Partnering with Patients for Improved
Diagnosis

“What Ifs”

Susan Sheridan, MIM, MBA, DHL
Director, Patient Engagement
Society to Improve Diagnosis in Medicine (SIDM)

SOCIET Y
IMPROVE
DIAGNOSIS
MEDICINE




Impact of Diagnostic Error
National Academy of Medicine (NAM)

_ _ IMPROVING
Diagnostic errors affect more DIAGNOSIS IN

than 12 million adults in L m HEALTH CARE
outpatient settings each year hd

40,000-80,000 die each year
from diagnostic failures in
U.S. hospitals alone.

Every 9 minutes someone in
a US hospital dies due to a
medical diagnosis that was
wrong or delayed.
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NAM definition: What is a Diagnhostic
Error?

The failure to:

(a) establish an accurate and timely explanation of the
patient’s health problem(s)

or

(b) communicate that explanation to the patient
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Diagnostic Errors

According to both studies and claims analyses, diagnostic errors are common, and they can have
serious consequences. Miscommunication is a common issue, but often not the only one. “It’s

a multifactorial problem,” says Gail M. Horvath, MSN, RN, CNOR, CRCST, patient safety analyst
and consultant, ECRI Institute. “Diagnostic errors are the result of cognitive, systemic, or a

combination of cognitive and systemic factors.”

Diagnostic errors are also challenging to measure and learn from because they often go undetected
until after the patient leaves the hospital or emergency department (ED). Healthcare organizations
should capture data on diagnostic errors and near misses. Sources may include the event-reporting
system, malpractice and payment claims, patient complaints, patient surveys, autopsies, and
record reviews. The organization can then make changes to address gaps. Discussing the topic

in multiple forums, such as grand rounds and debriefings, can support ongoing analysis and

learning for clinicians.

MARCH 2018
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A Focused Effort Was Needed: SIDM
Society to Improve Diagnosis in Medicine

VISION

Creating a world where no patients are harmed by
diagnostic error.

MISSION

SIDM catalyzes and leads change to improve diagnosis
and eliminate harm, in partnership with patients, their
families, the healthcare community and every interested
stakeholder.
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Strategic Priorities

Make improving diagnosis a strategic priority for
healthcare.

Advance research on diagnostic accuracy and error.

Transform professional medical education and develop
new leaders.

Improve 2:Zgrusuc PErformance mreurent clinical
Y
gractice.

Engaye cad intearate patients and their f2:iiies and all
diagnostic improvement ‘efforts. "=



National Academy of Medicine’s Diagnostic Process

N oONINT THE WORK SYSTEM
A EGp « Diagnostic Team Members
\V\Qog \WT ERPRETA Tlo;l/r/ Oy « Tasks

- Technologies and Tools

- Organization
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« External Environment

Patient THE

Engages with DIAGNOSTIC Communication
Health Care of the Diagnosis freatment Outcomes

System PROCESS

Patient
Experiences

a Health
Problem

The explanation of The planned path of Patient and

the health problem care based on the System Outcomes
that is communicated  diagnosis Learning from
to the patient diagnostic errors,
near misses, and
accurate, timely
diagnoses
TIME
The National Academies of SOURCE: National Academies of Sciences, Engineering, and Medicine. 2015.
SCIENCES - ENGINEERING - MEDICINE Improving Diagnosis in Health Care. Washington, DC: The National Academies Press.
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Case Study #1 - Cal Sheridan:
Failure to diagnose severity of newborn jaundice resulting in Kernicterus
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Cal’'s Diagnostic Journey - Day 1

Day 1 Parents
Cal born 2 equipped with ATION INTEC
weeks early knowledge from (,Ov‘ TERPRETAT 47/0
and becomes prenatal books W g W oy ““u
jaundice soon and classes. No
after birth mention of Parent Education Brochure -
jaundice % B | “jaundiceis normal and not
) \ . | toworry”
Clinical :
y : History and | Physical ? ‘
Eigs:;:ences :?\gggzs with lnfe:’wew Eme Communication
] . Outcomes

a Health
Problem

Health Care Referral and | Diagnostic
System /1 Consultation | Testing

No bilirubin test or treatment.
Discharged at 33 hours with
suggested 2 week follow up

Nurses noted jaundice
in chart by visual
assessment at 16, 23
and 33 hours (findings
not communicated
with parents)

No bilirubin/jaundice
test.

“Well baby-
no newborn issues”

SOURCE: National Academies of Sciences, Engineering, and Medicine. 2015.
Improving Diagnosis in Health Care. Washington, DC: The National Academies Press.

