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Learning Objectives

1. Define the "Medical 2. List three ways the SLP 3. List three ways the SLP
Domain” of Pediatric can support the *Medical can support the *Medical
Feeding Disorder and the Domain” during the Domain” during the course
roles and responsibilties of evaluation process. of treatment

the speech-language

pathologist within this

domain.

« Introductions
« Definitionsand Biases

. (Ar&;}[i)s)g Pediatric Feeding Disorder (PFD) and Avoidant Restrictive Food Intake Disorder

« Whatis Autism Spectrum Disorder (ASD)?
« Medical Considerations

- Allergy Considerations

« Cardiac Considerations

« Craniofacial Considerations

« Gastrointestinal Considerations

+ Neurologic Considerations

« Strengths-Based and Neurodiversity Affirming Strategies
- Clinical Swallow Evaluation (CSE)
« IPPvs Silo
« Goals
+ Intervention

« Questions

Introductions

« Location: Inpatient, Outpatient,
LEA, Home Health? Ages?
Pediatric dysphagia or PFD?
Student?

« Favorite spices?

» What food do you celebrate your
birthday with?

« TraumaWarning: Let's make a food inventory:
Include all meals for the past week, locations
that these were consumed, folks they were
consumed with, medical diagnoses,
medications taken, and food allergies.
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Our Words Matter

« Beaver, D. (2024). The politics of language. Princeton University Press.

« El Akkad, O. (2025). One day, everyone will have always been against this. Alfred
A. Knopf.

= KarenYourish, A. D. (2025, March 8). These words are disappearing in the new
Trump administration. The New York Times.
https://www.nytimes.com/interactive/2025/03/07/us/trump-federal-agencies-
websites-words-dei.html

- Ostrager, A.-E., Jordan, J., & High, T. R. (2025, February 10). President Trump acts
to roll back dei initiatives. The Harvard Law School Forum on Corporate
Governance. https://corpgov.law.harvard.edu/2025/02/10/president-trump-acts-
to-roll-back-dei-initiatives/

Then Let's Set the Stage:

Neurodiversity: “is the diversity of human minds, the infinite variation in neurocognitive functioning
within our species.” (Walker, 2022)

Trauma-Informed: “ensures the emotional and physical safety of those receiving servicesand the
wellness of those providing such services. This model emphasizes the need for behavioral health
practitioners and their professional organizations to recognize the prevalence and pervasive impact of
trauma on their lives and on the lives of the people they serve—and to develop trauma-sensitive or
trauma-responsive services. " (ASHA, 2024).

Based: "When | say ‘strengths-based" as an autistic SLP, it means recognizing the autistic
strengths of your autistic clients. It means studying your autistic clients to see how they are interpreting
words, ideas, and their environment, and then you, as a clinician, appreciating t. It means that even if you
do not understand the beauty of their interpretation, you appreciate that their mind interprets the worlda
certainway and learns from the world a certain way. It means you provide them with more opportunities
to continue learning that way.”” (Burch, 2023)

Ableism: “Ableism is embedded into communication sciences and disorders (CSD), experienced by those
receiving—and providing—speech-language services. Traditional practices are based on identifying and
remediating disability to help disabled people fit in with those who don't have a disability.” (Evenich,
2024)

Language and
Genetic
Predispositions

So, let's chat...

Where are you from?

Who are your people?

What unique health profile do you
yourself carry?

« Now, when was the last time we
took that into consideration for
the tiny humans we serve?
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Food Pyramid...
orisit?

On that note...

B on o o
Talhl
(;7“’ Comfort Food?

dh@ Who decides
WW goal foods?

MyPlate.gov

WHAT IS PFD?

Feeding Matters, LLC

« PEDIATRIC FEEDING DISORDER:

PFD is defined as impaired oral intake
thatis not age- appropriate, and is
associated with medical, nutritional,
feeding skill, and/or psychosocial
dysfunction. Let’s break down what is
a PFD... and the SLP's role in the four
domains...with a focus on MEDICAL.

NEW "R-Code” October 2021

R 63.31 PFD, Acute Y
R63.32 PFD, Chronic ‘8’ feeding matters




Scope of Practice and Code of
Ethics

« Please pull up ASHA's resources on
the “SLP Scope of Practice”

- Please pull up ASHA's “Code of
Ethics”

« We are to educate, empower,
collaborate, and REFER... but to do
those aspects effectively... we
have to LEARN!

PFD Prevalence

€5 feedingmatters

1in 37 young children have
pediatric feeding disorder

essssese o 9
' Sy
et

o

-
L ] 19 matters
-

Feeding Matters, LLC

« Avoidant Restrictive Food Intake Eom—
Disorder (ARFID) m: S ARFID have

underlying
biological
traits that

“ARFID was generated as a mental » ety mate
health diagnosis to describe children A5 e | b2
N N SEAL S ogical choice
with feeding problems and related
nutritional risk or deficiency without Once established, a patern of food
A . avoidance can become longstanding and
coincident body image problems, as highly resistant to change:

seen in anorexia.” GOOD NEWS!
DSMV Diagnosis : b
.5% - 5% Children to Adults

Available from: http: bi.nlm.nih.
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ARFID and PFD

B firgmatir

L ARFID PFD

DOANPOSSELE FESTTON DRSCCHTEN
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THERAPEUTIC B USER
NS
DEVELOPHENTAL
oRGH
TIPGALAGEOF NSET
CONORBDITES

