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Background

Purpose

Implementation

Grant funding from the American College of Cardiology Foundation was used to start this quality initiative. Our multidisciplinary group 

includes board certified specialists in ACHD, adult cardiology, experts in adult congenital heart surgery, interventional cardiology, 

electrophysiology, onsite echocardiography, nurse practitioner, dietician, pharmacist, and a social worker. The ACHD clinic is 

strategically located to help ease the transition for young adults with CHD from the pediatric to the adult platform.  Patients undergo 

onsite noninvasive testing and complete medical evaluation.  During the visit, the patient and family are provided counselling, 

resources and leave with a personalized “Patient Passport”. At the conclusion of  each clinic day, a multidisciplinary conference is 

held to evaluate and discuss each patient, with interventional and testing referrals made. 

Innovation
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Results
Eighty-nine patients with ACHD were identified by searching the Adult and Pediatric Cardiology electronic database at UC Davis.  

Thirty-five patients who were “lost to follow up” were contacted and are now connected to a medical home.  Multiple patients were 

self-referred or referred by outside providers.  The first ACHD clinic was on January 14th, 2022, and the program is now fully 

booked into 2023. This clinic has resulted in eleven cardiac procedures (one surgical procedure, two cardiac catheterizations, 

three electrophysiology studies, three pacemaker implants, and two pacemaker generator changes).  

References

Adults with congenital heart disease (ACHD) often experience 

interruptions in cardiovascular care. The first gap is commonly 

recognized during the late teen years, concurrent with the age of 

transition from pediatric to adult medical care. Patients with 

complex congenital heart disease (CHD) can become lost to care 

due to numerous issues including relocating for college/work, 

inability to work, loss of insurance and inability to get to an ACHD 

center due to travel limitations when living in remote areas.  This 

leads to increased emergency room visits, increased 

complications, and overall progression of disease. The goal of this 

program is to provide a “Medical Home” for ACHD patients in 

inland Northern California, and to re-engage patients who have 

been lost in transition

1) Formalize the inpatient flow design for patients with ACHD 

during admissions

2) Create a tool to aid in communication with referral centers

3) Apply for ACHD certification

4) Standardize transition process to begin at age 13

5) Collect patient satisfaction questionnaires 

6) Participate in the Fontan Outcomes Network

7) CME for adult and pediatric providers regarding ACHD

8) Explore outreach services to improve care in rural areas
As a result of improved interventional and surgical options, there 

are now more adults living with CHD than children.  This has 

created a question: What specialty is best equipped to care for 

this complex group of patients as they age out of the pediatric 

setting? We proposed that the most appropriate medical home 

for these patients is a comprehensive ACHD program utilizing 

expertise from both adult and pediatric cardiologists. The UC 

Davis Pediatric Heart Center, part of the UC Davis Children’s 

Hospital exists within an adult hospital.  This designation allows 

us to capitalize on both pediatric and adult resources available 

within the institution.  Our program is unique as it integrates 

adult cardiologists with experience in ACHD and pediatric 

cardiology to bring comprehensive resources to the ACHD 

population. The goal is to provide the best care possible to this 

complex population while aiming to reduce healthcare cost.

Daniels, Curt, et al. “Accreditation Program.” ACHA, Adult Congenital Heart Association, www.achaheart.org/provider-support/accreditation-program.

Warnes CA, Williams RG, Bashore TM, et al. ACC/AHA 2008 guidelines for the management of adults with congenital heart disease: a report of the 

American College of Cardiology/American Heart Association Task Force on Practice Guidelines (Writing Committee to Develop Guidelines on the 

Management of Adults With Congenital Heart Disease). Developed in Collaboration With the American Society of Echocardiography, Heart Rhythm 

Society, International Society for Adult Congenital Heart Disease, Society for Cardiovascular Angiography and Interventions, and Society of Thoracic 

Surgeons. J Am Coll Cardiol 2008;52(23):e1-121.

Sable, C., Foster, E., Uzark, K., Bjornsen, K., Canobbio, M. M., Connolly, H. M., Graham, T. P., Gurvitz, M. Z., Kovacs, A., Meadows, A. K., Reid, G. J., 

Reiss, J. G., Rosenbaum, K. N., Sagerman, P. J., Saidi, A., Schonberg, R., Shah, S., Tong, E., & Williams, R. G. (2011). Best practices in managing 

transition to adulthood for adolescents with congenital heart disease: The transition process and medical and psychosocial issues. Circulation, 123(13), 

1454–1485. https://doi.org/10.1161/cir.0b013e3182107c56 

.

Warnes CA. The adult with congenital heart disease: born to be bad? J Am Coll Cardiol 2005;46

Perloff JK, Warnes CA. Challenges posed by adults with repaired congenital heart disease. Circulation 2001;103:2637–43.

Oechslin EN, Harrison DA, Connelly MS, Webb GD, Siu SC. Mode of death in adults with congenital heart disease. Am J Cardiol 2000;86:1111–6

Harrison DA, Connelly M, Harris L, Luk C, Webb GD, McLaughlin PR. Sudden cardiac death in the adult with congenital heart disease. Can 

J Cardiol 1996;12:1161–3.

Sable C, Foster E, Uzark K, Bjornsen K, Canobbio MM, Connolly HM, et al. Best practices in managing transition to adulthood form adolescents with 

congenital heart disease: the transition process and medical and psychosocial issues. Circulation 2011;123:1454–85.

Gurvitz, M., Valente, A.M., Broberg, C., et al: Prevalence and Predictors of Gaps in Care Among Adult Congenital Heart Disease Patients: HEART-ACHD        

(The Health, Education, and Access Research Trial) for Adult Research in Congenital Cardiology (AARCC) and Adult Congenital Heart Association

Stout, K. K., Daniels, C. J., Aboulhosn, J. A., et al. (2019). 2018 AHA/ACC guideline for the management of adults with congenital heart disease: A report of 

the American College of Cardiology/American Heart Association Task Force on Clinical Practice Guidelines. Circulation, 139(14). 

https://doi.org/10.1161/cir.0000000000000603 

Acknowledgements: We appreciate the support provided by the administration of UC Davis Medical Center, the departments of Pediatric and Adult Cardiology 

and the support from the ACC Grant #CABR500.

DISTRIBUTION OF CHD DIAGNOSIS

PASSPORT……..

Fontan

CHB

TOF

Genetic 

Disorder

PAPVR

AV canal


