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Preface

This booklet is a revised and lengthened reworking of an International Association of
Laryngectomees (IAL) publication, “First Steps.” “First Steps” was itself a revision of a still older
IAL publication that addressed the same readers and many of the same general topics.

This publication is intended to provide basic information on living as a laryngectomee. It
is designed for individuals who are facing laryngectomy surgery, those who have become laryn-
gectomees, and their spouses/companions/caregivers/families.

The information provided in this document is not intended as a substitute for professional
medical help or advice, but only as an aid in understanding problems experienced by laryngec-
tomees and the state of current medical knowledge. A physician or other qualiled health care
provider should always be consulted for any health problem or medical condition.

Permission is granted to download and print this document unaltered and in its entirety to

include the indications of the source of the document (International Association of Laryngecto-
mees.) The document can be downloaded at http://www.theialvoice.org., and other web sites.
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With the sole exception of third party graphics which are labeled, the entire document is
the work of the International Association of Laryngectomees in fullllment of the organization’s
mission as spelled out in the IAL Bylaws:

Article Il - Purpose

The purpose of this organization shall be as follows:

1. To stimulate, support and improve the relations among persons who, due to the re-
moval of the larynx because of cancer or other reasons, have lost their natural voices.

2. To encourage and maintain an exchange of ideas and methods for the learning and
teaching of alaryngeal methods of communication.

3. To improve the understanding of employers about cancer in general and cancer of the
larynx in particular, so that laryngectomized persons may retain or obtain employment
after surgery.

4. To publish and disseminate helpful information for the better rehabilitation of those
who have undergone a laryngectomy.
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Introduction

This booklet is written for individuals who are facing or have already had total laryngectomy sur-
gery and their families/spouses/caregivers/companions.

In the total laryngectomy operation the voice box (larynx) is removed, and the breathing tube (tra-
chea) is redirected to the outside of the neck. This new breathing opening in the neck is called a stoma .
After the surgery the laryngectomee breathes totally through the stoma (see illustration below).

Individuals who have had this operation may be referred to as laryngectomees, individuals who
have been laryngectomized, and may refer to themselves as “larys.”

Although laryngectomy surgery is major surgery and it may take a long time to heal completely,

almost all laryngectomees can expect to fully recover and return to almost every activity they
enjoyed before the surgery

Before Laryngectomy Surgery After Laryngectomy Surgery

77711 Larynge-

Vocal :ctomy
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Cancer of the Larynx - Some Facts

Cancer of the larynx is one of the most curable types of cancer, especially if detected at
an early stage. Almost all laryngectomees who have no other serious medical problems can expect to
live long, healthy and productive lives.

There are approximately 50,000-60,000 laryngectomees in the United States. About 10,000 new
cases of larynx cancer are reported each year. These numbers are decreasing because fewer people
are smoking. Smoking and alcohol consumption are linked to the development of larynx cancer, along
with exposure to chemicals and viruses (such as the Human Papilloma Virus [HPV]). Larynx cancer also
can run in families (be genetic).
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Men are four to !ve times more likely to develop larynx cancer than women because
in the past men were more likely to smoke and drink alcohol. However this changed over the
years and women became at increased risk. Larynx cancers are more commonly found in
people over age 65 since most of these cancers take a long time to develop. Larynx cancer is
also more common among Black Americans than others.

Speaking again after laryngectomy

Total laryngectomy surgery removes the larynx (vocal cords/voice box). But almost all
laryngectomees can learn a new way to speak (or communicate) . Approximately 85-90%
learn to speak using one of the three major methods of speaking described below. 10-15%
do not communicate by speaking but can use computer-based or other methods to communi-
cate.

Before the laryngectomy surgery we spoke by using lung air to vibrate the vocal cords.
These tones were then changed by using our mouth parts (tongues, lips, teeth, etc.) to form the
sounds that combine to make speech. The laryngectomy surgery removes the vibrating sound
source, the vocal cords (larynx). The laryngectomy surgery also cuts off the supply of air coming
from the lungs and into the throat and mouth used for speaking (see page 2). Laryngectomees
breath only through the opening in the throat, the stoma.

However, other forms of speech can be created by using a new pathway for air and a
different body part to vibrate. Another way is putting a basic tone into the throat or mouth from
outside the body and then using the mouth parts to form speech. The method or methods an
individual can use to speak depend on the type and extent of surgery they needed to remove
all of the cancer and rebuild the surgery site. Some individuals will have just one way to speak,
while others may have one or more additional choices.

