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This poorly understood and often misdiagnosed range 
of conditions can involve craniofacial pain or dysfunction, 
headaches, difýculty speaking, hearing, crewing and swal-
lowing as well as numerous radiating pains or dysfunctions 
throughout the body.  Problems can be short-term, resolv-
ing without treatment, to chronic and intractable.

The multiple and perplexing symptoms of TMJ place 
it primarily as an oral health rather than a medical issue, 
which confounds efforts at research, diagnosis, treatment 
and patient beneýts.  Patient advocacy organizations work 
with the health sciences community to further research, 
education and widespread public awareness of TMJ.

The NIDCR’s expanded research portfolio includes 
new molecular and genetic studies of pain as well as an ini-
tiative to explore the pathophysiological mechanisms link-
ing TMJDs and co-morbid conditions. Other new TMJD 
initiatives, co-sponsored with other NIH components, in-
vite researchers to develop new models of pain relevant to 
the trigeminal system, study joint degeneration in a mouse 
model, and conduct research on tinnitus. 

The Institute is also supporting a major prospective 
study tracking several thousand men and women without 
TMJDôs for seven years.  During the study period, a few 

NIDCR, patients’ advocates work to solve TMJ puzzle
Temporomandibular Joint Diseases and Disorders 
(TMJD’s), commonly called “TMJ”

Patients’ Advocacy Groups: Jaw Joints & Allied 
Musculo-Skeletal Disorders Foundation (JJAMD); The 
TMJ Association (TMJA)

Scope:  Disorders and diseases of the joints and mus-
cles connecting the lower jaw (mandible) to the skull; 
presents as pain or dysfunction in sensory and motor 
activity throughout the body

Estimated affected Americans: 10 million of both 
genders and all ages experience TMJD’s annually

hundred of the subjects will develop symptoms, and the in-
vestigators hope to learn why some people are susceptible 
while others are not.

NIDCR’s agenda for TMJ includes stem cell, molecu-
lar biology and genetic research diversiýed across numer-
ous universities and dental schools.  The Institute also sup-
ports a robust bioengineering research portfolio with the 
goal of developing tissue engineered temporomandibular 
joint replacement parts.

Advocacy organizations are collaborating with govern-
ment and other health research communities to enhance 
and advance the TMJD research agenda.  Such interagency 
involvement offers signiýcant promise of increasing basic 
science to understand the causes and ultimately achieve 
appropriate diagnosis, treatment, cures and prevention of 
TMJ.

Patient advocacy groups have established annual scien-
tiýc conferences, lectures and seminars that bring medical 
and dental professionals together to advance basic science, 
publication and on-line prevention and awareness pro-
grams.  The JJAMD Foundation has initiated a TMJD MD/
PhD Postdoctoral Fellowship program emphasizing growth 
and development of the jaw joints in children, necessary to 
understand the etiology of the disease from a basic science 
perspective.

The organizations ýght for patientsô rights to insurance 
coverage, support patients and their families, advocate with 
policy-makers, and disseminate information about advanc-
es in research and treatment.

TMJ is a growing health care concern in our society 
for which many mysteries and contradictions still exist.  
Through ever-increasing advocacy, health and education 
programs, the American public is learning about its signs 
and symptoms while research is advancing understanding 
of this complex medical dilemma. 

For additional information about TMJ/TMJD, contact 
www.TMJoints.org and www.tmj.org.

Clues to rare birth disease may lie in embryonic stem cells
Moebius Syndrome is thought to be a genetic problem 

associated with lack of development in two cranial nerves 
that affect movement in eye and facial muscles.  Moebius 
is so rare that physicians may not diagnose it for months or 
years.

People affected are unable to smile or frown, blink or 
move their eyes laterally.  The syndrome is often associated 
with physical complications in other parts of the body.

Because the cause of Moebius is still undocumented, in-
vestigation into the disorder involves stem cell research.  And 
because the problem presents at birth, embryonic stem cell 
therapy is thought to be an appropriate research strategy.

For more information on Moebius Syndrome, contact 
the Foundation at www.moebius1.org.

Moebius Syndrome

Patients’ Advocacy Group: Moebius Syndrome Foun-
dation

Scope: an extremely rare birth disorder characterized 
by lifetime facial paralysis

Estimated affected Americans: only a few hundred 
documented cases worldwide




