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When It’s a Hard Act to Swallow

Dysphagia in Home Care

PATTI BOTTINO-BRAVO, MS, CCC-SLP, AND JEANNE THOMSON, MS, CCC-SLP

Difficulty swallowing compli-
cates and prevents the enjoy-
ment of one of life’s most de-
lightful pleasures—eating. When
eating becomes unsafe or not
pleasurable, a patient’s physi-
cal and emotional health be-
comes compromised. The im-
pact on quality of life and the
risk for patient morbidity and
mortality (American Speech-
Language and Hearing Associa-
tion [ASHA], 2006) make recog-
nizing and treating dysphagia a
high priority for a comprehen-
sive plan of care. This condi-
tion, estimated to affect more
than 15 million people in the
United States (ASHA-Special In-
terest Division 13, Swallowing
& Swallowing Disorders, 2006),
is often misunderstood, fright-
ening, and very frustrating.
This article aims to define and
describe dysphagia, to review
issues specifically related to
swallowing treatment in home
care, to discuss food and nutri-
tion concerns, and to introduce
a collaborative approach to
treatment for family and care-
givers in conjunction with their
home care clinicians.

Dysphagia occurs when food
fails to move from the mouth to
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the stomach because the
mouth, throat, or esophagus is
not working properly or the
pathway has become nar-
rowed. Dysphagia occurs as
one of many symptoms in a va-
riety of disease processes
(Table 1) and is not considered
a disease entity in and of itself.

Two broad types of dyspha-
gia exist. When the problem is
related to the mouth or throat,
it is considered oropharyngeal
dysphagia. The other type of
dysphagia, esophageal dyspha-
gia, which affects the esopha-
gus, usually requires medical
or surgical intervention. Both
types of dysphagia put the pa-
tient at risk for malnutrition,
dehydration, airway compro-
mise, and aspiration pneumo-
nia. Because of these concerns,
timely assessment and inter-
vention are critical for patients
with suspected swallowing dif-
ficulties.

Symptoms of oropharyngeal
dysphagia include but are not
limited to

¢ Coughing, gagging, or chok-
ing during and after eating
or drinking

e Wet- or gurgly-sounding
voice or breathing after
eating or drinking; frequent
throat clearing

e Chewing or swallowing that
appears effortful or takes a
long time; difficulty initiat-
ing the swallow

e Inability to eat or avoid-

ance of specific foods

Loss of food or liquids

from the mouth; drooling

Loss of food or liquids

from the nose (nasal regur-

gitation)

Food residue remaining in

the mouth (cheeks, gums,

teeth, tongue) long after a

meal is completed

¢ Loss of appetite; dehydra-
tion or weight loss

e Aspiration pneumonia or

history of repeated pneu-

monias; or lung
infiltrates/changes ob-
served on chest x-ray

Difficulty breathing while

eating

¢ Discomfort or pain when

swallowing

Unusual head or neck

movements when swallow-

ing (gooseneck posture)

e Frequent low-grade fevers.

Symptoms of esophageal
dysphagia include but are not
limited to

¢ Food feeling slowed or
stuck in the throat or chest
¢ Frequent episodes of regur-
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gitation, reflux, or spitting
up after meals

e Difficulty managing solid
foods

¢ Discomfort or pain when
swallowing.

Table 1 lists several causes and
risk factors for dysphagia.
Symptoms of dysphagia may or
may not be present at the initial
diagnosis or initial speech-lan-
guage evaluation and should be
anticipated as a natural and ex-
pected outcome of the disease
process or progression.

The primary goal of any dys-
phagia management program is
to maintain adequate hydra-
tion and nutrition while ensur-
ing minimal aspiration risk.
The speech-language patholo-
gist (SLP) should be asked to
evaluate all patients with the
diagnoses or risk factors (listed
in Table 1) as soon in the care
episode as possible so the pa-
tient’s baseline status can be
determined.

