Access to special care dentistry,
part 2. Communication

A. Dougall' and J. Fiske?

IN BRIEF

® Good communication helps to reduce
patient anxiety whilst enhancing
patient satisfaction and minimising
misunderstandings and complaints.

® A number of disabilities can impact on
‘normal’ communication practice.

® \Where communication cannot be met
through speech, non-verbal methods
should be considered.

® |tis important not to pretend to
understand speech which is not clear.

This article considers what communication is, its elements, what helps and what hinders it, and why it matters. It also
considers managing people with communication differences and when communication is affected in special care dentistry
(SCD). The article focuses on patients with hearing and visual impairments and considers how communication is affected
and what techniques can be used to improve the situation. It offers recommendations for communicating with patients
with neurological impairments typically seen after stroke, such as aphasia and dysarthria, with tips for the listener includ-
ing the use of communication aids where appropriate. Finally it will consider communicating with patients who have
autistic spectrum conditions and discuss how effective techniques and a tailored approach to their specific needs and
anxieties can increase the likelihood of a successful dental visit.

The first part of this article considers
what communication is, its elements,
what helps and what hinders it, and
why communication matters. The sec-
ond part looks at managing people with
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communication differences and when

communication is affected in spe-
cial care dentistry (SCD). It will take a
number of different types of disability,
consider how communication is affected,
and what techniques or alternative and
augmentative communication devices

can be used to improve the situation.

PART A - COMMUNICATION

What is communication?

Communication is a complex system of
sending, receiving and interpreting mes-
sages. At its simplest it is a two way proc-
ess, involving a sender and a receiver.
Communication can be described as: ‘a
shared system of signals which requires
systematic encoding and appropriate
decoding of signals’. Skilled communica-
tion entails that the signal sent and the
signal received are the same, regardless
of the system of signals used, eg lan-
guage, symbols or pictures.

The importance of communication

Good communication is fundamental to
good clinical practice. It is important as
it allows us to inform, be informed and to
exchange information - all important to
understanding the patient’s reason for at-
tendance, their medical history, to explain
treatment needs and gain informed con-

33%
VOCAL TONE

60%
FACIAL EXPRESSION
AND
BODY LANGUAGE

Fig. 1 'The communication triangle’
denoting the percentage value of elements
of communications. Source: reference 1

sent, and to provide appropriate preven-
tive advice. Good communication makes
life easier by facilitating the building of
patient rapport and trust, thus helping to
reduce patient anxiety whilst enhancing
patient satisfaction and compliance. All
of this contributes to a better patient ex-
perience and an improved experience for
the dental team, as well as minimising
misunderstandings and complaints.'

The elements of communication

There are three main elements of com-
munication: words, tone of voice and
body language. Whilst effort is put into
selecting the ‘right’ words to use, on
their own they account for only a small
part of communication (Fig. 1). Even so,
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they are used to transmit what we want
to say. The message needs to be clear and
jargon-free and take account of the fact
that the same words can mean different
things to different people. Reflecting and
checking out understanding is a useful
way of monitoring comprehension.

Whilst words or verbal communica-
tion (VC) only account for 7% of trans-
mission, tone of voice is estimated to
convey 33% and body language or
non-verbal communication (NVC) 60%
of the message. If VC and NVC are not
congruent, it is the non-verbal elements
(such as facial expression, body pos-
ture and gestures) that will be believed.
Sending ‘mixed messages’ can lead
to misunderstandings.

Receiving information involves active
listening to all the elements of com-
munication, plus non-verbal and ver-
bal feedback. Attentive listening is
indicated by facing the speaker at the
same level, leaning forward slightly to
signal interest, making appropriate eye
contact, making encouraging sounds or
gestures to continue, and reflecting on
what has been said (Fig. 2). Receiving
mixed messages from patients can help
you to pick up on their 'real’ feelings, for
example the patient who says they are
fine but whose body language is telling
you they are uncomfortable and anx-
ious in the dental setting. A comment
such as ‘“You seem a little on edge this
morning?’ can enable them to verbal-
ise the real message. Wanless provides
the useful acronym SOLER - square,
open, leaning, eye contact, and relaxed
- as an aide memoir for demonstrating
attentive listening.?

Additionally, reinforcement of mes-
sages and a brief summary of the main
points help people to remember salient
information.?

PART B - MANAGING PEOPLE
WITH COMMUNICATION
DIFFERENCES

Effective communication is not easy. It

is a complicated process that, like any
skill, can be learned and improved. A
number of parameters and disabilities
can impact on ‘normal’ communication
processes. This section seeks to explore
how communication can be enhanced in
some of those conditions.

Fig. 2 British sign language being ‘spoken’

Table 1 Degrees of deafness

Quietest sounds L
Degree of deafness heard, in decibels Possible impact
Mild 25-39 Difficulty following speech in noisy situations
Moderate 40-69 Difficulty following speech without a hearing aid
Severe 70-94 Rgllant on lip-reading even with a hearing aid. -
Sign language may be preferred mode of communication
Profound >95 Sign language may be preferred mode of communication

Anxiety and communication

A large proportion of the general popu-
lation reports feeling anxious in the
dental setting.’> Anxiety can impact on
the complex process of communication,
making it more difficult to hear, retain
and comprehend information. Wherever
possible, it is prudent to give explana-
tions away from the dental setting, pro-
vide written back-up material that can
be taken away and read at home, and
allow time for questions after a period of
reflection. For people with profound den-
tal anxiety, it may necessitate meeting
them away from the dental environment
for the assessment visit. Domiciliary
visits can be used to good effect in
this situation.

