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Introduction

Dysphagia means difficulty swallowing. It can be caused by several different things, when it is caused
by inclusion body myositis (IBM) it is called myogenic dysphagia. It is a serious and common
complication of IBM that needs to be diagnosed when present and patients need to be aware of it and its
symptoms and management. It is serious because difficulty swallowing commonly leads to choking that
can cause death or, it can lead to having food go down into the lungs—called aspiration—this commonly
leads to pneumonia and may cause death.

Being able to eat is a major part of day-to-day life and impairments in swallowing reduce the quality of
life for patients. Many patients who have choking episodes become afraid to eat and malnutrition is a
serious concern. Unfortunately, although this is a common side effect of IBM, it has not received much
research attention in terms of how to treat it or best manage it.

Prevalence

Because research has been minimal, it's hard to know exactly how common dysphagia is in IBM.
Studies range from 40% to 80%. It is clear that dysphagia is more common in IBM than in other
myopathy diseases.

What is wrong?

Why does this happen? The medical answer is that the opening at the top of the esophagus—the upper
esophageal sphincter (UES)—tends to shrink in IBM due to weakness in the associated muscles. This
leads to food getting stuck in the throat (it won't go down) causing the patient to swallow repeatedly.
This leads to the danger of blocking air intake or having “food go down the wrong way”—into the
lungs. The article mentions that a recent study showed that in a sample of 25 cases some 60% had
aspiration—food going to the lungs, and 25% developed pneumonia.

The article notes that the exact impact of IBM on the muscles involved in the throat is not understood
and differs from the impact of IBM on skeletal muscles: more research is required to determine why this
is and what it means.



Diagnosis

The article emphasizes that because IBM comes on so slowly, patients may not notice changes in
swallowing or may become used to them and not mention them to the doctor. Early diagnosis is critical
and the following features should be looked for. The feeling of food getting stuck in the throat, the need
to wash every mouthful down with liquids, regurgitation (needed to bring food back up and swallow
again) or outright choking episodes. These features should be monitored during the course of IBM in an
individual because, while they may be present initially, they also may develop during the course of the
illness. When dysphagia is suspected, tests can be done to determine its extent. In the most common test,
the patient swallows a liquid that shows up on a scope and the doctor watches how the liquid goes down
the throat. This test is commonly called a barium swallow or sometimes an upper G.I. barium
examination. Its common abbreviation is VFSS. Another common test is the fiberoptic endoscopic
evaluation of swallowing (FEES). This test involves inserting a thin tube through the nose with a camera
on the end to evaluate swallowing. If it appears that swallowing is impacted by IBM, either of these two
tests is recommended.

Treatment

Treatment falls into two categories: non-invasive and invasive. Noninvasive treatment is especially
important when dysphagia is diagnosed early. It commonly involves an exercise that the doctor or a
speech pathologist will teach you to do. To get an idea of what it looks like, here is a YouTube link. This
is only an illustration and you should ask for specific instructions from your medical team to develop
exercises that will be the best for you. https://www.youtube.com/watch?v=NHZ5g8roe A

Other treatments may include various medications. There is no standard medication used for dysphagia
in IBM although IVIG is a common choice to begin with. The problem with this medication is that
benefit is usually short-term.

Invasive treatments may include the use of a balloon to expand the upper esophagus. This is commonly
called balloon dilation therapy. In some cases, Botox treatment is used. Finally, in some cases, an
operation may provide benefit. In this operation—a cricopharyngeal myotomy—a muscle in the throat is
cut, redistributing the pressure involved in swallowing. Of course, the operation is irreversible.

In cases where malnutrition is a major problem, a feeding tube may be inserted through the abdominal
wall into the stomach. In IBM patients this procedure may or may not be helpful; the risk of aspiration is
still there. Clearly, treatment options must be carefully considered with your medical team in order to
choose the best options given your particular situation.

Conclusions

The article concludes that more research should be done and it ends with an emphasis that screening and
early diagnosis are vital as the best treatment is exercise of the throat early in the disease process.
Problems swallowing should be on the radar of every IBM patient and their medical team and is a vital
part of the ongoing overall treatment strategy. The article suggests that clinicians should screen
swallowing function by asking questions at every appointment.

The following information may also be helpful.



Coping Strategies
provided by Bill Tillier, MSU International Science Advisor and IBM patient

Several other aspects are important to consider including psychological counseling:

1.

Developing a fear of eating or embarrassment leading to eating in isolation are important factors to
address. As well, the natural inclination when feeling choking is to have anxiety or panic. Clearly, it
is a benefit to consciously manage anxiety and to remain as calm as possible to help reduce the
impacts of a choking episode.

Concentration on eating is vital. The IBM patient with swallowing issues needs to learn to eat slowly
and deliberately with small, well-chewed portions. Talking during eating is a major cause of
choking. As well, certain foods may be harder to swallow than others—a trial and error approach is
important, if the patient discovers a particular food is a problem, he or she can avoid that food.
Common foods that lead to problems are french fries and popcorn. The patient should never eat
while laying down and it is helpful to always eat with someone present when possible.

You may not be able to speak if you choke so it's helpful to let your companion know that if you
choke, you will shake your head to indicate a problem and the Heimlich maneuverer can be
performed.

If you are in a wheelchair, a Heimlich from the front can be performed effectively to help dislodge
food and bring it up.

Generally speaking, it is better to try to bring food back up than to try to “force it down” when
choking.

When a patient feels like food is stuck it may be useful to take a very small amount of liquid to try to
ease it down. There is often a window of some 30 seconds to a minute between the time you feel
food stuck and you begin to choke. Again, it is vital to be calm and slowly try to work out the
problem before outright choking.

It is important to report any choking episodes to your medical team right away so that they can
evaluate the possibility that aspiration occurred.

Summarized by Bill Tillier, MSU International Science Advisor and IBM patient. See his website
ibmmyositis.com for more information about inclusion body myositis (IBM).

View the full text version of the summarized article at https://doi.org/10.2147/1JGM.S198031

Visit Myositis Support and Understanding Association (MSU) at understandingmyositis.org.
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