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Oral Health in
Comprehensive Cleft Care

Executive Summary

Orofacial clefts are the most common craniofacial congenital anomaly worldwide and the second most
frequent congenital anomaly, representing on average one in every 700 live births globally™* About
200,000 babies are born with cleft lip and/or palate every year?2 These individuals are at increased risk
of developing dental caries, periodontal (gum) diseases, and other maxillofacial, dental and well-being
issues across their life course, making oral healthcare an essential component of their patient journey.

Early intervention and interdisciplinary care are required to ensure that these individuals lead long,
healthy and fulfilling lives.

This Advocacy Guide is designed to provide guidance for national dental associations, policymakers,
and health professionals. It suggests how to implement evidence-based policies that integrate oral
healthcare into cleft care as part of comprehensive noncommunicable disease (NCD) programmes, as
well as Universal Health Coverage (UHC) benefit packages.

Integrated care practices require policies that enable and support collaboration between health
professionals and allow the exchange of dental and medical records, to support informed decision-
making and people-centred care. This collaborative approach needs to be anchored in the education
of health professionals, who should receive continuing training on the needs, forms and evidence for
integrated care.

In May 2021, the World Health Assembly approved at its 74th session a World Health Organization
(WHO) resolution on oral health (resolution WHA74.5), considered to be a “landmark” by WHO'’s
Director-General, Dr Tedros Adhanom Ghebreyeus. This resolution is indeed a milestone - it puts oral
health back on the global health agenda; however, orofacial clefts were not mentioned as part of the
global burden of oral diseases.

FDI World Dental Federation (FDI) and Smile Train have advocated for the inclusion of orofacial clefts
in WHO'’s follow-up Global Strategy for tackling oral diseases (to be approved by the World Health
Assembly in 2022). Encouragingly, the initial draft of the Global Strategy® includes orofacial clefts within
the oral health response, mentioning also the shared risk factors of orofacial clefts with other NCDs.

Advocacy is an evidence-based approach to policy change. This Advocacy Guide presents a range of
goals and objectives which represent the ultimate aim of the FDI and Smile Train partnership, namely to
reduce the burden of caries by shifting the focus from a restorative to a preventive approach.

Depending on local settings, resources, and priorities, your advocacy campaign might focus on one or
several objectives. Objectives must be translated into a set of actions, such as convening a meeting,
seeking an appointment with local authorities or high-level officials, starting a mass media campaign or
staging a public event. To support these actions, different types of advocacy materials can be prepared,
such as fact sheets, leaflets, press releases, blog posts, tweets, etc.

FDI sets out in Chapter 3 five key messages on orofacial clefts to help advocates frame high-level
discussions with national policymakers.



CHAPTER1

Introduction

From the moment they are born, individuals with orofacial clefts, or cleft lip and/or palate (CLP),
face many challenges. Orofacial cleft treatment requires a continuum of care, which may include
surgery, orthodontics, oral healthcare, nutritional support, speech therapy and psychosocial support.
This often involves craniofacial surgeons, paediatricians, orthodontists, paediatric dentists, dental
hygienists, dental therapists and other oral health professionals, otolaryngologists, speech and
language specialists, audiologists, genetic counsellors, nurses and social workers, constituting an
interdisciplinary cleft care team.

Unfortunately, many of the 200,000 babies born with cleft each year lack access to some or all of
these critical components of care. As a result, they struggle to feed, thrive or even survive.

The long-term surgical outcome and overall health of an individual with cleft will depend upon
a foundation of good oral health. Due to a combination of genetic and environmental factors,
individuals with cleft are more prone to oral health challenges, including dental caries, dental
malformations and tooth malposition or malocclusion.

Without preventive and ongoing care, these oral health issues can cause additional pain, stress,
anxiety, and serious health problems. They can prevent a child from attending school and an adult
from finding secure employment. They can impact a child’s friendships and an adult’s role within their
community. Thus, oral health complications can impact their quality of life at all ages.

For individuals with cleft, access to oral healthcare can make all the difference. Therefore, it is
essential that all members of the cleft care team—including the individuals’ families and the
individuals themselves - have the knowledge and resources they need to prevent oral health issues
and support good oral health at every stage of care.

Smile Train, the world’s largest cleft lip and palate non-profit organization, empowers local medical
professionals to treat people with cleft in their communities, supporting high-quality, comprehensive
cleft care and strengthening health systems overall. This sustainable approach allows Smile Train

to focus not only on supporting treatment while reducing and eliminating inequities in health but
also promoting health and preventing disease. Oral health education in cleft care is vital to support
disease prevention.




In 2019, Smile Train and FDI, with critical support from GlaxoSmithKline Consumer Healthcare, came
together in a multi-year partnership to create guidelines and educational resources for optimal oral
healthcare for infants, children and adults with orofacial cleft. This partnership enables providers to
ensure individuals with cleft can improve their oral health outcomes via prevention and access to oral
health services.

As one of the world’s most common congenital anomalies, orofacial clefts contribute significantly

to the global burden of disease. Addressing orofacial clefts through oral health interventions is
therefore a powerful strategy for oral disease prevention in an often marginalized population group.
Importantly, this approach also contributes to advancing health for all as part of the Universal Health
Coverage (UHC) and the Sustainable Development Goals (SDGs) agendas.

‘ | am grateful to have participated in dialogues around NCDs and represent individuals who are
born with a cleft. Growing up, | did not have the opportunity to receive the surgery and care
| needed and this became a challenge for me and my family. It not only affected my physical
well-being, but also my psychosocial health. Now that | have received the care | needed, | hope
to be able to speak out for those who are not as fortunate in my own little way. | try my best
to speak and represent the cleft community as best | can and have offered to support others
individuals who may need some guidance and encouragement. | hope that through these
platforms, we can raise awareness about these challenges and contribute to policies and actions
that truly give others an opportunity to receive timely care and enable them to live happier,
healthier, and more productive lives.