Sensory disability

Communication relies, to a large extent,
on seeing and hearing. If one or other
of these sensory systems is impaired,
the communication process can also
be impaired. This can have a profound

effect on access to dental services by
complicating the appointment mak-
ing process. In the dental setting the
ability to ascertain vital information
during history taking, to build patient
rapport and to provide effective pre-
ventive information can be prejudiced.
The communication process can become
time-consuming and frustrating for all
involved if it is not well managed.*

Hearing impairment

What little information there is in the
dental literature regarding the effect of
hearing loss on oral health relates to the
effects of conditions such as Behcet’s
disease® and cleft palate® on hearing.
The best resources for tips on commu-
nicating with deaf people are available
on the Royal National Institute for Deaf
People’ and the Royal Association for
Deaf People® websites.

Deaf is a general term used to refer to
people with all degrees of hearing loss,
with the level of deafness defined by the

12

BRITISH DENTAL JOURNAL VOLUME 205 NO. 1 JUL 12 2008

© 2008 Macmillan Publishers Limited. All rights reserved.



PRACTICE

quietest sound a person can hear (Table
1). Hearing impairment or deafness can
be congenital, inherited, or acquired
throughout life as the result of accident,
disease, or as part of the ageing process.
It effects approximately 9 million people
(one in seven of the UK population), with
most of them having developed a hearing
loss with age. Around 2% of young adults
are effected by hearing impairment,
whereas it is estimated that this rises to
5500 for people aged 60 years and over.

Additionally, it is estimated that one
in five people experiences some degree
of tinnitus - ‘a sensation of ringing in
the ears, or other head noises, perceived
in the absence of any external noise
source.” Noises may occur unilaterally
or bilaterally, be intermittent or contin-
uous, and vary in pitch from a low roar-
ing to a high squealing or whining. It is
often associated with deafness but can
cause trouble with hearing even when
there is no associated deafness.

It can be difficult to recognise deaf-
ness, often referred to as the ‘invisible
disability’, as there may be no visual
clues that the person has a severe hear-
ing loss and profoundly deaf people may
not wear hearing aids. Some deaf peo-
ple carry, and will present you with, a
Hearing Concern Sympathetic Hearing
card. You can assume that the bearer has
a hearing loss and may have difficulty
communicating.® Sign language users
who are deaf-without-speech are often
prepared with pen and paper and may
present you with a pre-typed or hand-
written note. Speech may also give a
clue, as it can sound a little strange as
the individual cannot hear their own
voice and may have learned to speak
never having heard a single word.®

If you recognise a person as deaf, ask
them what their preferred method of
communication is, record it in the notes
and ensure it is used. The way in which
deaf people communicate often depends
on the time in their lives when they lost
their hearing. Those who were born deaf,
or lost their hearing before learning to
speak, will generally be sign language
users. People who have lost their hear-
ing in later life, after they have learnt
to speak, will generally communicate by
lip-reading and speech. Do not assume
that a person wearing hearing aids can

hear what you are saying, as they may
only be able to hear particular sounds or
background noise.

Deafness would appear not to affect
the dental attendance of children, pre-
sumably because they have someone to
make the appointments for them. How-
ever, around two thirds of them expe-
rience difficulties in communication at
the dental visit, including being called
from the waiting room, communicat-
ing with the dentist and/or nurse and
understanding what will take place in
the dental visit.* Communicating with
someone who is deaf or hard of hear-
ing is not difficult. There are a number
of basic rules you can follow to enable
successful communication (Table 2), and
there is a range of communication sup-
port available which can help.

People with hearing impairment may
rely on:

Hearing aids - always ensure that the
device is switched on for communication.
They are often turned off before entry to
the dental surgery, in expectation of the
high-pitched whistling interference that
may occur when in close proximity to
the dentist and some dental equipment.
You may need to ask the individual
to switch the aid back on for periods
of communication.

Lip-reading - by following the gen-
eral communication guidance in Table 2

and speaking clearly in a normal cadence
and tone, it is usually possible for people
to lip read.

Language service providers (LSP)
- includes ‘lipspeakers’ and ‘British Sign
Language (BLS) speakers’. Lipspeakers
repeat what is said without using their
voice, so that lips can be read easily. They
use natural gestures and facial expres-
sions to help the person follow what is
being said, and will also use finger-
spelling if asked. BSL uses manual and
non-manual components such as hand
shapes and movements, facial expres-
sion and shoulder movement (Fig. 2).
Unless someone in the practice can sign,
an interpreter will be needed. Your local
communication services office should
be able to help. If possible, meeting the
interpreter in advance of the appoint-
ment to discuss dental terminology and
interpretation needs is useful.

