Introducing Facilitated Communication Training:

An Action Research Project

Jackie Dearden

Thesis submitted to the University of Nottingham for the

degree of Doctor of Applied Psychology (Educational)
August 2005



Resilience: A study of risk and protective factors from the

perspective of young people with experience of Local Authority

Care
(Page 238)
Research Project submitted September 2003

Effective Multi-Agency Working: A high profile case study that
resulted in a positive outcome for a young person in public care
(Page 318)

Research Project submitted February 2003

Dissemination and Impact Evaluation
(Page 372)
Submitted August 2005



INTRODUCING FACILITATED COMMUNICATION TRAINING - AN ACTION
RESEARCH PROJECT

TABLE OF CONTENTS
1. AB S T R A C T o e 1
2. LITERATURE REVIEW ... i, e, 2
A. INtrodUCHION .. 2
B. What is Facilitated Communication Training? .............................. 3
C. The Development of Facilitated Communication .......................... 4
|. Rosemary Crossley and Anne McDonald ......................... 4
II. The DEAL CommunicationCentre ..................co.oiiiiiii L. 7
l1l. The introduction of FC to the United States ....................... 9
D. Quantitative Studies Against the Validity of FCT ........................ 11
E. Quantitative Studies Supporting the Validity of FCT .................... 16
F. Qualitative Studies Supporting the Validity of FCT ...................... 25
G. Themes Emerging from Personal Accounts ............................... 26
. Movement Difficulties ..............oooooii 27
II. Assumptions about Intelligence ...l 29
Hl. Independence ... e 31
IV. Emotional sUpports ... e 32
V. Reliable and Unreliable Communication .......................... 33
VI. Facilitator Influence ..., 34
H. Current Theories Applicableto FCT ..., 35
|. Neuromotor Impairments ... 35
[I. Sensory and Perceptual Issues ..., 38
I1l. Movement Differences ..........cooiii i, 39
V. Executive Functions ... 40
L SUMIMIA Y . e s 43
3. METHOD O L O GY . e, 44
A. MethodologiCal 1ISSUES ... e 44

B. Approaches to Studying FCT ... ... e 47



C. Selecting Appropriate Methodologies ...................................... 53

D. ACtiON ReSEAIrCN ... .o e o7
|. Action Research Process Data Collection ........................ 64

. Action Research Process Data Analysis ......................... 64

E. Case StUAIES ......ovii i 64
|. Evaluation Questions ...............ccevii.ll. e, 68

II. Case Study Sample ... 70

IIl. Data Collection instruments and Procedures .................... 70

a. Documentation ... 70

b. Direct and Participant Observation ........................ 71

c. Structured Interview/Self-Report Questionnaires ...... 73

V. Data Analysis of Case Studies ... 74

a. Within Case Analysis ..., 74

b. Across Case Analysis .......cooovii i 75

F. Ethical Considerations ... e, 76
4. RESULT S o e e e e 78
A. Action Research Process ......... e, e e 78
|. Positive Relationships and Commitment ......................... 81

. CommunICatioN ... ... e 81

IIl. Democratic Leadership .........coooiiiiiiii e, 82

IV. Core Cycles of Planning, Acting, Observing and Reflecting ..83

V. Chronology of Sub-Cycles of Activity ... 84
a. ldentifying a Sample Group of Pupils ...................... 84

b. Identifying Budgets for Training ....................... ..., 86

c. Negotiating Training and Support Programme ......... 87
d. Negotiating Budgets for Equipment ........................ 88

e. Negotiating Evaluation Methods and Procedures ...... 89

f. Building Positive Relationships ............................ 91
B. Case study results ... e 94
|. Introduction ....... e e e e 94

. PuUpil @, SChOOl A ..o 96



Hl. Pupilb, School B ......... ... 108

IV. Pupilc, School B ... 124

V. Pupild, School C ... 130

VI. Pupilf, School C ... 138

VII. Pupilg, School C ... 146

VIlI. Across Case Study Results ....................................... 156

a. PupitOutcomes ... 156

b. Adult Qutcomes ... 158

d. ProcessOutcomes ..o, 161

e. Views on Future Provision and Practice ................. 163

S, DISCUSSION 165
A. Effectiveness of Action Research Process .............................. 165