Cris Daryl Magallanes, the Philippines
Patient and Cleft Lip and Palate Advocate
Real Estate Professional

Why oral health is an essential element of comprehensive cleft care

Orofacial clefts are a significant public health problem affecting 1in every 700 births worldwide.®” An
orofacial cleft affects the structures of the face and mouth and has an impact on critical functions
such as speech, chewing, swallowing, breathing and facial expression, among other daily actions.

Oral health has been defined as multi-faceted and includes the ability to speak, smile, smell, taste,
touch, chew, swallow, and convey a range of emotions through facial expressions with confidence
and without pain, discomfort, and disease of the craniofacial complex.8 According to this definition,
orofacial clefts challenge the health and well-being of individuals in many ways, making oral health
an indisputable requirement for inclusion in comprehensive cleft care.

Good oral health is a basic human right, but one that is enjoyed by all too few. Although oral diseases
are largely preventable, the global burden of oral disease remains unacceptably high, tooth decay
(dental caries) being the most prevalent condition globally.? This applies to global populations -
individuals with cleft tend to have a higher risk and prevalence of dental caries in both permanent
and primary teeth.©

While rehabilitation and care of individuals living with cleft involve the core specialities of nursing,
plastic surgery, speech therapy and orthodontics, good quality oral healthcare is also essential to
ensure successful long-term health outcomes."?

Dental care begins immediately after birth and extends into adulthood.” The dentist should be
present at almost all stages of comprehensive cleft care and work collaboratively with surgeons, ear-
nose-throat (ENT) specialists, speech therapists, hearing specialists, nurses, psychologists, and the
caregivers, families, and the individuals themselves.!* (Image 1)



“ The ideal team interaction results in team memlbers who not only learn about the other involved
disciplines but who can communicate comfortably in common terms allowing for a unified
frame of reference concerning the patient”®

Prof. Peter Mossey.

Oral Health in Comprehensive Cleft Care Task Team Chair

Professor of Craniofacial Development, Associate Dean for Internationalisation
Dundee University Dental School, United Kingdom

In joint decision-making, there should be a sharing of status and knowledge with team members and
a willingness to learn about other disciplines.

Specific factors around cleft, such as a surgical scars, hypoplastic defects, misaligned teeth or a
general predisposition to carious lesions, may influence the development of early childhood caries in
young children with cleft>*® Furthermore, poor oral health will, directly or indirectly, affect different
stages of the treatment. For instance, missing teeth due to dental decay or misalignments of the
dental arches will have an impact on speech therapy, while periodontal disease or oral infections are
factors for higher risk of infection after a surgical procedure like a bone graft. Consequently, there is
a need for careful pre-operative planning and good oral hygiene to ensure successful outcomes in
comprehensive cleft care.”

Oral Health 0-2 26 612 1218
Professionals

Cleft Oral Health Guidelines
(by age group in years)

+ Explain to patients and their parents or guardians the causes of tooth decay & gum disease
« Professional fluoride application
+ Scar management should be explained to caregivers and patients

+ Age appropriate oral hygiene - toothbrushing, interdental cleaning, and tongue cleansing
+ Age appropriate oral hygiene - toothbrushing, mouth cleansing + Dietary advice - avoid fizzy drinks, cariogenic snacks
« Dietary advice - nighttime feedings, baby bottles + Fluoridated toothpaste use
Routine Care * Fluoridated toothpaste use, fluoride supplements if required * Periodontal examination
+ Radiographic monitoring

+ Di dh habits - thumb ki i it hing, b d |
VD e Tl TG T e T o s e A e R, T B RS = R L

« Fissure sealants as molars/premolars erupt
* Identification and monitoring of white/brown spot lesions

Restorative Tips « Silver diamine fluoride (if available)
« Atraumatic Restorative Treatment (ART) using adhesive materials such as glass-ionomer
« Stainless steel or zirconia crowns
« Direct bonding

« Partial dentures for missing teeth + Partial dentures for missing teeth
should be reviewed regularly + Begin considering cosmetic requirements - resin bonded-bridges, crowns,
for growing veneers

+ Tooth whitening if required

Orthopedic and
Orthodontic Tips

IMAGE 1: ORAL HEALTH IN COMPREHENSIVE CLEFT CARE GUIDELINES FOR ORAL HEALTH PROFESSIONALS

Governments should incentivize the creation of cleft care teams. The role of a cleft care team is to
help sustain oral health proactively during all the treatment stages, making multidisciplinary care
people-centred, comprehensive, and effective. Good oral health will reduce discomfort in individuals
with cleft and reduce the expenditure of individuals, their families, and the organizations that sustain
comprehensive cleft care.

What are orofacial clefts?

Orofacial clefts are a heterogeneous group of congenital anomalies affecting the structure of the face
and oral cavity when parts of the lip and/or palate and nose do not fuse together during embryonic
development.



Orofacial clefts can be divided into three general categories with variability in phenotype:

1. unilateral or bilateral cleft lip with or without cleft alveolus;

2. unilateral or bilateral cleft lip and palate;

3. cleft palate alone.
A classification system that can comprehensively cover all orofacial cleft variations and sub-
phenotypes and be standardized is essential. This would allow consistent recording, registration
and comparisons between centres, regions, and populations for clinical governance and research

purposes. The LAHSAL system' is an example of such a classification system and could be
standardized internationally.

Aetiology of orofacial clefts

Orofacial clefts are the single most commonly treated craniofacial anomalies in a paediatric hospital
setting. They represent an important burden for health systems, and significantly impact health
economics due to the medical cost of surgery and treatment. They have a considerable impact on
the social life and personal well-being of individuals with cleft and their families, with a resultant
effect on their oral health-related quality of life. Other consequent effects are due to the number of
associated complications, which often require long-term medical attention, including:

« feeding difficulties;

* speech and language delays;

e ear infections and possible hearing loss;

« aesthetic challenges;

» oral health concerns, e.g. dental caries, periodontal diseases, malocclusion;
e reduced quality of life;

* psychological, psychosocial (stigma) and economic implications.