Other technical aids - there are a
number available that can help over-
come hearing impairments and improve
access to dental care, for example mini-
com (Fig. 3), text machines and induction
hearing loops. There are an estimated
450,000 deaf, hard of hearing, speech-
impaired and deafblind people in the UK
who cannot use a standard telephone.
For them, textphone communications
provide a vital lifeline, along with Text-
Direct and Typetalk.

Table 2 Hearing impairment - tips for improving communication

® Position yourself with your face to the light so you can be seen clearly and face the patient so they can
read your lips. Remove your facemask or wear a clear face shield to facilitate lip reading

® |f you are using communication support always remember to talk directly to the person you

are communicating with, not the interpreter

® Minimise background noise (such as music), distractions and interruptions

® Allow extra time for the person to respond

® |f what you say is not understood, do not keep repeating it. Try saying it in a different way instead

® Speak clearly but not too slowly, do not exaggerate your lip movements, and use natural facial

expressions and gestures

® Avoid jargon and unfamiliar abbreviations

® Resist the urge to shout - it will not help, is uncomfortable for a hearing aid user and looks aggressive

® | ower the pitch of your voice - it is more effective than raising the pitch as people lose high

pitch hearing first

® Use gestures for visual feedback, such as a thumbs up for 'you are doing well'

® Be prepared to write down what you have to say or have pre-prepared written prompts to save time

® Check that the person you are talking to can follow you. Be patient and take the time to

communicate properly

® Make appointments and communicate with the patient through texting
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Fig. 4 Individual recognisable as having
a visual impairment through wearing of
specialised glasses

Hearing dogs - only totally or pro-
foundly deaf people are likely to have a
hearing dog. It is trained to alert them
to everyday sounds such as an alarm
clock, doorbell, telephone, smoke alarm
etc. The dogs communicate by touch and
then lead the individual to the sound
source, providing a deaf person with
greater independence and confidence.

Visual impairment

Visual impairment refers to a visual
disability that cannot be corrected by
spectacles, and includes people entitled
to register as blind or partially sighted,
who have difficulty reading an ordi-
nary-print newspaper, or whose sight
restricts their mobility. The term ‘partial
sightedness’ refers to people who cannot
see clearly how many fingers are being
held up at a distance of six metres or less
(even with their glasses or lenses), and
blindness refers to an inability to see
clearly how many fingers are being held
up at a distance of three metres or less
(even with their glasses or lenses).’
There are an estimated 1.7 million
people over the age of 65 with sight
problems in the UK, representing 90%
of all visually impaired people. Most
of them have lost their sight gradually
and many have an additional disability
or illness. Most visually impaired peo-
ple, even those registered blind, have
some residual sight and only 4% can-

not distinguish between light and dark.
Around 400,000 people are registered as
blind or partially sighted. The symptoms
of sight loss depend greatly on the cause
and can be due to disease, nerve damage
or accidents. Common causes of visual
impairment are set out in Table 3.
People with a visual impairment may be
recognisable because they wear special-
ised glasses (Fig. 4), carry a white stick
and/or are accompanied by a guide dog
(Fig. 5). It is important to ascertain how
much residual vision they have and their
preferred method of communication.
General principles can aid commu-
nication and comfort in the dental set-
ting, for example tactile feedback, such
as a handshake on meeting, guiding the
person through the practice by allowing
them to take hold of your elbow rather
than taking them by the arm, and warn-
ing them if you are coming to any steps
and saying how many. If they have a
guide or assistance dog, check out if
the dog will remain in the waiting room
or accompany them into the surgery.
Dogs of this nature are well trained and
behaved and are not startled by loud or
sudden noises such as the air-rotor or
high volume aspirator.” When speaking
to the individual, face them and ensure
that there is no strong back lighting as
this interferes with residual vision. Keep
them informed of each step in the proce-
dure, especially when there is about to

be a sudden noise or sensation, and try
to describe procedures in terms of how
they will sound, feel, taste and smell."

To communicate effectively with
visually impaired people you need to
consider printed material (including let-
ters, appointment cards and informa-
tion sheets), signage in the practice and
alternative ways of presenting informa-
tion, such as spoken word, cassette or CD
and tactile formats such as Braille. The
Royal National Institute of Blind People
website provides ‘Clear Print’ guidelines
for written materials and signage.'' As
a matter of course, it recommends all
written material being on matt paper in
font size 14 or more with text in mixed
case rather than capitals.

Deafblindness

Deafblind people have a combined sight
and hearing loss which leads to dif-
ficulties in communication, mobility
and accessing information. It has been
described as one of the loneliest condi-
tions in the world. Understanding your
surroundings without sight or hearing
can lead to feelings of isolation and
helplessness, depression and difficulties
with daily living activities.

It is not a common condition, affect-
ing around 24,000 people in the UK.
If the number of older people who are
losing both their sight and hearing is
taken into account, the number of people
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with a combined sight and hearing loss
increases tenfold, with some being totally
deaf and totally blind and others having
some residual hearing and/or vision."? It
is common for people with congenital
deafblindness (eg due to rubella infec-
tion) to have other disabilities, such as
learning difficulties, epilepsy and severe
physical disabilities.

