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Objectives

¢ Brief recap on quality.
Improvement (QI)

¢ Discuss visibility: off @1 within
clinicall genetes

» Outline @I prejects currently,
PrOCEEWING OF In develepment:

— Intreduction te
VMISGREC/Inhert@ual project
pPrESERtation
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To Err1s Human
Medical Injuries

¢ 44 ,000-98,000 deaths per year

¢ More people die fram medical
errors than from breast cancer or
AlIDS or motor vehicle accidenits
— Conlirmediin Canadian anad
Uitah/Colerado; StUdIeS
¢ Direct health care costs $9-15
pIlIeR/A/Eear

¢ It’s a conservative estimate!!
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(ROSSINGTHL
DUALITY CHASM

“Between the health
care we have and the
care we could have
lies not just a gap,
but a chasm.”




How Good Are We?

¢ Only 509 of Americans receive
recommended preventive care

¢ Patients with acute illness

— 709 received recommended
treatments

— 300946 received contraindicated
treatments
¢ Patients with chronic illness

— 60906 received recommendead
treatments

— 2096 received contramadicated
treatments

Schuster et al. How good is the quality of healthcare in
the United States? Milbank Quarterly 76:517-63, 1998




Quality Improvement

IS the

Science of Process
Management

Health care delivery is a system made up of
thousands of interlinked processes




Defining and Measuring
Outcomes in Medicine

¢ Physical outcomes

— Medical eutcomes: complications and
therapeutic goals

— Patient outcomes
¢ Functienal status measures
& Perceptions off medical outceme
& SErvice outcemes

— Satisiaction: patients and families, relerring
providers, other ‘custemers:

— Includes access

¢ Cost outcomes
— Anether outcome: el the: Clinicall process
— Includes cost of burden of disease




Medical Outcomes

¢ Appropriateness (referral and
treatment Indications)

¢ Complications (jprocess
falnures)
¢ Therapeutic Geals

— [if geal net mEL, thisS IS a PreCEess
anue

9 FlnchienRalFstattisS (@S reported
Py e patienit)




Service Outcomes

¢ Clinician-patient relationship
— Bedside manner
— ‘caring and concerned” clinician

¢ Access Issues
— Scheduling; travel; physical
COMIGES Walting

9 OpPERALENN 2 SEPaates General
PRECESS thal IS IRdEPERdent of
medicalrGULCEMES




The Value Eguation

Medical Outcomes

+

Value=  Service Outcomes

+

Cost Outcomes

The goal is the best possible medical
and service outcomes at the lowest
necessary cost




Quality Assurance

¢ Guidelines or standards developed
(Internally: or externally) and geals
set

— Usually, developed by experts without
INPUT fifeom consumer” of service

¢ Measurements are for adherence to
guideline/standard (compliance)

¢ Deficiencies identified

9 Feedback provided
— Erequenitly, puritive




Quality Assurance Insufficient

¢ Hospital QA programs mandated by
Joint Commission since early 1990s

¢ No significant Imprevement In care
SEen
— Reliance on education

¢ NVany measures are: trviail

o QA has a rele, but willnet result 1m
SuBstaRtalNmpPreVemeERt: Witheuit:
L1O0)S G PrECESS ManagemeRtrand
OULCOME MEASUES




Visibility of QI in Clinical
Genetics

GENETICS
QUALITY

0

Jy
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Visibility ofi Ol in Clinical
Genetics-National

March 2006 presentation at ACMG/MOD meeting
on QI

December 2006 Eirst meeting of the Clinical
Genetics Quality Special Interest Group: (SLC)

EFebruary 2007 NSGC expresses willingness to
collaberate withf ACMG QI Initiatives that fit NSGC
strategic goals

Viarch 2007 ACNIG Beardl of Directors afficially
designates the Quality, groue as an efficial Special
Interest greup off the ACMG

ABNVIE ExpandediVaintenance: of Centification:
Feguires; “demonstration oif participatien iR quziliity
IMpreveEmERt activities:

IRtErest and participation iren Canadian
MEMIPENS




Visibility ofi Ol in Clinical
Genetics-MSGRCC

& July 2006, Breakfast presentation
omn Ol In Clinical Gengetics

¢ July: 2006, MSGRCC Clinical
Services Committee decides, to
consider QI Projects WIthInRrits
SCOPE

o Newhoer SCreening OULcemES and
Vianagemenit project Incltdes
funding fer QI expertise

\ o lIRRENQUaIFSUIVEY

i




QI in Clinical Genetics
Active Projects

Medical Outcomes

¢ Cystic Fibroesis Foundation

¢ Standardized evaluation of children
withr DD/MR (NEG)

o ACVIG PRG developingl evidence-
Pased! review: off genetic evaluatien
eff autism

9 Use ol Eamily/ I HIStery/: oy priman
care phy/sicians

9 Qualiity, Imprevement IR IRperm
Efers el metapelism (VISGRCC)

& NSGE define ‘competent’ pedigree







QI in Clinical Genetics
Active Projects

Service Qutcomes

¢ \Why study service outcomes?
(Implication fecus on medical

outcemes)
— Independent: off Medical Outcomes
— R S@ME CIrcUMStances may. have
RIgher value te patients than medical
eULCEmMES (pParticulay/ i treatments
are netavaiasiererpallistne)
— Compliance s related e SERVICE
OUECOMES
— Vi@si: greups areralready measuring




QI in Clinical Genetics
Active Projects

Service Qutcomes

— Patient satisfaction
& [Do We need a genetic-specific tool?
¢ Do we need sub-teols (prenatal,

CANCEN)?
¢ Create a validated relianle teol(s)
¢ Use tool to

— Establish a baseline

— Un@derstancl Compenents ol patieni
satisiacien With GERElc ENCOURLEN

— Use to inform future encounters

— EXplere how! satisiaction relates to
Information transfer




QI in Clinical Genetics
Active Projects
Service Outcomes

» Review literature for patient
satisfaction tools that have

peen tested for reliability, and

validity/ I genetic Settings

— A few such teels have: 9een
pulslished

—leeIS perierm differently eutside
Off SEting develepea




QI in Clinical Genetics
Active Projects
Service Outcomes

& Genetic counseling student (U
off U) using gualitative research

appreach te explore seme of
these teols shertcemings

» \WoeRKING on engaging NSGE
prelessieRallISSUES; commitiee

¢ lRREert@ualfsurvey.




