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Abstract

Purpose—This study examined the preventive dental health care experiences of young children
with special needs and determined the feasibility of conducting clinical dental examinations at a
community-based early intervention services center.

Methods—Study methods included 90 parent interviews and dental examinations of their
preschool-age children.

Results—Thirteen percent of the children received optimal preventive care, defined as twice
daily tooth brushing with fluoridated toothpaste and two preventive dental visits in the prior 12
months; 37 percent experienced care that fell short in both areas. Optimal care was more common
among children of parents who reported tooth brushing was not a struggle and those with a
personal dentist. Parents' opinion of the study experience was generally positive.

Conclusions—Few children with special needs receive effective preventive care early, when
primary prevention could be achieved. Barriers to optimal care could be readily addressed by the
dental community in coordination with early intervention providers.

[corresponding author], TEL 206.685.9852, FAX 206.616.8370, colleenh@uw.edu.
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INTRODUCTION

In the years 2009-2011, approximately 15 percent of all children and youth under 18 years
of age living in U.S. households met the definition for “special health care needs” (SHCN)
because they had or were “at increased risk for a chronic physical, developmental,
behavioral, or emotional condition and who also require health and related services of a type
or amount beyond that required by children generally.”? The prevalence of young children,
under 6 years of age, who met this definition was 9.3 percent in 2009-2011 and corresponds
to a population estimate of over 2.3 million children.?

Many children with SHCN require extra effort and time for adequate oral hygiene and
require specialized professional dental care because of behaviors and sensitivities that
interfere with routine tooth brushing, ability to tolerate dental visits, problems associated
with malocclusion or overgrowth of gum tissue related to medications.34:56 Parents of
children with special needs may have difficultly establishing a dental home for their
children” and the disease burden of dental caries is high.8:°

Most published reports about the oral health of individuals with SHCN focus on older
children and adults. There are a limited number of studies on dental caries among children
with specific disabilities or medical conditions and even fewer studies on infants or
preschool-age children. Published studies often yield conflicting results. For example, the
caries rate among individuals with intellectual disabilities has been described as similar to
the general population but there is more untreated caries among those with intellectual
disabilities.10 In contrast, a study of low-income children found higher caries prevalence
among those with developmental delay (including children with intellectual disabilities and
communication problems) than among the children without developmental delays.1! A study
of caries prevalence in children with and without asthma found higher caries rates among 3-
year-old children with asthma but no difference among children at 6 years of age.12

Studies of children within disability groups also yield mixed results. For example, a study of
caries in children with asthma compared those who used medication to control asthma with
those who did not. The authors report no increased risk of caries in the primary dentition but
increased risk of caries in newly-erupted permanent teeth of children who used asthma
medication.3 Reports of caries rates among children with autism spectrum disorder relative
to children with or without other disabilities, are also mixed.10.14.15 Seow16 identified an
association between very low birth weight, less than 1500 grams, and enamel defects in the
primary dentition associated with systemic conditions that led to insufficient mineralization
of the teeth or as a consequence of intubation or mechanical ventilation. Nelsonl’ proposed
an association between very low birth weight, a correlate of developmental delay,8 and
dental caries via this biological pathway.

When considered together, it is likely the inconsistent findings from observational studies
reflect heterogeneity among the children in their underlying conditions, family
circumstances, access to dental treatment and to preventive services. A consistent finding
from on-going national surveys of parents of children ages birth to 17 years is that a
significantly higher proportion of children with disabilities and other special needs are rated
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to be in fair or poor oral health (versus good, very good or excellent oral health) than are
children without special needs. In addition, as the number of needed special therapies or
services increases, children are reported to be in poorer oral health.19 Type of disability may
be relevant too. For instance, proportionately more children with speech or behavior
disorders, learning disabilities, physical limitations, developmental delays or autism are
described as being in poor or fair dental health compared to children with other conditions
including asthma or diabetes.20

Overall, parents report the need for early and continuous dental services is higher among
children with special needs and that dental services are costly.2! Dental care is the most
common unmet health care need among their children.22

Missing from the existing descriptive information are adequate data about the characteristics
and circumstances of very young children with special health needs that could exacerbate or
attenuate the risk of dental problems, including barriers to tooth brushing at home and their
use of professional preventive dental care. Additionally, it is not known how best to identify
these children for large population-based studies of oral health or to provide oral health
education to their parents. A possibility explored in this study is to reach parents of special
needs children by collaborating with community-based early intervention centers.