People who are blind and deaf may
carry a white and red cane so that their
disability can be recognised. A signifi-
cant proportion of deafblind people still
have a little useful sight and hearing,
which can be assisted by wearing glasses
and hearing aids. Ask the individual, or
their carer, what their preferred method
of communication is. General princi-
ples for communication with hearing
impaired and visually impaired people
should be used. Remember to approach
them gently, tap their arm to let them
know you're there and never to walk off
leaving the person stranded. Any addi-
tional communication support required
may depend on when the dual sensory
loss was developed. Generally speaking,
people born deafblind are likely to com-
municate through the use of symbols,
objects of reference or sign language and
will require specialist services to meet
their needs. People who have adapted to
visual impairment during their lives and
are now losing their hearing may need to
rely on tactile sign language. Older peo-
ple with hearing loss (whose usual means
of communication relies on lip-reading
or sign language) who are now losing
their sight may require large print ini-
tially, and reach a stage where they too
rely on a tactile form of sign language.

DEAFBLIND UK provides an infor-
mation sheet that provides two simple
methods of sign language in visual form
for easy learning and/or reference - the
‘Block Alphabet’” and the ‘Deafblind
Manual Alphabet’.
with a little sight need information pro-

Deafblind people

vided in large print to be able to read it.
Those who are blind require their infor-
mation in a tactile form such as ‘Braille’
or ‘Moon’. People with residual hearing
may prefer to have information provided
on audio cassette.
Sensory disabilities
and the dental team needs to be pre-
pared to communicate with people who

are common

Table 3 Conditions causing visual impairment

Condition Age group ‘ Predisposition | Impairment Disability
Reading, writing
Both eyes affected and recognising
Central vision blurred/ fac;s/_small objects
) is difficult
Macular S s Often distorted i
degeneration ¥ age-related Light sensitivity Usually retention of
sufficient peripheral
Central blank patch/ vision to get around
dark spot and maintain
independence
Decreased
visual acuity Blurred dist .
urred distance vision
Any age Reduced colour : o
50% of 65-74 Age Difficulty seeing in
Cataracts = contrast 2y
year olds Diabetes Sensitivity to liaht poor lighting
itivi i
70% >75 years and glarey 9 Difficulty reading
Double vision
Diabetic Any age Poorly Blurred/double vision
retinopath Usually middle controlled 'Floaters' in visual field | Difficulty focusing
pathy age onwards diabetes Blindness
) o Sia;os:s}itrz:nel Able to read small print
Glaucoma Lot VI Fam”y hlqury but not large print
5% >65 years  African origin Eventually causes total ;
) . Blindness
loss of field of vision

Fig. 5 Visually impaired person with guide dog being accompanied across the road by a friend

o << 3

have them. Designing changes to the

any acquired brain injury,

however

practice with people with sensory dis-
ability in mind ensures that everyone’s
needs are met.

Neurological deficits

Neurological disease can affect com-
munication in different ways depend-
ing on the function of the area of the
brain affected by the deficit.”® Almost

slight, may cause memory problems,
contributing to language, spatial-per-
ceptual and retention span difficulties.
For most stroke survivors, remembering
old information (from before the stroke)
remains easy, while new learning is dif-
ficult." Commonly occurring neurologi-
cal communication impairments include
aphasia and dysarthria.
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Aphasia

Aphasia is an acquired communica-
tion impairment resulting from damage
to portions of the brain responsible for
speech. It is a disorder that impairs a
person’s ability to process language and
has a huge negative social, physical and
emotional impact on the individual.” It
is more common than multiple sclerosis,
Parkinson’s disease or muscular dystro-
phy, yet several international surveys
reveal that there is low awareness of this
severely disabling condition.'®"

suddenly,
often as the result of a stroke or head

Aphasia usually occurs

injury, but it can also develop slowly,
as in the case of a brain tumour. The
most common cause is stroke, where
23-40% of survivors acquire long-
term aphasia.”® The condition does not
affect intelligence but it can affect all
four modalities of language - reading,
writing,
sion - to varying degrees. Some people
with aphasia have problems primarily
with expressive language (how they
speak), while others have their major

comprehension and expres-

problems with receptive language (how
they understand). The nature of the
problem varies from person to person
and depends on many factors, but most
importantly on the amount and loca-
tion of the damage to the brain. Usually
reading and writing are more impaired
than oral communication.”

The commonly recognised types of
aphasia include:

Global aphasia - the most severe form,
where people can produce few recognis-
able words and can no longer read or
write, leaving them very isolated.

Broca’s aphasia - where individuals
have damage to the frontal lobe of the
brain. Whilst there is better understand-
ing of conversation, speech output is
severely reduced. The limited vocabu-
lary is restricted to short utterances of
less than four words produced with great
effort. Small words such as ‘is,” ‘and’ and
‘the’ are often omitted, leaving speech
open to interpretation. For example, a
person with Broca’s aphasia may say,
‘Walk dog’, meaning ‘I will take the dog
for a walk’. However, the same sentence
could also mean ‘You take the dog for a
walk’ or ‘The dog walked out of the house’,
depending on the circumstances.?