April 2018 SOCIETY©IMPROVE DIAGNOSIS 9
in MEDICINE



Cal’'s Diagnostic Journey — Day 3
(Outpatient)

Parents report
Daly 3 symptoms to -
Ca hospital. Asked if »
becomes T ATION INTEG Cognitive bias — more concerned about anxiety of first time mothers
first time QOV‘ NTERPRETAT/ 47-/0
more mom.” Told W g\ onv ™
yellow f'"nd sleepiness is
lethargic normal in
newborns.

Patient
Experiences

a Health
Problem

Clinical
History and
Interview

X

Physical

Patient
Exam

Engages with

| / Outcomes

Communication

of the Diagnosis

Referral and | Diagnostic

Health Care /

Parents call Dr. He
shares that he is
“more concerned
about mom”.
Parents take Cal
to Pediatrician

Pediatricia
notes lethargy

April 2018

and increased
yellow color by
visual
assessment.
No bilirubin
test ordered

Consultation | Testing

Antibiotics-
Callin 24 hours

Diagnosis —possible ear infection.
“Symptoms consistent with
lethargy and poor breast feeding”

SOURCE: National Academies of Sciences, Engineering, and Medicine. 2015.
Improving Diagnosis in Health Care. Washington, DC: The National Academies Press.
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Cal’'s Diagnostic Journey — Day 4
(Readmission)

Anchoring - “Kernicterus doesn’t’ happen in the USA anymore”

Day 4 Parents call

Calis hard Pediatrician with ON INT

to symptoms. Encouraged Q AT EG A7,

awaken, to wait 24 hours \\QO& \NTERPRETAT/ON /O/l/ o dat 16 "
floppy and - Il|agnqse a months
“changing Parents take Cal Classic, te’f,tbOOk
before our to Pediatrician’s. kernicterus .due N
eyes” Sent to hospital to AO blood incapability

History and | Physical

Patient : Interview | Exam —
Engages with Communication

Health Care of the Diagnosis

Patient

Experiences
a Health

roblem

Referral and | Diagnostic
Consultation | Testing

Standard Discharged a

phototherapy “well baby”
unable to breast

feed, frequent
startle response
to sounds, posturing

History and Physical:
Wrong blood type documented
for Cal due to resident’s
confusion over nurses notes in
birthing chart.

Blood incompatibility ruled out.

Pediatrician and Neurologist ruled out:

* Structural abnormalities

Bilirubin test: 34.6 mg/dcl-highest * Meningitis

ever recorded at that hospital. Kernicterus never in differential diagnosis
Test repeated twice for accuracy
No referral to NICU

SOURCE: National Academies of Sciences, Engineering, and Medicine. 2015.
Improving Diagnosis in Health Care. Washington, DC: The National Academies Press.

Dr’s. notes:“Opisthotonis and high pitched cry” - requested Neuro consult per parents request
MRI: increased intensity in Globus Pallidus - not communicated to parents
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Where Failures in the Diagnostic Process Occur

Failure of Engagement Failure in Information Gathering Failure to Establish an Explanation for the Health Problem
Failure in Information Integration Failure to Communicate the Explanation
Failure in Information Interpretation

o / THE WORK SYSTEM "
AT _ EGI? » Diagnostic Team Members
\V\Qog \\‘\TERPRETATIO:;T/ 04, « Tasks

. Technologies and Tools

« Organization
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Qema' Environment
Patient THE

Engages with DIAGNOSTIC Communication
Health Care of the Diagnosis

\

Patient
Experiences

2 Health Treatment

Problem

The explanation of The planned path of Patient and

the health problem care based on the System Outcomes
that is communicated  diagnosis Learning from

fo the patient diagnostic errors,

near misses, and
accurate, timely
diagnoses

TIME
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The Work System

Factors contributing to Cal’s diagnostic error

Policies and procedures
Support from central function

Training and education &
Scheduling and bed management &

: i &
Lines of responsibility §
Staff workload f

Supervision and leadership
Management of staff and staffing |
Equipment and materials

Patient factors

Team factors

Individual factors

Task characteristics
Communications systems

Safety culture

External factors

Active failures
mistakes,
slips/lapses and
violations

Annaisuods,,

M‘.ﬂl paan ‘“m'pq”s

Rebecca Lawton,1 Rosemary R C McEachan,2 Sally J Giles,2 Reema Sirriyeh,1
lan S Watt,3 John Wright2 BMJ Qual Saf 2012;21:369e380. doi:10.1136/bmjgs-2011-000443
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THE WORK SYSTEM

+ Diagnostic Team Members

QAWON |NTEC;7
\‘ﬁo‘?‘, \mmpwsunoy/%

“What If's — Engagement

Treal
he planne
e base
—

<~ Hospital pre-admission and discharge information included information on
risk factors, the dangers of severe jaundice, the symptoms to report, to
whom and by when and how to escalate if no action to get an accurate
and safe diagnosis?

