Access to primary dental care
for cleft lip and palate patients

in South Wales
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IN BRIEF

® To increase awareness of the dental
needs of cleft lip and/or palate patients.

® To highlight shortcomings in the provision
of NHS dental care in areas of Wales.

® To emphasise the need for further
research at a National level to ascertain
other areas of the UK where access to
NHS dental care is difficult for this group
of patients.

Aim To determine the provision of NHS primary dental care for children with cleft lip and/or palate in South Wales and
the ease of accessing this dental care. Method A postal questionnaire was sent to all cleft lip and/or palate patients

under the age of 18 (n = 750) in South Wales. The questionnaire identified patients' medical history, episodes of dental
emergency, distance from home to dental surgery and ease of accessing primary dental care. To increase the response rate
a second questionnaire was posted to non-responders. Results The response rate was 49% (368/750). The majority of
patients (92%, n = 340) attended a dentist. Over 17% (n = 61) had suffered an episode of dental emergency. About 63%

(n = 240) lived within 5 miles of their primary dental care provider, and 13% (n = 66) lived more than 10 miles away. Other
medical problems were found in over 30% (n = 111) of the sample. Parents of 39% (n = 107) found it difficult or impossible
to access a local NHS dentist. Conclusion Many children with cleft lip and/or palate find it difficult or impossible to access
NHS primary dental care. Shortcomings in the services provided to this high risk group have been highlighted. Further
research is needed at national levels to evaluate the extent of the shortcomings and propose methods to overcome them.

INTRODUCTION

Cleft lip and/or palate (CL/P) are among
the most common congenital abnormali-
ties, affecting 1 in 700 live births in the UK.!

Children with CL/P may have com-
plex dental problems and a number
will require multidisciplinary care dur-
ing their childhood and adolescence.!

Associated dental defects can include:
incisor displacement, presence of super-
numerary teeth, hypodontia, enamel
hypoplasia, microdontia and unusual
shaped teeth, transposition and gemi-
nated/fused teeth.? Evidence has shown
that this group of patients are at a
higher risk of developing dental caries
compared with the general population?®
(Fig. 1). Young children with a cleft lip
and/or palate are reported to experience
more dental fear compared with children
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in a normative control group, further
complicating their dental care.*

About 21%-37% of children with CL/P
are reported to have other non-associated
medical problems. In addition these chil-
dren often have to deal with psychological
and social issues.!

Children with CL/P require coordinated
care from a range of clinical specialists
over many years. In 1998 the Clinical
Standards Advisory Group (CSAG) inves-
tigated the need for commissioning of spe-
cialist services in the UK for cleft patients.®
Following their recommendations, cleft
care has evolved into a multidisciplinary
approach with 14 cleft centres across the
UK. The 1998 CSAG report also recom-
mended that dental services be provided
for these patients throughout childhood
and adolescence.” Dental care should ide-
ally be provided by specialists in paedi-
atric dentistry in collaboration with the
patient’s own general dental practitioner
who can provide routine dental treatment
and preventive advice for these patients.

In South Wales more than 40 children are
born with CL/P every year. A dedicated mul-
tidisciplinary cleft team is required to pro-
vide care for these patients. It has become

Fig. 1 Children with cleft lip and/or palate
are reported to have a higher incidence of
dental caries

apparent that patients living in South Wales
are finding access to NHS primary dental
care difficult. The aim of our study was to
determine the provision and ease of access
to NHS primary dental care for cleft lip and
palate patients in South Wales.

METHOD

The study was a questionnaire-based audit

carried out in 2009. The questionnaire was
initially pilot tested on a sample of 30
patients, following which a minor modifi-
cation was made to improve the clarity of
one of the questions. The South Wales cleft
team was consulted before conducting
this study and approval gained from the
clinical director of the cleft team.

The questionnaire together with a
covering letter explaining the purpose
of the study and a prepaid return enve-
lope were sent to the parents/guardians
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of all patients under the age of 18 years
(n = 750) whose details were held on the
cleft database in the Cleft Unit at Morriston
Hospital, Swansea.

