Literature Review

The importance of multi-professional,
interdisciplinary care in rehabilitation and health
promotion directed at patients with cleft lip/palate

A importéncia do atendimento multiprofissional e interdisciplinar
na reabilitacdo e promocdo de sadde ao portador de

fissura labiopalatal

Abstract

Cleft lip/palate is the one of the most prevalent congenital craniofacial deformities. According to
data from the Brazilian Institute of Statistics and studies carried out at the Craniofacial Anomaly
Rehabilitation Hospital in Bauru/SP, cleft lip/palate occurs in one out of every 650 births in
Brozil. Cleft lip/palate may result in impairments that stigmatize the individual and have an
impact on health, emotions and social interaction. Treatment requires children with cleft lip/
palate to be monitored from birth to young adulthood in order to avoid further functional,
aesthetic and psychological impact. The present literature review offers reflections on the
organization of the work process of multi-professional, interdisciplinary care in rehabilitation
and health promotion directed at patients with cleft lip/palate. There are gaps in the integration
between the specialties that make up the three levels of care in the Brazilian public health
care system and there is a need for the government to ensure reference and counter-reference
services.
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Resumo

As fissuras labiopalatais constituem um dos defeitos congénitos mais freqientes da regido
de cabeca e pescoco. No Brasil, segundo dados do IBGE (Instituto Brasileiro de Geografia
e Estatistica) e estudos realizados pelo Hospital de Reabilitacdo de Anomalias Craniofaciais
(HRAC) em Bauru/SP, a prevaléncia ocorre em uma grandeza de 1:650 nascimentos.
Resultam em uma série de seqielas que podem acompanhar o portador durante toda a vida
apresentando &nus em termos de morbidade, estigmatizacéo e exclusdo social. O tratamento
requer um acompanhamento continuo desde o nascimento até a fase final do crescimento
com o objetivo de prevenir e tratar transtornos estéticos, funcionais e psico-sociais. Esta
revisdo da literatura busca refletir sobre a organizacdo do processo de trabalho através de
um atendimento multiprofissional e interdisciplinar nas acées de reabilitacéo e promocédo da
satde ao portador de fissura labiopalatal. H& presenca de lacunas na integracdo entre as
especialidades que compem os trés niveis de atencéo no Sistema Unico de Sadde (SUS) e hé
necessidade de atuacéo do poder publico para que sejam garantidos os servicos de referéncia
e contra-referéncia.
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Introduction

The complex formation of the face and oral cavity occurs
in the embryonic phase and involves the development of
multiple tissue processes that unite and fuse in an extremely
ordered fashion. Abnormalities in the growth process of
these tissues or in their fusion may result in the formation of
orofacial fissures, commonly known as cleft lip and palate
(CLP). The failed fusion of the median nasal process and
maxillary process results in a cleft lip, whereas the failed
fusion of the palatine processes results in a cleft palate (1).
The pathogenesis of this condition begins in the fifth week
of gestation (period in which the median nasal processes and
maxillary processes fuse) and is only completed in the 12
week of fetal development (2). CLP is one of the most frequent
congenital malformations of the head and neck region. Early
diagnosis may be performed during prenatal care through
an ultrasound exam beginning at 14 weeks of gestation (3).
Although described for the first time nearly two centuries
ago, the etiology of CLP is not clearly established (4). There
is evidence of genetic and environmental factors acting
either alone or together in the origin of CLP (5,6). These
factors result in a series of conditions that may accompany
the individual throughout life, such as aesthetic alterations,
functional abnormalities in suckling, swallowing, chewing,
breathing, speech and hearing as well as emotional
problems (6), all of which have a prolonged, negative
influence over health and social integration (7).

Birth is the beginning of a long journey in the search for
rehabilitation treatment for patients with CLP. There is a
need for both surgical and non-surgical treatment involving
various specialties, a multi-professional team and continual,
long-term accompaniment of the patient and family in the
context of the public health care system (basic health care,
specialized centers and hospital).

The need for a surgeon dentist in all stages of treatment
demonstrates the special interest on the part of dentistry
regarding this anomaly (8). It is possible that the patient’s
needs are not fully met—whether due to geographical distances
from specialized centers or difficulties in the maintenance of
treatment, particularly in terms of rehabilitation, or due to a
lack of ties between the health care team and services (9).
This paper offers a literature addressing the importance of
multi-professional, interdisciplinary care in rehabilitation and
health promotion directed at patients with cleft lip/palate.