There were three aims to this study. The primary aim was to describe the preventive dental
health care experiences of young children with special health care needs. The second aim
was to assess individual, interpersonal and community influences on their preventive dental
health care experiences. Third was to determine if it feasible to conduct clinical dental
examinations of young high-risk children at a familiar community site rather than at a
specialty medical or dental setting. If it is feasible, this approach could be used to gather
prevalence data on the oral health of young children with special needs, including children
who have not yet entered the dental care system, provide oral health education to parents,
and introduce families to the importance of establishing a dental home.

METHODS
Study design

The design was a cross-sectional study of parents and their preschool-age children with
SHCN.

Conceptual Model of Influences on Preventive Dental Health Care Experiences

Patrick's model of social-cultural influences on oral health and oral health disparities?3
guided our selection of variables. The model posits sources of influence at the individual,
interpersonal, community and further distal or “macro” levels. The primary individual (child
or parent) variables examined in this study were the child's complexity of health care needs,
child's age, and the parent's educational level. We considered parent's description that
brushing their child's teeth was sometimes a struggle as an interpersonal (child-parent)
influence. Parent's report that their child had a personal dentist who knows the child well
was considered a community-level characteristic. Parent's report that their child's insurance
was adequate to cover the child's dental needs was identified as a potential macro influence,
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in keeping with the conceptual model, because the dental benefits and allowed costs of an
insurance plan are outside the control of individual parents or children.

Data source and sample

The data were obtained from parents and children who met qualifying criteria for specialized
therapies or educational services provided by “Part C” of the Individuals with Disabilities
Education Act (IDEA). This federal grant program assists States to implement a system of
early intervention services for children who are younger than three years of age who have
developmental delays or diagnosed physical or mental conditions that have a high
probability of resulting in developmental delay or disability. Dental providers are not
typically well-integrated in the early intervention service network.

The study sample was of families associated with one early intervention service center
located in Spokane County, a non-fluoridated area in eastern Washington State. The Center
provides physical, speech and mental health therapies, special education, nutrition and
feeding counseling. Approximately 85 percent of the center's clients meet federal eligibility
guidelines for the public insurance programs Medicaid or CHIP (Children's Health
Insurance Program), a program for uninsured children in families with modest incomes but
too high to qualify for Medicaid.

Eligible study participants were parents and children who were current or former clients, or
who were eligible for services at the center but were on the waiting list for admission. To
examine children who might be at different stages of caries progression, the sample was
planned to include approximately 30 children in each of three age groups: 2 years, 3 years
and 4 years of age. All parents were able to communicate in the English language. Children
who were unable to receive medical services in a community-based (versus hospital) setting
were excluded from the study.

Potential participants were notified of the study through an electronic newsletter of the
center sent routinely to current and former clients, by posters displayed in the common areas
of the center, or by fliers mailed to parents of age-eligible former clients of the center. The
recruitment materials instructed interested parents to telephone the center for further
information or to speak directly with the lead member of the center-based research team.
Parents with further interest made an appointment for an in-person meeting with one of three
center-based nurses trained in the study protocol and trained in the ethical conduct of
research. At that time, the nurse completed verbal and written informed consent procedures
and obtained the parent's written consent.

Data collection

There were two components to data collection: a parent interview and a dental examination
of the child. The interviews were conducted in person by one of three center-based nurses
who were trained by the study Pl to use a semi-structured interview guide and record
parents' responses in writing. The interview began with questions about diagnosed health
conditions drawn from the National Survey of Children with Special Health Care Needs?*
and items from a validated screening tool used to identify children with special health care
needs based on parents' report of functional limitations relative to the child's peers and the
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child's needs for special services due to medical, behavioral, or health conditions that have
lasted, or are expected to last, at least one year.2® The interviews included questions about
family demographics and multiple items about parents' dental hygiene efforts,25 use of
preventive dental services?* and children's oral health status.2” Most interviews took from
40 to 50 minutes to complete. The interviewers wrote parents' responses directly on the
interview guide and the interviews were audio- recorded. The majority of the interviews
were conducted without the child present. At a later date, members of the university-based
research team compared the audio recordings to the hand-written record made by the nurses.
The written record was edited for completion and clarified in order to code parents'
responses to open-ended questions.