Estrem, H.H,, Pederson, J.L, Dodrill, P, Romeo, C., Thompson, K, Thomas, J.J,, Zucker, N., Noel, R, Zickgraf, H., Menzel, 1,

HUTRITON

<««@<<<@.\<«@.<<<@J

Lukens, CT, Goday, PS., MacLaughlin, S. and Sharp, W.G. (2025), A US-Based Consensus on Diagnostic Overlap and
Distinction for Pediatric Feeding Disorder and Avoidant/Restrictive Food Intake Disorder. Int J Eat Disord, 58: 489-499.

https://doi.org/10.1002/eat.24349

Dual Diagnoses: ASD and
ARFID/PFD

“Prevalence of autism dia%noses was
16.27% in those with ARFID (95%
Cl=8.64%-28.53%), and ARFID
prevalencein Aut|st|c9ruups was
11.41% (95% Cl = 2.89%-35.76%).
Genderand ethnicity served as
significant sources of heterogeneity in
ARFID papers.”

Sader M, Weston A, Buchan € Kerr-Gaffney , GllspieSmith K, Sharper,
Buffy e CorOcumrence of A and AvoidantRestctive food Hiake
Bk der (KR6103) A s ence B et Analyas ot £ Dt 2oss
Mar;58(3):473-488. doi: 10.1002/eat.24369. Epub 2025 Jan 6. PMID:
760305, PHCID: PR Li69635.

and Stories Connect

“Atypical eating behaviors were significantly more
common in autism (70.4%) than in children with other
disorders (13:29)and typical children (4. 8%). For
children with autism who had stypical ating
behaviors, the most common behavior was limited
food preférences (88%), followed by hypersensitivity
to food textures (46%), other?ecullar patterns most
often eating only 6ne brand of food (27%), pocketing
food without ewallowing (19%) and pica (12%). Grain
products and/or chicken (usually nuggets) were the
preferred foods for 9206 of chldren iith outiam who
ad limited food préferences. For children with
autism who had atypical eating behaviors, 25% had
three or more atypical eating behaviors (vs. 6% for
children with other disorders or typical development),
Only children with autism had pida or pocketed food:”

Mayes, 5.0.,& Zikgra, H. (015). Aypical eating bahaviors inchidren and adolescents
R AT, et i, YA Seiopmant Rsearch Aot Specim
Dioders, 54, 76-63. el rghio 1016 354 363,04 002
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What's the Reality of this?

= How are these littles celebrating
special events?

« Instead of “cake” are we
honoring their authentic selves?

TYPICAL PFD
DEVELOPMENT

Butis it?

Birth to 1 12-18 18-24 Months 23
Months Years Old

21



Neurodevelopmental Norms...
and why they matter

H MARQUEITE
DAY

Attention! | NI

NEW STUDY \ =

Cotbgiersof chidren  months o 12 years of age ol
opportinty o coms oo NEFS Lab oo o prson bt
FortEte T Tocee s S22 T o wpan eometon ST e sty

Who Quslifies?
@ Chicran s monih o 2 jear ofage

it fedra il o hiren
esting et

Proia

WHAT IS ASD?

DSM-g

A. Persistent deficits in social communication and social interaction
across multiple contexts, as manifested by the following, currently or by
history

B. Restricted, repetitive patterns of behavior, interests, or activities, as
manifested by at least two of the following, currently or by history

C. Symptoms must be present in the early developmental period (but
may not become fully manifest until social demands exceed limited
capacities or may be masked by learned strategies in later life).

D. Symptoms cause clinically significant impairment in social,
occupational, or other important areas of current functioning.

E.These disturbances are not better explained by intellectual disability
(intellectual developmental disorder) or global developmental delay.
Intellectual disability and autism spectrum disorder frequently co-occur;
to make comorbid diagnoses of autism spectrum disorder and
intellectual disability, social communication should be below that
expected for general developmental level.

(n.d.-a). https:/

2/21/2026
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By the Numbers

« 1in 31 children in the U.S. has autism, up from the previous rate of 1in 36.
- 1in45adultsinthe U.S. has autism.

«Inthe U.S., about 4 in 100 boys and 1 in 100 girls have autism.

« Boys are nearly 4 times more likely to be diagnosed with autism than girls.

« Inthe U.S., autism prevalence is lower among white children than other racial
nd ethnic groups:
« White -2.7%

« Hispanic -3.3%
« Black -3.7%

Asian or Pacific Islander — 3.8%

American Indian or Alaska Native — 3.8%

« Around the world, 1in 100 children are diagnosed with autism.

Autismspeaks.org. (n.d.-a). https://www.autismspeaks.org/autism-statistics-
asd

Genetics and Environmental

« Genetics

200-1,000 different genes
(UCLA, 2025)

« Environmental:
“Advanced parental age
Prenatal exposure to air pollution or certain pesticides
Maternal obesity, diabetes orimmune system disorders

Extreme prematurity or very low birth weight
Birth complications Ieadin%to periods of oxygen deprivation to the
aby’s brain”

(Autism Speaks, 2025)

= No...itis NOT vaccines. End of Discussion.

Gender and ASD

“The majority of autism research in recent decades has focused on cisgender
individuals, or those who have a gender identity that matches their sex assigned
at birth. The most current research reveals that gender diversity is moré
common in autistic people than in their neurotypical peers.”
“Traditionally, cli

clinicians have been trained to recognize stereotypical male-
associatedrestricted interests, such as transportation, dinosaurs, or space. In
contrast, autisticwomen ma:

withsoci

y developinterests that are more closely aligned
societal norms, such as animals, art, celebrities, or literature.