Orofacial clefts occur when there is a derangement in the embryonic development between the 4th
and 12th week of pregnancy when many women may be unaware of their pregnancy. Orofacial clefts
are a complex multifactorial disease in which both genetic and environmental factors play a role.34®

The risk factors identified with increased incidence of orofacial clefts include vitamin deficiency,
especially folic acid deficiency, B6, B12, and zinc; maternal tobacco, alcohol or drug use; and chemical
exposure during pregnancy.?14®

Intermaxillary Lateral nasal
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Medial nasal Nasolacrimal
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IMAGE 2: EMBRYO AT 4-7 WEEKS OF INTRA-UTERINE LIFE
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IMAGE 3: OROFACIAL CLEFT AFFECTING THE HARD PALATE

Genetics of orofacial clefts

Orofacial clefts can be classified as syndromic or non-syndromic. Syndromic clefts are caused by
specific genetic conditions and with a recognized pattern of human malformation or syndrome.

The cause of a syndromic cleft may be associated with gene transmission, chromosomal anomalies,
teratogens or environmental factors. However, since the advent of genomic medicine, there have
been major advances in identifying the causative genetic mutations of underlying syndromic forms of
orofacial clefts.$20-22

There are more than 600 types of syndromic orofacial clefts and not all of them are hereditary. Van
der Woude syndrome (VDWS) is the most common heritable form of syndromic orofacial cleft, and
individuals living with this syndrome account for 2% of all cleft cases. Other syndromes associated
with orofacial clefts include velocardiofacial syndrome (VCFS), orofaciodigital syndrome type 1
(OFDY), Robin sequence, and Stickler syndrome.

Non-syndromic orofacial cleft aetiology is considered to be multifactorial and determined by
interactions between many loci genes and environment, based on epidemiological and experimental
data.?°?' In addition, many candidate genes have been, and still are being, investigated to elucidate
the underlying genetic mechanism causing orofacial clefts.

The genetic risk for having a child born with an orofacial cleft for a couple in which one of them has a
cleft or already have a child with a cleft is approximately 4%, with variation according to factors such
as cleft type and severity, number of affected siblings or relatives, sex of the siblings, and presence of
other features or conditions.

Environmental risks and orofacial clefts

Because orofacial clefts are formed during embryogenesis, the fetal environment is crucial; the
aetiology of orofacial clefts are affected by the family’s genes as well as the mother’s lifestyle and
environmental exposure. The concept of environmental risks is complex and broad, and orofacial
clefts have frequently been associated with infections, pollutants, radiation exposure, risky behaviours
and diet.

As mentioned, non-syndromic orofacial clefts represent a heterogeneous range of polygenic
multifactorial disorders caused by the interaction of multiple genes and also environmental risk
factors. While there is substantial evidence that genetic factors contribute to orofacial clefts, the
complex mode of inheritance involving both genetic and environmental influences is less understood.

Recently, the US Centers for Disease Control and Prevention has reported significant findings from
research studies into the factors in pregnancy that increase the chance of having a child with an
orofacial cleft, including smoking, alcohol, diabetes and the use of certain medications.!?*



These include:

« Women who smoke during pregnancy are more likely to have a baby with an orofacial cleft than
women who do not smoke;

« Women living with diabetes before pregnancy have an increased risk of having a child with an
orofacial cleft than women who do not live with diabetes;

* Women who used certain medicines during the first trimester of pregnancy to treat epilepsy,
such as topiramate or valproic acid, have an increased risk of having a baby with an orofacial
cleft, compared to women who did not take these medicines.

Maternal nutrition and orofacial clefts

At the time of conception and during the first trimester of pregnancy, the mother’s nutritional
status is important in the development of orofacial clefts and other craniofacial structures of the
fetus. During this critical stage of development, several key nutrients have been implicated in the
development of orofacial clefts: folic acid, vitamin B12, vitamin B6, and zinc.

Maternal ability to maintain adequate levels of vitamins B6 and B12 and fetal ability to utilize these
nutrients are also seen as factors in the development of orofacial clefts. When these nutrients are not
appropriately metabolized, DNA synthesis and transcription errors may occur, leading to congenital
anomalies.

Demographic factors of orofacial clefts

Orofacial clefts are the most common congenital anomalies of the face that can occur due to genetic
and environmental factors, but variability across geographic origin, race, ethnic groups and socio-
economic status may also influence their development.

Caucasians have an average incidence of 1in 700 births; individuals of African descent have the
lowest incidence of approximately 1in 1,200 births. The gender distribution of orofacial clefts is
unequal too. The incidence of orofacial cleft is twice as high in men compared to women, whereas
that of cleft palate alone is higher in women.

Clinical significance and implications of orofacial clefts

Depending on the type and severity of the cleft, individuals with orofacial clefts face various health
and social challenges both in the early years of life and in adulthood. In some settings, such as in
large rural areas of Central America, India, Indonesia, and Sub-Saharan Africa, only a small percentage
of infants born with orofacial clefts survive the first few weeks of life.*

Difficulty in feeding

One of the most immediate concerns after the birth of a child with cleft is feeding. While most babies
with cleft lip can breastfeed, a cleft palate may make sucking difficult, leading to complications
around nutrition and growth.

Ear infections and hearing loss
Babies with cleft palate are at increased risk of developing middle ear fluid and hearing loss. In
addition, they often experience persistent middle ear infections.

Speech difficulties
Because the palate is used in the formation of sound, a child with cleft palate can find the
development of their speech is affected.
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Psychosocial challenges

Individuals with cleft may face social, emotional, and behavioural problems due to differences in
appearance, communication and the stress of intensive medical care. As children they may exhibit
shy, nervous, or unco-operative behaviour.?®

Oral health and dental problems

Orofacial clefts affect multiple areas of the mouth, leading to diverse problems in the oral cavity,
exacerbated by prolonged and ongoing surgical and orthodontic interventions. For instance, cleft
lip often leads to aesthetic problems. Cleft alveolus may lead to dental problems associated with the
need for surgical repair, including a deficiency of maxillary development potentially leading to Class
[l malocclusion and a buccal segment open bite. In addition, tooth buds in the cleft area may be
affected, giving rise to eruption problems and dental malformations.