Table 4 Recommendations for communicating with a person with aphasia

® Avoid being condescending, treat the aphasic person as the mature adult that (s)he is

® Choose a quiet place with few distractions. Background noise and more than one person
speaking at once can make it hard to follow a conversation

® Ensure eye contact before starting to speak, so that facial expressions and gestures will provide
clues about the message you are trying to get across, even if (s)he finds the words hard to follow

® Use short sentences; allow plenty of time for her/him to absorb what you have said and to respond

® Be comfortable listening to periods of silence without feeling the need to speak

® Talk with a normal voice but at a slightly slower speed than usual

® Ask direct questions, for example ‘Do you want a cup of tea?"' rather than 'What would you

like to drink?"

® Give only one piece of information at a time

® Check you have both understood. Do not pretend you have understood when you have not

® Repeat statements where necessary and emphasise key words

® |fyou are not understood the first time, try saying the same thing using alternative words

® Do not finish the person's statements for them. However, if they get stuck for long periods

of time, help them to search for words

® Augment speech with gesture and visual aids where possible

® Have a pen and paper handy, as some people can read or write better than they can speak. Sometimes
drawing the message or using other ‘props' (pictures, photographs and real objects) can help

® Ask closed 'ves'/'no’ questions as they are easier to answer than open questions that need a full answer

® Use gestures (thumbs up or down) or point to a symbol (tick, cross, smiley face, unhappy face) to
check meaning, as it is common for people with aphasia to mix related words (such as ‘yes' and ‘no’

or 'he" and 'she')

Wernicke’s aphasia - where damage to
the temporal lobe may result in a fluent
aphasia. Affected individuals may speak
in long sentences that have no meaning,
add unnecessary words and even create
new ‘words’.'®

Anomic aphasia - where people can
understand speech well, but are left with
a persistent inability to supply words for
the things that they want to talk about.
Sometimes the impairment can be so
subtle that it only manifests itself when
the patient is put into unfamiliar or
stressful surroundings and the language
consists of ‘low frequency’ words that
(s)he would be unlikely to come across
in everyday life.”

Aphasia affects each person differ-
ently and their communication difficul-
ties can also change from day to day or
even hour to hour. They are likely to be
worse when tired or under pressure,?
and guidance from several aphasia asso-
ciations recommend a number of strate-
gies for communicating more effectively
with people with aphasia.'®**?! Table 4
It is
important to recognise and understand

outlines their recommendations.

the type of aphasia a person has and
how it affects their communication, and
to adapt techniques accordingly.

Dysarthria

Dysarthria is a collective name for a
group of speech disorders resulting from
neurogenic disturbances in muscular
control and resultant paralysis, weakness
or unco-ordination of the speech muscu-
lature.” It can cause problems in both
articulation and resonance for patients
with a variety of different neurologi-
cal conditions, including cerebral palsy,
multiple sclerosis, motor neurone disease
and stroke. All types of dysarthria affect
the articulation of consonants, causing
slurring of speech. This can be especially
debilitating at a time when communica-
tion with friends, family and healthcare
workers is vital.” The intelligibility of
the dysarthria depends greatly on the
extent of the neurological damage.

The specific type of dysarthria associ-
ated with Parkinson’s disease is known as
‘hypokinetic dysarthria’. Problems with
articulation are paired with a charac-
teristic mask-like facial expression due

16
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to the rigidity of the facial musculature.
Reduced respiratory support for speech
and rigidity of the muscles of respiration
results in reduced volume and a mono-
tone, breathy, whispery or harsh voice
quality.** The main features that make it
distinct from other types of dysarthria
are the difficulties experienced in initiat-
ing speech, which can lack fluency, with
frequent pauses, word blocks, repetition
of syllables and a sound or word followed
by short rushes of speech. It is important
to be aware that speech can be affected by
the timings of Parkinson’s medication.?®
Speech is easier to follow during the ‘off
periods’, that is, while the medication is
working and the symptoms are ‘switched
off” or at least reduced. Negotiating the
optimum time for an appointment by pin-
pointing and avoiding problem times will
aid communication.

Tips for the listener

Communicating with a person with dys-

arthria can be facilitated by following

these guidelines:

® Ensure the person only does one
thing at a time, as performing two
tasks simultaneously (eg walking and
talking) is difficult for people with
neurological impairment

® Reduce distractions and
background noise

® Give the person time to reply

® Watch the person as he or she talks and
avoid writing notes simultaneously

® Let the speaker know when you have

s B oty

Fig. 6 Individual using a mouse to operate the computer for communication by e-mail

difficulty understanding him or her
and do not pretend to understand

® Repeat the part of the message
that you understood so that the
speaker does not have to repeat
the entire message, only the bit
you did not catch

® [f you still do not understand the
message, ask yes/no questions if pos-
sible; have the speaker write his/her
message to you; or consider an alter-
native communication method.

