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So | recently tound this information online.
My daughter has all of the symptoms. She
has struggled with the croaking sound for
2.5 years and is 18 years old. Is there any
thought on Aerophagia associated with
anxiety that could be the initial cause of the
air or gas that gets trapped in the
esophagus?

A tiny amount of air accompanies every swallow.
Anything that increases rate of swallowing will tend
to increase symptoms. Many mention exercise.
Perhaps mouthbreathing/dry mouth increase the
rate of swallowing? Anxiety might do the same. It
is the inability to emit (via burps) air "phaged" that
is the problem.

The damage done to the body from RCPD,
can it be reversed once given the Botox
treatment?

Speculatively, | think so...One reason Is that some
start with microburps after Botox is injected and
only get larger burps weeks later. One could
speculate that technique has improved, but it is
also possible that the over-stretched esophagus
has recovered somewhat. Constipation (possibly
due to a chronically over-stretched colon) seems to
diminish in some as well.

Have you guys ever had patients or known
of people who rarely burped/had issues with
it, and it didnt end up being RCPD, but
rather something else?

Not yet, but those with severe R-CPD symptoms
are typically the ones who seek treatment. Of
course other Gl issues can coexist (like gluten or
lactose intolerance), but | know of no other
diagnosis that can explain the constellation of
symptoms that comprise R-CPD. It is a prima
fasciae kind of diagnosis (recognised on the face
of it).

why was this not reported at all until 19877

Each individual symptom can have a differential
diagnosis. There can be several causes of
bloating, or flatulence, etc. But in my experience
there is but one diagnosis for the symptom group
that is seen with the syndrome of R-CPD.

Hi, I'live In Kenya, and | have almost all the
symptoms. My question is to Dr. Bastian:
Can the doctor kindly suggest a doctor in
Kenya who knows about this condition? The
Bastian Voice Institute posted on Facebook
that they treated someone in Kenya, which
gave me hope.

Sorry to hear of your possible R-CPD. | would
search out Dr. Chimmy Omamo-Olende. | am
pretty sure she will help you. And give her my best
regards!

| saw that Dr P does an external injection
Vs Dr Bastiens internal injection. Can you
describe the pros and cons of that?

EMG Is office-based, about a third the cost (1k vs.
3500 for us), no general Anesthesia, arguably a bit
less accurate (miss or partial missed target) and
somewhat more frequent voice change, or
breathing. For people who live far away or are
squeamish about needles, O.R. Is often their
preference.

Any experience with ballon dilation of the
CP muscle to treat the condition?

Some might disagree, but arguably not indicated
because there is no scarring or stenosis. I've had
several who had dilation at the time of
esophagoscopy (pre-correct diagnosis), and there
was no benefit.
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Thank you for holding this webinar! 'm a
SLP graduate student who was sent this
webinar info from a professor. | have seen
3 Gl doctors about this condition since |
noticed it. | always get “well...that’s weird.”
What do you recommend when it comes to
physicians listening in order to get relief?

I'd take a publication, web description, etc. and
consider ENT rather than GlI, since the former are
so far the ones who have grabbed and run with
this new diagnosis. There may eventually be Gl
doctors who focus on this, of course, but not to my
knowledge currently.

What specialty do | ask my primary care to
refer me to if | want to get this fix?

ENT. :-)

I've been looking for medical protessionals
who diagnhose and treat the disorder but
noticed (at least in the U.S.) There aren;t
many (only about 6 that have been listed
online). Are there any resources you
have/recommend to find professionals who
can help? Is it a good ldea to go to a local
ENT?

A local ENT who does endoscopy and will listen
and read the original description should be able to
do this. Otherwise look for the nearest
laryngologist (ENT who focuses on voice,
swallowing, and airway disorders). That
subspecialty deals the most with the
cricopharyngeus muscle.

Can | ask what Is next research-wise for the
disorder? Do any of the panelists know of
any ongoing studies that are set to publish
soon? I'm especially curious if we’ll get any
more in-depth analyses of associations with
emetophobia, anxiety, other comorbidities,
etc.

| think many with R-CPD caseloads are keeping
spreadsheets of all sorts of detail about this
population. We, for example, are looking now at
the original 51 patients all treated with 50 U as all
are now more than 5 years post-treatment.

How long does the botox last between
treatments?

The aim is always "once and done." In those who
recur (maybe 1 of 5 or ~20%), loss of ability often
becomes noticeable by 2.5M and they are back to
baseline or near baseline by 4 to 6 months.

Is there a psychological component to this
disease? | have emetophobia and | wonder
if there is a cause and effect between the
two

Speculation: | have wondered If very young
individuals (toddlers, for example) have some sort
of traumatic experience with retching and gagging
without being able to vomit and this induces
emetophobia, but outside their memory.
Emetophobia is certainly very common in this
group, and not infrequently so severe as to need
psychotherapy.

Will vomiting happen more if you get the
Botox injection?