Malformations can include hypodontia, supernumerary teeth, defects in tooth size, shape and form,
such as enamel hypoplasia or dilaceration of the crown or root. These dental malformations may
predispose people with an orofacial cleft to multiple food traps. This, in addition to poor oral hygiene
practices, predispose a child with an orofacial cleft to poor oral health, resulting in periodontal
diseases and dental caries, as reported by several studies.?®?’

Children with orofacial clefts may be additionally susceptible to dental caries at an early age due to a
variety of other factors critical to a healthy mouth. They may:

* have medical conditions that require the prescription of sweetened, cariogenic medications;

e consume a diet rich in sugars;

* have poor oral hygiene practice;

* have low fluoride exposure;

* Dbe insufficiently motivated to perform regular preventive dental home care;

* be exposed to early bacterial infection (Streptococcus mutans and Lactobacillus);

e be at risk of poor teeth alignment and high prevalence of dental erosion;

* experience altered salivary gland function and poor oral clearance after eating and drinking due
to the burden of oral diseases.

1



Conseqguently, it is important that comprehensive measures for oral health promotion and oral
disease prevention are targeted towards young children with orofacial clefts and their families.
This will reduce their burden of oral diseases and ultimately improve their overall health outcomes;
such measures should also reduce the psychosocial and economic impact of oral diseases on both
individuals and their caregivers.?2°

‘ ‘ As a pediatric dentist, my goal is good oral health for my patients. Sadly, over 60% of children
born with a cleft under the age of 6 already have experiences with caries and or periodontal
disease. To achieve good oral health for patients with clefts, oral health professionals have to
work in a team that includes not only the patient, their family and caregivers, but also the non-
dental health professionals of the comprehensive cleft care team. Education in preventing oral
health diseases will give the whole team the tools to speak the same language, give the same
oral health guidance during appointments and reinforce these messages over time, inviting
patients and caregivers to participate in their own oral health care. This will be the best way to
achieve our goal; healthy, happy, smiling children and adults.

Dr Marina Campodonico
Pediatric Dentist & Presurgical Orthopedic, Fundaciéon Gantz, Chile
Smile Train South America Medical Advisory Council
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CHAPTER 2

A policy framework for cleft prevention and care

The health outcomes and economic dimension of both preventing and treating orofacial clefts are
essential considerations. A study by Galloway et al. (2017) compared the average total cost of cleft
treatment in high income countries, such as European countries, with low-income countries, such

as India. When surgery, speech and language therapy, orthodontics, and orthognathic surgery are
provided, the average total direct cost of cleft treatment is $10,000-$13,000 in the former, where the
state health insurance often covers most costs, and $3,000-5,000 in the latter, where patient and
charity organizations fund most costs.

As they grow and develop, regardless of whether they undergo surgery, individuals born with
orofacial clefts are at increased risk of oral disease; they require frequent oral health interventions to
prevent oral diseases and to ensure their highest attainable standard of health. Studies have shown
that for every $1 spent on oral disease prevention, up to $50 can be saved on treatment later in life.*°

The wide range of factors potentially linked to the development of orofacial clefts and the oral
healthcare needs of individuals born with cleft, makes it imperative that a policy framework for cleft
prevention and care is developed. The policy framework should aim to:

* raise the profile of orofacial clefts and their oral health implications as a public health concern
and therefore a policy priority among decision makers; this should ensure that surgery and
other health needs of individuals born with cleft are met without causing catastrophic health
expenditure for households;®

* educate decision makers about the risk factors involved in the development of orofacial clefts
and the role that primary prevention can have in reducing the prevalence of orofacial clefts and
the risk of developing dental caries and periodontal diseases;

e address the social determinants of health so individuals born with cleft have equality of access
to prevention and care and timely surgery when needed, decreasing their risk of developing oral
diseases;

* ensure children born with cleft, and their caregivers, receive individual counselling and
education to increase oral health literacy and understanding around the oral health implications
of cleft;

* invest in interprofessional education for health professionals and multidisciplinary cleft care
teams to increase their knowledge of oral health disease prevention and early detection,
facilitating collaboration;

» digitalize medical and dental records within a compatible system to enable the exchange of
information between multidisciplinary teams;

* promote information-sharing by patients, families, and communities to increase public
awareness of orofacial clefts and their oral health implications.

Raising awareness of cleft primary prevention

Orofacial clefts are major, severe congenital anomalies recognized by the World Health Organization’s
(WHO) birth defects surveillance manual for programme managers (updated in 2020). In many rural
and poor settings, only a small percentage of infants born with cleft survive the first weeks of life,
especially when there is no access to safe and timely surgery. Also, low prevalence rates of orofacial
clefts in certain regions could be due to the high rates of infant mortality and lack of surveillance
capacity.®? Given the severity of orofacial clefts, as well as their economic impact, primary prevention
is the ultimate objective for managing orofacial clefts.

A complex interplay of genetic and environmental factors influence the risk of developing orofacial
clefts. Common environmental factors associated with a greater risk of developing orofacial clefts
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include maternal risk factors such as exposure to tobacco, alcohol, certain chemicals, and medication;
other factors might include poor nutrition, such as folic acid deficiency, obesity or infections during
pregnancy.’*3

While more research is required to understand the complex factors that influence orofacial clefts,

it is essential that a focus on these risk factors is included in comprehensive strategies to reduce
the global burden of orofacial clefts. It is also crucial to focus on secondary and tertiary prevention
strategies, especially when it comes to ensuring good oral health and well-being for individuals born
with cleft.