<1 had been empowered as a member the “diagnostic team” and that my
concerns and the symptoms that | was reporting had been integrated into
the “information gathering” to help form the diagnosis?

<1 had access to electronic health records (EHRS), including real time
clinical notes and diagnostic testing results, to enable me to participate in
the diagnostic process and review the health records for accuracy?

14 SOCIETY:IMPROVE DIAGNOSIS
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“What If's” — Information Gathering

DIAGNOSTIC

PROCESS

< The nurses had been considered “frontline” diagnostic team
members and were authorized to order or administer a bilirubin
test?

<~ Clinical staff had adhered to hospital policy of delivering newborn care based on
the AAP guidelines on jaundice management — “Measure the total serum bilirubin
(TSB) or transcutaneous bilirubin (TcB) level on infants jaundiced in the first 24
hours”.

< There had been a systematic universal bilirubin/jaundice test done on all newborns
prior to discharge instead of relying on visual assessment?

What if upon readmission:
<> There had been standardized nomenclature to document newborn blood type?
<~ What if there had been adequate supervision and support for the resident?

< The lab technician and radiologist had been part of the “diagnostic team” and had 2
way communication with the treating clinicians and Pat and me?

15 SOCIETYw»IMPROVE DIAGNOSIS
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3/21/2019
“What If's” - Information Integration and Interpretati

WARTION INTEG

GR.
V\‘:—O \NTERPRETATIO‘47'/O/V
>, 4

THE
DIAGNOSTIC
PROCESS

< Clinical reasoning had not been influenced by biases including
the concern about anxiety and first time mothers and the
clinician’s belief that kernicterus had been eradicated and did not
happen any more in newborns in the USA?

<> Young doctors and nurses unfamiliar with the effects of severe
jaundice had been trained on identifying risk factors for severe
jaundice and effective ways to diagnose and treat severe
jaundice?

16 SOCIETYw»IMPROVE DIAGNOSIS
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Turning “What Ifs” into Research, Policy, and
Patient Information (Case Study - P.I.C.K)

Parents of Infants and Children Researchers
With Kernicterus Vinod Bhutani and Lois Johnson
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P.I.C.K. Partnerships with Researchers:
Developing the Evidence

Reqistries: Focus Groups:
Patient donated HRSA funded
data
Comparative Survey:
Research: CDC funded

HCA donated
Data sets of 250,000
neonates
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P.I.C.K. Partnerships with Policy Makers

The National Quality Forum

A
CONSENSUS
REPORT

The Joint Commission

3 nmission on of Healthcare Organizations - Microsoft Internet Explorer i =101 X}
] = [

[+ 908 Qoud Gposts oo | 533308

|t 8] oo gttty i

Tou e

Issue 18, April 2001

Published for Joint
Commission accredited
organizations and
inferested health cre
professionals, Sentinel
Event Alect identifies fhe
‘most frequentiy cccurring
senfivel events, describes
their commonnderiying

causes,

Joint Commission on Accreditation of Healtheare Organizations

Kemicterus threatens healthy newbomns

Kemicterus s a condition of newboms that leads to severely disabling
bram damage o death. I results from hyperbiirubinemia that can be
caused by a mmber of factors. Kermicterus 1s preventable with
techriques currently availzble. Nevertheless, in receat years cases of
Kemmicterus have contimed to be reported. One registry mchudes 30
cases in the Unted States Fom 1984 to the present m whach three of
the newboms cied and ol ofhers sustaned brain damage.| Thisis
probably happerung more than clricians know about," says Sue

foprevent occurrences in

fieftae

Duning the on-site survey of
edited i

Sheridan, spokesperson for the advocacy, educational and support
group PICK, Pareats of Infants and Cheldren with Kermcterus. "Weh
these recess cases, nsk assessments were madequate and unreliable,
and biliubin levels were not measured--or measured in tme.* PICK.
has beea | m drawng attention to the reemergeace of

JCAHO sarveyors assess
the orgaization's
Jamliarity with anduse of
Seatinel Event Alest
information. Grgaizations

il

kemucterus and fts prevention.

