a healthy 15-year-old boy, developed severe pain 

in the upper abdomen while being given NSAIDs and 

opiates in the hospital after surgery.

■ Nurses 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.

■ Four 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 Wardlaw Haskell Blackman 1985-2000

This was my son









The Family – An Underutilized Resource



Why Patient Engagement?

1. The patient crosses the entire healthcare system. The 

patient is the only one with the “big picture” 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 don’t 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 Lewis’s case

■ No one reported Lewis’s death except us

■ We rapidly became more knowledgeable about the drug 

than Lewis’s providers 

■ Several months after we reported it to the manufacturer a 

pediatric dose reduction appeared as part of the Toradol

black box warning

■ Our 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

■ Managing medicines 

■ Communicating between providers

■ Observing and maintaining records

■ Raising the alarm for adverse events

■ Reporting medication effects and adverse events

■ Helping guide improvement in ways that matter to patients



Patient Harm: The Scope of the Problem

■ November 2010 study by Office of Inspector General 

finds that 27% of hospitalized Medicare beneficiaries in 

Oct .2008 experienced adverse events during their 

hospital stays.

■ November 2010 study of ten North Carolina hospitals 

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

2002 to 2007.

■ March 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

■ Dismissal/trivialization of the patient voice 

■ Absence of caring attitudes from providers 

■ Lack of continuity in care 

* “Building A Collective Vision Across the Continuum of Care,” Planetree

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

Planetree Focus Groups*



Listening

■ What is your story?

■ What are your needs?

■ What are your desires?

■ What are your interests?

What matters to you?



If you want to serve, you need to 

begin with the stories.

—President 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.”

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 mother’s 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) – leads an NGO to 
advocate for the rights and 
responsibilities of patients, 
spearheading the 
development of the Patient 
Rights Charter

Hussain Jafri ( Pakistan)-
founded Alzheimer’s 
Pakistan in 1999 as a result 
of his experiences as a care-
giver for his grandfather 
with Alzheimer’s Disease



■ Patients fear complaining, being seen as difficult

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

■ Patients do not always take their own problems 
seriously enough

■ 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



 Overconfidence in the benefit of medical treatments and 

minimizing of potential harms

 Dismissal of patient deterioration as anxiety

 “Labeling” of patients with difficult diagnoses: psychiatric, 

alcoholic, drug-seeking

 Certain drugs, procedures, and errors

 Weekend care

 A sense of abandonment

Patterns in Patient Stories



➢ 90% of reported events were in hospitals.

➢ Most complications were postoperative.

➢ The most common complication was infection.

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

➢ The most common problem in medical treatment 
was delay:

- Delay in diagnosis or treatment

- Failure to rescue

Survey of Medical Error Victims





Basch E JNCI 2009, NEJM 2010

■ Clinicians systematically downgrade 

symptoms compared with patients

■ Patient adverse symptom reports correlate 

better with functional status than clinician 

reports do

Patient reporting yields different results 
from doctor-reported outcomes



…and also reveals errors and near 
misses  not otherwise recorded.

Khan A et al JAMA Pediatrics 2016

■ 21 parents reported 23 medical errors in a children’s 

hospital; 10 (43%) were not documented in the medical 

record

Weissman J et al Annals Internal Medicine 2008

■ Patients from 16 Boston hospitals reported 229 adverse 

events; 23% were not recorded in the medical record, 

including 12 of 32 (37.5%) serious, preventable in-hospital 

events





The plural of anecdote is data.

-Raymond Wolfinger



The Centrality of Communication



Communication Failures

Joint Commission. (2011). Sentinel Event Statistics Data - Root Causes 

by Event Type (2004 - Third Quarter 2011).
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Parent-Reported Miscommunications*

*406 parents

42%

27%

16%

21%

Conflicting information

Delayed information

Not directly spoken to by

physician team

Upset by manner of

communication
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Shared Understanding

■ Whether people are on the 

same page

■ Needed for safety

■ Hospitalized adults and their 

doctors disagreed about:

– Primary diagnosis:  36% 

– Medication changes: 54%
Leonard et al., Qual Saf Health Care, 2004.

Mathieu et al., J Appl Psychol, 2000.

Haig et al., Jt Comm J Qual Patient Saf, 

2006.

Jonker et al., 2011.

O’Leary et al., Mayo Clin Proc, 2010.
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Shared Understanding

Khan, Rogers, Forster, et al. Hosp Pediatr. 2016.

■ 45% of pairs lacked shared understanding overall

■ 33% lacked understanding for reason for admission

• Particularly for patients with longer length of stay, 

more complex plans, and less educated parents

• Parents and residents overestimated shared 

understanding (86% of parents and 73% of residents 

said they had shared understanding)

36



FAMILY CHECKLIST FOR ROUNDS

■ TELL the team how your child is doing today

■ SHARE any changes you see or concerns you have 

about your child

■ ASK questions you have

■ CONFIRM the plan with the team

At the end of rounds, do you know: 

■ the plan of care for today? 