B. Findings from Case Studies .............................. e, 168

. What changes did FCT support? ..., 169

Il. Can Current Theories Explain Why FCT was Supportive?..171

Ill. To What Extent was FCT Supportive?............................ 172

V. Vygotsky — The Missing Link? ..., 174

V. Implications for Future Discourse and Practice ......... e 175

C. Positive Adult Outcomes ... i, 176

D. Reliability and Validity Issues ........................... e e 179

E. Implications for Future Practice ..., 181

F. Implications for Future Research ...l 181

6. REFERENCES ... 183

7. APPENDICES

Appendix 1: Sample of Participants and Responses ....................... 197
Appendix 2: Table of Activities ..., 198
Appendix 3: Analysis of Survey Returns ........................... e, 203
Appendix 4: Criteria for Pilot Sample .................c i 204
Appendix 5: Semi Structured Interview Schedule .......................... 206
Appendix 6: Overview of Training Programme .............................. 207

Appendix 7: Pupil Qutcome FOrmS ... 210



Appendix 8: Total Adult Outcomes Responses ..o, 222

Appendix 9: Total Adult Process Responses ................................. 225
Appendix 10: AAC/FCT groups and organisations ......................... 234
Appendix 11: Facilitation Ladder ............................... 236



ABSTRACT

Background: Facilitated Communication Training (FCT) is a controversial
approach to supporting people with severe communication difficulties. It is one
method of supporting Alternative and Augmentative Communication (AAC). It has
the potential for enabling people with severe language impairments to access
communication aids. The local education authority had experience of enabling a
non-verbal young person with cerebral palsy who uses FCT to access mainstream
education and were open to exploring whether other young people could benefit
from this support.

Aims: To explore ways of Introducing FCT within the local authority in order to
enhance the communication of young people who had been identified as not

having had access to the means of reaching their communication potential.

Method: An action research approach resulted in the implementation of a pilot
project. AAC/FCT was introduced to a group of seven pupils and the adults who
support them through a training and support programme. A case study
methodology was used to analyse the outcomes for pupils and adults.

Results: Action research was found to support the introduction of FCT. Some
pupils showed significant gains through access to AAC/FCT. The majority of adults
reported changes in their knowledge, use and attitudes towards AAC/FCT. Many
attributed this to an increased belief in pupils’ potential.

Conclusions: Action research is an effective process in supporting change. There
IS a theoretical basis for explaining why FCT supports some pupils. The discourse
used to describe FCT could be further supported by using theories that take
account of context (mediated learning and activity theory) and could contribute to
changing the negative historical and socio-cultural discourse associated with FCT.

An effective training and ongoing support programme lead to changes in adults’

practise.
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LITERATURE REVIEW

A. Introduction
The literature on Facilitated Communication Training (FCT) has

developed over the last 24 years. Early reports were largely based on personal
accounts such as Rosemary Crossley and Anne McDonald’s account of how
physical support enabled Anne to communicate. The research literature grew
considerably following the publication of Biklen’s 1990 article in the Harvard
Educational Review. From 1992 onwards many papers on FCT appeared in
academic peer reviewed journals. These were mostly critical of FCT because
the technique was not being ‘proven’ by the application of positivist
experimental methodologies. Qualitative case studies were also being
published by academics but these were highly criticised by the positivist
researchers as not providing empirical evidence or a clear theoretical
framework for FCT. In 1993 media coverage presented FCT as a hoax with the
broadcast of “Prisoners of Silence” on ‘Frontline’ TV in the US.

Despite the increasing criticism from the academic world Crossiey
developed her work at the DEAL communication centre in Australia and Biklen
continued to support and promote FCT at a practical and academic level
through his work at Syracuse University in New York. In 1997 "Contested
Words, Contested Science” was published by Biklen and Cardinal, which
documented qualitative and quantitative evidence to support FCT and
challenged positivist, experimental researchers to introduce protocols into their
testing procedures that would enable FCT users to demonstrate authorship.

One of the most persuasive arguments in support of FCT is that some
users have now become independent in their typing making it more difficult for
sceptics to assert that the users are typing the facilitators words rather than
their own. Users of FCT have also begun to have their accounts published In
journals, books and newsletters. FCT users and facilitators have also presented
at conferences and produced reports and videos.

