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Disclaimer!
I can’t give you all the answers

I can’t say:
“If the patient has cerebral palsy 
and pharyngeal dysphagia, then do 
this…”

“If the patient has autism and oral 
stage dysphagia, then do this....”

“If the patient has Down Syndrome 
and dementia, then do this…”



Is there a right way to 
eat pizza?





Socialization and Mealtimes



Biting, chewing, and swallowing



Feeding dependence



P
O 
S 
I 
T 
I 
O
N



So…
Is there a right way to 

eat pizza?



Speech Speak

What does “normal” mean?

What does “typical” mean?

What does “functional” mean?



“Normal”

1. Functioning or occurring in a 
natural way; lacking observable 
abnormalities or deficiencies.
2. Occurring naturally and not 
because of disease, inoculation, or 
any experimental treatment. Used 
of immunity.
...
4. Relating to or characterized by 
average intelligence or 
development.

“Abnormal”

Negative and pejorative connotations 
of this word may render it offensive in 
some contexts.

1. Not normal; differing in any way 
from the usual state, structure, 
condition, or rule. 

2. Synonym(s): deviant

https://medical-dictionary.thefreedictionary.com/deviant


“Functional”

1. Pertaining to or fulfilling a 
function.

2. Affecting the function but 
not the structure.

“Dysfunction”

1. Abnormal or impaired 
functioning of a bodily system 
or organ.

2. Failure to achieve or sustain 
a behavioral norm or expected 
condition, as in a social 
relationship.

https://medical-dictionary.thefreedictionary.com/function


“Typical”

Having the characteristics 
of, pert. to, or conforming 
to a type, condition, or 
group.

“Atypical”

Denotes the unexpected 
or unanticipated; not 
corresponding to the 
normal form or type.



Be patient with 
caregivers, 
families, and 
patients

Be patient with 
yourself



Defining Developmental and Intellectual Disability

Developmental disability (DD)
● Umbrella term that includes intellectual disability and other disabilities that 

are apparent during childhood.
● Severe chronic disabilities that can be cognitive and/or physical
● Appears before 22 years of age, likely to be lifelong

         ↳  Intellectual disability (ID)
● characterized by significant limitations in both:

○ intellectual functioning (reasoning, learning, problem solving, judgment)

○ adaptive behavior (activities of daily life such as communication and independent 

living)

● originates before the age of 18
● ID often co-occurs with other DD

American Association on Intellectual and Developmental Disabilities (AAIDD)



Defining “disability”



Developmental Disability Examples

● Attention-Deficit/Hyperactivity Disorder

● Autism Spectrum Disorder

● Cerebral Palsy

● Fetal Alcohol Spectrum Disorders

● Fragile X Syndrome

● Hearing Loss

● Intellectual Disability

● Kernicterus (jaundice)

● Language and Speech Disorders

● Learning Disorders

● Muscular Dystrophy

● Tourette Syndrome

● Vision Impairment

https://www.cdc.gov/ncbddd/adhd/index.html
https://www.cdc.gov/ncbddd/autism/index.html
https://www.cdc.gov/ncbddd/cp/index.html
https://www.cdc.gov/ncbddd/fasd/index.html
https://www.cdc.gov/ncbddd/fxs/index.html
https://www.cdc.gov/ncbddd/hearingloss/index.html
https://www.cdc.gov/ncbddd/developmentaldisabilities/facts-about-intellectual-disability.html
https://www.cdc.gov/ncbddd/jaundice/index.html
https://www.cdc.gov/ncbddd/childdevelopment/language-disorders.html
https://www.cdc.gov/ncbddd/childdevelopment/learning-disorder.html
https://www.cdc.gov/ncbddd/musculardystrophy/index.html
https://www.cdc.gov/ncbddd/tourette/index.html
https://www.cdc.gov/ncbddd/developmentaldisabilities/facts-about-vision-loss.html


Comorbidities and Intellectual Disability

Co-occurring Conditions and Disorders

● Autism spectrum disorder
● Cerebral palsy

● Down syndrome

● fetal alcohol syndrome

● Fragile X syndrome

● anxiety disorder

● attention-deficit/hyperactivity disorder

● depressive and bipolar disorder

● impulse-control disorder

● major depressive disorder

Associated Health Conditions

● anxiety disorders

● hearing loss

● heart conditions

● obesity-related problems

● seizure activity

● visual impairment



Daily Living

● Home with family
● Independent with varying levels of physical and cognitive support
● Group home
● Supervised apartment
● Developmental center / intermediate care facility (ICF)

○ Different layouts and structures - may resemble nursing homes, some 
may be very large and broken up into separate houses on a campus

● Any other type of residential facility related to medical necessity
○ Nursing home, Skilled Nursing Facility, Rehab, Acute, Sub-Acute, 

Long-Term Care Facility, Assisted Living, Hospice,...