■ the signs your child is getting better or worse? 

■ the things you need to do for your child today? 

■ who to talk to if you have questions or concerns? 

Family-Centered I-PASS Rounds



The Evolving View of the Patient Role



Roadmap to Patient Engagement

Gordon & Betty Moore Foundation



U.S. Institute of Medicine



➢ Patient-centered care

➢ Patient engagement

➢ Co-production



Patient-centered—providing care that is 

respectful of and responsive to individual 

patient preferences, needs, and values and 

ensuring that patient values guide all clinical 

decisions.

- Crossing the Quality Chasm, 2001



Healthcare that is:

– Safe

– Effective

– Patient-centered

– Timely

– Efficient

– Equitable

Crossing the Quality Chasm –
Six aims for healthcare improvement



Shared decision making
■ Shared decision making occurs when health care providers and 

patients work together to decide the best way to test for and 

treat health problems.

■ Even patients who prefer that the doctor make decisions for 

them usually want to learn and discuss the options.

■ Decision aids are available online. One source is the Ottawa 

Hospital Research Institute.

https://decisionaid.ohri.ca/index.html



When patients engage in shared decision 
making they…

■ Learn about their health and understand their health 

conditions.

■ Have the information and tools needed to evaluate their 

options.

■ Collaborate with their health care team to make a decision right 

for them.

■ Are more likely to follow through on their decision.

https://www.healthit.gov/sites/default/files/nlc_shared_decision_making_fact_sheet.pdf



■ Experience

– How many times has the procedure been performed in this 

facility? 

– By this doctor?

■ Outcomes/complication rates

– In the country

– In this institution

– For this doctor

■ How this relates to the patient

– Patient’s condition

– Patient’s life situation

– Patient’s expectations

Other information that is important to patients



Patient engagement as a quality 
measure?

■ All publicly reported statistical ratings in the US are based on 

data made available by state or federal government.

■ Consumer sites like Yelp (best known for restaurant ratings) 

post written reviews, which tend to focus on the personal 

behavior of health care providers. 

■ Two separate studies have shown high correlation between Yelp 

ratings and federal Hospital Compare quality ratings.



■ Navigating the system

■ Managing the hierarchy

■ Keeping a record

■ Danger signs

■ Patient-specific information

■ The reasoning behind patient treatments

■ What could go wrong

■ What to do in an emergency

Patient Tools and Information
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The Guide to Patient and Family Engagement

The	Guide	to	Patient	and	Family	Engagement	in	Hospital	Quality	and	Safety	(the	Guide)	is	an	evidence-based	resource	

that	hospitals	can	use	to	develop	effective	partnerships	with	patients	and	family	members,	with	the	ultimate	goal	of	

improving	hospital	quality	and	safety.	The	Guide	was	developed	for	the	Agency	for	Healthcare	Research	and	Quality	

(AHRQ),	in	the	U.S.	Department	of	Health	and	Human	Services,	by	a	collaboration	of	partners	with	experience	in	and	

commitment	to	patient	and	family	engagement,	hospital	quality,	and	safety.	Led	by	the	American	Institutes	for	

Research	(AIR),	the	team	included	the	Institute	for	Patient	and	Family-Centered	Care	(IPFCC),	Consumers	Advancing	

Patient	Safety	(CAPS),	the	Joint	Commission,	and	the	Health	Research	and	Educational	Trust	(HRET).	Other	

organizations	contributing	to	the	project	included	Planetree,	the	Maryland	Patient	Safety	Center	(MPSC),	St.	

Barnabus	Health	Care,	Emory	University,	and	Aurora	Health	Care.	
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· 1-page	document	that	provides	an	overview	of	the	Guide.	

How to Use the Guide to Patient and 

Family Engagement 
· Outlines	steps	to	help	hospitals	begin	using	the	strategies	and	tools	in	

the	Guide.	Accompanied	by	a	PowerPoint	presentation	to	help	get	
senior	hospital	leadership	“on	board.”	

How Patient and Family Engagement 

Benefits Your Hospital 
· Explains	the	importance	of	patient	and	family	engagement.	

Supporting Patient and Family 

Engagement: Best Practices for 

Hospital Leaders 

· Explains	what	senior	hospital	leaders	can	do	to	promote	and	support	
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Strategy 1: Working With Patients and 

Families as Advisors 
· Implementation	handbook	accompanied	by	14	tools	in	four	topic	areas:	
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advisor	training,	and	health	care	professional	training.	