Cleft Lip and/or Palate

CLP is estimated to occur in one out of every 600 to 700
births. According to some studies, congenital malformations
of the lip and/or palate are between the third and fourth
most common forms of congenital malformation (10).
Epidemiological studies reveal a greater prevalence of both
cleft lip and palate, followed by cleft palate alone and, less
frequently, cleft lip alone. There is a higher occurrence
cleft palate among the female gender, whereas the male
gender is more affected by cleft lip/palate and cleft lip
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alone (11-13). The female to male proportion of cleft palate
is 3:2, which may be attributed to the fact that the secondary
palate closes sooner in the male embryo (1,14).

Although the majority of cases of CLP occur in an isolated
fashion, more than 250 development syndromes are reported
to have a possible association with the condition. The cause
of non-syndrome-related CLP does not follow any Mendelian
inheritance pattern and appears to be heterogeneous. Thus,
the proneness toward developing CLP may be related to a
greater or lesser number of genes and environmental factors,
which, together, may surpass a development threshold (1).
Studies on the occurrence of this anomaly in different
countries have assessed aspects related to seasonality,
social class, ethnic background, age of parents, birth weight,
smoking habits, medication intake, residence of origin,
pollution, occupation, alcohol intake, drug use, diseases in
the mother, exposure to herbicides/pesticides, exposure to
radiation and heredity (15). Leite et al. (4) found a greater
risk of CLP in children whose mothers had a history of
malformation, gynecological infection, epilepsy/convulsions
and viruses.

With regard to genetics, the prevalence increases at the
following proportions when there is a family history of CLP:
normal parents have a 0.1% chance of having a child with
CLP; normal parents with a child with CLP have a 4.5%
chance of having another child with CLP; and families in
which one parent and one child has CLP have a 15% chance
of having another child with CLP (16). In terms of social
class, a number of studies report that a low socioeconomic
level is a risk factor for congenital anomalies and may
predispose children to CLP, which is linked to environmental
factors (17-19).

The most commonly used classification in Brazil is that
formulated by Spina (20), which takes the incisive foramen
as reference and the cleft is subdivided into pre-incisive
foramen, trans-incisive foramen and post-incisive foramen.
The cleft may be either complete or incomplete, depending
on the degree of structure impairment. Depending on the side
affected, it may be unilateral, bilateral or median.

1. Pre-incisive foramen cleft (located in front of the incisive
foramen) is exclusively labial, originating embryonically
from the primary palate and may reach the lip and alveolar
ridge.

2. Post-incisive foramen cleft (generally median) may be
located only in the uvula, primary palate or may involve
the secondary palate. These clefts are different from the
other groups in that they do not present aesthetic problems
(there is no break of peri-oral structures), but only functional
disorders (velopharyngeal mechanism), characterized by
nasal speech.

3. Trans-incisive foramen cleft is of greater severity and
involves anatomical structures originating from the primary
and secondary palates. There is a break of the entire
length of the maxilla from the lip to the uvula, with ample
communication between the oral and nasal cavities.

4. There are also rare clefts that are oblique to the lip, nose
or even the entire face.
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Interdisciplinary Rehabilitation

Birth is the beginning of a long journey in the search for
rehabilitation treatment for patients with CLP. Such treatment
involves various specialties that make up the three levels
of Brazilian public health care with the aim of achieving
adequate aesthetic-functional rehabilitation as well as social,
psychological and professional integration.

In the mid 1990s, two broad-scoped studies were carried
out in North America and Europe on the need for integral,
specialized, multi-professional, long-term care for patients
with craniofacial anomalies. Different criteria were
proposed for the accreditation of health care services that
manage these anomalies: composition of multi-professional
team; minimal number of procedures/year/specialist and
meetings/year/team; discussion and agreement on individual
treatment plans; documentation and archival maintenance
of clinical data and exams; contact and referral of family
members to support groups; and reference/counter-reference
articulation (21,22)

In Brazil, there is no specific legislation on the composition
of the health care team or its organizational model (whether
multidisciplinary, interdisciplinary, trans-disciplinary or
isolated services). Ordinance SAS/MS n. 62 of the Secretary
of Health Care and Ministry of Health establishes that
hospitals registered for the execution of integrated procedures
for the aesthetic-functional rehabilitation of patients with
CLP and bone-integrated dental implants must offer the
following specialties: oral-maxillofacial surgery, plastic
surgery, dentistry (pediatric dentistry, orthodontics, denture
placement, implant placement), otolaryngology, speech/
hearing therapy, psychology, social service, medical clinic,
nursing, pediatrics, anesthesia, physiotherapy, nutrition and
family care (23).