Dental exams took place in medical exam rooms at the early intervention center on dates
other than those of the interviews. The exams were conducted by one trained and calibrated
pediatric dental resident who had experience working with children with special health care
needs. The exams were performed using a portable dental chair, headlamp, disposable
mirror and probe. Nurses employed by the center were trained to assist the dentist. To assess
dental caries, the teeth were first dried with gauze. The presence of non-cavitated smooth
surfaces and occlusal lesions were determined by visual exam as described by the Basic
Screening Survey of the U.S. Association of State and Territorial Dental Directors28 and
decayed, missing, and filled teeth (dmft) as described by the World Health Organization.2?
Inter-rater agreement was established between the examiner and an experienced dentist
previously trained in the WHO protocol. The reliability sample was 20 preschool-age
children who were not study participants. Agreement on the presence or absence of caries
experience, per tooth, was greater than 0.85, using Cohen's Kappa agreement statistic.

A brief exit interview conducted by staff nurses at the conclusion of the dental exam asked
parents to identify aspects of the study that were difficult or beneficial for them or their
child, if they would choose to participate “today” given their actual experience and if they
would recommend the study to other parents of children with SHCN. We asked also if slight
changes that would increase study demands on the families would have affected their
willingness to participate.

Parents received a gift card to a local store as a token of appreciation for completing the
interview and a second gift card for the visit that included the dental examination of their
child. Results of the dental examination were shared with each parent upon its completion.
Parents were offered written referral information for local dentists known to treat children
with special needs and to accept low-income children covered by the public insurance
program, Medicaid. Additionally, at the end of the examination, parents received a gift of
toothbrushes and toothpaste for their family (adults and children) and a children's story book
about tooth brushing.

Our measures of preventive dental health care were based on parents' responses to open-
ended questions designed for this study that asked parents if they had begun brushing their
children's teeth, the frequency of tooth brushing at home, and the type of toothpaste used
(fluoridated, non-fluoridated, or no toothpaste). The question to ascertain children's receipt
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of professional preventive care was drawn from the U.S. National Survey of Children's
Health 2007. It is: “During the past 12 months, how many times did [Child's name] see a
dentist for preventive dental care such as check-ups and dental cleanings?” We used these
data to determine the proportion of children who met professional recommendations for
tooth brushing (twice daily with fluoridated toothpaste),30 receipt of professional preventive
care (a dental examination every six months or more often),3:31 neither of these
recommendations, or both. “Optimal” preventive dental health care was defined as brushing
twice daily with fluoridated toothpaste and the receipt of at least two preventive dental visits
in the prior 12 months.

To examine variation in preventive dental health care experiences related to individual
characteristics of the study children, we compared two groups of children who were
relatively more or less complex in terms of their special needs. For this comparison, we
formed two mutually-exclusive groups from parents' responses to the CSHCN screener in
accord with formula established by Bramlett and colleagues.!® The groups were of children
who needed elevated services or therapies for at least 12 months or more and had functional
limitations expected to last 12 months or more (group 1) and children who needed elevated
services or therapies for 12 months but were not expected to have long-term functional
limitations (group 2). We tested one other child-level influence on preventive dental care
experiences: the child's age (coded as less than 36 months, 36—-47 months, or 48 months or
older) and tested one parent-level influence: the parent's education level (high school
graduate or less vs. education beyond high school).

Tooth brushing struggles, our measure of interpersonal influence, reflects parents' responses
to the open-ended question “How do you feel about brushing your child's teeth if it is
something he/she doesn't want to do?” Examples of their responses are: “I do it less often,”
“l keep at it” and “I feel bad.” For purposes of analysis, we compared parents who indicated
“This is never a problem for us,” (no struggles) with those who described any negative
experience or effort needed to overcome resistant behavior.

Our measure of community influence was based on the parent's answer to the question: “Do
you have one or more persons you think of as your child's personal dentist ... who knows
your child well and is familiar your child's health history?” There were three response
options: “no,” “yes, one person” and “yes, more than one person.” Both “yes” responses
were combined to form a binary variable (no vs. yes, the child has a personal dentist).
Adequacy of insurance, a macro-level influence, was based on parent's response to the
question: “Does the child's dental insurance offer benefits to cover services that meet his/her
needs?” (coded as yes vs. no).

