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Phnning Commitee

VA INFO staff brought together parents, advocates, med-
ical and dental health professionals, and state agency
representatives, each of whom was interested in sharing
a unique perspective on quality oral health care for chil-
dren and youth with disabilities. It was the responsibility of
planning committee members to identify and explore the
most vital dental issues around the state. Issues the com-
mittee identified became part of the summit.

» Bernice Allen, Partnership for People with Disabilities

» Keith Beasley, DDS, Virginia Dental Assocation

» Sandra Brown, Virginia Department of Medical
Assistance Services

« Nancy Bullock, Virginia Department of Health

» Karen Day, DDS, Virginia Department of Health

» Tanisha Dorsey, Virginia Head Start Collaboration

* Cynthia Jones, Parent

» Colleen Kraft, MD, Medical Home Plus and Parent

* Rick Shinn, Virginia Community Health Assocation

« John Unkel, DDS, Virginia Commonwealth University

* Rachel Valenti, Parent

» Dana Yarbrough, Parent

Pare ntto Par ntof\Mrginia

Parent to Parent of VA (PTPofVA) is part of a national
network of state Parent to Parent programs that provide
emotional, informational and advocacy support to parents
of children with disabilities through one-to-one matching
with a trained, experienced parent. Through a collabora-
tive effort, PTPofVA co-directs Virginia’s Family to Family
Health Information Center (called VA INFO Center) at
Medical Home Plus, Inc.

MedicaBi ome Plis

Medical Home Plus, Inc. (MHP) was created to help facili-
tate family, professional and community partnerships to
improve the quality of life for children with special health
care needs — connecting the dots to a more seamless
system of service delivery.

Virginia
Integrated MNeowork
of Family Organizations

VAINFO CENTER

Medical Home Plus, Inc.
13825 Village Mill Drive
Midlothian, VA 23114
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Summ I1tO\we rnmew

Children and youth with disabilities are at greater risk for

health problems, require extra support, and rely on others to

achieve and maintain good health. Oral health is no excep-

tion. A clean mouth is one of their most important health

needs for life and will be influenced by the ability to receive

necessary dental care. Despite the advances in oral health

that have been made over the last half century, there is still

much work to be done. The Surgeon General’s report (Oral
Health in America, 2000) makes it abundantly clear that there

remain significant and far-reaching dispatrities in oral health.

he reasons for disparities in

oral health are complex. In

many instances, socioeco-
nomic factors are the explanation. In
other cases, disparities are exacer-
bated by the lack of community pro-
grams. People may lack transporta-
tion to a clinic and flexibility in get-
ting time off from work to attend to
health needs. Having a disability
may limit access to services. Lack of
resources to pay for care, either out-
of-pocket or through private or pub-
lic dental insurance, is clearly anoth-
er barrier. Fewer people have dental
insurance than have medical insur-
ance, and public dental insurance
programs are often inadequate.
Another major barrier to seeking and
obtaining professional oral health
care relates to a lack of understand-
ing of disabilities on the part of
providers and a lack of public aware-
ness of the importance of oral health.

The Strong Roots for Healthy

Smiles oral health summit brought
together stakeholders interested in

discussing experiences, barriers and
possible solutions to providing
access to quality oral health care for
children and youth with disabilities.
The intent of this summit proceedings
is to provide a glimpse into this dis-
cussion and a summary of key ideas.

Virginia faces several barriers in
preventing dental disease for chil-
dren and youth with special health
care needs/disabilities including:

» Patch wor offragmentd se nic-
es. Families are not aware of
which door to enter, and frequent-
ly when they do enter one or
more doors, they discover they
have entered the wrong door(s),
they are not eligible for the servic-
es, or long waiting lists exist.

* Lack ofprovders. The Virginia
Department of Health estimates
that there are 3,500 licensed den-
tists practicing in Virginia.
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Approximately 85 specialize in the treat-
ment of children. From parent calls for
assistance with access to health servic-
es, it is speculated that a very small per-
centage of pediatric dentists are knowl-
edgeable and comfortable serving chil-
dren with disabilities.

e Too £w numbers ofproMders who
acce ptMedicaid. Relatively few dentists
in Virginia accept Medicaid/FAMIS
patients citing low Medicaid/FAMIS reim-
bursement rates and cumbersome
paperwork as the primary reasons that
they are not participating providers.

