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WELCOME 
 

 

NOTICE TO THE READER  
 

This Batten Disease Handbook is complied with information from many 

sources concerning the topics included. Families in the organization have also 

contributed their specific situations that have been helpful in their o wn 

battle with Batten Disease.  All material in this book is provided for 

information purposes only.  Although Batten Disease Support and Research 

Association (BDSRA) has made every reasonable effort to assure the 

accuracy of the information contained in t his book, BDSRA is not engaged in 

rendering medical or other professional services and advice.  BDSRA does 

not guarantee or warrant that the information in the book is complete, 

correct, current, or applicable to every situation.  BDSRA disclaims all 

warra nties express or implied, concerning this book and the information 

contained herein.  If medical or other expert assistance is required, the 

services of a competent professional should be attained.  

 

 

 

Nancy Carney, RN 

Batten Disease Support and Research  

Updated December 2011  
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Dental Issues And Mouth Care  
 

In communities and states across the country, Americans with developmental disabilities are 

experiencing significant difficulty in gaining access to quality medical and dental care.  In order 

to s ee any betterment in this issue there are two crucial issues.  First, clinicians need to advocate 

on a national level to create a national dialogue between the Physicians and Dentists who care for 

these special children.  Second, there will be no change un til medical and dental schools begin to 

be responsible to educate and train the next generation of caregivers. If we are to be successful, 

two components must be met, clinical experience and educational commitment must be adjoined.  

 

Oral health is an inte gral part of total health.  If you do not have good oral health, you are not 

healthy.  In spite of continuing scientific evidence linking periodontal disease to cardiovascular 

disease, Physicians often ignore doing an oral exam as part of their routine phy sical examination.  

They rarely, if ever, concern themselves with oral conditions unless your child presents with a 

specific complaint.  As a matter of fact, when it comes to oral examinations, the universal term 

WNL (within normal limits) has come to mean  òwe never lookó.  Individuals with disabilities have 

poorer overall oral health and oral hygiene than the general population, and there is evidence that 

your children with special needs, experience significant disparities in their access to quality 

dental  services.  The reasons for this health disparity are complex and include lack of caregiver 

support, Dentist reimbursement issues, genetic and other physiological disorders, medication 

toxicity, cultural and environmental factors, coexisting psychiatric or  behavioral disorders and 

others.  

 

A. Medical Management Considerations -  Special Care in Oral Health  

What is special care?  It is an approach to oral health management tailored to your childõs needs 

who has a variety of medical conditions or limitations that require more than routine delivery of 

oral care.  Special care encompasses preventive, diagnostic and treatment services.  

 

Standard treatment procedures can be adapted to fit most childrenõs needs and abilities.  While 

some children require more speci alized care, most can be treated successfully in general dental 

practices.  

 

Why do children need special care?  

Some children need routine oral health care, but have medical conditions or limitations that 

require delivery beyond the routine.  The dental tea m, for example, may need to learn to transfer 

a child from a wheelchair to the dental chair, to uses of sign language to communicate, or to adapt 

oral hygiene devices so that a child/parent or caregiver can use them.  

 

Other children have medical and oral c onditions that call for extraordinary care and require oral 

health professionals to have specialized knowledge.  
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The oral health of special care children may be neglected because of a demanding disease, a 

disabling condition, or limited access to oral healt h care.  The coordination of care and an 

understanding of special care issues in oral health are essential for all members of your childõs 

health care team, including medical and dental professionals and caregivers.  

 

B. Vital Functions of the Mouth   

The to ngue, teeth, and lips modify sound for speech.  The nearly oval oral cavity at the anterior 

end of the digestive tube, bounded anteriorly by the lips and containing the tongue and the teeth, 

lie between the cheeks communicating with the pharynx. The mouth also initiates the digestive 

process and salivary lubrication through chewing, tearing and grinding of food with the teeth, and 

the decompensation of starches.  It then delivers food to the digestive tract through swallowing.  

Itsõ mucous membranes serve as a physical defense; its salivary secretions serve as an 

antimicrobial defense.  Finally, the mouth is the medium for sensory response to taste.  We have 

to be careful not to give our children with disabilities too hot of food or it may burn the tongue 

and then we also loose our taste buds (we all have experienced this in our lifetimes).  This may 

happen more frequently with our disabled children, so we need to be extra careful to avoid this 

problem. 

