


Course Overview

In the USA, there are more adults than children
living with congenital heart disease and the
numbers continue to increase. Despite this pre-
dictable growth, ACHD workforce development,
program development, research, and quality of
care for the ACHD patient have lagged behind.

For the first time, American professionals involved
in ACHD care are invited to be an integral part

of the future growth of US ACHD in a unique
conference entitled:

Boston ACHA 09:
Building the Future of ACHD Now.

The program will include three separate but
interlocking symposia to address the needs

of ACHD healthcare professionals, research
opportunities, and planning the next decade of
ACHD evolution with the ACHA Vision 2020
Forum. The conference format is designed as an
opportunity for American ACHD healthcare
professionals to gather together to find local

Course Objectives

and national solutions, and build a strong national
network of providers.

We invite you to attend Boston ACHA 09 and
participate in this important process with your
colleagues and with ACHA.

The three symposia will be as follows:

The ACHA '09 Research Symposium will focus
on two areas: “ACHD Sudden Cardiac Death and
Malignant Arrhythmia,” and “Quality Measures in
ACHD Care.” In addition, abstract presentations

are invited for both poster and oral presentations.

The ACHA '09 Professionals Conference will
provide dynamic, interactive sessions tailored to the
health care professional with a focused practice in
ACHD. Both clinical and organizational topics will
be addressed, including “non-cardiac medical dis-
ease in ACHD patients,” “evaluation and therapy
of ACHD-associated heart failure,” and “adminis-
trative and business planning for ACHD programs.”

o Review ACHD sudden cardiac death and organize research efforts in an open symposium

« Discuss common but complex medical and organizational issues facing the ACHD professional

Identify the need and discuss the development of quality measures in ACHD

o Participate and review case studies unique to the ACHD professional

Build the vision for US ACHD over the next decade through ACHA Vision 2020

o Contribute to the organization of the US ACHD field

The ACHA Vision 2020 Forum: ACHA has
commissioned the Vision 2020 process to plan
improvements in American ACHD care in the next
decade. This forum will provide a vital interface
between the planning group and our larger ACHD
community, and will focus on regionalization of
care, clinic credentialing, quality measures and
metrics, and workforce development planning.

Our target audience includes US professionals with
a commitment to ACHD practice, cardiologists,
advanced practice nurses, physician assistants,
sonographers, surgeons, fellows in training,
program administrators, psychologists, social
workers, and others. Please note that there will
be no CME credit available for this event through
ACHA. If you wish to pursue credit for this event,
you may do so through your own institutions.

It is our pleasure to announce Boston ACHA 09,
and urge you to join us for this very important
event.




Course Overview continued

General Information

Abstracts

We invite ACHD-focused abstracts to be
submitted for both oral and poster presentations
at the ACHA Professionals Conference and
Research Symposium in April 2009.

e The deadline for submission is March 1, 2009

e Please send abstract submissions to:
Anna Espe at conference@achaheart.org

e Abstract submission should be ACHD
focused but can be in any area of research
including basic science, clinical, and
population health/outcomes

e Abstract may represent previously presented
or new information

e Abstract should be < 1900 characters.
Regardless of the size, a single graphic or
table created with the table generator equals
600 characters and is included as part of
the 1,900 character limit

e Abstract should be formatted with
Introduction/Background, Methods, Results
and Conclusions

e Abstracts will be graded and the author of the
highest scored will be asked to present in an
oral format on either Friday, April 24th or
Saturday, April 25th, 2009 during the
conference. A second tier of scored abstracts
that are accepted will be asked to present in
poster format on either Friday, April 24th
or Saturday, April 25th, 2009

Please contact Curt Daniels, MD at
Curt.Daniels@ nationwidechildrens.org
with any questions.

Registration

Online registration will be available at
www.achaheart.org. Advance registration is
highly recommended, as space is limited.
For questions about registration, e-mail
conference@achaheart.org, or call

(888) 921-ACHA.

Refund Policy

Cancellations received in writing on or before
March 20, 2009 will be refunded, less a $50
administration fee. No refunds will be made on
cancellations received after March 20. Refunds
from hotel accommodations should be negotiated
through the Boston Renaissance Waterfront
Marriott. ACHA will not refund any portion of
unpaid hotel fees upon cancellation.

Accommodations

The conference will be held Friday, April 24th

to Sunday, April 26th, 2009 at the Boston
Renaissance Waterfront Marriott Hotel in Boston,
MA. The hotel is located approximately three
miles east of Boston/General Edward Lawrence
Logan International Airport (BOS).