Igdisorders, and/or eating disorders rather
than autism. This phenomenon is called diagnostic overshadowing, which occurs
when a person’s symptoms are attributedto a ps¥ch|atr|c problem versus an
underlying medical condition or a developmental delay such as autism.”

“Based on behavioral history, women may be more apt to receive diagnoses such
as anxiety, mood disorders, learnin

Camouflaging
How is autism different in women?. Adult At
autism.health.harvard.

utism. (2025, June 2). https://www.adult-
Jhow-is-autism-different-in-females/
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Autism Spectrum Disorders
and Down syndrome

= 16%, 18%, up to 39%?

- Diagnostic Barriers:
- Training, exposure, biases in research and medical/allied health
community

« But what characteristics am | looking for?
« https://ndss.org/sites/default/files/archive/2017/11/2017-DS-Autism-

Spinazzi NA, Santaro 0, Pawiowski K, Anzueto G, Howe Y, Patel L, Baurer NT. Co-occurting conditons in chi h Down syndrome
and autim: et " Neurode Disod. 2023 Mar 25(aka. oi 10 1436/521689-023-09478.. PMID: 36864370; PMCD:
PMCog7ssas.

Fundamental Equal Rights

- Organ Transplant Discrimination
« Alzheimer's Research

= SubminimumWage
- Quality of Life Discrimination
= SS| Barriers

- Right to Marriage

NDSS.org/advocacy

Autism Spectrum Disorders
PFD and Peds Dysphagia

= So what are we most familiar with ASD?

« Food Selectivity/Refusals documented in up to 89% of individuals with
SD (Ledford & Gast, 2006)

« But how about the underlying...
- Food Allergies
« Chronic Gl Issues
= Or what about the lesser know issues...
- Cardiac?
- Neurologic?
« Sleep?

10
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AUTISM SPECTRUM DISORDER
RESOURCES

AAP, AMA, DIR Floortime, Get Permission Institute, NDSS...
“Beware the devil in the Sunday Hat”

Elevate Autistic Voices!

ALLERGY CONSIDERATIONS

Gl or Allergies?

“Children with undiagnosed food allergies are often first
diagnosed with GERD”

(Melkonian & DiMattia, 2016)

11
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Allergies and ASD

“Interestingly, the association between food allergy and ASD
appeared stronger and more robust than the association of
respiratory or skin allergy with ASD.”

“Food allergy may involve alterations in the gut
microbiome,4sallergicimmune activation, and impaired brain
function through neuroimmune interactions, which may finally affect
the enteric nervous system and central nervous system leading to
neurodevelopmental abnormalities.”

XuG, SnetselaarLG, JingJ, Liu B, Strathearn L, Bao W. Association of Food Allergy and Other Allergic
Conditions With Autism Spectrum Disorder n Children. JAMA Netw Open. 2018 Jun 3;1(2)-€180279. doi:
102001 jamanetworkopen.2018.0279. PMID: 306.46068; PMCID: PMC6324407.

Rachid R, Chatila TA. The role of the gut microbiota in food allergy. Curr Opin Pediatr. 2016;28(6):748-753

Allergies and ASD

« Facts about Food Allergies:
50-60% Gl, 50-60% Skin, 20-30% Respiratory

- Equivalent to General Population +

= Have you heard about EoE (Eosinophilic Esophagitis)?

- Series of Rings

= ASD More like to be diagnosed with EoE

Eosinophilic Esophagitis

12
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“Patients with EOE may present at all ages from childhood through
adulthood. Symptoms may include feeding refusal, gagging, and/or
vomiting in the younger population, dysphagia, chest pain, and
abdominal pain in adolescents, as well as emergent food impactions”

(Goh, 2016)

EOE by the #'s

- Prevalence of .2-43/100,000..... 56.7/200,000

*MtoFin3:1org:a

« EOE more common amor:ig children with food impaction and
ysphagia

« Most Common Cause of Food Impaction

- Diagnosed during endoscopy in 12-23% of cases that are referred
for "Dysphagia”

EOE and ASD/DD

“A total of 266 children with a diagnosis of EoE were identified, of
which 229 were confirmed to have EoE upon chart review (median
age at diagnosis 6.5 y; IQR 2—11y). In the final study population, 29
children had a diagnosis of ASD (12.7%), and 70 childrenhad a
diagnosis of DD (30.6%)... at UVA!”

“Shared immunologic pathways or over-diagnosis”?

‘Sohn JK, Barnes BH, Al-Hazaymeh A, Sauer BG, McGowan EC. High prevalence of developmental disorders in pediatric eosinophilic
esophagitis (EE): A single-center observational study. J Allergy Clin Immunol Pract. 2021 Febig(2):1032-1034.ex. dot:
6/ Epub 20200ct ; PMCID: PMC7870538.
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ALLERGY RESOURCES

AAAAI, AAP, Feeding Matters, Nutrition Pearls

CARDIAC CONSIDERATIONS

Cardiac Considerations

=" ._people born with CHD have apfproximat_ely a ?% increased
likelihood of receiving a diagnosis of ASD. This holds true even after
considering other factors known to elevate the risk of autism, including
genetic syndromes, prematuri}e_/, and neonatal comﬂliﬂcations such as

epilepsy or insufficient oxygen at birt|

= “One of the most interesting findings from this study was that the risks
of ASD were highest among children with less critical forms of CHD,
such as atrial septal defects'and ventricular septal defects, although
children with more complex types of CHD also had elevated risks."”