In January 2007, Medical Home Plus,
Inc, (MHP), in collaboration with Parent to
Parent of Virginia (PTPofVA), received a
grant from the Association of State and
Territorial Dental Directors to plan and hold
a dental summit devoted to increasing

De ntaBSum m itRe port

access to quality oral health care for chil-
dren and youth with disabilities. A planning
committee met in person, via telephone and
through email exchange seven times
between February and July 2007. The first
order of business was to create a shared
vision for, and commitment to, a Virginia
oral health summit on children with disabili-
ties using a person-centered planning tool
called PATH. Additional planning group
work included generating a complete list of
summit invitees; identifying summit presen-
ters; researching recent oral health data in
Virginia; determining outcomes of the 2003
Virginia oral health plan and Early Head
Start/Head Start oral health strategic plan;
and supporting MHP and PTPofVA staff in
the summit meeting logistics.

The Strong Roots for Health Smiles Oral
Health Summit on children and youth with
disabilities was held on July 27, 2007 at the
Sheraton West Broad Hotel in Richmond,
Virginia. The summit brought together 50
family members (20%), advocates (10%),
medical and dental providers (25%), and
state and local agency representatives and
officials (45%). The diversity of people cre-
ated an open, accepting and engaging envi-
ronment that welcomed the thoughts and



perspectives of all participants. Summit
speakers provided timely and important
information on national oral health care
issues and the state picture of dental serv-
ices to children and youth with special
health care needs/disabilities. During a
small group activity, facilitators gathered
information from participants about their
own expertise and experience with the
issues under discussion. The following is a
summary of these findings and solutions.

To request copies of summit public
awareness materials, agenda, attendees
list, budget and powerpoint presentations,
please contact Dana Yarbrough at
PTPofVA@aol.com.

An O Fm pian Task : Universal
Access to Preventative and
Comprehensive Dental Serviced for
Children with Disabilities
SanPrd J R nton, D.D.S, M.D.S

Dr. Fenton jump started the Strong
Roots for Healthy Smiles oral health summit
with a review of the individual, provider and
societal barriers to quality oral health for
children and youth with disabilities.
According to Dr. Fenton, with 18% of US
children and youth under the age of 18 hav-
ing a chronic condition or disability, dental
care is the number one unmet health need.
In his discussion of “individual” barriers, Dr.
Fenton shared that children and youth with
disabilities may not have the physical or
intellectual ability to perform oral hygiene,
may have a poor diet, and may be unable
to communicate needs. He also stated that
many parents/caregivers are reluctant to
seek or accept dental care or may place
oral hygiene at the bottom of their priority
list if the child has more pressing issues.
Two of the top “provider” barriers cited by
Dr. Fenton are a poor reimbursement sys-
tem and a lack of skill, training and confi-
dence in working with children and youth
with disabilities. On the “societal” level, Dr.

Fenton stated that vales and attitudes about
individuals with disabilities continue to be
the top barriers to a quality oral health sys-

tem as reflected by inadequate access to
oral health providers, poor reimbursement
rates, and low expectations.

Dr. Fenton shared disturbing trends in
dental school curriculum — almost 33% of
3rd/4th year dental students nationally
reported having never treated an individual
with intellectual disabilities; 82% reported
less than five hours of educational time
devoted to treating individuals with intellec-
tual disabilities; and 75% reported they did
not feel prepared to treat individuals with
intellectual disabilities. He also reported
trends in oral hygiene education — 48% of
170 dental hygiene programs nationally had
10 hours or less of educational time devoted
to disabilities and 57% of the programs
reported no clinical experience with disabili-
ties at all.

In closing, Dr. Fenton stated that individ-
uals with disabilities need comprehensive
dental services and not just lip service. In
keeping with this statement, the American
Dental Association resolved in 2002 to sup-
port legislation to improve the oral health of

Patic n€Ecen€ red \

Capacity for vision and
willingness to care for
children with special needs.
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individuals with disabilities and to encour-
age dental programs to educate its students
about the oral health needs and issues of
individuals with disabilities.

Dr. Fenton’s complete Powerpoint pres-
entation can be found electronically at
www.medhomeplus.org.

ChiBlrnwit SpecialNeeds: Oral
Health Quality of Life
Tegwyn H. Brickhouse, D.D.S, Ph.D.