Early involvement, even if
there has been a recent course
of SLP services in an in-patient
facility, is critical for a safe
transition to the home care set-
ting. Provision of continued pa-
tient and family support as well
as education to maximize
safety and function is one ad-
vantage of early involvement.
Another advantage is that the
baseline of current status can
be obtained in the treatment of
patients with a progressive ill-
ness, which is particularly im-
portant for long-term care plan-
ning. Early involvement of the
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SLP in the transition to home
care can help prevent future
complications by educating the
client about aspiration precau-
tions. In the case of progressive
illnesses, additional education
about what to expect as the
disease progresses helps to
prepare the patient and family
for difficult decisions they may
need to make later, with the
focus kept all the while on safe
and enjoyable mealtimes.
Assessment of dysphagia
begins with a thorough clinical
examination of the oral-pharyn-
geal anatomy and physiology
as well as a detailed history of
the signs, symptoms, and un-
derlying medical condition.
The SLP examines the strength
of the mouth structures and
their range of motion, paying
particular attention to the lips
and tongue and palpating the
throat as the patient swallows
to feel for the elevation of the
larynx, the organ critical in pro-
tecting the airway during the
swallow. The SLP observes the
patient eating and drinking typ-
ical foods and liquids, looking
for any overt signs of dyspha-
gia (listed in the symptoms of
dysphagia earlier). Ideally, the
home care SLP observes an en-
tire typical meal to evaluate the
length of time it takes to com-
plete the meal as well as the
eating or feeding behaviors
that may be contributing to the
problem (e.g., rapid eating or
hurried presentation of the
next spoonful by a caregiver,
overstuffing of the mouth, large
or continuous gulps or sips).
Unfortunately, not all people
with dysphagia show the overt
symptoms of coughing or chok-
ing when food or liquid “goes
down the wrong pipe.” It is pos-
sible for food or liquid to enter

the airway without triggering a
cough. This phenomenon,
known as silent aspiration, can-
not be diagnosed during the
bedside clinical swallow evalu-
ation. It can only be inferred by
observation of flushed face
color, increased pulse rate, and
increased work of breathing.
The only way to determine de-
finitively whether a patient is
silently aspirating is to have an
instrumental visualization of
the swallow. Two common
medical tests for this visualiza-
tion are the modified barium
swallow study (MBSS) and the
flexible endoscopic evaluation
of swallowing (FEES). These
exams help pinpoint the exact
nature and severity of the swal-
lowing problem, each with its
own benefits and limitations.
One benefit of the modified bar-
ium swallow study is the ability
to observe the food/liquid tex-
tures and consistencies and
the postures and maneuvers
that facilitate a safer, more effi-
cient swallow.

These studies are conducted
in a hospital outpatient setting
or doctor’s office. In the home
care arena, it may take several
weeks to schedule these tests.
They may not be feasible at all
if the patient is strictly bed
bound. In addition, a patient
may not be a good candidate
for swallow studies because of
physical or postural weak-
nesses that may prevent sitting
upright, or because of cogni-
tive deficits that decrease the
ability to follow directions dur-
ing the test. Finally, not every
patient will have access to a
modified barium swallow study
because some practitioners
may not think the test neces-
sary, the patient’s insurance
may not cover the test, or the
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Teaching the family what

to look for with regard to
dysphagia and aspiration is
paramount to ensuring a safe
and adequate diet.

patient may be geographically
limited by distance to a testing
facility.

When several weeks pass
before a swallow study can be
conducted or when the patient
is unable to have or tolerate
the testing conditions as de-
scribed, the SLP is faced with
the dilemma of treating “in the
dark” and without the benefit
of more objective data. In these
situations, the home care SLP
acts in accordance to his or her
best clinical judgment. In many
cases, patients with diagnosed
dysphagia are discharged from
the hospital with a safe feeding
plan in place, but this cannot
be assumed.

After the initial swallow eval-
uation and discussion with the
doctor, the SLP may recom-
mend the most restrictive diet
in an attempt to keep the pa-
tient as safe as possible. This
strategy has the potential of
backfiring because the patient
may not accept this type of
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diet, may not eat enough, or
may ignore the recommenda-
tions altogether.