Overview: Dysphagia in Adults with ID/DD

Assessment

● Multidisciplinary approach
● Utilize mealtime observation in 

natural environment in addition 
to traditional adult dysphagia 
evaluation techniques

● Refer/Conduct instrumental 
exams when indicated

● Strong clinical history utilizing 
multiple reporters and historians

Management

● Likely indirect intervention over 
direct intervention

● Promote independence and 
safety in natural environment

● Embrace individual’s personal 
preferences and strengths

● Consider quality of life and 
long-term outcomes

● Communicate recommendations 
clearly and consistently



Dysphagia and ID/DD: Current Evidence

Barriers to Research on Dysphagia and DD
● Ethical restrictions and concerns related to informed consent to 

participate in research
● Limited recruitment (small sample sizes)
● Frequent exclusion from research
● Differing diagnostic criteria
● Heterogeneity of DD population
● Limited funding
● Limited interest
● Stigma



Prognostic models for identifying adults with intellectual disabilities and mealtime support needs 
who are at greatest risk of respiratory infection and emergency hospitalisation (Perez et al., 2017)

Limitations: small sample size inhibits validation of final prognostic models

Findings Possible Reasons and Implications

Epilepsy strongly predicted respiratory infections and 
emergency hospitalizations

Epilepsy is associated with more severe ID

Having diagnosed dysphagia was not a strong predictor of 
respiratory infections.

Swallowing problems is broader term and may capture 
larger number of people compared to diagnosed 
dysphagia

Possibly indicates that people with diagnosed dysphagia 
have better management strategies in place that help 
prevent respiratory infections

Individuals with swallowing problems had odds of a 
respiratory infection 5x those of peers with none reported

Increased mealtime support needs was a stronger risk 
factor for respiratory infections than requiring full mealtime 
support Increased mealtime support needs can be interpreted as 

an indicator of declining skills and increasing 
dependence

Increased mealtime support needs was strongest predictor 
of emergency hospitalization



The extent and nature of need for mealtime support among adults with intellectual disabilities
(Ball et al., 2012)

Limitations: broad inclusion criteria relied on consistent and correct interpretation by health professionals, 
non-response and limited access to participants, possible under-reporting of types of assistance needed 

Findings Possible Reasons and Implications
Those whose needs had either increased or were of recent 
onset were significantly older than those whose needs had 
remained stable.

Aging is associated with an increase in mealtime support 
as consequence of acquired difficulties

Within the sample of adults with ID requiring mealtime 
support, those with Down Syndrome were significantly more 
likely to have support needs that were contributed to by the 
presence of dementia than those with ID of other etiology

Dementia is associated with a deterioration in ability to 
self-feed and other mealtime difficulties.

Stability of need for support was found to be significantly 
related to level of support. None of the participants requiring 
minimal support had shown deterioration in existing 
problems.

Adults with ID that require minimal support tend to remain 
stable with respect to this need over time compared to adults 
requiring greater levels of support.

Need for full support in general and enteral feeding in 
particular was more likely among those with CP or with 
limited mobility.

Physical ability plays an important role in mealtime 
independence.

Psychological and behavioral factors were also reported to 
contribute to the need for mealtime support, affecting >50% 
of total sample

Multidisciplinary approach is needed for mealtime 
interventions with particular attention to psychological and 
environmental issues as well as physical issues



The extent and nature of need for mealtime support among adults with intellectual disabilities
(Ball et al., 2012)



The extent and nature of need for mealtime support among adults with intellectual disabilities
(Ball et al., 2012)
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Care Team

● The patient
● Caregivers
● Guardian
● Physical Therapist
● Occupational Therapist
● Nurse
● Physician

● Medical Specialists
● Behavior Specialist
● Case Manager
● Support Coordinator
● Social Worker
● Residential staff
● Employment Specialist
● Counselor