Alternative or augmentive
communication

When communication needs cannot be
met through speech, non-verbal com-
munication can help to reduce the frus-
tration and stress of being unable to
communicate. By alleviating the pres-
sure to speak, alternative and augmen-
tive communication (AAC) allows the
person with speech difficulties to be
more relaxed and come across in a more
intelligible manner.
AAC aids include:
® Low technology devices - such as
notebooks and pencil, charts with
pictures, symbols, letters or words
® Wireless or wired amplification
- which can be used to increase vocal

loudness and decrease voice fatigue

® Email - using trackballs and mice
(Fig. 6) designed for ease of operator
use if there is associated spasticity
of the limbs

® Specially adapted computers - which

may be programmed with voice recog-
nition software or voice synthesisers

® Electronic voice output devices - for
example light writers, which are
small portable text-to-speech com-
munication aids specially designed to
meet the particular needs of people
with speech loss and progressive
neurological conditions (Fig. 7)

® Palatal lift devices? - a combination
palatal lift and augmentation dental
prosthesis with modified base-plate to
improve articulation by lowering the
palate to aid pronunciation
of consonants, and by displacing
the soft palate to eliminate the
hyper-nasality and emission of air
during the production of oral
consonant sounds.

Some conditions associated with com-
munication disorders are lifelong and
are associated with learning disability
or learning differences, such as autistic
spectrum disorders.

Autistic spectrum conditions

Autism is a lifelong developmental dis-
ability that appears in infancy, typi-
cally within the first three years of life,
and persists throughout life. It affects
the areas of the brain controlling lan-
guage, social interaction and creative
and abstract thinking, and affects the
way a person communicates with, and
relates to, people and the world around
them.* It is one of the range of disor-
ders now referred to under the umbrella
term ‘autistic spectrum disorders’ (ASD).
The aetiology of ASD is unknown, but
there is evidence of an inherited link,?’
and an association with other conditions
such as birth trauma, tuberous sclerosis
and fragile X syndrome.?® There are over

v o

Fig. 7 A lightwriter used as a text to
speech communication aid by people
with speech loss
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half a million people with autism in the
UK (1 in 100), with a male to female ratio
of 3.5:1.%° There is no cure for autism,
and the treatment/management goal is
to achieve independence in daily living
activities and self-care, through special-
ist education, behavioural strategies and
creation of a highly structured environ-
ment.”® Medication is often used to man-
age specific behavioural challenges.”

Triad of impairments

ASD spans a continuum of severity of
conditions. Classic autism is the most
severe of the three commonest forms of
ASD. In the middle is pervasive devel-
opmental disorder (PDD), a diagnosis
given to people with more social activity,
higher empathy and greater interaction
and communication skills than autism.
At the other end of the scale, children and
adults with relatively normal language
skills and intelligence, but who display
poor social skills and decreased ability to
show empathy, are given a diagnosis of
Asperger’s syndrome (AS).>°32 All these
conditions are defined by a combination
of three things, referred to as ‘the triad of
impairments’.?® These core features are:
® Qualitative impairment in reciprocal
social interaction, especially relating
to other people and understanding
social situations
® Qualitative impairment in communi-
cation, particularly with verbal and
non-verbal communication
® Qualitative differences in imagina-
tion, leading to literal interpretation
of language.

As a result of these features there
is a markedly restricted repertoire of
activities and interests that can result
in obsessive, repetitive behaviour and a
strong resistance to change. These char-
acteristics are described exceptionally
well in Mark Haddon’s novel The curi-
ous incident of the dog in the night-time,
where the 15 year old ‘detective and
narrator’ has Asperger’s syndrome. He is
described thus: ‘He knows a very great
deal about maths, and very little about
human beings. He loves lists, patterns
and the truth. He hates the colours yel-
low and brown and being touched. He
has never gone further than the end of
the road on his own...”*

Life for a person with ASD has been
described as ‘a confusing, interacting
mass of events, places, sounds and sight.
There seems to be no clear boundaries,
order or meaning to anything.?® This
confusion arises partly from sensory
differences,’ resulting in either hyper-
sensitivity or hyposensitivity to ‘normal’
stimuli of any of the sensory systems,
including sound, touch, pain and light.
These differences can interfere with
daily living in many ways, ranging from
failure to recognise a familiar environ-
ment if approached from a different
direction, to finding it difficult to func-
tion in a noisy, crowded room. Sounds,
visual stimuli or vestibular stimuli (such
as strong smells) can cause pain, confu-
sion and fear or panic, leading to an ina-
bility to cope in many situations.”® For
the individual with ASD, reaction to pain
may vary from almost complete insensi-
tivity, to an over-reaction to the slightest
touch.’® They may exhibit sensitivity to
a bright or flickering light, over-reac-
tion to hot and cold, intolerance of cer-
tain smells, especially cleaning fluids
and perfumes,”® and a painful reaction
to loud or high noises, such as the tel-
ephone ringing or machinery operating.
Sainsbury, a writer with AS, likens it ‘to
living with the volume of a particular
sense being turned up too high'.*”

Behaviour

People with autism do not understand
the unwritten social rules which most of
us pick up without thinking, for exam-
ple they may stand too close to another
person or start an inappropriate subject
of conversation. They have to learn what
most of us know intuitively.*®

Their inability to interpret or predict
the behaviour of others via tone of voice
or facial expressions may lead to social
conflict, isolation and engagement in
solitary activities. For example, people
with Asperger’s syndrome commonly
demonstrate unusual interest in systems
that operate according to immutable
rules - such as train timetables, num-
bers and letters, movements of the plan-
ets, escalators and elevators - that are
pursued with great intensity.*®

It is worth exploring these interests
during history taking, as sometimes
they can be used to connect to the dental

environment, or as a reward for manag-
ing the dental situation.

