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Introduction
Cleft lip and palate (CLP) is a congenital malformation of the face, for which care in BC is
based at the British Columbia Children’s Hospital (BCCH) Craniofacial-Cleft Palate Clinic.
Management of CLP is complex requires a multidisciplinary approach to care which can
involve specialty services such as: nursing, pediatrics, plastic surgery, maxillofacial
surgery, anesthesiology, otolaryngology, speech therapy, audiology, social work,
psychology, genetics, respirology, orthodontics, prosthodontics, and dentistry in order to
optimize functional and esthetic outcomes.1,2,3 Burden of care (BoC) describes the
qualitative and quantitative costs to patients, their families, and the healthcare system that
result from a specific medical intervention4.

There has been no comprehensive review, in Canada or worldwide, that investigates the
full BoC, including a utilization and economic analysis, for the complete management of
non-syndromic CLP.

Research Objectives
This study aims to elucidate the burden of care faced by patients, their families,
providers, and the healthcare system in treating patients with CLP from birth until 18
years of age in BC.

1. Identify and characterize the healthcare interactions of pediatric patients with
CLP, including: CLP repair surgery, orthodontic care, speech and feeding
therapy, hearing screening, pre-surgical orthopedics, naso-alveolar molding,
management of middle ear disease, fistula repair surgery, and follow-up surgery.

2. Calculate the patient, provider, and system financial costs related to such health
care interactions.

The total cost of CLP care from birth to age 18 in BC was
calculated to be a median of $73,398 (Table 1). Healthcare
provider costs were found to be the most expensive aspect of
care (Table 1). Indirect costs (travel, accommodation, parking
and absenteeism were calculated to be $9825 per patient
(Table 1).

Conclusions
1. Patients with non-syndromic CLP and their families

experience significant time and cost-related burdens of
care before age 18 in BC.

2. This research hopes to inform patient-counselling
regarding a CLP diagnosis, improve the understanding
of associated costs, and motivate the development of
more efficient healthcare systems that maximize patient
access to care.
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Table 1. Median costs associated with CLP care from birth until 18 years of age in BC, alongside maximum and
minimum values. Costs have been adjusted to the 2019/2020 fiscal year.Methods

This study is designed as a retrospective chart review
between January 1, 1999 and April 30, 2021 of 58 patients
with non-syndromic CLP.

Healthcare utilization data for inpatient and outpatient
interactions occurring at BCCH were extracted from
electronic and paper health records. Outpatient interactions
occurring in the community were individually extracted from
clinic databases, or calculated using outpatient provider
estimates. Utilization data was analyzed using descriptive
statistics.

The direct financial burden of care (provider and system
costs) was extracted from BCCH Health Information
Management and community clinic databases. The indirect
financial burden of care (travel, accommodation, and
absenteeism) was calculated using averages established by
prior research5. A healthcare micro-costing analysis was
performed.
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Results
Patients with CLP had a median of 149 interactions with the healthcare system before age
18 in BC. Such interactions took place in outpatient (median 91%), surgical (median 7%)
and emergency (median 0%) settings (Figure 1).

The 58 patients studied had a median of 136 outpatient interactions with healthcare
(Figure 1). The five outpatient services most encountered, in order, were: orthodontics,
SLP, plastic surgery, otolaryngology, and audiology (Figure 2a).

The 58 patients studied had a median of 11 surgical interactions (including inpatient and
surgical day care) (Figure 1). The inpatient service most encountered was plastic surgery
(Figure 2b).

Figure 1. Median number of interactions with the healthcare system, sorted by care level
(inpatient + surgical day care, outpatient, or ER). Median values are bolded and denoted as
lines.

Figure 2a. Median number of outpatient interactions with the healthcare system, sorted by provider specialty service.
Median values are denoted as lines.

Figure 2b. Median number of surgical interactions with the healthcare system, sorted by
physician specialty service. Median values are bolded and denoted as lines.