For further information on the hotel, directions,

parking information, and other methods of
transportation, please visit www.marriott.com.

Services for the Disabled

A special conference rate of $179 per night is
available for all conference attendees. For reserva-
tions, call the Boston Renaissance Waterfront
Marriott before April 6, 2009 and ask for the
“Adult Congenital Heart Association” rate. The
online booking code for this event is ACHACHA,
or you may book via phone as listed below.

The Boston Renaissance Waterfront Marriott
606 Congress Street

Boston, Massachusetts 02210 USA

Phone: (617) 338-4111

Toll-free: (888) 796-4664
www.marriott.com

Participation is encouraged by all ACHD Health Professionals. Advance notification of any special needs

or arrangements will help us provide better service.

Please contact ACHA with any special needs at least two weeks prior to the conference by email at
conference@achaheart.org or calling (215) 849-1260 or toll-free at (888) 921-ACHA.


http://www.marriott.com/hotels/travel/boswf-renaissance-boston-waterfront-hotel/
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Thursday, April 23, 2009
6:00-8:00 Pv

Welcome Reception
Caspian Room — Renaissance Boston Waterfront

Friday Morning, April 24, 2009

Day 1 Posters displayed all day
7:00-8:00 Am
8:00-8:20 Am

Breakfast available (Foyer and Atlantic 2)

Welcome — General Session Room, Atlantic 1
Curt Daniels, MD and Michelle Gurvitz, MD

RESEARCH SYMPOSIUM I:
SUDDEN CARDIAC DEATH AND MALIGNANT ARRHYTHMIAS
General Session Room, Atlantic 1
Chair: Paul Khairy, MD
Panelists: Louise Harris, MD, James Perry, MD,
Frank Cecchin, MD

8:20-8:30 Am The Patient Perspective — Facing the Risk of Sudden Death —
Presenter TBA

8:30-9:00 Am The Scope of the Problem: Sudden Cardiac Death in Adult
Congenital Heart Disease — Jim Perry, MD

9:00-9:30 Am Lessons Learned from Observational Studies —
Louise Harris, MD

9:30-10:00 Am National Internal Cardiac Defibrillator (ICD) Registry:

Implications for ACHD Research — Frank Cecchin, MD
10:00-10:15 Am  Break
10:15-10:45 Am  Methodological Issues in Moving Forward — Paul Khairy, MD

10:45-11:30 AM  Roundtable Discussions:
Development of SCD Research Proposals

11:30 -11:45 Am Closing Comments and Next Steps
11:45-12:00pm  Oral Abstract Presentations Day |
12:00-1:00 pm
1:00-1:45 Pm

Box Lunch (Foyer and Atlantic 2)

Transportation to BACH Program — Children’s Hospital
Boston/Brigham and Women's Hospital

Friday Afternoon, April 24, 2009 Bach Sessions — Locations TBA

ACHA PROFESSIONAL CONFERENCE I
Hosted by BACH Program at Children’s Hospital Boston/Brigham and
Women's Hospital. Chair: Michael Landzberg, MD

1:45-2:00 Pm Integrated Audience Q&A

2:15-5:15 Pm Rotating breakout sessions (15 min. breaks between sessions)
Facilitators: Cheryl O'Connell, BSN, MBA;
Disty Pearson, PA-C; Nancy Barker, PA-C;
Caitlyn Joyce, PA-C; Kathryn Barrett, MS

Participants will be divided into groups and rotate through four
30-minute presentations. Each presentation will be repeated four times.
Topics as follows:

Focus Case 1 — New CHD Diagnosis in Adults
Location: TBA
Facilitator: Anne Marie Valente, MD
Panelists:  Tal Geva, MD; Pedro Del Nido, MD

Focus Case 2 — A Melody™, To Get In-Synch™, and Then, To...Mate™
Location: TBA
Facilitator: Michael Landzberg, MD
Panelists:  Wendy Book, MD; Frank Cecchin, MD;
Greg Couper, MD; Stephen Cook, MD;
Ignacio Inglessis-Azuaje, MD

Focus Case 3 — Aortic Diagnoses
Location: TBA
Facilitator: Michael Singh, MD
Panelist:  Prem Shekar, MD

Focus Case 4 — Fontan and Liver Diagnoses
Location: TBA
Facilitator: Fred Wu, MD
Panelists:  Leslie Smoot, MD; Michael Earing, MD