= “These findings sugﬂgest_that there may be shared genetic pathways

that impact heart and brain development but are expressed in different

ways (for example, as ASD and/or CHD). Further research investigatin

the connection between genes and their behavioral expression in CH
and autism will help us understand this link.”

(Johanna Calderon et al., 2020)
(McKeon, 2024)

14
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Cardiac Considerations

Most Common Cardiac Conditions:

= Atrioventricular Septal Defect (ASD)
=Patent Ductus Arteriosus (PDA)
= Tetralogy of Fallot
=Ventricular Septal Defect (VSD)

How does this impact PFD/Dysphagia?

Cardiac Before and After

CARDIAC RESOURCES

AAP, ACC, Feeding Matters

15
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CRANIOFACIAL CONSIDERATION

Craniofacial Considerations

- Hypotonia - Periodontal Disease

« Hypertrophy of Adenoids and « Bruxism
Tonsils (Lingual/Palatine)

- Laryngeal Clefts
« Macroglossia

- Narrow/Short/High Palate
- Xerostomia (Reduced Saliva)

- Laryngomalacia

- Tracheomalacia

«...Oh...and about that OSA and
Sleep...

Mhihenrich SC, Schrmidt P, Chhatwani S, Kniha K, Tipkis A, Jackowski J Schulte AG, Danesh G.
y Orofacial findings and othodontic treatment conditions i patients with down syncrome -a
retospective investigation. Head Face Med. 2023 May 6:19(1)15. dol. 10.1186/513005.023
Kurana S, Khalfa AR, Rezalah NN, Lozanoff S, Abdelkarim AZ. Craniofacialand  00362:5. PMID: 37149612; PMCID: PMCT0163777.
Airway Morphlogy in Doun Syndrorme: A Cone Beam Computed Torography
Case Series Evaluation. Joumal o Clinical Medicine. 2024; 13(13):3905. Tomkies A, Jhnson RF, Shah G, Coraballo M, Evans P, MitchellRB, Obstuctive sieep apnes inchilden
hips: 1601 org/10.3390cm13133908 with autism. ) Clin Sleep Med. 2035,35(20)3469-5476.

CRANIOFACIAL RESOURCES

AAP, AAO-HNS, ASPO, Feeding Matters, SENTAC

16



GASTROINTESTINAL
CONSIDERATIONS

Gl and ASD

“Gastrointestinal disorders can present as nongastrointestinal .
problems...disturbed sleep and nighttime awakening for 52% of children with
ASDs who had gastrointestinal symptoms”

(Buie, etal, 2010)

 Almost half (47%) of the children in the ASD group experienced GIS at one time
point between 2 and 12 years of age, 40% experienced GIS at two time points,
and for 30% it continued through all three time points.” ...

“Children with autism experiencing GIS presented higher autistic features,
\'nternalizw’n? problems, sleep issues, and somatic complaints, which may ref
ical symptoms associated with medical or mental health problems.

physical

flect

Moreover, those experiencing multiple concurrent GIS presented with
significantly worse behavioral scores including measures of social
communication, repetitive behaviors, sensory processing, behavioral, and sleep
issues, suggesting a greater impact foGrItSh,gse participants experiencing multiple

Restrepo, B, Taylor, . L, Dominic Ponzin M. Angkustsir K., Solomon M, Rogers, 5. 1, Ashwood, P, Say, 0., Caceres, 5. Alawnejad, S, Heath, B,
PO % A el B. ., BWo Noraahi, . (s026)) A long tudmal valuition o Gastrontéstinalsymptorms hchidren wih aufiam spectruf
dorder AUt o00) NipE1dororglan 15771136336 3364362340

Gl and ASD

Most Common

« Gastritis

« Esophagitis

« Inflammatory Bowel Disease
« Chronic Constipation
« Chronic Diarrhea
« Abdominal pain w/ and w/o diarrhea

« Encopresis

« GERD

« Up to 70% have inflammation of upper
Gl system

Also Consider

« Celiac Disease
« Crohn'’s Disease
« Colitis

« Abnormalities of enteric nervous
system

- Esophageal Achalasia

How are they to communicate all of these
feelings?

How can these lead to dysphagia?

2/21/2026
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The Esophagus

Slippery slope down...

« Behold the Esophagus!

« CNVII &V open UES

« CN X innervates for peristalsis

« 33-34 weeks we see:
~ “increased pharyngeal pressure
~well-developed UES
~esophageal motility appear”

“Immaturity of Esophageal Motility is thought to be a result of immature central
and peripheral neuro-motor system...”

Another reason to hold PO trials to week 34

(Arveson, J.C. & Brodsky, L, 2002

What can go wrong here?

Structural considerations:

Laryngeal Clefts

Strictures
Tracheoesophageal Fistula

“itis”

Motorical considerations:

Delayed GI motility
Tertiary Contractions

18
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Stomach

The Stomach

Esaphagus ———
A

]

Pyorus

Duodenum ——=
( Muscle fayare

“Table Muscle”

« 4 Layers/Walls

« Actually contracts to mix
food/acids to assist with
breaking it down

= CN X (Vagus)+

(http:ffwvew. dd. musc edufpubliclorgansfstomach
duodenum html
https:jwww.dartmouth.eduf~humananatomyfpart
_sfchapter_27.html

What can go wrong here?

Structural considerations:

Duodenal Obstruction/Pyloric stenosis

Strictures

Ulcers

Motorical considerations:

Delayed gastric emptying

Delayed GI motility

But wait... there’s more...

