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Overview

Part |
Importance of Evidence-based Practice
Steps in Evidence/consensus Analysis Process

Part Il
Implementation Phase (MSUD & PROP and FAO)
Evidence Based Nutrition Practice Guidelines for IEM
Question formulation
Literature search
Pilot Delphi Survey
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e Vision Based on NEED

Online Resource with the best available research
on Nutrition Management of IEM in a
practitioner —friendly format
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WHY interest in EBP ?

1960s |clinical judgment/ “Art”

&

before

1970s |wide variations In practice
patterns

1980s |landmark studies showed
Inappropriate procedures

1990s |Increasing complexity of

clinical decisions

First published use of term “evidence-based” describing
clinical guidelines appeared in JAMA in 1990

Courtesy: Cummins ADA




v | Evidence Based Practice (EBP)

Most Common Definition

“The conscientious, explicit, and judicious
use of current best evidence in making

decisions about the care of individual
patients” (Sackett 1996, BMJ)

How to achieve:

“A set of principles and methods intended to
ensure that to the greatest extent possible,
medical decisions, guidelines, and other types of
policies are based on and consistent with good
evidence of effectiveness and benefit.”

(Eddy 2005, Health Affairs)
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Why Evidence-based?

Improve quality of healthcare
Decrease wide variations in practice

Reduce the gap between what is known

from research...and what happens in real
life
Take advantage of biomedical knowledge



s Domains of Systems to Evaluate Research

Quantity

Strength of
Consistency evidence /
Grading system

Agency for Healthcare Research & Quality 2002 -
www.ahrq.gov
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Guideline Development Process

SCHOOL OF
MEDICINE

‘eqf’ American Dietetic
right. Association

Evidence Analysis Library

Evidence Based: Systematic search and review of scientific
and practice literature

ADA analyst training completed by core group
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Evidence-Analysis Process Steps

\
2. Conduct lite
O review
.

3. Analyze Arti

< Criti




EMORY Research to Practice

Clinical Practice Guidelines

Evidence Delphi Field
Grey Nominal Testing




Nutrition Guideline Development Process

Evidence Analysis Delphi Process —
Systematic Review of published literature |:> Round 1
eCollection/review of clinical protocols, eSurvey of physicians and dietitians
presentations @ from each HRSA Genetics Region
N
Summary
*Recommendations for nutrition management based on literature review
eldentification of variations in practice based on Delphi survey )
oy i
Nominal Group Technique
*Face-to-Face meeting of expert dietitians, physicians, researchers,Consumers
*Discuss areas of practice variation, vote, discuss recommendations, vote again
J

2

eSurvey of physicians and dietitians from each HRSA Genetics Region regarding
recommendations and variations in practice identified by nominal group

technique

Nutrition Guidelines

Delphi Process - Round 2

*Recommendations for nutrition management documenting areas of consensus

and non-consensus
N Y,

£

Review Process

eExternal Review
*Field Testing
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aon | mvaneenencs— Propionic Acidemia Key Topics

What are the nutrient requirements by age and
nutrient?

How is the AACrestricted diet initiated In
symptomatic patients?

Should all patients be challenged with
biotin/supplemented with biotin?

Should all patients be supplemented with carnitine?
What diet should sick patients follow?

What are the monitoring guidelines?

Are dietary recommendations altered for menstrual
cycle, pregnancy, lactation, and post(delivery?
What are dietary recommendations for special
circumstances: pancreatitis, cardiomyopathy, preJand
postl] liver transplantation



EMORY Workgroups

SCHOOL OF
MEDICINE

First 5 disorders for guideline development

Fatty Acid

Amino Organic Oxidation

PKU Acidopathies Acidopathies Disorders
MSUD PROP VLCAD
MCAD

Priorities:
Disease incidence
GMDI membership survey results
Body of literature available
Expertise of workgroup members
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* Allows work
from multiple
locations

* Basedona
series of questions
(5 disorders)

Literature
uploaded &
abstracted by
analysts

*Integrated
message board

Nutrition Guidelines Portal

) Organic Acidopathies: Workgroup Page | Southeast NBS & Genetics Collaborative - Mozills Firefox
fle Edt ew Hstory BSookmarks Took Help

@ - c 11 L_. et P R hittos: fsoutheastoene tics, org ap/admin_condition. phofcandition_id=81 ’ |"‘l n P
# Condtions View; Newborn Soeening C.. > | Southeast NBS & Genetics Collaborativ. _ Organic Acidopathies: Workgrou.., % | -
-
Members | Workgroups | Permissions
Edit Profile
Contact Support
Logout Workgroup Page PROP (Propionic acidermia)
T Select a form below Organic Acidopathies Workgroup
ORIGIN Data SEARCH - GRAY LITERATURE
F Question Formulation Template ¥ Search Plan and Results
1 _ 100% . Published 4 _,l“":” | In Process
NAS & GENETICS 5 _'G‘n .F'u:-lished
COLLARORATIV
GMD] Data SEarcH - FORMAL ANALYSTS - GmaY LITERATURE
e L2 ¥ Search Plan } Quality Criteria Checklist
IGERETIC ME
DoETITIANS INTEANATIONAL 5 0
e = 2] B 20% | Available 2 !"”"" | Avalaie
o| I - | oo . 0% InProcess
1 20%
- % .Punllsnsc
¥ Search Results
" " b Evidence Abstract Worksheet
0] 0% | In Process
8 _'.JD%; .F'u:-lished 1 | 100% | Available
0] 0% In Process
0 0%
. Published
AWALYS1S - FORMAL LITERATURE SYMTHESIS AND CONCLUSION




voRy | Guideline Template

Background

Biochemical Basis

Nutrition Assessment

Nutrition Problem Identification
Nutrition Management/Intervention
Education

Monitoring and Evaluation

Barriers to Implementation
References



sore | Nutrition Guidelines Review and Dissemination

Field testing
Guidelines tested in management of patients

Dissemination
Web-based

www.gmdi.org

www.southeastgenetics.org

Links
External: OMIM, ACMG ACT Sheets, Star-G
Internal: food lists, formula information, DRIs

Dynamic: periodic updates



ST

Expected Project Outcomes

Nutrition Guidelines for management of metabolic
disorders for which there is little published scientific
evidence

Increased consistency of genetics care across
centers, states and regions:
Less uncertainty and variability in patient management

Consistent documentation of care and tracking of
outcomes

Sharing of current clinical data and experience to guide
practice

Identification of priority questions for collaborative
research
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iy | HuMAN e Future Direction

Phase 2: Include tool kits for
families

Utilize the infrastructure to expand
to general management guidelines.
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