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Other autoimmune conditions in the study cohort and by three Sjögren’s disease
(SD) groups. Other autoimmune conditions such as rheumatoid arthritis,
systemic lupus erythematous, inflammatory polyarthropathy represent more than
10% among SD patients. Total: study cohort; positive, uncertain, negative
represent the three SD groups by clinical characteristics. Credit: PLOS ONE
(2023). DOI: 10.1371/journal.pone.0289335

A new study from researchers at Regenstrief Institute and Indiana
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University School of Dentistry reports on linking electronic health
records and electronic dental records to provide better care and
outcomes for individuals with Sjögren's disease, an autoimmune disorder
that can affect the entire body, including teeth. Their work may have
implications for other systemic autoimmune diseases, including lupus
and possibly rheumatoid arthritis.

Sjögren's is a chronic autoimmune connective tissue disorder affecting
four million Americans plus an unknown number who are undiagnosed.
Patients with this condition may also have other autoimmune disorders.

Historically, because of the separation of dental and medical care,
electronic medical and dental records are not linked or routinely shared.
Dental providers rely on patients to report their diagnosis of Sjögren's as
this information is not conveyed by their physicians. As a result, dentists
typically recognize the patient's condition late in the disease process
when tooth decay leading to significant tooth loss is manifested.

The Regenstrief and IU researchers linked electronic health records
from the Indiana Network for Patient Care of individuals with Sjögren's
disease with their electronic dental records. Fewer than a third of
patients diagnosed by their physicians had informed their dental
providers of the diagnosis. Without this information, dentists didn't
know to provide treatment which could help preserve teeth and improve
overall health.

This is one of the first studies to characterize how physicians diagnose
Sjögren's in community practice settings and to illustrate different
clinical presentations of the disease using matched electronic dental and
health records.

Sjögren's is difficult to diagnose because it has many symptoms which
are similar to those of other conditions and there is no single, definitive
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test for Sjögren's. The most common symptoms include dryness of the
mouth and eyes, tooth decay, fatigue and chronic pain. But major organ
involvement, neuropathies and lymphomas may also occur.

In the United States, the average time from onset of symptoms to
diagnosis is three years, allowing the disease to initially progress
unchecked. Nine out of 10 individuals with Sjögren's are women.

"We conducted this research because of the huge oral disease burden
that Sjögren's patients experience which leads to premature tooth loss by
the time they're in middle age," said study senior and corresponding
author Thankam Thyvalikakath, DMD, MDS, Ph.D., who leads the
Regenstrief Institute-IU School of Dentistry Dental Informatics
Program.

"In spite of the fact that patients with Sjögren's disease typically have a
high level of awareness regarding their health, because they don't inform
their dentist, they end up losing their teeth, which can have a huge
impact on their quality of life. They may be unable to hold full-time jobs
because they have a lot of dental decay and have missing or damaged
teeth. Without the information from the patient's electronic medical
record, dentists don't have a complete picture and don't know to evaluate
treatment which could preserve teeth."

"We believe the methods we developed in this study and our results can
lead to more large-scale studies to understand the disease over time,
which may have the potential to topple silos and for earlier diagnosis
than the current three-year lag and for earlier treatment," she added.
"We are thinking beyond dentistry. We are thinking about an inclusive
health care system, not one in which dentistry, like mental health, is
considered a stepchild."

"Dentists see many patients, especially women, with nonspecific
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symptoms, like joint pain and fatigue, but it's very difficult for a dental
professional to know about their patient's complete list of medical
conditions," said study first author Grace Gomez Felix Gomez, BDS,
MPH, Ph.D.

"If the patient, who has not been diagnosed with Sjögren's, mentions dry
mouth symptoms, perhaps the dentist should go ahead and do some
preliminary salivary flow test to help identify the cause, which could be
Sjögren's. If it is, the dentist could then refer the patient to a
rheumatologist or other medical specialist to rule out underlying
conditions. Further confirmation on the diagnosis of Sjögren's also
requires a referral to oral medicine and/or oral pathology specialists."

"This is a goal we hope to facilitate by showing the benefits of linking
electronic dental and medical records. Unfortunately, Medicare and
many health insurances do not pay for tests and treatments performed in
dental offices, which makes working together with physicians more
difficult for oral health providers. Screening and awareness of Sjögren's
and its symptoms should be spread through educational programs
targeting women to encourage them to talk to both medical and dental
clinicians."

The Indiana Network for Patient Care (INPC) was created by
Regenstrief Institute and is one of the largest and longest running health
information exchanges. The INPC is managed by the Indiana Health
Information Exchange. Regenstrief provides access to the data for
purposes of research. The INPC includes more than 73,000 clinical
practices, health systems and other providers with more than 20 million
patients and more than 16 billion clinical data elements.

The work is published in the journal PLOS ONE.

  More information: Grace Gomez Felix Gomez et al, Characterizing
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clinical findings of Sjögren's Disease patients in community practices
using matched electronic dental-health record data, PLOS ONE (2023). 
DOI: 10.1371/journal.pone.0289335
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