Following Dr. Fenton’s national snapshot
of oral health for children and youth with
disabilities, Dr. Brickhouse shared results of
two Virginia oral health studies. Dr.
Brickhouse began her presentation dis-
cussing the impact on families of children
and youth with disabilities in terms of lost
days of work and time and money spent on
accessing dental care. She stated that the
aim of the 2006 quality of life study was to
use a Parental/Caregiver Perceptions
Questionnaire to analyze the effects of oral
health on the general well-being and family
life of children and youth with disabilities
participating in the Care Connection for

Children program (Virginia’'s Title V pro-
gram). Dr. Brickhouse reported that four
domains were tested to ascertain oral
health quality of life: oral symptoms, func-
tional limitations, emotional well-being, and
family well-being/parental distress.

After a review of the data collection from
137 surveys (out of 429 surveys sent
equals a 32% response rate), Dr.
Brickhouse presented a summary of the
survey findings:

» The majority of caregivers surveyed felt
that oral health did have an impact on
the child’s well-being.

» Family caregivers of children and youth
with disabilities report a variety of oral

DentaBSum m itRe port

symptoms, daily life problems, and
parental concerns related to their child’'s
oral health that impact the child’s and
family’s quality of life.

* In this population of children and youth with
disabilities, it appears that oral symptoms
and family well-being outweighed functional
limitations and emotional well-being in
impacting oral health quality of life accord-
ing to parental perceptions.

Dr. Brickhouse also shared information
about a 2006 study that examined the rela-
tionship of how dental education plays a role
in the future acceptance and treatment of
patients with disabilities:

 Although many providers in Virginia feel
it is part of their mission as a dentist to
accept and treat individuals with disabili-
ties, the study found that 75% of Virginia
dentists do not routinely treat children
and youth with disabilities

* While many dentists in Virginia are confi-
dent in their ability to treat a patent with
disabilities, 72% of Virginia dentists
reported that they never had a course
that taught treatment of individuals with
disabilities and 67% reported that they
never treated a patient with disabilities
while in dental school

* Dentists report that they are more likely to
accept and treat individuals with disabilities
in the future if they were more adequately
prepared clinically and educationally in den-
tal school

Dr. Brickhouse’s complete Powerpoint
presentation can be found electronically at
www.medhomeplus.org.

Why Dentist Don*tTre atPatie nt

witt SpecialNeeds
Keith Beasley, D.D.S, Harry Gewanter, M.D.
and Parent, and Matthew Cooke, D.D.S and
M.D.S

Summit attendees were treated to a
panel discussion lead by Dr. Keith
Beasley, DDS, MAGD; Dr. Harry
Gewanter, MD; and Dr. Matthew Cooke,
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DDS, MDS. Dr. Gewanter, a pediatrician
and parent of a young man with Down
Syndrome, provided personal insight to the
joys and challenges of being a parent of
an individual with intellectual disabilities as
well as a physician who treats children and
youth with disabilities. Dr. Cooke, a pedi-
atric dentist from Charlottesville, discussed
his experiences treating children with dis-
abilities. Dr. Cooke’s varied experiences
led him, after years of practicing pediatric
dentistry, to enroll in medical school. Dr.
Cooke believes his medical degree will
provide him more opportunities to treat
individuals with disabilities. Dr. Beasley
discussed the myths of why dentists do
not treat individuals with disabilities.

Myths discussed were:

* Dentists do not feel trained or experi-
enced in treating children and youth
with disabilities

» The office is not set up to treat children
and youth with disabilities

» Money can not be made treating children
and youth with disabilities

* Children and youth with disabilities will
scare other patients

-

/..- Transportation

* Children and youth with disabilities disrupt
the normal routine of the dental practice

 Financial compensation is not in line
with the time spent treating a child/
youth with disabilities

* Children and youth must be treated in a
hospital setting and the dentist doesn’t
have hospital privileges

* Children and youth with disabilities are
on Medicaid and many dentists don’t
accept Medicaid

Dr. Beasley is currently developing, with
the assistance of the Virginia Academy of
General Dentistry (VAGD), a continuing
education course to facilitate the comfort
level of the dental team in treating individu-
als with disabilities.

Attendees were split into three issue tables:
education, funding, and systems. Using
ASTDD state practice examples, attendees
were tasked with brainstorming strategies/rec-
ommendations/solutions for their table’s issue
and reaching consensus on the three to five
“best” suggestions. A list of suggested solu-
tions can be found on pages ten — twelve.



Evalation

Attendees completed an evaluation form
indicating their level of satisfaction with the
oral health summit and soliciting additional
information action plan recommendations.