‘ ‘ As has been rightly said, “The mouth is a gateway to general health and a mirror for well-being.”
Oral health is an integral part of general health, and this is especially true for patients with clefts,
who often struggle with increased oral health challenges. Sustaining excellent oral health care
is possible. Earnest efforts in this direction should begin as soon as the first tooth erupts in the
oral cavity. The key to this is ensuring awareness and knowledge of oral health within the entire
multidisciplinary cleft lip and palate team.

Dr M S Muthu
Head - Centre for Early Childhood Caries Research, Sri Ramachandra Institute of Higher
Education and Research, India

Advocacy objectives around cleft primary prevention may include:

* recognize orofacial clefts as severe congenital anomalies, leading to high rates of infant
mortality in rural and poor settings when there is no timely access to high quality surgery, and
therefore the need to also focus on cleft primary prevention;

e ensure countries include primary prevention interventions in antenatal care to raise awareness
about cleft risk factors and increase oral health literacy among pregnant women, to reduce
family risk factors;

« facilitate access to secondary and tertiary prevention interventions for people born with cleft to
maximize their quality of life and reduce their risk of developing oral health issues in the long-
term.

Ensuring access to timely surgery for people born with orofacial clefts

In the absence of access to timely and safe surgery, the infant mortality rate of infants born with cleft
is extremely high. 75% of children born with cleft will die by the age of 10 if they don’t receive surgery.
With surgery, 98.5% of these children survive.*?

Moreover, surgerical care is cost effective. In an analysis of more than 500,000 cleft lip and palate
treatment records collected over a ten-year period, disability-adjusted life years (DALYsS) ranged
between 1.46 and 4.95 million, and the mean economic impact ranged between $5,510 and $50,634
per person. This corresponded to a global economic impact of between $3.0 billion and $27.7 billion,
depending on the DALY and gross national income values used, while the estimated cost of providing
these procedures based on an average reimbursement rate was $197 million (0.7-6.6 % of the
estimated impact).*®

Advocacy objectives to improve access to timely and safe cleft surgery may include:

e raising awareness of the importance of timely access to high quality surgical care for infants
born with cleft to reduce the mortality rate, preventing long-term oral health issues, and
maximizing individuals’ future health outcomes and well-being;*®

e promoting research in order to make the case on the cost-effectiveness of surgical care for
people born with cleft, and showcasing examples of successful interventions to increase access
to surgery for people born with cleft.
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Promoting oral health and oral disease prevention for people with orofacial clefts

Individuals born with cleft are more susceptible to developing oral health and dental problems; it

is therefore crucial to promote oral disease prevention from an early age among individuals and
caregivers, oral health professionals, and the wider cleft care team. Table 1 illustrates some preventive
strategies that each active member of the cleft care team, including individuals and caregivers, can
adopt to prevent oral diseases and promote oral health in individuals born with cleft.

Individuals and caregivers e Ensure optimal oral hygiene;

* Use fluoride-containing products;
* Favour a healthy diet;

* Seek regular dental check-ups;

* Perform the ‘Lift the Lip’ technigue for monthly monitoring.

Oral health professionals * Provide patient education on oral hygiene; practices and
counselling on healthy diets;

*  Apply topical fluoride and pit-and-fissure sealants where
appropriate for prevention of dental caries;

e Perform regular examinations (periodontal and radiographic);

*  Provide treatment for progressing carious lesions including
through atraumatic restorative technique and other minimally
invasive interventions;

e Advise on injury prevention.

Non-oral health professionals * Provide patient education, i.e. through a brief oral hygiene
intervention at each appointment;

+ Peform the ‘Lift the Lip’ technique at each appointment, and
make an oral disease risk assessment.

TABLE 1: ORAL DISEASE PREVENTIVE STRATEGIES FOR COMPREHENSIVE CLEFT CARE

As oral diseases are largely preventable and can start developing from an early age, the sooner these
interventions begin, the more likely it is that they will be effective. Children born with cleft should
already visit an oral health professional before their first tooth erupts and must have had their first
check-up at the latest by the time of their first birthday. They should maintain regular monitoring and
seek access to preventive care by an oral health professional, even if they are undergoing treatment
with other members of the cleft care team. Early interventions can significantly decrease the risk of
developing dental caries in mixed and permanent dentition, improving their quality of life in the long
term, and allowing them to focus on other treatments and needs.

Patient education, health coaching, and brief oral hygiene interventions

Individuals born with cleft should be supported by oral and non-oral health professionals to acquire
an optimal level of oral health literacy. Health professionals may rely on patient education techniques
such as health coaching or motivational interviewing to assist people in adopting good oral health
behaviours. In this context, health coaching could involve agreeing on a few oral health goals in
consultation with the individual so that they are empowered to make and monitor behavioural
changes that will help prevent and/or alter the course of oral diseases.
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Each contact with a health professional should be utilized to carry out a brief oral hygiene
intervention. This proactive method, which is widely used in paediatric healthcare, is the process

of providing practical, repeated rounds of oral health information to caregivers and/or individuals,
leveraging as well the role of parents in ensuring their children maintain good oral hygiene practices.

Brief Intervention of Oral Hygiene for Non-Oral Health Professionals
Applies to all age groups

Try not
Use a fluoride U TG

Brush twice toothpaste. between

per day fOI‘ 2 (Spit, but don't rinse!) e

minutes.
Snacks should be Only water or
non-cariogenic— milk should be E 't the
plain yoghurt, given for drinks U =t
cheese, whole between meals. tegularly.
fruits.

IMAGE 4: A BRIEF INTERVENTION OF ORAL HYGIENE FOR NON-ORAL HEALTH PROFESSIONALS

Early detection: ‘Lift the Lip’ and oral disease risk assessments

Caregivers and members of the cleft care team should also engage in the monthly monitoring of
the hard and soft oral tissues of children born with cleft by using the “Lift the Lip” technigue, which
allows identification of white or brown spots on enamel. In case an early carious lesion is identified,
children should be referred as soon as possible to their oral health professional. This approach needs
to be adopted by both caregivers and the wider cleft care community.