It is the increasing number of personal accounts that are challenging
professionals to question their assumptions about the competence of people
with severe communication impairments and look again at how FCT is enabling
some people to communicate in a way that they had not previously been able to

at a level which had been assumed as being beyond their abilities.



This literature review will outline the development of FCT and consider
the research evidence in relation to validity. Personal accounts by FCT users
will be reviewed and the current theoretical basis for FCT discussed.

B. What is Facilitated Communication Training?

"Facilitated communication training (FCT) is a strategy for teaching
iIndividuals with severe communication impairments to use communication aids”
(Crossley 1994: 3). It fits within the field of Alternative and Augmentative
Communication (AAC), which aims to provide support to anyone who needs
additional resources In being able to express themselves. Alternative
communication refers to forms of communication that are used instead of
speech, usually when a person does not speak or is unintelligible.
Augmentative communication refers to forms of communication that augment,
or add to speech. Alternative and augmentative communication involve the
same communication aids and strategies.

There are a wide range of communication aids including objects,
pictures, symbols, signs, letter boards, mini typewriters and portable computers
which speak and allow internet access and environmental control. However,
even the most sophisticated devices are operated in similar ways (e.g. pointing,
eye gaze, switches) and require the user to produce a controlied movement
frequently, consistently and on time. Even switches that detect the impulse to
move a muscle, do not resolve interference from larger movements that cannot
be controlled. FCT aims to provide the emotional and/or physical support to
enable the person to use their communication aids.

Essentially FCT involves a facilitator using their hands to support the aid
user to make choices and to communicate. They may support the aid user's
hand, wrist, forearm, elbow, upper arm or shoulder to help them develop
confidence and increased physical skills with the longer term aim of fading the
amount of physical support and reducing dependency on the facilitator. It has
been described as simply providing the physical and/or emotional support
needed for a person to access their communication aid (Crossley and Stanton).
“The ultimate goal is for students to be able to use the communication aids of

their choice independently” (Crossley 1994: 3).



C. The Development of FCT

l. Rosemary Crossley and Anne McDonald
The story of FCT is generally thought to begin in 1977 when Rosemary

Crossley used physical support to help a person with cerebral palsy to achieve
greater control over their movements. Crossley was employed as a teacher at
St. Nicholas hospital in Melbourne, Australia. The hospital was a residential
establishment for children assessed as severely and profoundly retarded. The
term we would use in Britain today to describe these children’s impairments
would be profound and multiple difficulties (PMLD). This is where Crossley met
Anne McDonald.

"On the floor in front of me was the most extraordinary child. About the
length of a four-year-old but skeletally thin, her body was in unceasing motion.
The muscles and tendons on her arms and legs stood our like cords. As she lay
on her side her legs were bent backward, her arms were pushed out behind
her, her head was pushed back between her shoulders, and her tongue moved
In an out continuously” (Crossley 1997: 1).

Anne was thirteen years of age and had lived at St. Nicholas hospital for
more than nine years. She was diagnosed as having cerebral palsy and spent
her waking hours lying on her side on the floor. Crossley initially taught Anne to
communicate “yes" by clamping her tongue between her teeth and holding it
back for “no”. It was not until three years later that Crossley considered helping
Anne extend her communication. Crossley was studying for a graduate
teaching qualification and one of her literacy assignments was to try and
develop a communication system for a hospital resident. “Obviously, | thought,
nobody at St. Nicholas is going to learn to read or type, so | decided to try and
teach a child to use Bliss symbols” (Crossley 1997: 5). A teacher in Canada had
adapted the use of Bliss symbols to teach non-speaking children with cerebral
paisy.

Crossley began by asking Anne to point to objects whilst lying on the
floor, which she did “using her right hand, though slowly and with enormous
effort” (Crossley 1997: 7). The next session Crossley tried to find a sitting
position which enabled Anne to point:

“In order to enable her to point | had to bring her head forward and raise

her right arm. Only when Anne’s upper arm was supported above the table did



she have enough control over her forearm and hand to point clearly to widely
spaced items. My role was to act as a responsive item of furniture, facilitating
Anne’'s movement by moving when she moved, giving input to the extensor
muscles of her arm when flexor spasm made her arm contract across her body,
and constantly repositioning her hips and trunk to try and maintain her body and
head in a straight line. Supporting Anne was neither easy nor comfortable,
partly because she was so short that | had to stoop over, and partly because
her muscle spasm was so strong that it took all my strength to inhibit it.”