Each method of speech after the larynx is removed has different characteristics and
advantages and disadvantages. The goal of obtaining a new way to speak is to meet the com-
munications needs of the individual. And these will differ from person to person.

Electrolarynx

The electronic artilcial larynx (also called an AL, artilcial larynx; EL, electronic larynx; or
ALD, [arti!cial laryngeal device] ) is a battery operated device. It makes a sound and vibration
that is directed into the throat and mouth of the user. The person then changes the sound using
the mouth parts to create the speech sounds.

There are two basic types of ALs. One is called an intra-oral type since it works inside
the mouth. This piece of equipment creates a buzzing sound that is transferred into the back of
the mouth by a straw-like tube. You then change that sound with your mouth (lips, tongue, teeth,
etc.) to form the speech sounds.

The other type of electronic artilcial larynx is designed to be held under the chin or
against the neck or cheek. It transmits a vibration and buzzing sound into the throat and mouth
that is then used to produce speech. Some devices designed for use against the neck can also
be Itted with an adapter that turns them into an intra-oral device ( see photo page 4, the intra-
oral straw-like adapter is on the far left). 3 International Association of Laryngectomees



A sample of electronic artilcial larynges
(ALs). All of them except the rectangular
one on the right is used against the neck,
under the chin or on the cheek.

The rectangular one is the intra-oral type
where the end of the straw-like part (far
right) is inserted into the mouth.

Shown on the far left is an oral adapter
that can be attached to the top of ALs for
use as an intra-oral device. This is often
the Irst way laryngectomees speak after
surgery.

The vibration and sound go into the
mouth where the tongue, teeth and other
mouth parts are used to make the speech
sounds.

ALs are frequently provided to laryngectomees while they are still in the hospital recov-
ering from the surgery. It would be painful to try and use an AL against the neck and surgical
stitches or staples immediately. For this reason (and because there will be swelling in the neck
and a need to keep the wound area clean) the kind of AL that can be converted by using the
straw-like adapter tube, or the type designed to be used only within the mouth, may be recom-
mended and used (see photo above).

Many laryngectomees who can speak using another method of speech learn to use the
AL at the beginning of their recovery and continue to own one as a back-up in case they have
problems with their other speaking method.

One kind of electrolarynx (AL), on
the left, is used against the neck,
under the chin or against the cheek.
The vibration and sound it makes
are transferred to the back of the
throat. This tone is then used by
the mouth (tongue, lips, teeth, etc.)
to make speech.

Speech/Language Pathologists (SLPs, speech therapists) can help in teaching larynge-
ctomees the proper use of the AL to obtain the most understandable speech.

International Association of Laryngectomees 4



Voice Prosthesis (Tracheo-Esophageal Puncture)

Another way many laryngectomees speak is by using tracheo-esophageal speech with
a voice prosthesis. A small hole (called a puncture) is created in the back of the stoma through
the windpipe (trachea) and into the esophagus (feeling tube). A small tube, called a prosthesis,
is inserted through this hole. The prosthesis keeps the puncture from healing closed. It has a
one-way valve built into the end on the esophagus side. This valve lets air go through but keeps
swallowed liquids from coming through the tube and dripping into the lungs.

With the TEP form of speech the
stoma is blocked off and air from
the lungs goes through the pros-
thesis and into the esophagus.
The sides/top of the esophagus
above the prosthesis vibrate. The
tone produced is used to form the
speech sounds.

Tracheoesopha- y
geal Puncture :
TEP) q \‘“

GrapXic modiled from Tra -

Tissue
vibrates
here
Voice
Prosthe-/[%
sis

cheostemy.org.uk original

([ 14 ] Above are some examples of voice
To speak the stoma is closed by use of the prostheses. All require a prescrip-

thumb, Inger or Heat/Moisture Exchange (HME) !l - tion. The prosthesis on the left and
ter, or HME that is hands-free. Lung air then moves right are called indwelling (since
through the prosthesis and into the esophagus. The they stay in place for long peri-
air causes the walls and top of the esophagus to vi- ods of time). They are changed by

a clinician (ENT medical doctor or
SLP). The top one is designed to be
changed by the user or member of

_ _ _ _ his or her family. After insertion the
The voice prosthesis comes in two different ba- straps are cut off.

sic types. One kind is the patient-changed and it is
designed to be changed by the laryngectomee or a family member. The other, called an indwell-
ing, is designed to be changed by a medical professional, such as an ENT MD (Ear, Nose and
Throat Medical Doctor) or SLP [Speech/Language Pathologist, speech therapist]). Both types
require a prescription.