Aging in ID/DD

Improved life expectancy of adults with ID
● Better health and social intervention
● More closely approaching that of general population
● As a consequence, people with ID will experience many of the same 

age-related chronic health conditions, life events, and functional decline 
associated with aging in general population

Aging process has little functional impact on eating, drinking, and swallowing 
in healthy older adults
● Effective compensation for deterioration by increasing functional output
● Healthy adults likely able to maintain skills by tapping into functional reserve



Aging in ID/DD

Aging adults with ID
● often already have pre-existing psychomotor impairments and multiple 

comorbidities that affect eating, drinking, and swallowing function
● May already be using the maximum of their functional ability by early 

adolescence, and therefore will have insufficient functional reserve to 
compensate for age-related changes such as 
○ deterioration in oral musculature
○ altered dentition
○ increase in illnesses and chronic health conditions
○ increased use of medications

● Many adults with ID who without past eating, drinking, and swallowing 
difficulties may encounter dysphagic difficulties in older age.



The Gray Area You can incorporate elements 
from pediatric and adult 
assessments to build a 
comprehensive approach

Working with adults with 
developmental disabilities 
involves knowledge of 
developmental milestones with 
respect to feeding and 
swallowing

“So, do you want 
to work with 

adults or kids?”

Let’s stop saying peds vs adults, 
can’t we all just get along?!



Assessment

Referral 

● Why are we receiving the referral?
● Who is making the referral for a dysphagia evaluation?
● Is the referral appropriate?



Assessment

Potential Barriers

● Patient may be unable to self-report reliably due to cognitive and 

communication impairments

● Provider bias, confirmation bias

● Lack of standardized measures

● Limited access to or difficulty conducting instrumental exams

● Lacking medical history, missing information



Assessment

Special Considerations
● Current place of residence

○ Where does the patient live?

○ How long have they lived there?

○ If this has changed recently, why did it change?

○ Did the level of support needed determine the living arrangement?

● Role of caregivers
○ What level of mealtime support and other ADL support does the patient require?

○ What type of support is provided to this person?

■ Physical assistance, verbal instruction, verbal reminders, 

○ Has this changed recently? (Increased or decreased in different domains?)

● Time of day of evaluation
● Environment of the evaluation

○ In natural environment, in radiology suite, outpatient office, etc.



Dysphagia Assessment

● Medical history (chart review)
○ Diagnoses, time of onset (from birth, childhood, or later), acquired and chronic 

issues
○ Medications, surgical history

● Reason for Referral, referring provider
● Caregiver Report
● Speech and Language Assessment

○ Past evaluations, brief screen, caregiver reports
● Mealtime observation
● Clinical Swallow Examination (CSE)

○ Oral Mechanism Examination (OME)
○ PO trials

● Risk Assessment - choking and pneumonia
● Multidisciplinary involvement

○ Reports and findings from other providers



Choking Aspiration

Aspiration and Choking in DD

Inhalation and ingestion of food 
causing obstruction of 
respiratory tract. Can occur with 
items other than food

Aspiration occurs when food, saliva, 
liquids, vomit, or other material/ 
items enters into the lungs.



Choking

Different types of choking as described in the literature
● Choking and asphyxiation (incomplete or complete)
● Choking death (fatal)
● Choking requiring assistance to clear (near-fatal, 

nonfatal, or near miss)
● Choking due to compression of the trachea causing 

blockage of the airway
●  “Esophageal” choking (indirect tracheal obstruction 

from esophageal blockage compressing the trachea)



Potential Rationales for Increased Risk of Aspiration in ID/DD

● Ineffective clearance of aspirate due to:
○ Higher cough reflex thresholds
○ Weaker cough response
○ Absence of cough

● Cognitive disadvantage for timely appreciation of urge to cough
● Impaired cortical to brainstem activation of reflexive cough



Potential Rationales for Increased Risk of Choking in ID/DD

● Impaired efficiency of the oral preparatory stage
○ atypical tone of oral musculature may affect oral motor control, reducing the range and 

strength of tongue, cheek and jaw movement

● Premature loss of bolus into airway
● Loss of teeth might negatively impact upon oral stage function.
● Deprivation of experiences and maladaptive eating and drinking strategies 

common among adults with ID
○ Cramming, impulsivity - Increased speed or eating or bolus presentation by the caregiver

○ larger bolus volume may result in simultaneous oral and pharyngeal activity to ensure that 

the bolus is cleared from both the oral cavity and the pharynx

■ a larger bolus could present management difficulties to even a normal swallow

■ Adults with cognitive impairment are more prone to poor bolus judgement and 

inappropriate pacing when eating



Behavioral Risk Factors

Food stealing
Laughing and talking (lability) Distractible Lethargic

Rapid rate of eating or drinking    Excessive size mouthfuls



Choking
Risk Assessment



Pneumonia Risk 
Assessment



Instrumental Assessments - Considerations

● What is the testing environment?
● How “objective” is the testing?
● What are the risks associated with the test?