Whatever the scenario, the
SLP must have the “buy in” of
the patient and caregivers for
any safe swallowing program to
work. The best way to ensure
this is to educate the patient
and caregivers with regard to
safe swallowing practices and
the consequences that may
arise if these are not followed.
Teaching the family what to
look for with regard to dyspha-
gia and aspiration is para-
mount to ensuring a safe and
adequate diet. Collaboration
with the family and the health-
care team is critical for these
conditions to be maintained.

Treatment techniques and
strategies generally follow the
recommendations of the modi-
fied barium swallow study in-
strumental examination. Tech-
niques and strategies may
include

e Oral and pharyngeal mus-
cle strengthening exercises
to improve bolus formation
and transition

e Postural compensation to

accommodate any unilat-

eral weakness

Chin tuck movement to as-

sist with greater airway

protection

e Head turn or tilt to the af-
fected side, also for greater
airway protection

¢ Feeding strategies such as
small bites/sips, alterna-
tion of foods and liquids,
smaller more frequent
meals throughout the day

¢ Positioning during and im-
mediately after meals

e Provision of a relaxed, dis-
traction-free environment
during meals

e Oral care and cleansing,
particularly after meals
¢ Diet texture modifications

Some or all of these tech-
niques may be recommended
based on the SLP’s clinical
judgment. The SLP determines
which strategies or combined
strategies work best for the pa-
tient over the course of several
sessions. For the patient ex-
pected to regain some or all
normal swallowing function,
the safe swallow plan is fine-
tuned to meet the patient’s im-
proved capabilities and prefer-
ences. This generally includes
upgrading diet texture and re-
inforcing adherence to the ex-
isting safe swallow plan.

For patients with progres-
sive disorders, fine-tuning the
safe swallow plan may take the
form of education and support
as the patient and family learn
to adapt and compensate for
the loss of safe swallow func-
tion. These often involve emo-
tional and stress-filled discus-
sions as families cope with the
cultural meanings attached to
feeding loved ones and the
gratifying experiences associ-
ated with eating.

In addition to the health conse-
quences associated with aspi-
ration, patients with dysphagia
are at high risk for dehydra-
tion, inadequate caloric intake,
and possible malnutrition.
Proper diet and nutrition are
critical for wound healing, res-
olution or prevention of infec-
tions, and sustenance of men-
tal and physical health.
Patients with poor nutritional
status also are vulnerable to re-
lapse and rehospitalizations
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Oral or lingual tumors

esophagus

Muscle diseases
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Table 1. Disorders Causing Dysphagia

Causes of oropharyngeal dysphagia include:

Neurologic disorders, including stroke, Parkinson's disease,
polio and post-polio disease, multiple sclerosis,
amyotrophic lateral sclerosis, traumatic brain injury,
Huntington’s disease, cerebral palsy, Bell's palsy,
myasthenia gravis, Wallenberg’s syndrome

Dementia or Alzheimer's disease

Muscle diseases such as myotonic dystrophy,
occulopharyngeal dystrophy, polymyositis/dermatomyocitis,
thyroid myopathy (hyper- or hypo-), steroid myopathy,
amyloidosis, general myopathies

Cancer of the head and neck
Cervical rings/webs, cervical osteophytes
Complications from HIV/AIDS

Causes of esophageal dysphagia include:
Chronic heartburn or gastroesophageal reflux disease
Obstructive lesions, such as tumors of head and neck or

Injury to the esophagus, such as ingestion of caustic
materials or radiation treatments.