The creation of the puncture, or hole between the trachea and esophagus, can be done
at the same time as the laryngectomy surgery (called a primary puncture), or done after you
have healed from the surgery (secondary puncture).

brate. This produces a tone that the mouth (tongue,
lips, teeth, etc.) use to form the sounds of speech.

International Association of Laryngectomees 5



Traditional Esophageal Speech

In traditional esophageal speech air is injected, “inhaled” or otherwise moved into
the esophagus, trapped by the muscle around the esophagus, and then brought back
up. The movement of this air vibrates the walls of the esophagus and produces a sound.
The mouth (tongue, teeth, lips, etc.) uses the tone to form the sounds of speech.

2. Air is “in-
jected” or partly
swallowed and

stored here. 3. Air is slowly

released and
the top/walls of

<«—1. Air enters here

4. The mouth
parts form
the tone into
speech.

the esophagus
vibrate produc-
ing a tone.

[\
raphic modiled from

? Tracheostomy.org.uk

Of the three major types of speech following laryngectomee, traditional esophageal
speech generally takes longer to learn than the other two. However, it has advantages
that many laryngectomees think makes it worth the effort. There are some Speech/Lan-
guage Pathologists (SLPs) who can assist laryngectomees in learning traditional esopha-
geal speech. Additionally, some laryngectomee support groups can provide instruction or
refer you to a teacher. There are also self-help books and tapes that can help teach this
method of speech. Recently instruction has been offered on the Internet through Zoom.

Other Methods of Speech

Those who are unable to use any of the three methods mentioned above can use com-
puter generated speech using either a standard laptop computer or single purpose speech
aid. Other products are being developed. If the individual who have larynx cancer can still
speak they might want to record their voice. The sample may possibly be used by Artilcial
Intelligence to produce a voice similar to your original one.

With the computer generated type-to-speech method the user types what they want
to say on the keyboard and the computer will say out loud what has been typed. Some cell
phones can also be used to speak out loud what you type. Other technologies are being de-
veloped which can come closer to sounding like traditional speech.

An example of an electronic
speech aid. You type what you
want to communicate and the
computer speaks it out loud. A
laptop computer or some cell
phones can also be used

(Graphic from Lightwriter).
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After Surgery Care at Home
Keeping your stoma clean
It is important to keep the area around the stoma clean.

Supplies:

(1) Q-Tips or cotton swabs (the long handled Q-Tips are the safest since they are less likely to
be dropped down the stoma)

(2) Hydrogen peroxide

(3) Tweezers (long handled ones that cannot drop down your stoma), or surgical clamp (hemo-
stat) which is available at many hobby, medical supply, tool stores, and on line.

Mix a half and half solution of hydrogen peroxide and water in a small container. Dip the
Q-Tip or cotton swab in the peroxide solution and carefully clean the outside edges of your
stoma for a month following surgery. Do this in the morning and evening.

Once the outside edges of your stoma have healed you may only need to use the per-
oxide solution if dried mucus accumulates on the edges. You can also clean the general area
around your stoma with soap and water and a washcloth, being careful to keep the soapy water
from getting into your stoma.

You may also need to use the tweezers or surgical clamp (dip them in the peroxide so-
lution to clean them and shake off any remaining solution) to remove bits of clumped or dried
mucus or other material that may accumulate in and around the stoma. Soften dried mucus

before pulling it off to avoid bleeding.
P g g On the right is a stoma

after the healing pro-
cess has completed. The
stoma is permanent and
the new way laryngecto-
mees breathe. Stomas
should be covered at all
times with an HME (Heat/
Moisture Exchange !l -
ter), foam llter or good
lined cloth stoma cover.
(See pages 8-9.)

A surgical clamp
(hemostat) is a
good substitute for
tweezers to remove
clumps of dried mu-
cus. You may need
to soften the hard-
ened mucus Irst
with saline spray to
avoid any bleeding.

Some laryngectomees also spray or squirt a little sterile saline (salt water) solution (0.9%)
into their stomas and then cough it up. They may do this one or more
times a day, or as needed.