The Craniofacial Anomaly Rehabilitation Hospital/
Universidade de Sao Paulo (CARH/USP) in Bauru in the
state of Sdo Paulo is the largest reference center in Brazil
specialized in the treatment of congenital anomalies of the
head and face, with an emphasis on cleft lip and/or palate
and hearing disabilities. The patients are from all of Brazil
and neighboring countries. CARH-USP is a health care
model that involves research, teaching and free health care
services (24). Health care in Brazil is also distributed among
regional centers for outpatient support in the rehabilitation
process, involving medicine, dentistry, speech/hearing
therapy, psychology and social services. These centers
offer care in both the pre-surgery and post-surgery phases
and rely on the participation of municipal authorities and
state secretaries, with CARH/USP participating in the
training of human resources. There are 12 duly-registered
regional centers in Brazil, distributed in different regions.
There are also sub-centers, which are outpatient care units
maintained by the Foundation for the Study and Treatment
of Craniofacial Deformities, which is a partner organization
of CARH/USP. Three such unites have been implanted in
Brazil: one in Campo Grande/MS, one in Itararé¢/SP and one
in metropolitan Sao Paulo/SP (25).
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According to Silva et al. (26), patients with special needs,
such as those with CLP, require specific care in accordance
with the actual needs of the patient. This involves clinical
procedures for the rehabilitation of oral health as well as
issues beyond the specific knowledge of the field of dentistry.
The starting point for rehabilitation is the family. Before the
child undergoes basic treatment, the family needs contact
with the entire health care team (basic care, specialized
centers and hospital), which should offer the necessary
support to develop the emotional stability lost with the
impact of the birth of the child with CLP (27).

Treatment involves a team formed by different specialists,
who should work in an integrated fashion with the aim of
giving the patient the best possible treatment (25). A series
of surgeries are needed to correct the deformity in terms of
both aesthetics (lip, nose, face) and function (palate), which
begins with primary surgeries (cheiloplasty and palatoplasty).
Cheiloplasty (corrective lip surgery) is performed when the
child is about three months of age or reaches a body weight
of five kilos. Cheiloplasty is performed in a single session
in cases of unilateral cleft and in two sessions in cases
of bilateral cleft (at 3 and 6 months of age). Palatoplasty
(corrective palate surgery) is performed at about 12 months
of'age and secondary palate surgery is commonly performed
at this time when primary surgery is unsuccessful, which is
a common occurrence (6).

The aim of dentistry is to promote health, diagnose and treat
existing lesions, recuperate teeth through restorations and
replace missing teeth in the dental arches. This involves the
following specialties: periodontology, pediatric dentistry,
prosthetics, endodontics, implant dentistry, oral-maxillofacial
surgery, orthodontics and general dentistry. For complete
patient rehabilitation, the prevention of oral conditions, such
as dental caries and periodontal disease, is fundamental, as
patients with CLP have an increased risk of developing such
conditions (19,28).

According to Faustino Silva (29), parents/guardians have
inadequate knowledge regarding oral health care in early
childhood. It is therefore necessary to prioritize educative
actions directed at primary health care, as families have a
significant impact on the development of oral health habits
in children within different socio-cultural contexts.

There is an influence from other biological factors, such as
congenitally missing teeth and/or supernumerary teeth (30).
Different malocclusions and dental anomalies may occur
with CLP (31), such as an atypical positioning of the teeth
and the presence of cicatricial fibrosis in the area of surgical
repair and the cleft itself. These factors hamper hygiene and
create an environment that is favorable to the development
of infection and disease in oral tissues, such as caries and
gingival alterations (12,32-34). Compromised oral tissues —
whether due to dental caries or periodontal disease — affect
the patient considerably. The first implication is with regard
to surgery, which should be performed with adequate oral
conditions in order to avoid contamination of area being
operated. Contamination has a negative effect on the
postoperative recovery period and could lead to early teeth



loss, thereby further hindering treatment and complicating
the prognosis (35).

Between nine and 12 years of age, a secondary bone graft
is performed in the area affected by the cleft (employed at
CARH-USP in Bauru, as a primary bone graft is believed to
affect facial growth). The aim of this procedure is to offer
support to the teeth that will be moved during orthodontic
treatment and in cases in which there is a need for dental
implants (6). Orthodontic treatment is performed after the
conclusion of facial growth. “Orthodontic intervention
should be an integral part of the overall treatment plan
for the patient, in which surgery and prosthetics are also
concomitantly considered” (35).

Nutritional accompaniment should be encouraged, as
patients with CLP have difficulty feeding, especially when
the family has not received orientation. The most common
problems are inadequate suction due to a lack of intra-oral
pressure, prolonged breastfeeding time and regurgitation.
Early counseling regarding the best feeding techniques leads
to well-oriented families, the children of which are fed more
easily and grow more; there is also less anxiety on the part
of the parents. Breastfeeding is possible for infants with CLP
and should be encouraged, provided the child can suckle and
the mother feels comfortable breastfeeding. Although more
laborious than bottle feeding, breastfeeding is recommended
due to the nutritive value and antibacterial properties of
mother’s milk. This assists in the prevention of infection,
especially ear infection, which is common among children
with CLP (36).