 

Diseases of the mouth cavity may be indications of pure ly local disease (involving only the mouth) 

or they may be symptoms of systemic disturbances such as dehydration, anemia, or nutritional 

deficiencies (which may involve the entire body by getting into the blood stream, where it 

becomes a much more serious problem).  The mouth can be a minor problem one day and a major 

problem the next day if not treated.  If too serious, your child may stop eating and drinking due 

to the pain involved with certain diseases like thrush.  Then many other problems can become a  

result, such as dehydration.  If your child is a toddler, a couple of days of dehydration and they 

will be in a hospital replenishing their fluids.  

 

People with developmental disabilities are at an increased risk for both dental malformation and 

dental di sease.  The increased risk is partly attributable to underlying disorders, congenital 

infections, malformations of the jaw and/or mouth, behavioral problems, differences in eating 

patterns or diet, and the use of certain medications.  Oral health is import ant for adequate 

nutrition, speech, and aesthetics (a condition of feeling, sensation or perception).  Despite the 

increased risk of disease and the importance of good health, dental care has historically been one 

of the greatest unmet needs of people with  developmental disabilities.  It is often totally 

overlooked unless the patient specifically complains about something in particular.  What about 

patients like children with Batten Disease who many cannot talk ð even some parents are not 

aware of their mou th issues that are arising, because their children cannot talk to them.  Doctors 

just òassumeó that the mouth is OK unless otherwise specified.  They are more interested in more 

òmajoró problems that the disabled child may be having.  It is thus important for the primary care 

Physician to play an active role in preventing dental problems and making referrals for oral health.  

By being familiar with the dental problems associated with developmental disabilities, primary 

care Physicians will be able to recomm end preventive measures, monitor for the onset of  
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problems, make appropriate referrals to oral healthcare providers, and alert oral healthcare 

providers of the increased risk for certain dental problems.  Primary care Physicians need to 

make it a practi ce to briefly take a look at the disabled childõs mouth, teeth, tongue, etc. to look 

for any obvious problems.  How long would this take?  Probably not more than 20 -30 seconds.  But 

as stated above, unless Doctors in training are taught to make the mouth p art of their primary 

assessment and this is where it needs to be started, it will not happen.  This is where the changes 

need to be met.  

 

C. Types of Dental Problems  

   1. Dental Decay  (caries and cavities)  

Á This is an erosive process that results from the action of bacteria on fermentable 

carbohydrates in the mouth, which in turn produces acids that dissolve tooth enamel . 

Á The extent of damage to the teeth depends on several factors, the most significant of 

which are: the presence of dental plaques, the stre ngth of the acids and the ability of the 

saliva to neutralize them, the length of time the acids are in contact with the teeth, and 

susceptibility of the teeth to decay . 

Á Dental plaques are gluey, gelatin - like substances that adhere to the teeth and afford 

protection for the bacteria.  The initial action that causes damage to a tooth occurs under 

a dental plaque. 

Á Dental decay begins with a small hole, usually in a fissure or flaw of the enamel, or in an 

area that is hard to clean.  Left unchecked, it penetra tes the enamel into the dentin.  

Because the dentin is not as hard as the enamel, decay progresses somewhat more rapidly 

and in time reaches the pulp . 

 

              The following picture shows the progression of dental decay.  
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Á When the blood, lymph vessels and nerves are exposed, they become infected, and an 

abscess may form either within the tooth or at the tip of the root.  Soreness and pain 

usually accompany the abscess.  As the infection increases, the face may become swol len 

and there may be pulsating pain . 

Á The Dentist can determine by x -ray pictures the extent of damage and the type of 

treatment needed.  It may be necessary to extract the tooth . 

Á Possible complications: tartar formation may cause tenderness and swelling o f gums. 

Á Prevention: daily teeth brushing and flossing; fluoride water and toothpaste; no bottles 

after 12 months of age; sealants . 

Á Treatment: cavity fillings, tooth crowns, and/or dental sealants . 

a. Cavity Fillings  ð most of us have had a cavity filled, t he decayed part is drilled out and 

a white or silver fillings is put in its place . 

 

b. Tooth Crowns  ð also are done quite frequently, an artificial covering over the natural 

crown of a tooth . 

 

c. Dental Sealants -  What are dental sealants?  Sealants are th in, plastic coatings 

painted on the chewing surfaces of the back teeth (molars).  Sealants are put on in the 

dental offices, clinics, and sometimes in the schools.  Getting sealants put on is simple and 

painless.  Sealants are painted on as a liquid and qu ickly harden to form a shield over the 

tooth.  Sealants are clear or tinted.  Tinted sealants are easier to see.   