Blackburn® describes life as being
like watching ‘a soap opera with the vol-
ume turned off and when the characters’
actions become sudden and unpredictable,
you cannot read their behaviour, which
comes across as very threatening and
frightening most of the time’. In search
of ‘stability’ to provide reassurance and
a coping mechanism, adults with ASD
characteristically develop and depend on
routines, rituals and continuity.?® Such
ritual behaviours include flapping hands,
rocking, flicking fingers and grimacing.
This seeking of stability may, in part,
explain their resistance to change.

Despite looking calm, most people
with ASD have anxiety levels that are
normally verging on pathogenic. The
sensitivities to stimuli mean individu-
als can easily reach a point of ‘sensory
overload’ which can lead to them ‘shut-
ting down’ and ‘withdrawing’.>®> Sensory
overload can also manifest itself as irri-
tability, pacing up and down, covering
ears with hands, or more challenging
behaviour such as screaming, excessive
spinning or rocking, head banging, self
injury or destructiveness.*

Communication

Cognitive impairment is evident in
approximately 70% of people with autism
and is severe in 409%.*° Hence, com-
pleting tasks which require reasoning,
interpretation, integration or abstraction
is difficult for many people.*! However, it
is important to remember that difficulty
in the area of communication is a fun-
damental part of ASD itself. People with
autism have difficulties with both ver-
bal and non-verbal language. There is a
very literal understanding of language
and a tendency to think people always
mean exactly what they say. People with
ASD can find it difficult to use or under-
stand facial expressions or tone of voice,
jokes and sarcasm, and common phrases
and sayings.*' Because of the inability
to translate inference, language needs
to be precise, exact and honest, or oth-
erwise it will be interpreted as lying
and trust will be lost. It has been said
that people with ASD are lied to every
day, and from their perspective this is
the case.*?
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Some people with autism have no, or
fairly limited, speech. They will still
usually understand what has been said
to them, but may prefer to use alterna-
tive means of communication, such as
sign language or visual symbols - with
Makaton sign language*® and the Pic-
ture Exchange Communication System**
being the most commonly used. People
with good language skills may still find
it hard to understand the give-and-take
nature of conversations, preferring to
indulge in one-sided talk rather than
back-and forth conversation.” In addi-
tion, there may be persistent question-
ing, or confusion and use of made-up
words (neologisms); involuntary repeti-
tion of what has just been heard (echo-
lalia); repetition of things heard in the
past, such as radio and television dia-
logue (delayed echolalia); or talking at
length about their own interests. All
these phenomena tend to obscure the
meaning of their speech.?

Meaningful communication can be
encouraged by dealing with one idea at
a time and providing reassurance that
you have understood and do not need
a repetition. An effective communi-
cation strategy is to agree a concrete
means of showing whose turn it is to
speak, for example the person holding
the pen speaks, then hands it to other
person when it is their turn to speak.?®
It also helps to speak in a clear, consist-
ent way and give people with ASD time
to process what has been said to them.
Verbal communication is not always the
best form and some people prefer a non
face-to-face form of communication. In
this situation email and text messages
can be helpful.

Oral health

People with ASD are at higher risk of
dental disease than the general popu-
lation, due to the side effects of long-
term medication, including xerostomia,

gingival hyperplasia and caries;?’ the
use of sweets as behavioural rewards;
difficulties with oral hygiene; dietary
limitations; and rigid individual food
fads.”” Additionally, dental attendance
can be a major challenge for the indi-
vidual and their carers/families. The
combination of a busy waiting room,
unfamiliar staff, lights shone at the face,

noisy equipment, the feel of cold instru-
ments and water spray in the mouth,
and the strong taste of mouthwash or
toothpaste all have the potential to
cause sensory overload and meltdown or
challenging behaviour.*®

Provision of oral health care

ASD is common and it is likely that the
dental team will encounter people with
autism. An understanding of its char-
acteristics and how to adapt to them
enhances the delivery of oral care. Care-
ful preparation for the dental visit that
takes the communication and behav-
ioural issues into account can help the
individual, the carer/family and the
dental team to cope.

Preparation for the visit

New experiences can be challenging for
people with autism, but they need not be
a problem if properly planned.*® A leaflet
designed to give patients, their carers/
families and dentists the information
they need prior to a dental visit can be
downloaded from the National Autistic
Society (NAS) website.*® For patients, it
recommends a preview or practice visit
at a quiet time of the day to allow famil-
iarisation with the dental environment,
equipment and staff without receiving
any treatment.