Not vomiting as an event (such as with food
poisoning). But some urp up a bit of acid or food
with large burps. Just in the first few weeks, not
forever. Or when they bend over. Usually quite
easy to manage. (Don't weed the garden after
eating a large meal; eat 5 small meals per day,
etc.). Again, temporary and generally easy to
manage.
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Can you explain the process of getting the
botox treatment?

Find an appropriate physician, meet for office
discussion and examination, schedule a brief
outpatient procedure (or do EMG the same day in
the office). Expect a bit of "weirdness" in the first
few weeks with spontaneous burps and "slow
swallowing."

is a difficulty swallowing or feeling like |
have to really focus on swallowing a
potential symptom? this is in addition to the
standard noburp

Not routinely. But a few have a bit of an issue with
"swallowing initiation" as though the swallow
doesn't want to start. When they do swallow,
however, swallowing is mostly completely normal,
though not perfect for 100%.

What's the approach for treating pediatric

patients (10)? Is it something that is better
to treat while they are younger or wait until
they are older or have completed puberty?

Opinion: The earlier the better! We've done 7 and
9 year olds and would do younger if they
presented and a pediatric otolaryngologist could
not be "found."

Is there updated data on the efficacy of 1st
vs 2nd dose, and/or data on efficacy of
Botox by units?

In all sites injected in the body for diverse reasons
besides R-CPD, the dose requirement can
different. So we use a "large" dose of 75U,
knowing this is more than needed in some but
wanting increase the potential for "once and done"
for as many as possible. We got great results,
BTW, with 50U in our first 200 patients, but had a
few who seemed to need more, and so we upped
the dose for all first injections to 75. We've also
done a few 100U for recurrence, and one or two
125. 75 units is plenty for most!

Which ICD codes do you use? Do you ever
have difficulty with insurance companies
covering the intervention based on the
codes you use? | have been using
dysphagia and cricopharyngeal achalasia
since there is no ICD code for for RCPD.

43192 for the procedure. R14.2 and K22.4 and
R14.0 for diagnosis codes.

what can be done to treat if botox
procedure is not an option

Can do cricopharyngeal myotonic, but that is going
straight to the bigger intervention, and | would
advise starting with Botox.

what is the suggestion for the unit amount
of botox for first time injection?

75U see above, but each doctor will likely have her
or his preferred dose.

Can juvenile idiopathic arthritis cause
RCPD?

Our group has not seen this association in ~1200
patients. A person could have both JRA and R-
CPD but | doubt a causative link.

what percent of patients need only one
treatment?

About 80% it appears. A little more likely to recur
if in an older age group. Median age for once and
done for us is about 25; median age for recurrence
is ~35. But you can be 18 and recur or be 60 and
be once and done.
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For those of us with the condition, the
obvious goal is to pursue this procedure at
some point. But what are some options for
treating the side effects of this condition,
particularly all the excess air, in the
meantime? Anything over the counter? It
can be quite miserable, as one of the slides
said.

A subset of persons has learned how to air vomit.
But many cannot since the sphincter refuses to let
go. Or they have emetophobia and this makes
trying to air vomit out of the question.

I'm Sara, I'm 26, I've been emetophobic
since about age 10 and have had RCPD for
two years after having two severe
esophageal spasms. In Italy, despite a
thousand tests, the disease is not
recognized, but | have all the symptoms.

is it possible for me to come to your facility?
Have you already had other Italian cases?
Thank you

One other from Italy. But | am sure you can find
an ENT in Italy who will do this for you. Find a
laryngologist and take the description of the first 51
(available open source online). Gently and nicely
"insist...". But if all else fails, come to the US, or go
to Dr. Kathelijne Delsupehe in Belgium; Dr. Marcus
Hess in Germany; Dr. Jurjaan Snelleman in the
Netherlands; Dr. Yakubu Karagama or Dr. Lucy
Hicklin in England...

How do people tolerate botox in general.
Can you be allergic to Botox?

I have never seen an allergy to Botox and this
includes a large population with a different
disorder...Most just find a bit of weirdness at the
beginning but manage very well if they are
carefully versed pre-injection.

What percent of patients opt for in office vs.
OR and does one lead to a better result?

That will depend on the doctor. As a guess, | think
our group might do 97% in the OR largely due to
the distance people come, but we offer both
options. Others will do a much higher percentage
via EMG. For example, | understand that Dr. Lucy
Hicklin in London does mostly EMG. This will be a
more competitive option for those who live nearby
and for whom a suboptimal result does not require
a plane trip for re-treatment.

Is the botox injection paired with any
physical therapy?

Teaching about head positions, etc. to facilitate the
Botox burps and try to turn them into "Harry or
Betty burps."

What would you say is the average amount
of times a patient would have to return for
botox, until they can burp permanently?

The great majority (close to 80%) are once and
done.

There seems to be a large disparity in the
“amount” of botox used. Does total amount
of botox units correspond with long term
belching success?

More the individual sensitivity and targeting
accuracy, in my opinion...our current dose of 75U
targeted accurately will capture a good result in
almost everyone.

Speakers mentioned using around 80 units
of Botox, but we know there are folks out
there using up to 200 units. Why would
someone use more units or fewer and are
there additional risks with using higher
doses?