19
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Oh GERD...

* GER vs GERD

- Esophagitis

- Prevalence:

60-70% during 3-4 month
Peaks at month 4

80% resolve by 18 months

GERD and Medically Fragile

*...children with neurodevelopmental disabilities, including cerebral
palsy, Down syndrome, and other heritable syndromes associated with
developmental delay, have an increased prevalence of gastroesophageal
reflux. When these disorders are associated with motor abnormalities
(particularly spastic quadriplegia), medical gastroesophageal reflux
management is often particularly difficult, and suck and/or swallow
dysfunction is often present. Infants with neurologic dysfunction who
manifest swallowing problems at age 4-6 months may have a very high
likelihood of developing a long-term feeding disorder”

(Schwartz, S. & Hebra, A, 2016)

Stomach Large intestine
(colon)

Small intestine.

Small Intestine

— Duodenum.

Anatomy of Small Intestine

20
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What does the Small Intestine do?

« About 20 feet long

- Duodenum, Jejunum, lleum

= CN X (Vagus)

https://www.ncbi.nlm.nih.qov/pubmedhealth/PMHTo
http:/jwww.seattlechildrens.org/

What can go wrong here?

Structural considerations:
Constipation:
Hirschsprung's Disease
Hypotonia
Celiac Disease

Motorical considerations:
Delayed GI motility
Constipation:
Hypothyroidism
Hypotonia
Celiac Disease

Lar%g‘ilr'\é?‘s)l:me Stomach
\
.\
Large Intestine S"“"‘{“”\E‘:f "\

Transverse
_~colon

. 'A;\a-lemy of Colon

21



What does the Large Intestine do?

= About 6-8 inches long

« Cecum, Colon, Rectum, Anus

- Innervated CN'V (Vagus)

« Absorb limited vitamins and excrete waste

2/21/2026

What can go wrong here?

Structural considerations:

Missing annus

Motorical considerations:
Delayed GI motility
Hypotonia

What is the right amount for a
Toddler or Young Child?

-1aday? « Red Flags:
« Chronic watery stools

« Alternating watery and
-3aweek? constipated

« Red in stool
« Black Stool
= White stool
= Mucous in stools
« Sudden changes

- Depends on their diet...

22
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A POOP SOAPBOX...

You have to advocate. Sexism, Racism,
Academic/Professional Inbreeding, they are
prolific and barriers to healing.

GASTROINTESTINAL RESOURCES

AAP, AMA, “Bowel Sounds”, Feeding Matters

NEUROLOGIC CONSIDERATIONS

23
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Neurologic Considerations

“Overall, autistic individuals were significantly more likely than the
general population to exhibit epilepsy, macrocephaly,
hydrocephalus, cerebral palsy, migraine/headache, and congenital
abnormalities of the nervous system, with prevalence estimates
ranging from 1.1% (0%-3.3%; hydrocephalus)to 14.2% (11.3%—
17.2%; epilepsy). Epilepsy was also more common in autism than in
attention-deficit/hyperactivity disorder (odds ratio [95% confidence
interval] = 4.06[2.81-5.88]).”

Pan, P.-Y., Balte, 5, Kaur, P, Jam Neurological disorders in autism: A systematic review and meta.
1362361320952370 (Original work published 2021)

analysis. Autism, 25(3), 812-830. h

Neurologic Considerations

“Seizures are more common in individuals with autism than in the general
population. In the %eneral population, fewer than 1% of children (age 17 and
y_ounger)_deve!opc inical seizures. By comparison, one of the largest studies
aimed at identifying the prevalence of epilepsy in children with autism found
that among children aged 13 years and older with ASD, 26% were diagnosed

withepilepsy. (Viscidi E.W. et. al, 2013).

Common Dx:
1. Landau-KleffnerSyndrome
2. RettSyndrome
3. Angelman Syndrome
Tuberous sclerosis complex (TSC)

SEIZURE
MANAGEMENT
AND

PFD/DYSPHAGIA




Pharmacological Treatments

Medicine Impact on PFD/Swallowing

« Adrenocorticotropic * Metabolic Changes
Hormone "ACTH" * « Lethargy
< Rage/Aggression
«Prednisone « Decreased appetite
« Constipation
« Drooling
« Sabril** « Slurred Speech

« “Problems Breathing”

Second Line Medications

Medicine Impact on PFD/Swallowing

«Onfi * Mucositis
« Gingival Hyperplasia
« Xerostoma
<Keppra « Ataxia
PP « Gllssues

« Cranial Nerve Suppression
« Sedation
= Topamax « Agitation

*Intensity of Side Effects VARIES
«Depakote

KETOGENIC
D I ET Line Approach

An Alternative Front

2/21/2026
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A History of the Ketogenic Diet

« Ancient Roots

+ 20t Century Changes

« Improved Medicines = Decreased Use

1994 Case Study

Ketogenic Diet

What is this “thang”?

- Fasting?

« High-fat, low carb, low sugar

« Causes body to produce more
“Keotones"” (Energy Source)

- PeeTest

How Does it work?