Esophageal or gastric cancers
Collagen vascular diseases, including scleroderma or lupus

Note. Swallowing problems may also develop after sickness, surgery,
or changes in medications. “Medications can cause central nervous
system effects that can result in an oropharyngeal dysphagia.
Examples include sedatives, hypnotic agents, anticonvulsants,
antihistamines, neuroleptics, barbiturates, and antiseizure medication.
Medications can also cause peripheral nervous system effects
resulting in an oropharyngeal dysphagia. Examples: corticosteroids,
L-tryptophan, and anticholinergics” (en.wikipedia.org, 110).

when nutrition issues are over-
looked. Ideally, a registered die-
titian is available to evaluate is-
sues regarding nutrition. The
registered dietitian takes a
thorough history and may use
available lab values to design a
plan to meet the patient’s spe-
cific nutritional needs.

When a registered dietitian
is not available, this discussion
falls to the nurse and the SLP,
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who can provide an overview
of what constitutes sound nu-
trition for a particular patient.
A week-long food diary and
calorie count can help the
nurse and SLP determine the
need for further intervention.
Managing the nutritional needs
of an individual with dysphagia
may require education regard-
ing appropriate food choices,
strategies to increase caloric

intake, recommendations for
the use of dietary supplements,
and food and liquid texture
modifications.

The National Dysphagia Diet
(NDD) levels for foods and lig-
uids described in the next sec-
tion represent guidelines for
food and texture modification.
The NDD was created because
healthcare facilities varied
greatly in terms of how diet lev-
els were determined and la-
beled. The need to standardize
terminology across profession-
als and settings resulted in the
NDD, which was developed by
the consensus of a task force
comprising dietitians, SLPs,
and food scientists. The task
force created a document that
describes the diet, standard-
izes the terminology for thick-
ened liquids and dietary tex-
tures, suggests  practice
applications, and provides pa-
tient and professional re-
sources (American Dietetic As-
sociation, 2002.) Customizing
the suggested diets to the di-
versity of patients’ individual
preferences and abilities (Mc-
Cullough, Pelletier, Steele,
2003) remains paramount for
patient satisfaction and compli-
ance.

Foods

e NDD level 1: Pureed (homo-
geneous, very cohesive,
pudding-like, requiring
very little chewing ability)

e NDD level 2: Mechanically
altered (cohesive, moist,
semisolid foods, requiring
some chewing)

e NDD level 3: Advanced
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(soft foods that require
more chewing ability)

e NDD level 4: Regular (all
foods allowed)

Liquids

e Thin (such as water, coffee,
tea, soda, or anything that
will liquify in the mouth
within a few seconds)
Nectar-like (thickened so
that liquid still runs off the
spoon but at a slower rate,
such as apricot or peach
nectar)
Honey-like (thickened so
that liquid drips off spoon
in thick drops in a honey-
like fashion)
Spoon-thick (thickened to
a pudding-like consistency)

Appropriate food choices are
based on individual needs that
include the primary diagnosis
and any concomitant condi-
tions that restrict or prohibit
certain food types. For exam-
ple, a patient with diabetes and
dysphagia for thin liquids is at
risk for dehydration and re-
quires a specific care plan that
addresses both issues. Thick-
ened liquids (nectar or honey
consistencies), manner of in-
take (single sips, or water/lig-
uid taken from a teaspoon),
and measure of intake (written
log of ounces consumed daily)
are essential elements for this
patient’s plan of care.

Another patient may have
difficulty managing solid
foods, which puts the patient
at risk for malnutrition. This
patient needs an adjustment
to diet texture and fortifica-
tion of foods by increasing
caloric value and ensuring ad-
equate protein. He or she may
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benefit from a soft or pureed
diet with extra calories pro-
vided by gravies, creams, but-
ters, oils, sugars, protein pow-
ders, and the like. All diet
modifications are subject to
the doctor’s approval based
on the patient’s individual
medical needs.