IMAGE 5: LIFT THE LIP
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The cleft care team should also conduct a risk assessment to quickly understand if a child born with
cleft is at higher risk of developing oral diseases. Each factor below - whether occurring on its own
or in combination with other factors - increases each individual’s risk of dental caries, periodontal
diseases, and other oral diseases:

active or previous carious lesions;

low socio-economic status;

frequent consumption of dietary sugars;
reduced salivary flow or low salivary pH;
poor oral hygiene;

sub-optimal exposure to fluoride;

family risk factors (use of indicators such as educational level of parents or sibling’s oral health
status).

Advocacy objectives around the need for oral health promotion and oral disease prevention for
individual born with cleft may include:

ensuring availability of oral healthcare services as part of national health scheme benefits,
facilitating equitable access, financial protection and quality preventive and curative oral health
services to individuals born with cleft;

promoting the need to provide regular check-ups and early oral health preventive interventions
by both oral health professionals and members of the wider cleft care team to individuals born
with cleft;

facilitating access by all members of the cleft care team to oral health educational materials,
including for craniofacial surgeons, paediatricians, orthodontists, paediatric dentists, dental
hygienists, dental therapists, speech and language specialists, otolaryngologists (ENT
specialists), audiologists (hearing specialists), genetic counsellors, nurse team coordinators,
social workers and psychologists.
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Interprofessional education and collaboration

There is an urgent need to educate oral health professionals and the wider cleft care team. By
promoting interprofessional education and collaboration, a comprehensive cleft care approach
centered on the health and well-being of patients can be achieved. The provision of interprofessional
education and the establishment of collaboration mechanisms for all care team members will ensure
that oral health is part of the continuum of care for cleft.

Globally, improving oral health is a major population goal; however, providing preventive care for
individuals born with cleft is often absent from the curricula in health sciences. Educational reform
should encompass undergraduate, postgraduate, and continuing education.

Advocacy objectives around the need for interprofessional education and collaboration may include:

e improving the curricula of schools teaching health sciences to the care and medical community
to ensure health professionals receive training on preventive oral healthcare for individuals born
with cleft;

* ensuring basic oral healthcare training packages in health sciences institutions include
background on the aetiology and prevention of clefts and oral diseases;

* increasing access to interprofessional education both in dental schools and at the healthcare
level to promote a collaboration-ready workforce;

» facilitating access to continuing education activities for medical and oral health professionals
to ensure up-to-date knowledge and best practice on the prevention, risks and treatment of
individuals born with cleft.

Translating advocacy objectives into action

In May 2021, the World Health Assembly approved at its 74th session what WHO’s Director-General,
Dr Tedros Adhanom Ghebreyeus, has called a “landmark” resolution on Oral health.?” This resolution
stresses the worrying burden and human and economic cost of oral diseases while providing concrete
follow-up actions for both members states and WHO to tackle poor oral health at country and global
levels. It has a strong focus on prevention, multisectoral action, and integration into the UHC and
Noncommunicable Disease (NCD) agendas.

The resolution does not include mention of orofacial clefts, but the updated WHO’s Director-General
Report on Oral Health does refer to the burden of orofacial clefts as the most common craniofacial
congenital anomalies, leading to lifelong disability and often resulting in social exclusion for many.
This development recognizes the need to address orofacial clefts as part of the oral health response.
Moreover, FDI has also advocated the inclusion of oral health promotion and primary prevention

and management of orofacial clefts as part of maternal, newborn and children health (MNCH)
programmes in the context of WHO’s Global Strategy for Women'’s, Children’s and Adolescents’
Health (2016-2030).

FDI concurrently released Vision 2030: Delivering Optimal Oral Health for All, which identifies
challenges that will confront dentistry and the oral health community over the next decade. It
calls for interprofessional collaboration to tackle the growing burden of oral diseases and common
risk factors. The report further describes approaches to overcome these challenges to ensure the
availability of equitable, affordable, and accessible oral health services for all.

There is an window of opportunity with the WHO resolution on Oral health and its follow-up actions,
including the Global strategy on tackling oral diseases, an action plan for public oral health, and a
menu of cost-effective interventions (“NCD Best Buys”) for oral health management. For instance, the
initial draft of WHO’s Global Strategy on tackling oral diseases (to be approved by the World Health
Assembly in 2022) encompasses orofacial clefts within the oral health response, mentioning also the
shared risk factors of orofacial clefts with other NCDs.
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International, regional, and local level policies have often not prioritized oral health within health
systems strengthening efforts due to a lack of:

» political leadership, often associated with a lack of awareness from political leaders about the
importance of oral health for general health and people born with cleft;

e prioritization within health and development agendas due to competing health and social
issues;

* budget allocation dedicated to health promotion, oral healthcare, and NCD services more
widely.

Advocacy is the process of building support for an issue through evidence-based arguments ensuring
governments take on their responsibilities to protect the public interest. Implementing an advocacy
strategy must be considered as a means for you to:

* Ensure that key decision makers know about existing policies and strategies, and are informed
of their responsibility to implement them;

* Reinforce or foster the development of new policies to meet their responsibilities;

* Prioritize specific approaches, programmes, or services that will ensure their responsibilities and
commitments are met;

* Help secure financial resources to implement these policies and strategies, delivering relevant
programmes and services;

* Generate support among community members to create demand for the implementation of
such policies and programmes.

In order to achieve results, an advocacy campaign must be carefully planned and prepared before
implementation. It usually starts with background work (collecting the information and evidence,
including main facts and figures, analyzing the situation, identifying your target audiences, etc.).
Moreover, it requires elaborating clear goals and objectives for relevant activities and materials.