5:15-5:40 pm Integrated Q&A

5:40-5:45 pm Final Remarks and Conclusion — Michael Landzberg, MD
6:00-7:30 Pm Wine and Cheese Reception hosted by BACH (Location TBA)
7:30-8:00 Pm Shuttle available to return to Renaissance Boston Waterfront

Dinner on your own



Agenda continued

Saturday Morning, April 25, 2009

Day 2 Posters displayed all day
7:00-8:00 Am

ACHA PROFESSIONAL CONFERENCE Il
General Session Room, Atlantic 1 — Chair: William R. Davidson Jr., MD

Breakfast available (Foyer and Atlantic 2)

8:10-8:20 Am Welcome — William R. Davidson Jr., MD

8:20-8:30 Am The Patient Perspective—What Matters in ACHD Care? TBA

8:30-9:10 AM Lecture I: Hepatic Complications of ACHD: Hep-C and Cardiac
Cirrhosis — Chinweike Ukomadu, MD

9:15-10:00 Am Interactive Session |—Getting Down to Business

Facilitator: Curt Daniels, MD
Panelists:  Steve Brabeck, MD; Karen Stout, MD;
Jamie Philips

10:00-10:15AM  Break

10:15-11:05am  Lecture ll: ACHD Program Development: Learning From the

Cystic Fibrosis Foundation Model — Henry Dorkin, MD

11:05 Am— Interactive Session Ill—Fast Times at the ACHD Clinic:
12:00 Pm Managing Atrial Dysrhythmias
Facilitator: Dan Murphy, MD
Panelists:  Ed Walsh, MD; Louise Harris, MD; James Perry, MD
12:00-1:00 Pm Lunch
1:00-1:40 pm HEART-ACHD Partners in Research Grant Update

Michelle Gurvitz, MD

CONGENERATE Database Presentation
Paul Khairy, MD; Ariane Marelli, MD

Saturday Afternoon, April 25, 2009

RESEARCH SYMPOSIUM IIl: QUALITY MEASUREMENT AND
QUALITY IMPROVEMENT FOR ADULT CONGENITAL HEART DISEASE
General Session Room, Atlantic 1

1:45-2:00 Pm

2:00-2:15 pm
2:15-2:30 Pm

2:30-2:45 pm

2:45-3:00 pm

3:00-3:15 Pm

3:15-3:30 Pm
3:30-4:15 pm
4:15-5:00 Pm
5:15-6:30 Pm
7:00-9:00 Pm

Chair: Kathy Jenkins, MD, MPH

Panelists: Harlan Krumholz, MD; Cary Sennett, MD;
Ariane Marelli, MD; Bruce Marshall, MD;
Monica Kleinman, MD

Development and Implementation of QI Metrics for Adult
Cardiology — Harlan Krumholz, MD, SM

Translating QI into Policy — Cary Sennett, MD

Quality Measurement and Quality Improvement for Pediatric
Cardiology — Kathy Jenkins, MD MPH

Quality Measurement and Quality Improvement for ACHD —
Ariane Marelli, MD:

The Cystic Fibrosis Foundation Collaborative:
A Successful Model — Bruce Marshall, MD

Participation in a Quality Collaborative —
Monica Kleinman, MD

Break

Breakout Sessions

Whole Group Discussion, Closing Comments

Oral Abstract Presentations Day Il / Research Awards

ACHA Q9 President’s Reception and ACHA Idol Team Talent
Contest — Atlantic Ballroom 1
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Sunday, April 26, 2009

Vision 2020 Forum Purpose: To present highlights from the initial work
of each Vision 2020 working group and to solicit feedback to inform the
ongoing work of the working groups.

7:00-7:30 Am
7:30-7:50 Am

TOPIC 1:

7:50-8:05 Am

8:05-8:15 Am
8:15-8:45 Am

Buffet Breakfast

Welcome and Introductions

Purpose of the Forum — What is Vision 20207?
Gary Webb, ACHA Vision 2020 Chair

Amy Verstappen, ACHA President/CEO

Cooperative care in a competitive system:
What are the best spproaches to regionalization
of U.S. ACHD care?