Hyperbiirubmnerrsa is characterized by jamdice, and whtle javadice i
the newborn is common, extreme hyperbiirubinennia that causes

of

[ [Qtenet

/i
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Patient and Family Engagement with
AAP Guideline Developers

“In addition to clarifying certain items
in the 2004

AAP guideline, we recommend
universal predischarge bilirubin

screening using total serum bilirubin
(TSB)
or transcutaneous bilirubin (TcB)

measurements~2009)
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P.I.C.K. Partnerships with US Government
Department of Health and Human Services (HHS)

ST | ' did you know that jaundioe
° did you know tha"tijaundice :

National -

can sometimes lead . : Siin doage
Parent [ N -

ito brain d%rsnage
Education v @ LOOK INSIDE!™
d in newborns - 2 >

Campaign . TR
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http://www.amazon.com/gp/reader/0894805770/ref=sib_dp_pt/104-7846005-2549509#reader-link
http://www.amazon.com/gp/reader/0894805770/ref=sib_dp_pt/104-7846005-2549509#reader-link

Case Study #2 - Pat Sheridan:
Failure to communicate a malignant pathology

Test Sctayed: Pat S ictan soed 2 Boise
2000 enough ater birth to detect

lethal medigl mistakes

Care has failed to keep up with technological advances

By fiabert D et e Aty Special  SAmawovad moee

Report Zxzxhs SRS WX s, pet
An overworked e nfaes the NERRIE g PatieTRS 3E grester Fisk.
of thod o 2 paciens. A & To erv > i perhaps the most worrisome
ot devetopoene.

MA weoog Grag w3 childs can be B)‘ hu::szmnm
mw-mum‘ ty muwmm«rmm”m
ore ad Aawiessdy. down the GOCs the SRuaton Create more or pa-

crrors. made by doctors, ourses and hospesd > Shar eration doctor who 5 oversecmg
s the ‘cxh deadng killer Cusd  deveicpenene of 2 compuaer © et
What they Bave docovered Fare aRac Kaser P et —
Pootierrs i he PBealch Care SYSOOTL. Ay Sto 1B Argeroverments mmest be made, he says
il S ExPected 1o be o the Beart of 3 Y. “Theve 5 3 mocal Emperatee stous &~
Drw Entiuce report in the et fow montde > Talk live Ve st cehers e Soloweg the techoo-
chem: at 1 p.m. Stxcoess of the Afskes Do
= Too sy Sougs aod creat- ! e Wasrgnon, D.C-. where plysiaons
s e Godiors S0 ey Bmind 3 ey 3t talk. 35365000 Ehae scans Dae
ush feom patens e Soges o patent 2 s,
- ‘o eroee wodk s phar.  Usatoday ¥ 3 Goctor I aboue € maske a T
IS and Chone
Carty of seduce thew S5 15 Save MOOCY. Please see COVER STORY next page >
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Pat’s Diagnostic Journey

Pat has Pat and Sue unaware
severe of fragmented 6 month delay in diagnosis.
healthcare system. i
neFk A y S ATION INTE /‘)47 “Benign tumor.” Tumor penetrated splnal cord.
pain. ssumes \\“0& \NTERPRETATION /O/V Follow up with After 5 more surgeries, chemo
coordination and iati i
:(:,ZI;S IiDnr. o referring doctor 2ggzrad|at|on Pat died on March 8,
Idaho between all involved in Idaho for
‘ removal of
| stitches
Clinical ;
Patient Patient Hlstory andi]Fhysical rjr_ir‘
Experiences | Engages with hiftaiadl| B2 ( Communication
a Hle;?lfh Health Care Referral and | Diagnostic of the Diagnosis
Problem System Consultation | Testing

No treatment.

MRI - Idaho

Mass in cervical spine
Referred to Neurosurgeon in

Arizona

Surgery/Pathology-Arizona
“Atypical spindle cell neoplasm
Final diagnosis pending”

“Consistent with benign Schwannoma”

Final Pathology (23 days later):

Malignant spindle cell neoplasm

Failed to get communicated to

Neurosurgeon, referring doctor or Pat and Sue

SOURCE: National Academies of Sciences, Engineering, and Medicine. 2015.
Improving Diagnosis in Health Care. Washington, DC: The National Academies Press.
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The Work System
Factors contributing to Pat’s diagnostic error

Policies and procedures

Support from central function
Training and education
Scheduling and bed management
Lines of responsibility

Staff workload

Supervision and leadership
Management of staff and staffing lev
Equipment and materials

Patient factors

Team factors

Individual factors

Task characteristics
Communications systems

Safety culture

External factors

Active failures

mistakes,
slips/lapses and
violations

M.m poan Wunp..,,s

Rebecca Lawton,1 Rosemary R C McEachan,2 Sally J Giles,2 Reema Sirriyeh,1
lan S Watt,3 John Wright2 BMJ Qual Saf 2012;21:369e380. doi:10.1136/bmjgs-2011-000443