Getting your facts right

In order to meet your advocacy objectives, you need to ensure that you build a solid case, generate
sufficient support, and reach the right people (i.e., influential support and even traditional opponents).
The policymakers you will contact or meet are usually not oral health or orofacial cleft experts. They
might be busy people who must oversee different priorities and requests. When addressing them, it
is important to use plain and clear messages, avoiding technical terms. Bear in mind that when they
are choosing actions and programmes to prioritise, the potential return on investment will always
weigh heavily on their final decisions. Therefore, you need to make sure that you are able to bring
convincing facts and evidence to support your argument, including on the cost-effectiveness of the
programmes and services you are suggesting. Data-driven requests will help build your case and
convince policymakers. Prior to convening a meeting, holding a press or a public event, it is advised
to compile carefully any relevant data to support your arguments and requests.
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Examples of useful data

Data related to disease status

Data related to psychosocial
function

Data on health systems
capacity
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data on the traditional decay-missing-filled teeth (DMFT)
index or other data relating to the prevalence of dental caries
in people born with cleft in your region, possibly compared
with global data;

number of infants born with cleft annually in your country,
region, or globally;

mortality rate of infants born with cleft in your country, region,
or globally.

oral health-related quality of life data among people born with
cleft, such as satisfaction with physical appearance, feelings of
shame in social interactions, etc;

data on missed work or school days by people born with cleft.
workforce statistics for people trained in basic oral healthcare
available to people born with cleft;

number or scope of cleft lip and/or palate prevention
programmes;

financing mechanisms for comprehensive cleft care and/or
oral healthcare for people born with cleft;

cost-effectiveness analyses on paediatric surgery interventions
for children born with cleft.



Identifying and analysing government policies and commitments

A review of existing government policies constitutes an essential step in understanding the
government’s position on the issue at hand. A range of diverse national policies, strategies, guidelines,
parliamentary acts, laws and regulations might be available, which can potentially affect oral diseases
in people with cleft and its prevention and management.

Table 2 outlines a few examples, which might differ depending on your country and setting.

Type of policy Decision-making bodies

National health strategy or plan Ministry of Health
National oral health strategy or plan Ministry of Health
School oral health education programme Ministry of Education

Reimbursement schemes for regular dental

. Ministry of Health
check-ups - or preventive care

TABLE 2: EXAMPLES OF EXISTING POLICIES

Formulating goals and objectives

Your advocacy campaign goals should be outlined in a broad statement that describes some general
outcomes and objectives.

The objectives must be more specific and descrilbbe concrete results or outcomes to be achieved over
a certain period of time. Setting “SMART” objectives is usually recommended, whereby:

» Specific - objectives are clearly defined, as are the actions needed to meet them;

* Measurable - results can be quantified and evaluated;

* Achievable - objectives must be possible to meet and likely to succeed;

» Realistic - resources and capabilities available are sufficient to achieve the desired outcomes;

* Time-bound - there is a clear time-frame for achieving the desired outcomes.

Examples of goals and objectives

Goal Objective

Inclusion of essential oral healthcare services Advocate among local governments that oral

within the national health scheme’s benefits healthcare is integrated into UHC within the next
5 years.

Ensure all individuals with cleft have access to Train oral health and non-oral health

oral disease prevention interventions by different professionals to make every contact count ie

health professionals and carry out a brief intervention on oral health
risks and oral hygiene for people born with cleft
and their caregivers.
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Identifying target audiences

An essential step in achieving advocacy goals and objectives is to determine the right target
audiences.

These include individuals who are:
. Influential
. Supportive (or not)

In addition to identifying individuals or groups who can directly affect your desired outcomes, i.e.
decision makers, you also need to identify individuals or groups who can influence your primary
audience. Once you have identified your potential target audiences, you need to focus on those who
are likely to be the most influential.

Do not forget that strong opponents are also an important target audience; adequate information
and education might turn them into allies instead of opponents. Depending on your advocacy
objectives, your primary target audience might be a Minister of Health, elected officials, local
community leaders, a group of school principals, the wider public, etc.

Forming partnerships

Partnerships across a wide spectrum of organisations are essential to ensure adequate prevention,
management and control of oral diseases in people with cleft. In the field of oral health promotion,
they can be formed with stakeholders with differing levels of responsibility or influence:

* patients

» coalition of oral health professionals
+ wider cleft care team

* health facilities

* non-governmental organizations

* government and policymakers

* product manufacturers

* taxpayers

Selection of the right partners strongly depends on the objectives that have been set. For example,
suUppose your aim is to convince your national government to implement oral health education at
every patient contact. In that case, you might wish to seek an alliance with other health associations
(diabetes, obesity, etc.), and with the public health community. Suppose your aim is to introduce oral
health education programmes in healthcare settings. In that case, you might wish to collaborate with
educators and perhaps with product manufacturers, as they might be able to provide materials such
as toothbrushes and fluoride toothpaste.

Partnerships are vital because they allow you to reinforce your action. They can be long-term but
also temporary. Bear in mind that there might be some overarching goals and objectives when
multiple partners work together on an advocacy initiative. However, each partner might also set

a few separate, complementary goals and objectives. This is not in itself an issue, but it should be
clarified from the outset to ensure that individual objectives are not at odds with your own goals and
objectives.
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Choosing the right advocacy activities and materials

Once your target audiences are identified, their characteristics can be determined (position, age, level
of education, access to media, social media, knowledge about the issue, etc.). These characteristics
should help you select the most appropriate advocacy activities and materials. Based on the likely
preferences of your target audiences, different types of advocacy activities can be set up.

Workshops and meetings: setting up meetings and workshops with a target group of
individuals (local officials, coommunity leaders) to present and discuss the issue can be a
powerful means of raising awareness and generating support for your advocacy objectives.

High-level meetings: scheduling a meeting with a high-level official is a further means to drive
forward your advocacy efforts. This will require thorough preparation as you will have limited
time to present a convincing case. Direct support from a high-ranking elected official, such as
a Minister of Health, can be instrumental in successfully achieving your advocacy goals and
objectives.