Increasing calories for patients
who have limited food intake
can be done with various meth-
ods of food fortification, as
mentioned earlier and elabo-
rated here. Remember, caloric
needs and physician recom-
mendations should determine
other diet modifications such
as low sodium, low fat, or sugar
restrictions. The SLP can work
with the patient and family to
ensure their understanding of
dietary recommendations, per-
haps suggesting books and on-
line resources that provide nu-
tritious and tasty recipes for
people with chewing or swal-
lowing difficulties (see Re-
sources and References for
more information). Some exam-
ples of easy ways to increase
calorie intake include

¢ Adding nonfat powdered
milk (25 calories and 3 g of
protein per tablespoon) to
food with soft, pureed, and
pudding consistencies, as
well as to cereals, creamed
soups, casseroles, gravies,
and the like.

e Using high-protein milk
(nonfat powdered milk
added to whole milk) for
drinking (if thin liquids are
tolerated) or cooking.

¢ Adding combinations of
grated cheeses, sour

cream, butter, margarine,
gravy, and cream cheese.

e Adding sugar, honey, corn
syrup, brown sugar, maple
sugar (1 tablespoon adds
about 50 calories).

e Using protein powders to
make milkshakes and
smoothies (check label for
calorie content).

¢ Adding eggs (about 75 calo-
ries each) in the prepara-
tion of mashed potatoes,
pureed vegetables, sauces,
quiches, custards, pud-
dings, and the like.

The caregiver can be en-
listed to keep a written log of
foods and amounts consumed,
from which the nurse and SLP
can determine the approximate
calorie content of each from
food labels or books that list
calorie counts for common
foods. The collection of infor-
mation over time (week-long
calorie count) helps to deter-
mine whether the patient is re-
ceiving sufficient food by
mouth. This information can
help the doctor and family in
the decision-making process to

e Add, reduce, or eliminate
nutritional supplements
(e.g., shakes, puddings)

e Reduce or eliminate tube-
feeds (if a tube already ex-
ists)

e Consider tube feeding

Dysphagia is best managed
with a multidisciplinary ap-
proach that includes the pa-
tient, family/caregivers, doctor,
nurse, occupational therapist,
physical therapist, and SLP.

www.homehealthcarenurseonline.com



Not all disciplines will be in-
volved with every patient.
Some may be called upon as
needed. For example, the phys-
ical therapist can be invaluable
when challenges in positioning
must be faced. The occupa-
tional therapist can evaluate in-
dependent feeding and may
recommend adaptive equip-
ment (e.g., a scoop plate, built-
up utensil handles, upper-ex-
tremity  aesthetics). The
doctor, in addition to monitor-
ing medical issues, is key to re-
inforcing recommendations to
the patient, which may ensure
greater compliance. The family
and caregivers are essential in
preparing foods and liquids as
recommended.

In addition, caregiver assis-
tance is critical to ensure safe
and adequate intake during
feeding of the patient. This in-
cludes reinforcing chewing and
swallowing strategies and cor-
rect positioning, giving verbal
and tactile cues, pacing the
rate of intake, and creating a re-
laxed, supportive, and pleasant
atmosphere during mealtime.
Finally, the patient has the last
word as to the recommenda-
tions he or she will or will not
follow. In all this, the SLP and
the nurse play a pivotal role in
dysphagia education, provid-
ing options and resources and
supporting the family/care-
givers.

Dysphagia education in-
cludes

e Explaining the signs, symp-
toms, and risk factors asso-
ciated with dysphagia and
aspiration.

¢ Contrasting overt aspira-
tion with silent aspiration.

¢ Defining aspiration precau-
tions.
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e Recommending strategies
to reduce the risk for aspi-
ration.

¢ Discussing the role of regu-
lar oral hygiene to maintain
normal oral flora and to re-
duce the risk for aspiration
of harmful bacteria.

e Encouraging frank discus-
sion with family and doctor
when tube feeding may be
the only option.

e Reviewing pros and cons of
various thickening agents
and teaching proper mixing
techniques.

e Recommending a modified
barium swallow study for
assessment of the dyspha-
gia’s nature and severity, to
document the presence of
aspiration, to determine
successful strategies and
diet textures, and to docu-
ment improvement and/or
need for ongoing therapy