A second questionnaire was posted to
non-responders if no reply was received
after one month. The questionnaire iden-
tified the patient’s dental attendance, dis-
tance and ease of access to NHS primary
dental care, other medical conditions, epi-
sodes of dental emergency and provision of
preventive dental advice (Fig. 2). Space was
provided on the questionnaire form for any
additional comments to be recorded.

The patient’s addresses were plotted on a
map of Wales according to their postcodes
(Fig. 3).

RESULTS

A total of 368 received responses were
analysed; a response rate of 49%.

The majority of patients (92%, n = 340)
reported to regularly attend a dentist. The
majority of these patients (52%; n = 191)
were seen by an NHS general dental prac-
titioner, and a further 15.5% (n = 57)
reported to visit other types of dentist
including community dentists and/or pri-
vate practitioners. There was no response
to this question by 6% (n = 24) of par-

ents. Of the children regularly attending a
dentist, 61% (n = 223) reported to receive
checkups at six monthly intervals and 9%
(n = 34) more frequently. A further 21%
(n = 76) were seen at 6-12 monthly inter-
vals and the remainder of the sample were
seen at intervals greater than 12 months,
infrequently seen or not seen at all (Fig. 4).
Preventive advice was received by a
majority (86%, n = 317) of the patients.

When asked as to why the children
were not regularly seen by a dentist, 63%
(n = 17) responded that they were unable
to find an NHS dentist, while 15% (n = 4)
reported that their dentist was not able to
provide treatment due to their child hav-
ing a cleft. Around 22% (n = 6) gave other
reasons including dental anxiety (Fig. 5).

Parents of 22% (n = 82) of the patients
found it difficult and 7% (n = 25) impossi-
ble to access an NHS dentist (30% of whom
had significant medical problems). The
question was left blank in 11% (n = 42) of
the questionnaires (Fig. 6).

Although a majority of the children
(63%, n = 32) lived within 5 miles of their
primary dental care provider, nearly 50

Fig. 2 Questionnaire
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Fig. 3 The ease of accessing primary dental care. Green dots = easy, yellow dots = difficult, red

dots = impossible. The cleft unit is based at Morriston Hospital, Swansea

children (13%, n = 47) lived more than
10 miles away. Over 60 patients (16%) had
experienced an episode of dental emer-
gency. The most common reasons being

broken orthodontic appliances and dental
infection and pain (Fig. 7).

Medical problems were found in 30%
(n = 111) of the sample, the most commonly
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Fig. 6 Ease of accessing primary dental care

reported conditions included asthma, ENT
problems, craniofacial syndromes and
cardiac problems.

DISCUSSION

Children with CL/P should be considered
a high priority group by dentists due to
their often complex medical and dental
requirements. Dental pain or infection has

a number of detrimental effects including
interference with nutrition and loss of
sleep,® and is therefore unacceptable in any
child. Early loss of teeth can give negative
dental experiences to the child, and may
complicate and prolong the orthodontic
treatment of children with CL/P.? This sur-
vey sought to investigate the provision of
NHS primary dental care for cleft lip and
palate patients and ease of accessing this
dental care.

Postal questionnaires are widely used
to collect data in health research and are
often the only financially viable option
when collecting information from a large,
geographically dispersed population,” as
in the cohort of patients in this study.
However, postal questionnaires can have a
low response rate. In order to maximise the
validity of our study the non-responders
had been posted a second questionnaire.
Our study had a response rate of 49% with
368 responses. The low response rate was
disappointing as it can create bias. The
low response rate could be linked with the
complex medical and social issues chil-
dren with CL/P often suffer, in addition
to the multiple hospital appointments the

families have to attend. A questionnaire-
based study carried out in 2000 targeting
4-8-year-olds with cleft lip and palate
had a response rate of 77%; however,
the sample size was smaller with only
109 responses.?