Public events: these can take different forms, such as an awareness-raising campaign in a
busy public place, interactive games and quizzes, a toothbrushing contest etc. Such events
can help engage the wider community in your advocacy efforts. They can be timed to coincide
with important dates in the calendar, such as World Oral Health Day (www.worldoralhealthday.
org) on March 20th and World Smile Day, celebrated on the October 2nd in many countries
around the world. A public gathering to mark a significant event will engage a wider audience
and should obtain good media coverage, which in turn helps raise awareness among local and
national authorities.

Mass media campaign (nhewspapers, radio, TV): the strength of mass media is in its potential
to reach large audiences. It can help generate support from the community to build pressure on
elected officials to take action. It is however, not very well suited to reach a well-defined, narrow
group of individuals, such as decision makers.

Social media (websites, blogs, Facebook, Twitter): social media increasingly represents a
powerful channel to communicate advocacy goals and objectives. It can amplify your advocacy
efforts by reaching more people in very little time. Social media has very low set-up costs and
offers new opportunities to engage with your target audiences. Preparing and disseminating a
set of messages (blog posts, Facebook posts, tweets) pertaining to your advocacy goals and
objectives can represent powerful support to achieve your aims.

Printed materials: materials such as booklets, leaflets or factsheets are valuable to support
your advocacy activities. It is useful to distribute printed materials to document your advocacy
goals and objectives when you organize a meeting or activity. However, disseminating printed
materials to target audiences without any supporting activities is unlikely to be sufficient to
achieve your aims.

Children with cleft lip and palate are more susceptible to a variety of dental and periodontal
diseases as well as common dental anomalies like missing teeth and supernumerary teeth.
Robust oral health education policy and resources for interdisciplinary cleft team members, as
well as education around cleft lip and palate for oral health care professionals, would have the
potential to reduce the amount of dental and orthodontic care needed to create an optimal
outcome for patients while reducing the overall global burden of oral disease.

Dr. Puneet Batra, Professor and Director Postgraduate Board of Studies,

Manav Rachna Dental College, Faridabad, Haryana

Member, Dental Council of India Member,

Smile Train Advisory Council (India)

Consultant Cleft Orthodontist at Sant Parmanand Hospital (New Delhi)

and Global Hospital and Research Centre Mt Abu (Rajasthan).

Past President of the Indian Society of Cleft Lip and Palate & Craniofacial Anomalies
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CHAPTER 3

Key messages

In this Advocacy Guide, FDI and Smile Train offer five key messages for national dental associations
and other stakeholders to commmunicate in their high-level discussions with national decision makers.

1. Orofacial clefts are the most common congenital anomalies of the face and mouth and are
a significant public health problem. They are a complex multifactorial disease in which both
genetic and environmental factors play a role. The presence of orofacial clefts results in medical,
psychological, and social problems in affected individuals and their families. Infants born with
cleft have significant needs from multiple healthcare specializations, including the involvement of
plastic/craniofacial surgeons, paediatricians, orthodontists, paediatric dentists, dental hygienists,
speech and language specialists, otolaryngologists (ENT specialists), audiologists (hearing
specialists), genetic counsellors, nurse team co-ordinators, social workers, etc. The care that
individuals born with cleft receive or can access across their life course also depends on many
factors, including social determinants of health, parental knowledge and beliefs, distance from
a clinic, financial protection from the cost of treatment, etc. Not receiving the full spectrum of
treatment, especially nutritional support, speech therapy and oral healthcare, can have a significant
adverse effect on the child’s quality of life and even result in social exclusion continuing into
adulthood.
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2. Early surgical and healthcare intervention provides the best opportunity for the individual to live

a full and fulfilling life. Additionally, the economic savings in terms of disability-adjusted life years
(DALYs) and healthcare services provided are significant. Therefore, comprehensive cleft care
should be embedded in UHC benefit packages and government should ensure financial protection
from, and equitable access to, good quality surgical interventions for all individuals born with cleft.
Orofacial clefts are not minor congenital anomalies: if interventions are not provided in a timely
way, the mortality rate is extremely high.

. Orofacial clefts have a significant impact on the social life of individuals and families with

a resultant effect on their well-being and oral health-related quality of life. Individuals with

cleft rarely escape dental complications. Clefts can be associated with missing or extra teeth,
malformed teeth and facial structures, and malocclusion. Therefore, individuals born with cleft tend
to have poorer oral health, and more tooth decay and loss. These differences can be attributed

to multiple factors including dry mouth, caused by specific mouth-breathing habits, less natural
cleaning of the teeth due to the morphology caused by the cleft, different diet or feeding habits,
dental malformations, increased consumption of sweetened medications, increased food clearance
time after eating, and more carious bacteria in the oral cavity. Even those who undergo cleft
surgery are often at an increased risk for dental caries, periodontal disease, and other oral health
and well-being issues as they grow and develop. Therefore, people born with cleft require regular
oral healthcare to ensure adequate monitoring, education, support, and treatment to prevent these
oral diseases and achieve the highest possible quality of life.

. The interdisciplinary cleft care team, including oral and non-oral health professionals, should be
committed to contributing and maintaining a longstanding expertise in preventing oral diseases.
It is important that the whole cleft care team understands oral diseases and how to prevent

them. It is essential that all healthcare providers can communicate effectively with individuals and
caregivers, assess the risks, and refer them to other services when appropriate so that individuals
receive adequate treatment and support. Therefore, all healthcare providers should be well
educated on the health implications of cleft, the latest basic oral healthcare procedures, including
the FDI and Smile Train guidelines: Oral Health in Comprehensive Cleft Care; Guidelines for Oral
Health Professionals and the Wider Cleft Care Team, in order to monitor and maintain the oral
health of people born with cleft across their life course.

. As orofacial clefts form during the embryonic development of a child at the time when the mother
may not be aware of the pregnancy, a common risk factor approach is needed during antenatal
care services and also as part of population-wide prevention policies. Tackling the environmental
factors of orofacial clefts and other NCDs, including through tobacco and alcohol control policies
and adequate nutritional supplementation during pregnancy, is crucial. Additionally, maternal,
newborn and child health strategies need to incorporate comprehensive cleft care and ensure
equitable access to these services.
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