Highlights from Working Group 1:
Regionalization of ACHD Care in the United States
Chair, Working Group 1: Gary Webb, MD

Respondents Panel

Audience Discussion and Feedback

TOPIC 2:

8:50-9:05 Aam

9:05-9:15 Am
9:15-9:45 Am
9:45-10:05
TOPIC 3:

10:05-10:20 Am

10:20-10:30 Am
10:30-10:55 Am
TOPIC 3:

11:00-11:15 Pm

11:15-11:25 Am

11:25-11:50 Am
11:50-12:00 pm

How do we define ‘quality standards’ for ACHD
Programs? What are the challenges and benefits
for the field? For patients?

Highlights from Working Group 2:
Certification of ACHD Clinics in the United States
Chair, Working Group 2: William R. Davidson, Jr., MD

Respondents Panel
Audience Discussion and Feedback
Break

How can ACHD Programs develop a successful
business model that focuses on quality care and is
also a successful business?

Highlights from Working Group 3:

Developing Business Models for Programs in the U.S.
Co-Chairs, Working Group 3: Barry Meil and

Curt Daniels, MD

Respondents Panel
Audience Discussion and Feedback

How can the provision of specially-trained ACHD
care teams be accelerated?

Highlights from Working Group 4:
Healthcare Workforce Planning in the U.S.
Chair, Working Group 4: TBA

Respondents Panel
Audience Discussion and Feedback

Next Steps and Adjourn



Conference At-A-Glance

Thursday, April 23, 2009

Friday, April 24, 2009

Saturday, April 25, 2009

Sunday, April 26, 2009

7:30 AM—12:00 Pm
ACHA Vision 2020 Forum

Chair: Gary Webb, MD

9:00 Pm

Dinner on your own

8:00 Am 8:00-8:20 Am — Welcome 8:10-8:20 AM — Welcome
— 8:30-11:45 Am 8:20 AM-12:00 PM
9:00 AmM Research Symposium I: Professional Conference II:
Sudden Cardiac Death and Challenges in ACHD Care
10:00 Am L e General Session Room, Atlantic 1
el LT 102 Chair: William R. Davidson Jr., MD
11:00 Am General Session Room, Atlantic 1
11:45 Am-12:00 pm Oral Abstracts Day 1
12:00 pm 12:00-1:00 pm 12:00-1:00 pm
Box Lunch Lunch
1:00 PM Arrival in Boston 1:00-1:45 pPm 1:00-1:40 Pm
Check-in and Registration Transportation to BCH/BWH AARCC/CONGENERATE Update
2:00 Pm 1:45-5:45 pm 1:45-5:00 pm
ACHA Professional Conference I: Research Symposium II:
" 3:00eM | sl Quality Measurement
U0 PM Interactive ACHD and Quality Improvement
Case Study Sessions for Adult Congenital Heart Disease
4:00 pvi Chair: Mike Landzberg, MD Chair: Kathy Jenkins, MD, MPH
5:00 Pv
5:15-6:30 pm
Oral Abstracts Day 2
HIDL 6:00-8:00 P 6:00-7:30 pm Research Awards
Welcome Reception Wine and Cheese Reception
onn | Caspian Room Hosted by BACH
7:00 Pm :
Renaissance Boston Waterfront 7:00-9:00 Pm
7:30-8:00 pm — BCH Lobby P .
Shuttle back to Renaissance Boston ACHA 09 President’s Reception
8:00 Pm and

ACHA Idol Team Talent Contest

Atlantic Ballroom 1




Conference Registration

[J
ACHA 09: Building the Future of ACHD Now AC XA
Apn' 24-26, 2009 Adult Congenital Heart Association
Boston Renaissance Waterfront Marriott, Boston, MA Adult Congenital Heart Association

6757 Greene Street, Suite 335 ¢ Philadelphia, PA 19119
Tel (888) 921-ACHA e Fax (215) 849-1261
www.achaheart.org

Attendee Information Registration
. Number of

Attendee 1: Attendee Type Attendees Fee Total
Attendee 2: MD/DO Full Conference ____ X $365.00 = $
Attendee 3: Cardiac Care Associate/

Trainee Full Conference - X  265.00 =
Attendee 4:

2020 Forum Only (Sunday) X 65.00 =
Company:

TOTAL # 0 TOTAL 0
Address: ATTENDEES _— AMTPAD $__ -
State/Province: Payment Method
Zip/Postal Code: (Payment must be received by April 15t for processing)

[ ] Check payable to “ACHA"
Country: . .

L] American Express ] MasterCard L] Visa
Main Contact:

ain ~ontac Card Number:

Email:

Exp. Date (MM/YY): /
Phone:

Cardholder Name:
Special Needs: Cardholder Signature:
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