Children's current oral health status was ascertained by parent's rating of the child's overall
oral health status on a 5-point scale that ranged from excellent to poor,2” report of current
dental concerns based on a 16-item symptom checklist, and by the dentist's clinical
examination.
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Ethical approval

All study procedures, including the informed consent process, were approved by the Human
Subjects Division of the University of Washington.

Data analysis

RESULTS

Data management and analyses were conducted with SAS version 9.3. Descriptive statistics
are presented for all independent and dependent variables. Fisher's exact tests, to
accommodate small expected cell sizes, were conducted to examine associations between
individual, interpersonal and community influences and preventive dental health care
experiences.

Characteristics of the parents and children

Characteristics of the parent and child participants are presented in Table 1. Parents' age
ranged from 19 to 66 years (the eldest was a grandparent). The majority (67%) was 30 years
or older; 91 percent were mothers. The average number of years of parents' formal schooling
was 14.39 and the majority (72%) had completed schooling beyond high school. The largest
racial/ethnic group was White, non-Hispanic (83%) and this is true of the geographic region
in which the families resided. As intended, most children were age 24 to 59 months at the
time of the dental exam. Three children were out of the age range due to the scheduling
needs of their families; at the time of the exam their ages were 23 months, 60 months and 62
months. A balance among the number of children ages 2, 3 and 4 years old was not
achieved. The average age was 35.56 months and the majority (69%) was of current clients
less than 3-years old. Twenty-four percent were 3-years old and 7 percent were age 4 years
or slightly older. There were more boys (64%) than girls in the study sample.

All children met at least one qualifying criteria on the Special Needs Screener?® indicating
special service needs due to conditions that lasted or were expected to last at least 12
months. The most common diagnosed conditions were neurodevelopmental disabilities
(80%), specifically developmental delay (80%), or autism (6%) or Down syndrome (10%)
and some children were described as having more than one of these conditions Other
conditions that affected at least 15 percent of the sample are presented in Table 1. The types
of special therapies and services received by the children are presented in Table 1 also; the
most common was therapy for developmental (e.g., speech or physical) delay. Seventy-six
percent of all children were described by their parents as having one or more functional
limitations expected to last 12 months or more. The four most common limitations were in:
communication (affecting 80% of the children), coordination or physical movement (71%),
self-care (e.g., feeding or dressing oneself: 60%), and learning (57%). The proportion of
children with long-term needs for special therapies or services and long-term functional
limitations was 76 percent.

As a group, the children had multiple contacts with early intervention service professionals
as well as numerous encounters with medical providers; 21 percent had four or more visits
for preventive medical care in the prior 12 months. Forty-two percent of parents reported
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ever receiving advice from a non-dental professional about their child's oral health. The
most common sources of advice were physicians (reported by 20 parents), speech therapists
(8 parents), or medical specialists (5 parents). Other categories of providers noted by one
parent each included a mental health specialist and a physical therapist.

Preventive dental health care experiences

At the time of the study, all but two parents reported they had tried to brush their child's
teeth at least once in the past. For the group as a whole, seven percent were currently
brushing their child's teeth less than once per day on average or not at all, 44 percent
brushed once per day and approximately half (49%) reported brushing twice a day or more
often (Table 2). Sixty percent of parents said they brushed their child's teeth with fluoridated
toothpaste. The others reported using non-fluoridated toothpaste or water. Thirty percent of
parents reported brushing their child's teeth at least twice a day and using fluoridated
toothpaste. Most parents (81%) who were brushing their child's teeth, described some
resistance or “struggles” with brushing.

By parent report, 21 percent of the children had received zero preventive dental visits in the
prior 12 months, 32 percent had received one preventive visit and 47 percent had received
two or more preventive dental visits. All but five children were reported to have public or
private dental insurance. Three had no dental insurance and two parents did not know the
answer to this question. Of the 85 with dental insurance, 86 percent of parents (77) judged it
as adequate to meet their child's dental needs. Two parents said their insurance was not
adequate and the others did not know or had not yet used their child's dental insurance.
Fifty-eight percent of parents said their child had a personal dentist. Twenty-percent of the
children had never been to a dentist, for any reason (data not shown).