«In 2005,
“a research team at Emory
University School of Medicine show
that the diet alters genes involved in
energy metabolism in the brain,
which in turn helps stabilize the
function of neurons exposed to the
challenges of epileptic seizures”

Emory University Health Sciences Center. (2005,
November 15)
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Ketogenic Diet

Table Foods

Side Effects of Ketogenic Diet

« Vomiting « Lethargy

+ Acidosis « Decreased appetite

« Diarrhea « Irritability

* Constipation « Vitamin D Deficiency
«Death

« Due to complications:
+ Gallstones + Cardiac arrest

» Renal Stones
» Hypoglycemia

« Dehydration « Respiratory arres

« Pancreatitis « Lipoid Pnuemonia
« Infection
« Status epliepticus
* GERD « Gastric Hemorrhage

» Gastrointestinal Dysmotility + Metabolic Failure

« Erosive Gastritis
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« Epidiolex

« Cannabis derivative (purified to
99%) approved to treat
seizures caused by Lennox-
Gastaut syndrome and Dravet
syndrome in patients aged 2
and older

Abottle of Epidiolex, a CBD drug made from marijuana, but
without THC Kathy Young/ AP file

NEUROLOGIC RESOURCES

AAP, AMA, ASHA PFD Topic Committee,

“Bowel Sounds”, Feeding Matters

SO, HOW ARE PFD
S/S BEING
COMMUNICATED?

28



AACAND ASD

Let’s putit together... for the eval and treatment too

CSE EVAL CONSIDERATIONS

Medical meets Social

DONUT STRESS,
JUSTDOYOUR
BEST!

Let’s chat about your
EMR from a strengths-
based PFD lens ©

2/21/2026
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PSYCHOSOCIAL DOMAIN
Ay ©

7

Improving the lives

of infants and young children
with pediatric feeding
disorders

IPP VS SILO CONSIDERATIONS

Why, When, and How do | Refer?

INTERPROFESSIONAL PRACTICE

As defined by ASHA,"...when multiple service
providers from different professional
backgrounds provide comprehensive

healthcare or educational services by working

with individuals and their families, caregivers,
and communities to deliver the highest quality
of care across settings."

(ASHA, Interprofessional
Education/Interprofessional Practice)
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INTERPROFESSIONAL EDUCATION

As defined by ASHA,"IPE is an activity that

occurs when two or more professions learn

about, from, and with each other to enable
effective collaboration and improve outcomes
for individuals and families whom we serve."

(ASHA, Interprofessional
Education/Interprofessional Practice)

ASHA Guidelines

« Principle of Ethics |
« B.Individuals shall use every resource, including referral and/or
interprofessional collaboration when appropriate, to ensure that quality
service is provided.

« Principle of Ethics Il
« G. Individuals shall make use of technology and instrumentation consistent
with accepted professional guidelinesin their areas of practice. When such
technology is not available, an appropriate referral may be made.

« Principle of Ethics IV
« A.Individuals shall work collaboratively, when appropriate, with members of
one's own profession and/or members of other professionsto deliver the
highest quality of care.

S/S for IPP Referrals

2/21/2026
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IPP VS SILO RESOURCES

AAP, AMA, ASHA, ASHA Pediatric Feeding
Disorder Topic Committee, Dysphagia Research
Society, Feeding Matters, National Academy of

Professionals (NAP), SENTAC

STRENGTHS-BASED AND
NEURODIVERSITY AFFIRMING
CONSIDERATIONS

Goals and SOAP Notes

Goal Writing

- How many goals do you write and why?

- Do we even NEED a long term goal? Why?
“Who's the 'MAN?"

+ Less is more. Focus on attainable goals within
our POC.

+ What POC model do you embrace? Episodic,
annual, go days?

+ Lessis more. Align prognosis and realistic
caregiver/tiny hGman autonomy in your goals.

« Lessis more. “Store to Table"... Melissa Davis
(2024).

« Let's talk about “Fed, Fun, and Functional”
goals...
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- . tSpec\tf_\c: \é\/nat t%sk are y(gu slﬁ)efc\fwgatuyt
Goal Writing Eretng? Howdo we scualy f e

= WHY we do the RBI... adults you will here
ASHAWIRE Aimie = v

@ LEADERLIVE ADLs.... same concept

= Measurable: How are you measuring
progress/mastery of the goal? Correct
production of a sound? Safely consuming
a viscosity? Communicating they want
Longuage Parwoiogy the purple shoes and NOT the blue

Tricks to Take the Pain Out of shoes?
Writing Treatment Goals

By kene Tores « Relevant: Does the goal meet a routine, a
o o9, 201 daily need, ah7gn with common core
academically?

« Timely: Does the goal have a set date by
which'it will be mét? End of the IEP? 3
consecutive ST sessions?

C -~ StUdy

Three year and sis ith  “While engaged in child-led “While engaged in child-led exploration of
iatrc feedi novel foods 1 drinks

and

acceptin

IDDS! 4 pore foods by ot abe. (DDSTIevl ) to mouth 5,25 safest/leas retrictive liquid (IDDSTlevel
mm‘,,qmds He ited in “Food Log” by tcam 2) to mouth 5x, as documented in “Food

T member(s), by the end > Tog byt T ——

Al e third quarter”

Four year and one-month old female with  “Student will peers at meakime “Whil din child
Retr's syndrome, a pediatric fecding with their preferred foods for four mealtime routines, student will serve a peer
by only accepiing a

2/21/2026

five foods, and onc type of preferred
formula from  transition nipple sippy cup-

anxicty or fear, s measured by student
collccted data on a feclings chart, by the
end of the sccond quarter.”

of anxicty or fear, as measured by student
collected data on a feclings chart, by the
end of the third quarter.”

Forward, E, Dawson, M, Neal, A

Goal Writing...