» 88% rated the oral health summit as
excellent/very good in terms of learning
new information

» 80% rated the oral health summit as
excellent/very good in terms of networking

* 96% rated the oral health summit as
excellent/very good in terms of quality of
presentations

Summary ofksues Hentified and

So btions Sugges€d
It is clear from the summit presentations
and small group discussion that families
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want oral health services for their children
and youth with disabilities that is accessi-
ble. They want a dentist who is knowledge-
able about their child’s diagnosis. They
want oral health care that is affordable and
special oral treatments not priced out of
their range of access. Families desire a
dentist whose office is physically accessible
(i.e, wheelchair accessible, on a bus line).
They want a dentist who links to their
child’s other providers and wish for an oral
health care provider who shares their own
commitment to their child. They want treat-
ment that is individualized based on the
unique needs of their child.

Summit attendees know that children and
youth with disabilities present unique chal-
lenges to Virginia’'s oral health care system —
services and knowledgeable providers are
limited, of unsure quality, and isolated in a
system of care that is not integrated or ade-
quately financed. Officials are under great
pressure to reduce state budget, changes in
dental school curriculum and educational
programs, and even the addition of a new
dental school, take years to accomplish, and
policy shifts are years in the making. Summit



attendees offer the following short term sug-
gestions and solutions:

Education
1. Develop a mandatory continuing edu-
cation course on disabilities for oral
health providers

2. Start training on disabilities early — get
to the students in dental and medical
school, dental hygiene and nurse pro-
grams, VA LEND program, etc.

3. Ildentify resources available in Virginia
— identify, expand and utilize, replicate
a. Funding to relieve dentists of cost

of continuing education

b. Loan forgiveness/repayment pro-
grams for dentists working with
children/youth with disabilities

c. Intensive hands on training pro-
gram being considered/developed
at Virginia Commonwealth
University pending funding

d. Care Connection for Children
program

4. Develop materials for parents on good
oral hygiene at home

Funding
1. Enhance reimbursement for children and
youth with disabilities by creating incen-
tives for those who provide this care

2. Allow dental hygienists to be reim-
bursed as oral health providers

3. Change dental billing codes to reflect
the increased time needed for individu-
alized treatment for children and youth
with disabilities

4. Develop a state oral health resource
website — resources, on line dentist
directory, training opportunities, etc.

Sysems
1. Develop a database to track providers
who will see children and youth with
disabilities — work with Department of
Health Professions to identify folks

2. Increase preventive services for chil-
dren and youth with disabilities — train
non-dental providers to do fluoride
varnish and other preventive pro-

1.

grams, increase/create reimburse-
ment for varnish

Develop alternate delivery system —
research successful workforce models;
don't reinvent wheel (i.e., expand prac-
tice laws for dental hygienists, train
non-traditional providers like home visi-
tors to conduct screenings)

Develop a “Health Home” model rather
than a Medical Home and a Dental
Home and a ...... Home — get every-
one together to work collaboratively

Mis ce Hhne ous Sugges tions
Advocate for funding for adults with
disabilities — work with Governor’s
Health Care Commission to carve out
Medicaid funding oral health services
for adults with disabilities

Promote programs that provide free
services for those that are uninsured,
undocumented — Mission of Mercy
(MOM) project, Donated Dental
Service (DDS), Give Kids a Smile Day,
Free Clinics, etc.

Provide mobile clinics that reach many of
Virginia’s isolated communities

Make dental case management an
allowable Medicaid expense

October 2007 11



Availability of care

Ex® msh ips
Exposure to real
life treatment of
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Training
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De dicatd
Program
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for treating childre.

Hnances

« Billing codes reviewed to better enable
doctors and dentists to provide a link
between Medical and Dental Home

* Medicaid and commercial plan reimburse-
ment rates

« Funding for training and treatment (dental
schools, oral health assessment, flouride
varnish)

o

Educaton

» Speakers bureau should include parents

« Parent-developed materials disseminated
through listservers, newsletters, etc.

« Bright Futures materials should be dissem-
inated by way of OBGYN and pediatricians

« Special Olympics initiative on Dental Home
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Rotation

on treating chil-
dren with dis-

abilities

Provider Directory

Training
for other health providers/allies

Outcome A
Speakers bureau on dental health

Outcome B
Online module to be integrated into other conferences and
trainings

Outcome C
Compile existing materials (Bright Futures, etc) into easily
accessible format

Training materials should cover general preventative health,
awareness of the importance of oral health, disability sensi-
tivity, and developing a comforting environment.

« More statewide implementation of MOM project

« Culturally sensitive mobile dental clinics

* Dental Home spread

« Provider directory (Care Connection for Children example)



