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Webinar Information

• You have been automatically muted
– You cannot unmute yourself

• You will be able to submit questions via the Q&A section

• This webinar counts for HQIP credit for the measure HHP 
Network Engagement - Webinars
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Objectives
• Describe the overall disease complexity and survival of adults with 

congenital heart conditions
• Discuss the importance of continued health care for adults with 

congenital heart defects
• Outline strategic collaborative care model for sophisticated ACHD 

care involving the primary care providers and cardiologists



1 in 100 live births



Congenital Heart Disease in numbers

About 1% of live births have CHD

33000 children born with CHD annually in USA

190 children born with CHD annually in Hawai‘i

Transition to adult heath care: setting the stage.
Blum RV. J Adolesc Health. 1995;17:3-5.

Global birth prevalence of congenital heart 
defects. Liu et al., Int J Epidem. 2019;48:455-463..



Natural history of CHD

Natural history of congenital heart disease.
Hoffman JIE. Circulation. 1968;38:97-125.

Average mortality 
of CHD by 1 year 
of age: 
   80%



Complexity of the most common CHD

The incidence of congenital heart disease
Hoffman JIE, Kaplan S. JACC. 2002;39):1890-1900.
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Improvement of survival 

Improved surgical 
techniques, CPB

Improved post-
operative care

Medications

Fetal diagnosis

Early complete repair
Improved imaging 
modalities

Multidisciplinary 
approach

Catheterization 
procedures



Survival of patients by 2000

Task force 1: The changing profile of congenital heart disease in adult life.
Warnes CA, et al. JACC. 2001;37:1161-1198.
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Distribution of children and adults with CHD

Report of the NHLBI on adult CHD.
Williams RG, et al. JACC. 2006;47:701-707.
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Children and adults with CHD

Task force 1: The changing profile of congenital heart disease in adult life.
Warnes CA, et al. JACC. 2001;37:1161-1198.

2 million by 2025
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Congenital Heart Disease in Hawai‘i

190 children born with CHD annually

90% of children survive to adulthood

170 children with CHD graduate annually

over 10000 ACHD patients by 2030
Transition to adult heath care: setting the stage.
Blum RV. J Adolesc Health. 1995;17:3-5.

Global birth prevalence of congenital heart 
defects. Liu et al., Int J Epidem. 2019;48:455-463..



Tidal wave of ACHD patients



Survival of adults with CHD

A population-based prospective evaluation of risk of 
Sudden cardiac death after operation for common CHDs.
Silka MJ, et al. JACC. 1998;32:245-251.

Risky business: insuring adults with CHD.
Muhll IV, et al. Eur Heart J. 2003;24:1595-1600.





The problem is …

There are many ACHD patients (1% of the population)
Their disease is complicated
They are sick to start with
Morbidity and mortality is significant
Suboptimal care costs a lot of money



Case #1 – 44 y/o woman with dilated right ventricle

She was referred to cardiology, because of feeling tired with 
exercise at 27 years of age

Echocardiogram found dilated right ventricle
No ASD by TTE and TEE
No shunting seen
No evidence of pulmonary hypertension by cath

Fast forward 17 years – referred to ACHD clinic



Case #1 – 44 y/o woman with dilated right ventricle
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Case #1 – 44 y/o woman with dilated right ventricle

Underwent Warden procedure at 44 years of age: surgical 
channeling of partial anomalous pulmonary venous return 
and closing of atrial septal defect

Recovered in 3 months
Exercise intolerance improved dramatically



ACHD patients

Over 100 different congenital conditions

Tailored cardiology care with specific instructions about 
medical management and interventions

ACHD guidelines



ACHD is a guideline-directed subspecialty
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Recognition of Adult Congenital Heart Disease 
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American Board of Medical Specialties

ACC subgroup

ABIM Board certification

2 years of subspecialty training after cardiology



ACHD centers
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ACHA accreditation



ACHD centers across United States
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ACHD center in Hawaii
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ACHD center in Hawaii
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ACHD newsletter
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Multidisciplinary team approach

ACHD cardiologist
Congenital heart surgeon
ACHD interventional cardiologist
Heart failure specialist
Electrophysiologist
Additional adult specialists (GI, pulm, neuro)
Psychologist, psychiatrist
Social services

Best practices in managing transition to adulthood for adolescents with congenital 
heart disease: the transition process and medical and psychosocial issues. 
Sable C et al. Circulation. 2011;123:1454–1485.