The rare person can require high doses, but
targeting is more often the issue in our experience.
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I have a couple of questions. 1) Have you
noticed any sort of familial trends or a
genetic component with this syndrome?
Both my father and I have the same
symptoms. 2)If the botox wears off, how do
the results stick around?

It is very common to have family members
(including our 5 sets of identical twins)...And
again, about 80% are once and done.

How much BoTox did Dr. Pitman say he
usually injects?

80 units in the OR and 30 units in the office. From
past experience, 30U in the OR is probably an
appropriate amount that would allow for relief with
less side effects. But, all the patients at this point
want 80. In the office, 30 is safer than 80.

What is the youngest child / age you have
each treated....... and what risks do you see
treating young children. My Boy is 6 and
looking at getting treated in UK, by
someone who has not done it before.

A small 7 year-old and several 9 year olds. Would
treat younger if "elected” by circumstance.

Do you see a role for SLP? Can burping be
learned/trained?

We wish...A few have contacted us saying they
worked every day for a year and can now micro-
burp. We asked / hoped that someone can
develop a step-by-step formula that will work not
just for them, but for others, but we are still
waiting...

Does insurance typically cover the
procedure?

Yes, but sometimes not the Botox (yet) and so our
surgical facility asks for payment for that outside of
insurance. For us, total cost if out of pocket is
about 3500 for everything.

Have there been many paediatric patients
treated? My daughter is 11 and appears to
have this issue

Lots of quite young people, yes, and as previously
stated, a 7 year old and some 9 year olds. Lots of
young teens, etc.

Just wanted to start by thanking the panel
for having the seminar this evening.

| am willing to travel to the states for this
treatment (I live in Ontario Canada), but my
main question is if you have any resources
or colleagues that you know of in Ontario
Canada? If not, how much would this
procedure be should | not be covered by
insurance?

Dr. Jennifer Anderson in Toronto has done some
of these, and also Dr. Amanda Hu in Vancouver.
Costs will vary by location in the US. As stated,
ours for everything from beginning to end is ~3500.

Is this generally covered by insurance? Any
pushback from insurance with going the OR
route instead of in office?

Not really, other than paying for the Botox.

Do people without this condition burp a lot?
| don’t notice that my family burps a lot. Is
there a difference in the way pts with rcpd
swallow and intake more air? Thank you.

Many with R-CPD are quite surprised to learn that
the VAST majority of human burps are silent and
undetected by those around them. :-)
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Would you recommend placing a Nasal
Gastric Tube in a young child, for post
surgery where they suffer R-CPD and

There would have to be a patient-specific reason

Constipaton.... to do this...
What is the financial costs of this Costs would differ by location, but for us are about
procedure? 3500 (to be validated by staff).

Also, are there many doctors that provide
this treatment? How do you you go about
findings a treatment location near you?

Find the nearest laryngologist (ENT who
subspecializes in the "T"). Take the original open
source description of first 51 patients.

| would love to hear your theories on what
causes this.

I believe It Is an Inappropriate response to the
sensation of needing to burp as experienced by a
very young child (not always infant, as about 2 of 3
with R-cPD did burp as babies). That "wrong turn"
response then becomes habitual.

What amount of Botox would you consider
for a 6 year old, who is ~123 kg and 123cm
tall.

I'd probably do 25U but might reserve the final
decision to the OR and assessment of bulk of the
muscle.

What's the oldest person you've done? (I'm
61). Is it as effective in the older patient?

74. And he has done very well!

Is there anything | can do to avoid the
buildup of air? Are there certain foods to
avoid?

Gl tract air comes from normal swallowing or from
fermentation during digestion. Avoiding Sugars
and FODMAP foods (beans, cruciferous
vegetables, etc.) can reduce symptoms in some
but only partially, and not in all. Certainly avoid
carbonation!

Does anyone know if any doctor in Canada
is treating this? If so, where?

See above. Jennifer Anderson in Toronto and
Amanda Hu in Vancouver. Let me know if you find
others.

Just want to say a big huge giant thank you
for this panel. I've spent my life with no
explanation until very recently, and this is
so validating.

-)

In the patients | see, anxiety seems to be a
common comorbidity. Do you all find this to
be the case, and do you think there may be
a correlation here?

Absolutely. Life is a "constant calculation” when
you have R-CPD. Anxiety in social settings for
obvious reasons...

ps my boy was 5 when dad discovered son
cannot burp, sadly he got a stoma placed
by GI that would appear to not have solved
anything.....his symptoms remain same
post stoma as pre stoma. The Gl did not
know about inability to burp and never
placed a Nasal Gastric Tube for
decompression.

NG tube placed in the mid or lower esophagus and
left open could be a "test" to show that bloating is
less... but isn't really necessary if the syndromic
features are met.

Also one of the doctor recommended
Vitamin B2/6/12 suppliment for R-CPD. Is
that necessary?

No information on that.
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Any connection between this syndrom and
the laryngeal tilt (in a singer)?

No information.

Or between CP and CT muscles.

Don't think so

Thank you all SO much! This is truly life
changing for us no-burpers.

)

Thank you!!!

-)