Thirteen percent of the children were considered to have optimal preventive dental health
care in that they met universal recommendations for preventive care: they received twice
daily brushing with fluoridated toothpaste and had completed two preventive dental visits in
the prior 12 months. Fifty percent met the recommendation for home care or for professional
care, but not both. More than one-third (37%) of the children's care met neither of these
recommendations (Table 2).

Results of tests of associations between potential sources of influence on preventive dental
health care and optimal care are presented in Table 3. In this study, nearly all children (94%)
had dental insurance that either met their dental needs or had not been used. Thus, due to
lack of variability, insurance status was not included in the analysis. Tests of association
showed that none of the individual-level variables (child's complexity of needs, age, or
parental education) were associated with optimal care, whereas there were significant
associations with the interpersonal and with the community-level variables. Specifically,
parents who reported that tooth brushing was never a struggle were more likely to report
their child received optimal preventive dental health care (Fisher's exact test; p = 0.05).
Likewise, parents who reported their child had a personal dentist were more likely to
describe optimal preventive dental health care for their children (Fisher's exact test; p =
0.01).
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Children's oral health status

At the time of the interview, 90 percent of parents reported their child was experiencing one
or more problems with their teeth. The most common, each affecting more than one third of
the children, were problems associated with teething, sucking and tooth grinding (Table 4).
Overall, 12 percent of the children were rated by their parents to be in poor or fair oral
health. The dental examination determined that 24 percent of the children had at least one
decayed, missing or filled tooth.

Feasibility of conducting oral examinations at the study site

One goal of this study was to determine the feasibility of conducting oral examinations in
community settings and determine if parents of young children with special health care
needs would be open to doing so. No parent who indicated interest in the study declined the
interview however three parents did not return with their child for the dental examination
due to family vacation or other scheduling conflicts. They explained the exam would be of
little benefit because their child had established dental care in the community.

The dental exams took 15 minutes on average. The exam included a caries assessment and
two other assessments (for Streptococcus mutans and enamel defects) not reported here. No
exam was rescheduled due to behavior of the child that prevented completing the protocol or
a parent's request to stop the exam.

Parents' opinions of the study experience for them and their children

We conducted exit interviews with 67 of the 90 parent participants; 23 were missed due to a
data collection error on the part of the study team. Of the parents who participated in the
interviews, all said they would enroll in the study again and would recommend it to other
parents of children with SHCN. Sixty-four (96%) said they would be willing to participate if
the study required more than the two contacts asked of them. Sixty-one parents (91%) said
they would have agreed to participate if the study asked for an examination of the parents.
Of the 62 parents with other children, 60 (97%) said they would have participated if we had
asked to conduct a dental examination of their other children.

In response to open-ended questions about the difficulties and benefits associated with study
participation, 58 percent of parents described one or more difficulties and 97 percent
reported one or more benefits. The number of times each type of difficulty or benefit was
reported and illustrative responses given by the parents are presented in Table 5. The sums
exceed the number of interviews because each parent could report more than one difficulty
or more than one benefit. The most common difficulty, noted by 29 (43%) parents, was it
was hard for their child to tolerate the dental examination. Parents described more benefits
than difficulties and only two said there was no benefit to them or their child. The most
common benefit, reported by 45 (67%) parents, was the information and advice given by the
examining dentist. One parent said, “I learned something from your dentist. She gave me
very specific information | hadn't previously received from my pediatric dental practice.”
Another parent said a benefit was “confirmation that | was doing good oral care.”
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DISCUSSION

The primary aim of this study was to describe the preventive dental health experiences of
young children special needs. Study participants were parents and children enrolled in the
federal Early Intervention Program for Infants and Toddlers with Disabilities. As is typical
of children in early intervention programs, the study children generally had frequent
interactions with health professionals for special therapies and medical care due to complex
and numerous health or developmental conditions. Their use of preventive dental services
was considerably less frequent. Slightly less than half the children (47%) had received two
or more preventive dental visits in the 12 months prior to the study and one-fifth (21%) had
received none at all. In comparison, 63 percent had two or more medical visits for
preventive care in the prior 12 months and only 1 percent had no preventive medical visits in
this time frame. The lack of dental services was not for lack of perceived need. Ninety-
percent of parents reported their child had at least one dental problem and 24 percent of the
children were found to have decayed, missing or filled teeth.