You may be supplied by the hospital with what are called “saline
bullets,” or little plastic tubes of sterile salt water, or you can use a
product such as “Simply Saline” or “NeilMed Nasal Mist” available in
drug stores and stores like Walmart. One or both of these products
should also be kept on hand, particularly for the new laryngectomee,
in case a mucus plug develops (see “Suction Machine” section on
page 11).
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Keeping the stoma from shrinking

The surgically created
opening in your neck is called a
stoma. As the stoma heals and
forms scar tissue there may
be some shrinkage in its size.
Shrinking of the stoma is called
stoma stenosis (or microstoma).
If your doctor provided you with a
soft silicon or other type of laryn-
gectomee tube (also called a vent
or button), wear it as directed. If your doctor did not provide you with a tube and you notice a
signilcant shrinkage in the size of the stoma as it heals notify your doctor or SLP (speech thera -

pist).

Two kinds of laryngectomee

tubes (also called vents or
buttons). They !t into the

stoma to keep it open. The
two on the bottom can be
used with an HME (Heat/
Moisture Exchange) lter.

It is also very important to keep to your schedule of follow-up appointments with
your doctor and speech therapist.

Covering the stoma

It is very important that you keep your stoma covered at all times  in order to keep out
dirt, smoke, dust, bugs, etc., from getting into your windpipe and lungs. This is essential and criti-
cally important. Stomas must be covered 24 hours a day.

Stoma covers come in a countless vari-
ety of types, styles and colors. Pictured
to the right are small foam squares that
are glued over the stoma, larger foam
ones covered by mesh fabric, crocheted
covers, home sewn ones, one made of
lace (which should be used over a foam
cover), and many covers that look like
ordinary shirts, dickies or other clothing.
The important thing is that the cover be
an effective llter.

There are many different kinds of stoma covers. The most effective ones are called
HME (Heat/Moisture Exchange) !lters since they form an airtight seal around the stoma. All air
breathed in passes through the HME llter. Your clinician (ENT medical doctor or Speech/Lan-
guage Pathologist) can !t you for one of these !lter systems.

In addition to !ltering out dirt HMEs (Heat/Moisture Exchange) !lters also store some of
the moisture and heat from the air you breathe out. When you inhale, the heat and moisture
stored in the !lter returns to your lungs. These !lters help in bringing the air you breathe very
close to what it was in temperature, moisture and cleanliness before your surgery and will help
reduce mucus.

International Association of Laryngectomees 8



HME (Heat/Moisture Exchange) !lters are attached by means of a glued on housing, or
a tube/button or vent such as those shown on page 8. Using these !lters have been shown to
reduce the amount of mucus and coughing.

Some examples of Heat/Moisture Exchange
liters (HMES). The base is glued around the
stoma and a housing containing a !lter is
inserted. In addition to !ltering and cleaning
the incoming air they can also store some of
the moisture and heat from exhaled air. The
warmth and moisture is returned when you
inhale. They reduce the production of mucus
since the air is cleaner, warmer and more
moist. Some laryngectomees are able to use
them without the glued on housing. Instead
they use a laryngectomy tube (vent, button)
(See example on page 8).

Other available !lters include a foam patch that is glued above your stoma by a tear off
strip. Cloth stoma covers are also available. The most effective are those which are lined to
help with both !ltering and storing some heat and moisture to reuse when you inhale.

Coughing and Mucus

Becoming a laryngectomee means that any mucus (also called phlegm) produced by
your lungs and windpipe has to come out your stoma since you can no longer cough it up into
your mouth area and then swallow it, spitting it or, or by blowing your nose. Since the air reach-
ing your windpipe and lungs is often less clean, moist and warm, the lungs and windpipe be-
come irritated and often produce more mucus. This may gradually decrease over time. Wearing
a heat/moisture exchange !lter (HME) can reduce coughing and excess mucus.

If you feel a cough coming on, quickly remove your HME and use a tissue or handkerchief
to form a cup over your stoma to catch the mucus. Then wipe the area around your stoma.

Many laryngectomees dislike coughing and having to deal with the mucus that it pro-
duces. They may also misread it as a sign of a respiratory infection. But it is important to under-
stand that coughing up mucus is the new way laryngectomees keep their windpipes and lungs
moist and clear of dirt, dust, smoke particles and other contaminants that still manage to get into
them. Producing mucus is the body’s way of protecting itself and laryngectomees should not try
to eliminate mucus and coughing.

The ideal consistency for mucus is clear, or nearly clear, and runny or stringy. But this
consistency is not easy to maintain since our environments change as the weather does and as
we move around to different places. As previously mentioned, a "ow of mucus is a good thing
since it is the mucus that coats and protects the trachea (windpipe) and helps clean out any
dirt, dust, etc. which gets into the lungs. In addition to keeping your home humidity up, you may
need to increase your liquids intake. Plain water is best.
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