 

Are sealants new?  No, sealants are not new.  They have been around for along time!  

Research led to the development of sealants in the earl y 1960ós.  But many people still do 

not know what sealants are.  In fact, fewer than 20 percent of children in the United 

States have sealants.   

 

How long do sealants last?  Sealants can last up to 10 years.  But they need to be checked 

at regular -dental check-ups to make sure they are not chipped or worn away.  The Dentist 

can repair sealants by adding more sealant material.  How much do sealants cost?  Sealing 

one tooth usually costs less than filling one tooth.  Having sealants put on healthy teeth 

now will save you money in the long run by avoiding fillings, crowns, or caps used to fix 

decayed teeth.  But the most important reason for getting sealants is to avoid tooth 
decay.  Healthy teeth can last a lifetime!   

 
Does insurance pay for sealants?  Many insurance companies pay for sealants.  Check with 

your insurance company for details.  

 

Why get sealants?  By covering the chewing surfaces of the molars, sealants keep out the 

germs and food that cause decay.  
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What causes decay?  Germs in the mouth change the sugar in food to acid.  The acid can 

eat a cavity in the tooth.  The decay has to be cleaned out by drilling and then the tooth 

has to be filled.  Of course a healthy tooth is the best tooth.  So it is important to prevent 

decay.   That is why sealants  are so important.  

 

Why do back teeth decay so easily?  The chewing surfaces of back teeth are rough and 

uneven because they have small pits and grooves.  Food and germs can get stuck in the pits 

and stay there a long time because toothbrush bristles canno t brush them away.  

 

Who should get sealants?  Children should get sealants on their permanent molars as soon 

as the teeth come in ð before decay attacks the teeth.  The first permanent molars ð 

called ò6 year molarsó ð come in between the ages of 5 and 7.  

 

               The process for applying sealants to the teeth is as follows below:  

 
 

The second permanent molars ð ò12 year molarsó ð come in when a child is between 11 and 

14 years old.  The other teeth with pits and grooves ð called òpremolarsó or òbicuspidsó ð 
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right in front of the molars, also may need to be sealed.  Teenagers and young adults 

without decay or fillings in their molars also may get sealants.  

  

Should sealants also be put on baby teeth?  Your Dentist might th ink it is a good idea, 

especially if your childõs baby teeth have deep pits and grooves.  Baby teeth play an 

important role in holding the correct spacing for permanent teeth ð so it is important to 

keep baby teeth healthy so they do not fall out early.  

  

How are sealants put on?  The tooth is cleaned.  The tooth is dried, and cotton or other 

material is put around the tooth so it stays dry.  A solution is put on the tooth surface 

that makes the tooth a little rough.  (It is easier for the sealant to stick to a slightly 

rough tooth).  The tooth is rinsed and dried.  Then new cotton is put around the tooth so it 

stays dry.  The sealant is applied in liquid form and hardens in a few seconds.  Then the 

sealant is in place.  

 

What if a small cavity is accidentall y covered by a sealant?   The decay will not spread 

because it is sealed off from its food and germ supply.  

 

Besides sealants, are there other ways to prevent tooth decay?  Yes.  The best way you 

can help prevent tooth decay is to brush your teeth and your  childõs teeth with a fluoride 

toothpaste and drink fluoridated water (water is fluoridated in about half the cities and 

towns in the United States).  If your water is not fluoridated or if your teeth need more 

fluoride to stay healthy, your Dentist can pr escribe it in the form of a gel, mouth rinse or 

tablet.  If you have a baby or a young child that needs fluoride and do not have fluoride in 

your water, your Physician (Pediatrician) or Dentist can prescribe fluoride drops or 

tablets.  Fluoride is the best  defense against tooth decay!  

 

    d. Fluoride:  
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Á Makes teeth more resistant to decay .         

Á Repairs tiny areas of decay before they become big cavities . 

Á Makes germs in the mouth less able to cause decay . 

 

Fluoride helps the s mooth surfaces of the teeth the most.  It is less effective on the chewing 

surfaces of the back teeth (molars).  Regular brushing ð with fluoride toothpaste ð and flossing 

also help prevent tooth decay.  Sealants and fluoride together can prevent almost al l tooth decay . 
 
                   The picture below shows the different teeth and baby teeth versus adult teeth . 

 

 