All but two parents reported brushing their child's teeth and approximately half reported
achieving the recommendation to brush twice a day or more. Our findings are consistent
with studies of parents of typically-developing preschool-age children that find
approximately half- to two-thirds of parents report brushing their children's teeth twice a
day32:33 and that most parents describe difficulties including uncooperative children.28
When tooth brushing and professional preventive dental health services were considered
together, we found only 13 percent of the children had the benefit of both, at the
recommended frequency, and 37 percent lacked in both areas. Optimal preventive dental
health care was low overall, however it was more common among children of parents who
reported tooth brushing was not a struggle for them and was more common among children
with a personal dentist. These two barriers could be readily addressed by the dental
community in coordination with early intervention providers in the form of on-site dental
screenings, topical fluoride applications, and parent education and coaching in how to brush
a young child's teeth.

Previous research suggests the needs of children for intensive medical services and therapies
can overshadow receipt of routine dental services34 and home oral hygiene. This was not
true in this study. Children with more complex needs were no more, or less, likely to have
received optimal preventive dental health care. In short, few children did. Our interview data
did not suggest oral health was a lower-priority health concern. Parents were forthcoming in
describing many dental concerns and had a positive opinion of the study procedures.
Admittedly our sample was of parents interested enough to volunteer for the study, however
the use of a familiar site for the interview and dental exam was also an advantage to gaining
their participation. At least one parent noted this made the exam easier on her child. All
parents said they would participate again, even if more was demanded of them. Although we
set out to enroll equal numbers of two-, three- and four-year-old children, two-thirds (62 of
90) of the sample were less than 36 months of age and were current clients of the center.
This may indicate that parents of current clients found it especially convenient to participate
in the interview and exam at the center, a location they visited already several times per
week. Based on this experience, we recommend dental outreach efforts focus on early
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intervention centers as a place to reach parents of the youngest of these high-risk children in
order to establish a dental home for continuous care as the children grow older.

Community matters. Twenty-one percent of children with a personal dentist had optimal
preventive dental care as defined, minimally, in this study. This was true of only three
percent of children without a personal dentist. Early establishment of a “dental home™ in
infancy is recommended for all children3® and could be especially beneficial to young
children with special needs. Results of this study yield specific suggestions for multiple
components of the dental home, including topics for oral health education, advice for risk
reduction, instruction in tooth brushing, anticipatory guidance about typical developmental
concerns (e.g., infant teething) and discussion of dental concerns specific to a child's
medical conditions or developmental disabilities.

The positive response to the study suggests local dentists would be well received by early
intervention specialists and parents. The shared knowledge of an early interventionist-
parent-dentist team would be ideal to guide risk assessment and planning for early childhood
caries prevention and management. We found it was feasible to conduct dental exams at the
early intervention center. Parents appreciated the convenience and the expertise of the study
dentist who had training, experience and a stated interest in treating young children with
special needs..

There are several limitations of this study that could be addressed in future research. First,
the study sample was limited to parents of children who sought out early intervention
services for their children and thus is not representative of all children with special needs.
Second, the sample was too small to test for differences in the oral health care experiences
of children who differed in their developmental conditions. A larger study and a different
recruitment method (e.g., a national survey using random-digit dialing) is one way to obtain
this additional information. A third limitation was the choice of interview question to
ascertain use of preventive dental care. The interview question we selected, from the
National Survey of Children's Health, is imprecise in that it does not differentiate diagnostic
procedures from preventive services. The advantage of using questions from existing
national surveys is the availability of comparable data. Indeed our finding that nearly 80
percent of the study children had received at least one preventive dental visit in the prior 12
months, is higher than estimates for the general U.S. population of children less than six
years of age.36:37

This study identified two new directions for research. One, based on our finding that 42
percent of parents reported receiving dental advice from non-dental professionals, is to learn
more about the accuracy of this information. Inter-professional training could be developed
to assist non-dental professionals in their recommendations to parents regarding when to
establish dental care for their child, the value of a dental home, and to minimize potential
conflicting messages (e.g., about the use of fluoridated toothpaste). A second area for further
research is to examine further parents' perception of the importance of preventive dental care
relative to their child's medical care needs. In this study, most parents identified one or more
dental concerns about their child, yet relatively few acted on this by seeking professional
dental services.
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CONCLUSIONS