As the home healthcare nurse
completes the Medicare OASIS
(Outcomes Assessment Infor-
mation Set, CMS, 2007) re-
sponses to the question about
feeding or eating (MO710)
should be the first indicator
that an SLP consultation is re-
quired. The sensory status for
hearing and understanding
spoken language (M0400), the
respiratory status during eat-
ing (MO490), and cognitive
functioning (MO560) provide
additional red flags that swal-
low safety may be compro-
mised for patients with disor-
ders that cause dysphagia
(Table 1.) Making early refer-
rals, identifying patients who
require crushed medications,
and understanding the emo-
tional impact of losing the abil-

Dysphagia is an important
healthcare concern that puts a
patient in jeopardy for severe
health risks and oreatly affects
quality of life.

ity to eat and drink freely are
some ways that nurses can
support their patients with
dysphagia. Nurses and SLPs
who establish a reciprocal
partnership for assessing, mon-
itoring, and reporting issues of
compliance with diet recom-
mendations, safe swallow
strategies, caloric intake, and
aspiration precautions create a
solid network of support ensur-
ing the best possible outcomes
for a patient’s overall health
status and quality of life.
Dysphagia is an important
healthcare concern that puts a
patient in jeopardy for severe
health risks and greatly affects
quality of life. Although the
SLP is the professional respon-
sible for identifying and treat-
ing patients with dysphagia,
the entire home healthcare
team, including the patient and
family/caregivers, plays a role
in making the dysphagia plan
of care work. Early identifica-
tion of patients at risk for dys-
phagia by the home healthcare
team, with prompt referrals for
a speech evaluation, is critical
to a patient’s initial and long-
term success with safe and en-
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joyable eating for as long as
possible.

Many information sources are
available to help patients and
families adjust to the chal-
lenges of providing nutritious
and safe meals for people with
severe dysphagia. These in-
clude cookbooks, pre-prepared
foods, and thickened liquids.
The following resources are
provided for reference:

Dysphagia Cookbooks

Easy-to-Swallow, Easy-to-Chew
Cookbook: Over 150 Tasty and
Nutritious Recipes for People
Who Have Difficulty Swallowing
by Donna L. Weihofen, JoAnne
Robbins & Paula A. Sullivan.
New York: Wiley & Sons, Inc.,
2002, ISBN: 0-471-20074-3.

The ICan’t-Chew Cookbook:
Delicious Soft Diet Recipes for
People with Chewing, Swallow-
ing, and Dry Mouth Disorders by
J. Randy Wilson and Mark A.
Piper. Alameda, CA: Hunter
House Publishers, 2003, ISBN-
10: 0-89793-400-8.

The Dysphagia Cookbook:
Great Tasting and Nutritious
Recipes for People With Swal-
lowing Difficulties by Elayne
Achilles. Nashville: Cumber-
land House, 2004. ISBN: 978-4-
58182-348-6.

Online Resources

National Dysphagia Diet: Stan-
dardization for Optimal Care, a
publication from the American
Dietetic Association (http://
www.eatright.org/cps/rde/xchg
/ada/hs.xsl/shop_1344_ENU_H
TML.htm).

Caring for the Nutritional
Needs of Older Adults by Becky
Dorner and Associates (www.
beckydorner.com; http://www.
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beckydorner.com/pdf/Practi-
calApproachtoDysphagia.pdf).

Products and Educational
Resources

Med-Diet: Provides a wide vari-
ety of products for dysphagia
including instant food thicken-
ers, prethickened liquids, pro-
tein/calorie supplements, drink-
ing/ eating utensils, and helpful
hints (usage, nutrition, texture,
and viscosity); includes links to
Web pages for Novartis and
Hormel Health Labs (http://
www.dysphagia-diet.com).

FEasy to Swallow: Provides
online recipes for soups, main
meals, desserts, and drinks
(http://www.easytoswallow.co.
uk).

Links Medical Products: Man-
ufacturers HydraAid, a gel thick-
ener for hot and cold drinks;
also supplies tablet crushers
and cutters for those who have
difficulty = swallowing pills
(http://www.linksmed.com). &
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