Strategy 2: Working With Patients and 

Families at the Bedside: 

Communicating to Improve Quality 

· Implementation	handbook	accompanied	by	six	tools	(patient	and	family	
tools	and	clinician	training)	designed	to	promote	better	communication	
during	the	hospital	stay.	

Strategy 3: Working With Patients and 

Families at the Bedside: Nurse Bedside 

Change of Shift Report 

· Implementation	handbook	accompanied	by	three	tools	(patient	and	
family	tools	and	clinician	training)	designed	to	help	hospitals	implement	
bedside	shift	report.	Includes	a	staff	training	video.	

Strategy 4: Working With Patients and 

Families at the Bedside: IDEAL 

Discharge Planning 

· Implementation	handbook	accompanied	by	five	tools	(patient	and	
family	tools	and	clinician	training)	to	help	hospitals	encourage	patient	
and	family	engagement	around	discharge.	
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AHRQ Guide to Improving Patient Safety in Primary Care 

Settings by Engaging Patients and Families





Patient Access to Their Medical Records

■ Open Notes: Giving patients access to the notes written by their primary 

care doctors

■ Patient portals: Required by law, usually includes computer access to 

appointment summaries, prescriptions, and laboratory test results. 

■ Intensive care dashboard: Piloted at Massachusetts General Hospital. 

Allows messaging with medical team and includes access to information 

about the medical team, medications, and the patient’s condition. 

99% of surveyed patients have expressed satisfaction with the Open Notes 

program, and 90% indicated they would like to have similar access to their 

hospital records. Presently most patients must pay to get a copy of their 

medical records and wait up to 30 days to receive them.

http://www.myopennotes.org/



➢ Patient activated rapid 
response

➢ Continuous monitoring

➢ Electronic medical records

➢ Situational awareness

➢ Roving nurses

Failure to Rescue - Making 
Minutes Matter



Patient advisory councils should be primarily 

focused on patient safety and quality. Patients are in 

a unique position to advise on this.

The specific aims of the patient advisory council 

should be the ways in which improvement can best 

be achieved in that particular facility. 

Patient Advisory Councils For 
Safety And Quality



■ Advising on start-up and implementation of rapid 

response teams.

■ Advising on implementation of patient and family 

rounds.

■ Advising on ways to improve transitions in care, which 

are almost by definition experienced by patients and 

not by their healthcare providers.

■ Serving on root cause analysis committees and 

serving as a liaison to patients who have been 

harmed.

Some roles for patient councils



Creating a Learning System



The Patient is 
Part of 

Improving the 
System

The 
Patient is 

Part of 
the Team

The 
Patient is 

Well-
informed

THE PATIENT 

AS PARTNER



In a learning system, patient   and system 
learn from each other

Before the 
patient enters 

the system

While the 
patient is in 
the system

If a patient is 
harmed

Patients in 
quality 

improvement

➢ Shared decision-making

➢ Safety and quality information

➢ Preparing for medical care

➢ Learning to navigate the system

➢ Family-centered rounds

➢ Bedside change of shift

➢ Access to medical records

➢ Patient-activated rapid response

➢ Rapid investigation of safety events

➢ Disclosure and apology

➢ Medical, emotional, and financial aid

➢ Recommendations for change

➢ Patient & family advisory councils

➢ Patients on event reviews

➢ Safety and quality committees

➢ Incident reporting



Root Cause Analysis

Root cause analysis is a process for identifying the basic 
or causal factors that underlie variation in performance, 
including the occurrence or possible occurrence of a 
sentinel event. 

A root cause analysis focuses primarily on systems and 
processes, not individual performance.



■ The questions asked of the investigation tend to be too 
narrow.

■ Findings are seldom collected, analyzed, and 
disseminated in an effective way.

■ Recommendations are often limited.

■ Recommendations are not usually followed up on.

■ Patient input is rarely sought.

The Problem with Root Cause Analysis

Wu  AW, Pham  JC, and P Pronovost 2008.  Root cause analysis: Are we looking for keys under the 

lamp post? National Patient Safety Foundation Focus on Patient Safety 11(4): 3-5. 



Anyone who is involved in the problem should be 

involved in developing the solution.

Chris Hart 

US National Transportation Safety Board

“…the very first step is raising your hand and 
saying, I just don't understand.”

Steven Spear

MIT Sloan School of Management 

Words to Live By: Inclusion and Humility



The patient and family are

➢ the only continuous thread in the patient’s care

➢ more interested than anyone in finding out the 

truth

➢ one of your most important sources of 

information on safety and quality

Learning from Mistakes - Together



“Putting the patient first—

empowering patients to 

do everything they can 

for themselves and 

getting better results—is 

the best guarantee of a 

sustainable healthcare 

delivery system.”

-Don Berwick
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Thank You



Helen Haskell

Haskell.helen@gmail.com

+1 (803) 312-4390

mailto:Haskell.helen@gmail.com