As many patients have insufficient weight gain, proper
counseling is fundamental to enabling primary surgery.
The infant needs to have a body weight of five Kg prior to
surgery. For such, nutrition is often composed of a high-
calorie standard diet with high sugar intake. There is also a
high intake of citric fruit juices to combat anemia (37), which
contributes to a drop in pH in the oral cavity and favors the
demineralization of the teeth, making the oral environment
propitious to the development of dental caries (38).
Individuals with CLP run the risk of problems with speech,
resonance and hearing as well as impaired aesthetics. In the
pre-surgery period, the speech/hearing therapist gives the
parents orientation. In the post-surgery period, the therapist
works with the patient to correct articulation problems and
adjust the voice. The aim of early treatment is to help in
sensory stimuli, especially in the anterior portion of oral
cavity in order to avoid the establishment of compensatory
movements that may affect speech acquisition. Accentuated
nasal resonance is a common alteration in patients with CLP,
but can be minimized or even avoided if the cleft is closed in
time — generally by two years of age (29). Physiotherapy is
performed following corrective and aesthetic surgeries, with
massage and facial mimicking exercises, which assist in the
healing process, lip mobility and local irrigation.
Psychology plays a fundamental role in the complete
rehabilitation of patients with CLP by providing necessary
support so that both patient and family can overcome the
trauma stemming from aesthetic and functional problems.

Lorenzzoni et al.

The psychologist works with parents and family to attenuate
the anxiety that naturally arises from the perception of the
problem upon the birth of the child. According to Viana
et al. (39), the birth of a child with malformation causes
a family crisis due to the medical difficulties that need to
be faced and the fact that the infant does not correspond to
the expectations of health and perfection on the part of the
parents and society as a whole.

The aesthetic and phonetic alterations generally cause other
problems of a psychosocial nature, such as isolation and
scholastic and/or economic difficulties, causing patients with
CLP serious social maladjustments. Social services work
with the patient and family in a dynamic fashion, offering
adequate technical support for a community life within
the patterns of normality. Genetic counseling may also be
employed to orientate the patient and family with regard to
the medical aspects of the condition, including the risk of
recurrence, prenatal diagnosis, complications, indication of
support groups, therapy and prognosis (30).

Discussion

As CLP is a highly prevalent anomaly that is difficult to
prevent, early access to care and continued follow up of both
patient and family are of fundamental importance. While
there is recognition of the health care services and specialties
that should make up the rehabilitation system, there are a
number of questions regarding the health care model (as
reflected in the work process of the health professionals)
and the functioning of the referral system, which need to be
considered in order to give the support necessary during the
rehabilitation process.

According to Monlled; Lopes (9), reference centers for
patients with CLP are more concentrated in the southern and
southeastern regions of Brazil. Thus, geographical distance is
a problem for much of this population. Moreover, treatment
is costly and prolonged and the majority of the population
has a low socioeconomic status.

There is fragility in the work process and the organization
of the referral system. The reference and counter-reference
mechanisms operate through formal and informal means, but
with no guaranty of access to the services required on the
three levels of health care. Ordination and hierarchization
problems in the system and inequality in access to the
services make care out of the reach of many patients and their
families. The work process reveals a practice centered on
curative/care measures, in which fragmentation of treatment
occurs, restricted to care offered by specialties and basic care
is only performed in isolated events (40).

According to Narvai (41), certain equipment and specialists
are not needed in all places. However, all patients should
have access to equipment and specialists whenever needed.
In order to ensure patients access to the resources they
require, the establishment of reference and counter-reference
mechanisms is fundamental. For such, patients are sent from
one health care sector to another (reference), generally on
different levels of care; once the service is performed, the
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patient is send back to the health sector of origin (counter-
reference).

In Brazil, the health care model is organized in hierarchical
levels of increasing complexity, forming as pyramid structure.
According to Mendes (42), this is a strongly hegemonic,
fragmented health care system that is (dis)organized in a set
of isolated points of health care, with weak primary health
care that is unable to offer continued care to individuals or
a particular population.

Due to the complexity of treating patients with CLP, there
is the involvement of multiple specialties and patients
are transferred between specialties through referrals with
no guaranty that the treatment will be carried out within
the established timeframe. Inter-professional contact
and a concern for considering the individual in his/her
integrality are quite restricted in this health care structuring
model (43).

In order to offer integral care with an inter-disciplinary
team, it is essential for actions to be harmonized in the team,
with the exchange of experiences and knowledge between
the disciplines involved in order to provide a complete
rehabilitation process (44). As the body is not the sum of
its anatomical parts and health is at the same time social,
biological and psychological (45), integrality is a value to be
defended in the practices of health care professionals. This
is expressed in the form in which professionals respond to
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