In 1999-2004, the prevalence of caries experience among all U.S. preschool children, ages 3
to 5 years, was approximately 33 percent and had increased over the previous decade.38
These data are used to monitor progress toward the Healthy People goals for the nation. The
absence of data specific to the oral health of children with SHCN puts them at a
disadvantage for gaining national attention and, in turn, at a disadvantage to garner resources
to protect them from unnecessary dental disease. The value of early and preventive dental
services for this vulnerable group is inarguable. With increasing age, behaviors associated
with emotional disturbance or autism for instance, are likely to become more difficult to
manage in the dental office and medications to treat other conditions such as seizures will
take an increasing toll on periodontal health. The study reported here found parents of young
children with special needs are concerned about oral health yet most do not meet minimal
guidelines for preventive dental care for their children. Early intervention service centers
that serve children from birth to three years provide an excellent opportunity to monitor the
oral health of large numbers of children with special needs, provide resources and referral
information to parents for effective caries prevention, and assist parents to establish a dental
home for their young children.
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Table 1

Characteristics of the Study Parents and Children (n = 90)

Mean (SD) or % (count)

Parents |
Age (yrs) | 33.80 (2.45)
Education (yrs) | 14.39 (2.46)
Gender (female) | 91 (82)
Race/Ethnicity |
White, not Hispanic 83 (75)
African American 7(6)
Native American or Alaska Native 7 (6)
Hispanic, White 3(3)
Children |
Age (months) | 35.56 (10.70)
Gender (male) | 64 (58)
Developmental and Health Conditions |
Neurodevelopmental disability (developmental delay, autism or Down Syndrome) 80 (72)
Gastroesophageal Reflux Disease (GERD: current or past) 60 (54)
Allergies (including food allergies) 31(28)
Emotional problems 19 (17)
Heart problems 16 (14)
Asthma 16 (14)
Special Therapies or Services Needed for 12 Mos or More
Therapies (e.g., speech or physical therapy) 92 (83)
Medical care, mental health or educational services 88 (79)
Medication 37 (33)
Treatment or counseling for emotional or developmental problems 30 (27)
One or More Functional Limitation Compared with Peers, Expected to Last 12 Mos or More | 76 (68)
Types of Functional Limitations Compared with Peers |
Speaking, communicating or being understood 80 (72)
Coordination or physical movement 71 (64)
Self-care 60 (54)
Learning, understanding or paying attention 57 (51)
Difficulty using his/her hands 41 (37)
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Mean (SD) or % (count)

Behavior problems 30 (27)
Feeling anxious or depressed 18 (16)
Preventive Medical Visits (past 12 mos)
None 1(1)
1 36 (32)
2 27 (24)
3 15 (14)
4+ 21(19)
A Non-Dental Professional Discussed Oral Health
No, never 58 (52)
Yes, at least once 42 (38)
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Table 2

Preventive Dental Health Care Experiences

% (count)

Preventive Dental Health Care

Tooth brushing frequency

Parent brushes child's teeth < 1/day 7 (6)

Parent brushes child's teeth 1/day 44 (40)

Parent brushes child's teeth > 2/day 49 (44)
Child’s teeth are brushed with fluoridated toothpaste 60 (54)1
Tooth brushing can be a struggle 81 (71)1
Preventive dental visits (past 12 months)

None 21(19)

1 32 (29)

2 or more 47 (42)
Access or Barriers to Professional Preventive Services
Child has insurance adequate to meet dental needs 86 (77)
Child has a personal dentist 58 (52)
Meets Recommendations for Preventive Behaviors
No: brushes < 2/day and received < 2 preventive dental visits in past 12 months 37 (33)
Brushes 2/day with fluoridated toothpaste but received < 2 preventive visits in past 12 months 17 (15)
Not brushing 2/day with fluoridated toothpaste but received = 2 preventive dental visits in past 12 months 33 (30)
Optimal: brushes 2/day with fluoridated toothpaste and received = 2 preventive dental visits in past 12 months | 13 (12)