April 2018
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“What ifs” — Communication of Diagnosis

Communication
of the Diagnosis

““e explanation of =~ _# The
M e care
that is communicated diag

to the patient

* The pathologist had been part of the “diagnostic team” and played a
central role in the diagnostic process and had 2 way communication with

the treating clinicians? (Remove the “wall” separating pathologists from
treating clinicians)

* The referring physician and | had access to electronic health records
(EHRS), including real time clinical notes and diagnostic testing results,
to enable us to participate in the diagnostic process and review the
health records for accuracy?
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« Patients and family members were part of
the diagnostic team?

« Patients and family members were
embedded in the infrastructure of your
organization as partners in governance,
policy and diagnostic improvement efforts?

SOCIETYw© IMPROVE DIAGNOSIS
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Health Research & Educational Trust (HRET)
Change Package to Improve Diagnosis in Medicine

IMPROVINGE
DIAGNOSIS ¢

TIC ERROR CHANGE PACKAGE

http://www.hret-hiin.org/topics/diagnostic error.shtml
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Driver Diagram (v. 2.0)

Effective Teamwork Diagnostic teams include diverse health care disciplines and patients
and families

Diagnostic teams model PFE and culture of safety principles
and practices

Reliable D iagnnatic Organizational structures optimized for diagnostic safety
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Driver Diagram (v. 2.0)
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Engaqed Patients
and Family Members

Effective Teamwork

SECONDARY DRIVERS

Diagnostic teams include diverse health care disciplines and patients
and families

Diagnostic teams model PFE and culture of safety principles
and practices

e e = e o e T g e o

Patient and family members on diagnostic team

Patient and family partnership in diagnosis improvement,

Governance, policy, and in emor reparting and follow-up

Robust Learning
Systems

PN PSR Iy SDNuEs
Reflective practice

Diagnostic error identification
Diagnostic performance feedback

Continuous learning about diagnosis



The Five PFE Strategies from CMS Partnership for
Patients

* Utilize preadmission planning checklists

* Shift change huddles and bedside reporting with
patients/families

* Assign a designated PFE leader

* Include a PFAC or engage patient/family
representatives on hospital committees

* Provide patient representation on Board of Directors
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Patient and Family Engagement Change ldeas
HRET Change Package to Improve Diagnosis in Medicine

* Create opportunities for patients and family members to
use tools and learn about and participate in the diagnostic
process (SIDM Tool Kit, preadmission checklist, shared
decision making, teach back, patient activation strategies
[PAM], discharge planning)

* Provide patient and family member access to their
electronic health records (EHRS), including clinical notes
and test results, to facilitate patient review of health
records for accuracy

* Develop processes and systems in which patients and
their families can share feedback and concerns about
diagnostic errors and near misses
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Patient and Family Engagement Change ldeas

HRET Change Package to Improve Diagnosis in Medicine

Provide orientation/training regarding diagnostic safety
and guality to support patient and family participation
In governance (PFACs, Practice Improvement Teams,
Board Representatives, etc.)

Provide understandable discharge information
Informing patients of serious symptoms to report, to
whom to report it and how to escalate

Develop organizational tools to assess and measure
the patient and family member’s understanding of their
diagnosis

Develop a rapid response system that patients can
activate when a serious change in the patient’s

medical condition occurs (Code Help)

April 2018 SOCIETY:IMPROVE DIAGNOSIS
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Role of
Clinicians
N
Improving
Diagnhosis

Invite patients to participate in the diagnostic
process

Help patients and families have full access to as
much information as they want (practice
guidelines, websites, unfettered access to the
medical records and real time test results)

Be honest about risk

Encourage patients to track or journal
symptoms

Instruct patients how to identify and report
concerning symptoms, to whom, by when and
how to escalate if no action

Talk about uncertainty — Its OK

33
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Role of
Clinicians

In Improving
Diagnosis

Discuss diagnostic options - the benefits and
risks

Explain diagnosis in understandable
language and confirm patient’s understanding
of their diagnosis and actions to take

Persist when diagnosis is difficult — maintain
curiosity

Resist biases — it harms
Be humble
Encourage patients to seek a second opinion

Listen, listen, listen — only patients know what
“normal” is for them and are the experts in
their own bodies

34

SOCIETYw IMPROVE DIAGNOSIS

in MEDICINE



Why Patient Engagement is Important in
Preventing Diagnostic Errors
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What If:

3/21/2019
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