« With minimal visual/verbal supports, caregiver will verbalize
comprehension/return demonstration of skilled clinical pediatric
feeding disorder interventions 4/5 trials for three consecutive speech
therapy sessions w/ in 6 months.

« X will engage in meal prep/clean up of novel foods (c/b setting table,
openingseals, placing food on plates, cleaning dishes at the énd of a
meal,hetc.) for three consecutive speech therapy sessions w/ in 6
months.

« During child-led play w/ novel food, X will independently bring new
food to her mouth to bite into three times in three spontanecus
occur[}ences for three consecutive speech therapy sessions, w/in 6
months.

« During child-led play w/ novel food, X will independently bring new
food to his moutﬁ to chew and swallow three times in three
spontaneous occurrences for three consecutive speech therapy
sessions w/in 6 months.

« Per caregjiver reporting, X will accept three new foods into her
preferred food list w/ in 6 months
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Goal Documentation...

« With minimal visual/verbal supports, caregiver will verbalize
comprehension/return demonstration of skilled clinical pediatric
feeding disorder interventions 4/s trials for three consecutive
speech therapy sessions w/ in 6 months.

« SLP engaged in routines-based interview/intervention to understand how
strategies from the last session were implemented. Caregiver shared x. Based
upon engagement, SLP coached x.

« X will engage in meal prep/clean up of novel foods (c/b setting
table, openingseals, placing food on plates, cleaning dishes at the
end of a meal, etc.) for three consecutive speech therapy sessions
w/ in 6 months.

« SLP observed, coached, guided, or Per caregiver reporting... X was able to X.

« During child-led play w/ novel food, X will independently bring new food
to her mouth to bite into three times in three spontaneous occurrences
for three consecutive speech therapy sessions, w/ in 6 months.

« During child-led play, SLP and/or Caregiver observed, coached, guided,
engaged X, and they ere able to X.

Goal Documentation...

« During child-led play w/ novel food, X will independently bring new
food to his mouth to chew and swallow three times in three
spontaneous occurrences for three consecutive speech therapy
sessions w/ in 6 months.

« During child-led play, SLP and/or Caregiver observed, coached, guided,
engaged X, and they ere able to X.

« Per caregiver reporting, X will accept three new foods into her
preferred food list w/ in 6 months
= On 9/19/2025, er caregiver reported that X has added x to their preferred
food list.

SOAP Documentation...

So how do we word this:

+Subjective: How are they doing? Think about
the 4 PFD Domains and add in medical and
psychosocial

+Objective: The qualitative/quantitative data and
cue level for what happened

«Assessment/Analysis: How did your clinical skill
make an impact? What changed for X?

+Plan: Routines-Based Strategies/Interventions
for Carryover

2/21/2026
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STRENGTHS-BASED
AND

NEURODIVERSITY
AFFIRMING
CONSIDERATIONS
EBP Resources for
Intervention

103

CPGs

- CPGs act like a “Bouncer”

+ Only certain information goes up to the Cerebral Cortex...thisinfo
shapes the size of our bites/sips

“The CPG receives inputs from higher centers of the brain, especially
from the inferior-lateral region of the sensorimotor cortex and from
sensory receptors”

(Lund, J.P. &Kolta, A., 2006)

104

About those CPGs..

“...basic, identifiably distinct “The coordinative infrastructure
otor patterns are in place for for suckling is not a prerequisite
sucking, chewing, and babble for the emergence of later
early on but that these feeding behaviors, rather, these
coordinative infrastructures are related but distinct, motor
comparatively poorly organized” patterns emerge in parallel”

(Steeve, RW., etal, 2008)

105
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So about those NSOMEs
a SoapBox for Speech

«“If a parent asks why such exercises can’t be used to “warm up” a
child’s mouth, the SLP can explainthat little strength is actually
needed for speech, so warm-up is not necessary”.

«“If a parent asks why working on chewing and swallowing wouldn’t
help a child speak better, the SLP can explain that chewing and
swallowing are unrelated to speaking and that even though the
tongue, lips, and other parts of the mouth are used for speech and
nonspeech movements, nonspeech movements do not influence
how a child talks”.

—Nancy Volkers

https://leader.pubs.asha.org/doi10.1044/leader.FTR1.24072019.42

A SoapBox on PsuedoScience

« “Food’s Not Plastic and It DOESN'T Vibrate”
Cheri Fraker, MS CCC-SLP, CLC

« “The systematic reviews confirmed the lack of high scientific support
for oral sensory-motor interventions in children and adolescents with
congenital and developmental disabilities”.

Oral Sensory-Motor Intervention for Children and Adolescents (3-18
Years) With Dysphagia or Impaired Saliva Control Secondary to
Congenital or Early-Acquired D|sab|I|t|eé: A Review of the Literature,

2000 0 201

Sjogreen, L., Gonzalez Lindh, M., et al. (2018).
The Annals of Otology, Rhinology, and Laryngology, 127(12), 978-985.

Tubes and Vibration

Pros:
Completed with OT for sensory regulation
Avoid self-injurious behaviors

Cons:

NSOMEs research from ASHA and in ASHA
Leader

Does not engage CPG to engage bolus control
Interoception

2/21/2026
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Purdue I-Eat
Swallowing and Research Lab

« Current research by Georgia Malandraki, Ph.D, CCC-SLP, BCS-S,
ASHA-F, has determined that:

« In pediatric patients with Cerebral Palsy, the use of NSOMEs for
addressing the oral stage of dysphagia is not indicated because it is not a
strength issue...in fact, these children tend to have increased strength
because they are overcoming tonal differences between the interplay of
upper/lower motor neurons...