Instrumental Assessments - Preparation

● Communication between SLP performing study and referring provider
○ Patient’s baseline

○ Concerns to explore during instrumental (textures, positioning, maneuvers, strategies, etc.)

○ Introduce the SLP to the patient: patients’ likes, dislikes, preferences, to ease transition

○ Anticipate and explain potential issues related to positioning, behavior, participation, etc.

○ Share helpful language related to patient comfort with SLP performing study

● Explain to the patient purpose of the study, what the environment will be like, what to 
expect as appropriate with respect to their cognitive and communicative abilities

● Identify areas of possible intervention and pack necessary tools
○ adaptive equipment

○ pillows/cushions for positioning

○ Favorite foods/drink

○ Familiar clothing protector or other covering

○ AAC and/or visual supports related to participation



Instrumental Assessment - During
● Have someone familiar with the patient present

○ Provides comfort for the patient

○ Extra hand to feed the patient, assist with positioning, food/drink preparation
○ Can give more detail and describe observed behavior, swallowing, etc. as they relate to baseline

● Communication with provider(s) conducting the instrumental
○ Patient’s baseline with respect to mealtimes, positioning, alertness, self-feeding
○ Concerns to explore during instrumental
○ What has been tried, what has worked, hasn’t worked

● Identify areas of possible intervention and pack necessary tools
○ adaptive equipment
○ pillows/cushions for positioning
○ Favorite foods/drink
○ Familiar clothing protector or other covering
○ AAC and/or visual supports related to participation

● Mimic natural environment as much as possible
○ Encourage patient to self-feed if that’s baseline or area of concern



Instrumental Assessment - After

● Communication about findings with provider conducting instrumental
○ Did findings corroborate with concerns?

○ Were there incidental findings unrelated to concerns?

○ What methods were effective? What was ineffective or minimally effective?

● Communication about findings with the patient
○ Use accessible materials and appropriate language for that patient to explain how the 

instrumental exam went, what was seen, what may or may not change based on findings

○ Ensure comfort and well-being after the instrumental

● Communication about findings with caregivers and care team
○ Ensure reports and related documents are received by all team members

○ Write or provide plain language version of key information

● Make recommendations
○ Depending on setting, these may have to be implemented exactly as the instrumental report 

states or are open to interpretation by the care team

● Communicate and train on recommendations



Choking Prevention

Modify mealtimes

● Modify food textures

● Avoid problem foods

● Address problematic mealtime behaviors

● Improve posture during meals

● Modify mealtime environment

● Improve mealtime assistance, supports, or supervision



Choking Prevention

Promote rigorous dental and oral hygiene and maintain dentition

Monitor medication effects and polypharmacy

Provide multi- or interdisciplinary services to manage dysphagia

● Adopt multi/inter-disciplinary service model

● Implement regular screening for choking or dysphagia

● Assess swallowing and general health

Implement training and risk management programs

● Implement population-wide, awareness-raising strategies

● Educate health professionals and other health care staff

● Educate support workers, family members, and people with choking risk

● Implement risk management and choking prevention programs



Independence and Safety

Patient’s 
safety

Patient’s 
independence



Communicating Recommendations

● Plain language
● Visuals, if possible

○ IDDSI
○ photos

● Reasonable and Economical
● Actionable
● Empowers staff to support client

○ Balances independence and safety

● Promotes client’s strengths
● Supports client’s weaknesses



Communicating Recommendations

This is a sample “dining place card” that is laminated and available during meals

Front of Card Back of Card



Contact 
Information

Jennifer Biener, MS, CCC-SLP

Email: jen.biener@gmail.com

Facebook: Jen Biener

Twitter: @slptidings

Instagram: @slptidings

Feel free to reach out!

mailto:jen.biener@gmail.com
https://www.facebook.com/people/Jen-Biener/100011181004102
https://twitter.com/slptidings
https://www.instagram.com/slptidings/