Distribution of adults with CHD

Gender and outcome in adult congenital heart disease.
Verheugt CL, et al. Circulation. 2008;118:26-32.
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Distribution of visits with adult CHD patients

CONCOR registry CONCOR, an initiative towards a national registry ...
Van der Velde ET, et al. Eur J Epidemiol. 2005;20:549-557.
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Complexity & acuity –based visit schedule
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Complexity 1: simple lesions without any complication (VSD, repaired VSD, small ASD, 
repaired ASD, repaired PAPVR) – annual telephone calls, q4years echo and monitor, 
q4years visit with APP

Complexity 2: simple lesions with mild complications (repaired VSD with mild AI, repaired ASD 
with residual shunting, repaired PAPVR with arrhythmia) – annual telephone calls, q2years 
echo and monitor, q2years visit with APP or q4years visit with ACHD specialist

Complexity 3: moderate lesions (D-TGA s/p ASO, TOF s/p repair, AVSD s/p repair with mild to 
moderate regurgitation) – annual telephone calls, q1year echo and monitor, q1-2years visit 
with APP and q2 years visit with ACHD specialist depending on disease severity

Complexity 4: moderate lesions with complications or complex lesions with no problems (D-
TGA s/p Mustard, arrhythmias, Fontan in good shape) – q6months telephone calls, q6-12 
months echo and monitor, q1years visit with APP and/or ACHD specialist depending on 
disease severity

Complexity 5: complex lesions with problems (failing Fontan, D-TGA in heart failure, systemic 
right ventricle in CHF) – q3months telephone calls, q3-6 months echo and monitor, q3-6 
months visit with APP and/or ACHD specialist depending on disease severity
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Collaborative Care Model

ACHD APP / NP ACHD cardiologist



What can we do at HPH?

Only ACHD center in Hawai‘i at Kapi‘olani Medical Center

Involve ACHD specialist for every adult with CHD

Share resources across facilities

Consultation services for all patients = collaborative care

ACC/AHA guidelines for the management of 
adults with congenital heart disease. 
Warnes CA et al. Circulation. 2008;118:714–833.



Summary

Survival to adulthood of children with CHD is excellent
Tsunami of ACHD patients is coming (1% of population)
Half of them have complex CHD requiring specialty care
Morbidity and mortality rates are higher then average
ACHD care improves survival and decreases cost

Collaborative care model is the only way to provide care 
for every ACHD patient in the state of Hawai‘i 



“An ounce of prevention is worth a pound of cure.” 

Benjamin Franklin



Mahalo for listening!
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Thursday, November 6, 2025 | 5:30-6:30 pm
OpenEvidence 

By Dr. Mark Baker

Next HHP Webinar: (for HQIP credit) 

To view upcoming HHP webinars and future events, please visit our Hawai‘i Health Partners website 
for the “Events Calendar” from the “For Providers” dropdown. 

http://hawaiihealthpartners.org/
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• Annual Assessment of Chronic Conditions 
Presentation #2 coming October 31, 2025

• Deadline for completion:  December 31, 2025

• This measure is separate from HHP Network 
Engagement – Webinars

For Specialists Only: (for HQIP credit)
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ABMS Part 4 Continuing Certification Credit 
o HHP members who met 50% of their potential HQIP earnings 

by September 30 were sent an attestation form
o Deadlines to complete:
 October 31 for American Board of Obstetrics and 

Gynecology
 November 26 for All Other Boards

For Eligible HHP Members: 



Real Time Prescription Benefits
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Benefits include:

Can see out of pocket cost
Can see cost of alternative 
medications including mail 

order

Quickly replace current 
medication with a cheaper 

alternative
See prior authorization 

requirements

The price shown is the price that the patient can expect to pay.  It is based on their individual 
drug plan and drug spend for the year.  It calculates the cost that would be owed by the patient, 

with the cost of a selected drug and their most common alternatives, along with the price of 
those drugs listed by the pharmacy.

Real-Time Prescription Benefits (RTPB) provides the Prescriber with actionable price 
information that can be used in the prescribing decision and conversation with the patient.

What is Real Time Prescription Benefits?



Order Entry

CREATING A HEALTHIER HAWAI ʻ I

1. Enter medication order
2. Select a pharmacy
3. Sign the order.  Real Time Prescription Benefits functionality 

will automatically display if there is actionable information 
with lower cost alternatives, coverage status changes.



1. Campaign Overview: 
– HMSA is conducting an EOY push to close colorectal cancer screening gaps for Medicare Stars. 

Eligible members are being sent Cologuard kits at no cost.
– Exact Sciences mailed member notification letters followed by at-home Cologuard kits to MA 

members with an open colorectal cancer screening gap. 
– Notifications were sent to PCPs via fax between 9/24/25 and 10/2/2025. 
– Test results will be faxed directly to the attributed provider, and any positive results will require a 

follow-up colonoscopy. 
– Patients are also contacted directly by Exact Sciences regarding their results 

• HHP has requested HMSA to send over patient-level reporting with results 

2. Questions/Feedback:
1. Please email info@hawaiihealthpartners.org 

Cologuard Home Kit Campaign 
HMSA in partnership with Exact Sciences

mailto:info@hawaiihealthpartners.org


Medication Adherence Outreach
HMSA with Curant Health 

Key Takeaways:
• Outreach to MA patients started on Monday, 

10/6/25

• Curant Health will not change or discontinue a 
patient’s medication(s). Curant Health will 
contact the patient’s provider for any medication 
concerns  

• An opt-out option for providers is not available 
at this time

• For any questions or concerns please email, 
info@hawaiihealthpartners.org 
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mailto:info@hawaiihealthpartners.org


• A recording of the meeting will be available afterwards

• Unanswered question?
o Contact us at Info@Hawaiihealthpartners.org

Thank you for joining us!

mailto:info@hawaiihealthpartners.org
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