* 50...NSOMEs or Food... Food!

“The Bridge: Research to Practice for PFD”
Episode 127 of First Bite: Fed, Fun, Functional

109

Purdue I-

Malandraki, G. A., Mitchell, S. 5., Hahn Arkenberg, R. E, Brown, B,, Craig,
at B. A, Burdo-Hartman, W., ... & Goffman, L. (2022). Swallowing and Motor
Speech Skills in Unilateral Cerebral Palsy: Novel Findings From a

S ” H Preliminary Cross-Sectional Study. Journal of Speech, Language, and
wallowing Hearing Research, 65(s), 3300-3315.

an d Malandraki, G.A., & Hahn Arkenberg, R. (2021). Advances in swallowing
neurophysiology across pediatric development: Current evidence and

Re searc h insights. Curr Phys Med Rehabil Rep.
Lab

Alvar, A,, Hahn Arkenberg, R H,, McGowan, B., Cheng, H., & Malandraki,
G.A. (2022). The role of white matter in the neural control of swallowing: A
systematic review. Frontiers in Human Neuroscience, 28 June 2021.
https:/doi.org/10.3389/fnhum.2021. 628424

110

Tethered Tissues

10 fold increase from 1,279 in 1997 to
12, 406 in 2012

<Nearly 63% didn't require the

procedure

«It can cause detrimental
harm...engage in IPP!

Chisten Caloway. Cheryl J. Hersh, Rebecca Bawrs,
Sarah Sally, Gilian Diercks, Cheistopher J. Hartnick, As-
sociation of Feeding Evaluation With Frenotomy
Rates in Infants With Breastfeeding Difficulties. LALIA
Otalaryngology-Head & Neck Sugery, 2019; DOL:
10.1001/jamacto 2012, 1696

111
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Tips for your tools

«First thought...are your tools SES friendly and
Culturally Respectful?

= Not all our families can afford high ticket items...
so use what is available in their

Natural Environment... and honors their value system?

Remember RBI!!!! FGRBI... take a peek!

112

Ponder This...

+So, if we are to use the
patient’s natural
environment...

«And respect the patient’s
culture and background...

=Should the SLP provide
food/drink for PO trials?*

- Exception being inpatient stay..

113

DEIA Matters

114
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Just because you see it on
social media doesn’t mean
thatit is truthful, accurately
portrayed, and/or relevant to
the population that you are

NOW working with...

Remember:

Some folks are just out there

OUESUOI’) ;I trying to sell you an idea, a

the

“Expert!”

115

116

product, animage...

OWN INDEPENDENT
CLINICAL REASONING
SKILLS ©

Q SO ALWAYS EXERCISE YOUR

STRENGTHS-BASED AND
NEURODIVERSITY AFFIRMING
CONSIDERATIONS

Intervention Approaches
And
Tools

LETTHE
FUN

BEGIN...

Amy Delany, PhD CCC-SLP, Inez Esparza,
MS CCC- 4

CC-SLP, Rokki Garcia, SLPD, CCC-SLP,
IT, BCS-S, Memorie Gosa, PhD CCC-SLP,
BCS-S, Emma Lou Justice, CCC-SLP, Jeanne
Marshall, PhD, Lindsay MeyerTurner, PhD,
CCC-SLP, CNT, IBCLC< RLC, NTMTC, Dr.
Meghan Richmond, CCC-SLP, CLC, Meg
Simione, PhD CCC-SLP
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Erin Ross, PhD CCC-SLP

is constructed using the following

assumptions:

SORF| ¢ proitles o hramenark. thet ’

118

SOS Training Conference and
Educational Programs

"feedinu'h@i]lems DR. KAY
are notallin TOOMEY
: AND THE
SOS
APPROACH

119

‘gz\l:rmmon

N

i MARSHA

DUNN
KLEIN
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The Kid-Tested
Salution for

Food
haing

CHERI
FRAKER,
MS CCC-

SLP

roven 6-Step Plan to
cky Eating, Solve

121

POSTURAL SUPPORTS
DOTHEY HAVETOSIT?

122

_ LOCATION?

123
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Prepratory Phase Cues

- Give the Play-by-Play

« Pick ONE verbal cue that is
family first language
“Eat, Eat, Eat”

« Critical for Cortical Vision
Impairment

TRANSITION
SIPPY CUPS
BUT...

et

SIPPY

CUP
LINERS

2/21/2026
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“"COBAND"

127

CUP
VARIATIONS

128

COLORED

DISHWARE

129
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Know and Respect THEIR
Taste Buds!

« Change the Temperature
« Drinks

« Foods

« Know your Spice Rack
« Sweet
« Salt
« Sour
« Bitter
* Umami

Respect THEIR Olfactory System!

10 S1E26 A min
The Lived Experience & Transitioning from
Patient to Professional
Focding Doss Matter >

» Play

Rachel Conrad, M.A, CCC-SLP and Feeding
Matters Consortium Chair, shares her personal
journey with pediatric feeding disorder,
transitioning from a patient to a professional in the
field with ived experience with both PFD and
ARFID.

I’'m Happy to Help

FED. FUN, FUNCTIONAL SLP INSIGHTS

Michelle.dawson.slp@gmail.com

(803) 603-9280
Check out “First Bite Podcast” ...
available for FREE on all major

Michelle . podcast platforms
Ds\ivsoh ) R Find us on Instagram and
VS, CCCHIP. CIE, BCSS | Facebook ©

2/21/2026
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