1Two parents who had not yet begun brushing were excluded from this computation.
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Bivariate Associations between Individual, Interpersonal and Community Influences and Optimal Preventive

Dental Health Behaviors

Table 3

Influences on Preventive Dental Behaviors Optimal Behaviors | Less than Optimal p valuel
Individual %(count) %(count)
Child's Complexity of Needs 1.00
Elevated services and functional limitations 14 (3) 86 (19)
Elevated services, no functional limitations 13(9) 87 (59)
Child's Age 0.31
< 36 months 13(8) 87 (54)
36-47 months 9(2) 91 (20)
> 48 months 33(2) 67 (4)
Parent's Level of Education 0.50
High school graduate or less than high school 8(2) 92 (23)
Education beyond high school 15 (10) 85 (55)
Interpersonal 2 0.05
Parent reports tooth brushing can be a struggle | 10 (7) 90 (64)
Parent reports tooth brushing is not a struggle 29 (5) 71 (12)
Community 0.01
Child has no personal dentist 3(1) 97 (37)
Child has a personal dentist(s) 21(11) 79 (41)

1 . . . .
Comparisons are based on Fisher's exact tests because the sample sizes are small and there are expected values in the table less than 10.

2Two parents who had not yet begun brushing were excluded from this computation.
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Table 4
Parent and Dentist Report of Child's Oral Health Status

Child's Current Oral Health Status | % (count)
Parent-report of dental problems (yes) | 90 (81)
Teething 39 (35)
Sucking 37 (33)
Grinding (day or night) 38 (34)
Poor hygiene 17 (15)
Build-up or tartar 16 (14)
Stains 14 (13)
Soft teeth (e.g., soft enamel) 11 (10)
Cavities 10 (9)
Pain 9(8)
Trauma 7 (6)
Had teeth pulled 4 (4)
Broken teeth 8(7)
Other 12 (11)
Parent-report of oral health status as fair or poor | 12 (11)
Dental caries by professional examination (yes, any decayed, missing or filled teeth) | 24 (21)
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Table 5

Parents' Opinions of the Study Experience for Them and Their Children

Page 20

Opinion about Participating in the Study (yes) %(count)l
Would enroll if asked today 100 (67)
Would recommend the study to others 100 (67)
Would participate if it required more than 2 contacts 96 (64)
Would participate if it required dental exam of parent 91 (61)
Would participate if it required dental exams of other children 972 (60)
Difficult Aspects of Participating for Parent or Child (yes) 3

None: It was easy. 42 (28)
Aspects of the exam were hard for child to tolerate: The whole thing! He is so afraid of the dentist. Flossing. 43 (29)
External constraints (e.g., transportation or time): Finding child care. Remembering my appointment. 10 (7)
Unfamiliar with the study dentist: My child not knowing the examiner. 5(3)
Emotionally difficult to see child in distress: Listening to him cry during the exam, having to hold him down. 2(1)
Dental problems were identified: Finding out he has more cavities. 2(1)
Other: We are working on oral-motor issues 2(1)
Benefits of Participating for Parent or Child (yes)

None 3(2)
Exam gave dental status, useful info and advice: Information about tooth crowding. She (dentist) gave me very specific

information | hadn't previously received. Knowing he has healthy teeth. Dentist gave me pointers about troublesome areas on 67 (45)
my child's teeth.

Free dental supplies: Cool light-up toothbrush! 15 (10)
Gift card: Appreciate the gift cards. Gift cards to help buy diapers. 15 (10)
The dentist's manner was appreciated: Your dentist took more time than our regular dentist. 10 (7)
Dentist gave advice about home care: Brushing techniques. 9 (6)
Dentist gave referral to area dental care: Getting referral to dentist. 6 (4)
Dentist gave advice about future dental needs: Information about her teeth and what to expect in the future. 6 (4)

It was good for child to “practice” a dental visit: Good trial experience before her first “real” dental experience. My child is 6 (4)
ready to go to the dentist now, he did amazing!

Other: Got to visit friends (at the Center study site) 8 (5)

1 . .

67 of 90 (74%) of the parents completed exit interviews.
2_. .

Five parents had no other children.

Parents could describe more than one difficulty or benefit associated with study participation.
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