Dental health contributes to the overall
health of the patient, therefore it is essen-
tial that all children with CL/P receive pre-
ventive dental advice and have convenient
access to primary dental care. It was reas-
suring to note that the majority of patients
(92%, n = 340) were able to access NHS
dental care and reported receiving preven-
tive advice, although this advice was not
always received from their primary care
provider but from members of the cleft
team. Studies have shown that when com-
pared to controls, children with cleft pal-
ate exhibit higher decayed/missing/filled
teeth (DMFT) and DMFT scores, poorer oral
hygiene, and longer oral clearance time.’?
The DMFT scores of cleft children in Wales
(2.68 in 2008)° are reported to be higher
than those in England and Scotland. Our
study showed that regular (six monthly or
less) dental checkups were carried out on
61% (n = 223) of the children only. Long
distances to travel to receive dental check-
ups could have contributed to this, with
47 children in our study living more than
10 miles away from the primary dental
care provider. Indeed studies have shown
transportation difficulties can lead to poor
attendance.’ The large distances to travel
to receive dental care is further evident in
Figure 3, which shows the map of South
Wales with patients plotted according to
their postcodes. The distance to travel can
also impact significantly when children
have to receive emergency dental care.
Twenty children (5%) reported having
travelled 5-10 miles or more to receive
emergency dental care and this is a cause
for concern.

Children with medical problems are
at the risk of developing systemic com-
plications from dental infections. Thirty
percent (n = 111) of the children included
in our study suffered from additional
medical problems ranging from asthma
to complex cardiac or craniofacial syn-
dromes. This correlates with the report
that 219%-37% of children with CL/P
are reported to have other non-associ-
ated medical problems.' Parents of 269%
(n = 29) of children with additional
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medical problems reported finding it dif-
ficult or impossible to access NHS den-
tal care and 20% (n = 22) had suffered
an episode of dental emergency includ-
ing pain and infection. The difficulty in
accessing primary dental care is likely to
have long term implications on their oral
health and in turn general health.

Parents of 82 children reported to find it
difficult or impossible to access NHS den-
tal care. The map demonstrates that this
problem is not only confined to the more
rural areas of West Wales but parents liv-
ing in city areas also reported difficulties
finding a dentist prepared to treat them as
NHS patients. Some parents reported that
their dentists were not able to treat the
children due to the cleft. This problem
may be overcome by postgraduate train-
ing aimed to improve the knowledge and
confidence of dental care providers in
general practice and in community dental
services. Indeed the lead paediatric dentist
for the South Wales Cleft Team has begun
to update local general dental practitioners,
community dentists, DCPs and health edu-
cators regarding the dental management of
cleft children. It is also important for the
cleft team to maintain and develop links
with local primary care providers so that
they are clear as to what their role should
be in the care of these children. Given the
often complex medical and dental needs of
these patients there is a case for increasing
the strength of specialists in paediatric den-
tistry in Wales to provide improved access
to specialist care in conjunction with good
primary care for children with CL/P.

It has become apparent that patients liv-
ing in South Wales are finding access to
NHS dentists difficult as fewer dentists are
accepting and treating NHS patients. The
results of this study have raised concerns
over the care provided to this vulner-
able and high risk group of patients with
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Fig. 7 Reason for dental emergency
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many reporting that they find it difficult
or impossible to access NHS primary dental
care. This may lead to the financial strain
of private dentistry on a low income fam-
ily and/or poorer dental health as parents
do not take their children to a dentist at
all. Further research is needed at a national
level to fully identify those areas within
Wales where patients are not able to find
NHS dental care.

CONCLUSION

Dentists should view children with cleft lip
and/or palate as a high priority group due
to their often complex medical problems
and dental requirements. Access to local
NHS dentists is of vital importance to help

these patients maintain good dental health
throughout childhood and adolescence.
The results of this study have shown that
a significant number of patients with CL/P
find it difficult or impossible to access NHS
primary dental care. Shortcomings in the
services provided to this high risk group
have been highlighted. Further research is
needed at national level to evaluate the

extent of these shortcomings and propose
methods to overcome them.
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