For carers, it advises compiling a
‘social story book’ of photos or pictures
for use at home, to show the stages of
visiting the dentist. It may start with
leaving home and getting in the car, and
should cover all the different steps so
the person learns what is coming next so
that there are no surprises. The NAS rec-
ommends including a ‘reward picture’ at
the end (such as a favourite activity) so
the patient knows there is something to
look forward to. They also advise that in
most situations, it is better to inform the
individual of the visit as early as pos-
sible and use visual supports, such as a
calendar, to chart the impending visit.

For dentists, the leaflet includes a tear-
off sheet, which aims to identify any par-
ticular trigger areas which have caused
problems previously whilst receiving
dental treatment, or any particular pho-
bias or fears such as moustaches, per-
fume, or particular colour clothing. It
also asks questions about the preferred

and most effective method of communi-
cation for that person. Strategies such as
allowing the person with autism to bor-
row non-essential equipment, such as a
mirror and safety glasses, to allow them
to examine them and desensitise their
use in the safety of their own environ-
ment, increase the likelihood of a suc-
cessful dental visit.*

The visit

Routine is important for people with
autism; it provides stability and helps
them to cope. Creating a routine that is
followed at every dental visit is valu-
able. This may involve the same route
from home to the practice, into the prac-
tice and seeing the same staff in the
same uniforms in the same surgery. The
patient’s carer will be able to provide
guidance on the best means of com-
munication for the individual, such as
use of symbols and/or photographs and
managing one concept at a time. They
may bring pre-prepared simple relevant
visual aids for use at the appointment.
No matter how articulate an adult with
a higher functioning ASD may appear to
be, assume that they will struggle with
some aspects of the consultation and
take this into account in your approach.*
The balance that needs to be achieved
is to respect the patient as an adult
and communicate directly with them,
but to do so in a way that has meaning
for that individual.

The Learning resource on autistic spec-
trum conditions for primary care advises
practitioners to use clear, simple lan-
guage with short sentences; avoid idioms,
irony, metaphors and words with double
meanings; and use direct requests.*® For
example, say ‘Stand up please’ rather
than ‘Can you stand up?’ The latter may
result in the person remaining seated
or answering ‘yes’ because they have
not realised they are being asked to do
something. Also, it is important not to
use gestures or facial expressions with-
out verbal instructions, as these may not
be understood. People with ASD rarely
make eye contact, but this does not mean
that they are not listening. They usually
find it difficult to understand another
person’s perspective, and whilst they
may not understand what you intend to
do, they may expect you to know what
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they are thinking. Also, it is important
to ask for the information you need as
they are unlikely to volunteer it without
being asked.

The behaviour exhibited by an adult
with an ASD will be affected by a number
of factors, both directly and indirectly
related to the appointment. Factors
including their present state of health,
the disruption caused to their routine
by the appointment, the problems they
may have encountered en route, and
the stress at the social demands being
placed on them,* precede the chal-
lenge of being examined and tolerating
physical contact.

Minimising waiting times, by giving
the first or last appointment of the day,
reduces stress. If possible, find a small
side-room or quiet area where the person
and their carer/family can wait. They
may prefer to wait outside, in the car,
and be called in when the health pro-
fessional is ready. If the appointment is
likely to be delayed, the family may wish
to leave the building completely and
return at a later agreed time. Assistance
or service dogs are increasingly being
used by people with autism (particularly
children and adolescents) to provide a
calming influence, a sense of security
when accessing different environments
and affording the individual more inde-
pendence and autonomy.* If an individ-
ual is accompanied by an assistance dog,
it will need to be accommodated in the
dental surgery during treatment.

Always keep background noise to a
minimum and warn the patient before
you touch them. It is essential to explain
what you are doing and why in simple
short sentences, and decide on a clear
and agreed stop signal. It may be nec-
essary to enlist the carer/parent’s help,
but it is important not to overload the
patient with several people speaking at
the same time.”” The bright overhead
light can be masked by providing tinted
safety goggles and the noise of the hand-
pieces can be camouflaged using a walk-
man, or earplugs if the patient prefers.*
Other tactics that help the person to cope
include the use of a time indicator such
as visual sand-timer or a watch alarm
to help them realise that the experience
has a time limit, and use of a stress ball
or comforter as a distractor.

Fig. 8 Ritualistic behaviour of hand-flapping
to achieve stability associated with autistim

During treatment some patients might
withdraw, ie put their fingers in their
ears or use other ‘stim’, such as flapping
their hands, flicking their fingers, rock-
ing or making noises (Fig. 8). This kind
of behaviour is calming to the individ-
ual, helps them to cope and should not
be stopped unless absolutely essential.*®

People can have an atypical hypersen-
sitive or hyposensitive response to pain
and may have an unusual response to
pain such as laughter, humming or sing-
ing.* It is important to ask the patient to
report any pain, to believe what they say
and respond accordingly.

Whatever the cause of communica-
tion differences, strategies for success
all rely on knowledge of the individual
patient and the ability to tailor your
approach to their needs and anxieties so
that potential problem areas and triggers
for overload can be avoided.

The illustrative material used in Figures 2, 3, 4,
5, 6 and 8 is credited to www.JohnBirdsall.co.uk.
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