“What Anne and | were doing in 1977 later came to be called “facilitated
communication.” At the time, though, | was simply trying to adapt an ordinary
non-speech communication method to a very particular set of disabilities. |
didn’t know whether this would work on Anne, and | certainly wasn't looking at it
as something that could ever be applied to anyone else. It was (and is) simply a
way to help improve someone's ability to point” (Crossley 1997: 8).

Anne could point to pictures and Bliss symbols within a restricted range
of movement. Crossley admits her scepticism regarding Anne’s abilities when
she describes her reaction to being challenged by a friend to test whether Anne
could recognise words. Her first reaction was to state that there would be no
point: “| keep telling you she’s severely retarded’ (Crossley 1997: 10). However,
when she did test her assumption that Anne would not be able to recognise
words she discovered she was wrong. Not only could Anne recognise words
she was soon able to point to words to make sentences which led Crossley to
believe that Anne wasn’t learning language as she went along, "she haad
language which was waiting on a means of expression” (Crossley 1997: 11). In
order to give Anne the greatest means of expression possible Crossiey began
to teach her how to spell. “| would sit Anne at a table with a book propped up In
front of her — the kind of book which has one or two sentences and a picture on
each page. Every time | walked past | would turn the page and read the
sentences on the new page. For good or bad Anne had nothing to do but study
the page until | walked past next” (Crossley 1997: 12) Crossley also
photocopied pages from books and stuck them to the bars of Anne'’s crib (the
children were In their cribs from 4.30 in the afternoon to 7.30 in the morning).
She taught Anne the alphabet using magnetic letters and the Sesame Street

alphabet song.



As Anne developed her communication skills the first of many debates
that continue to surround FCT began. The doctors who had labelled Anne
profounadly retarded declared that she could not be spelling and refused to
observe her. Psychologists tested Anne three months after she had made her
first sentences with word blocks and declared that she was indeed reading and
spelling (they presented Anne with typed text they had written themselves and
was unseen by Crossley, they then asked Anne to answer three comprehension
questions which she answered with Crossley’s physical support). The hospital
paediatrician carried out an assessment using the Denver Developmental Scale
and declared that Anne had the potential of a twelve-month-old. Despite the
disbelief and lack of support for change in the hospital Crossley continued to
provide Anne with reading materials and opportunities to communicate. She
also began teaching 11 other children with cerebral palsy to read and spell.

It wasn't until Anne declared that she wanted to leave the hospital that
the debate about her abilities became a matter for the courts to decide. In order
to leave the hospital Anne had to file an application for a writ of habeas corpus
In the Supreme Court of Victoria. Basically anyone viewed as restraining a
person’s liberty has to produce legal justification for the imprisonment or let the
person go. In May 1979 Anne’'s application for habeas corpus was heard In
court. Now came the questions: Could Anne communicate? If so, had she
communicated a wish to leave the hospital? Crossley reports that the official
position was that Anne was severely retarded and could not communicate. The
positive psychologist’s report had been removed from her file. Anne writes:

‘I couldn’t feed myself when | was sixteen, and thus it was clear | must
have no more |Q than a child who couldn’t feed itself. This was validated by
weighing me. As | was the weight of a one-year-old this must be my mental
age. This would all be very humorous if the measurers had not believed their
results and used them as evidence for why | should be locked up” (Crossley
1997: 21)

The judge accepted that size was not the issue, the supportive
psychologist's report was revealed, a court psychologist observed Anne
achieve “a score In the average range, answering sixty-eight questions correctly
out of seventy five attempted” (Crossley and McDonald 1980: 238) on the

Peabody Picture Vocabulary Test and Anne proved her competence by typing



words in court which had been mentioned to her and not to Crossley. The
Supreme Court of Victoria recognised that Anne’s facilitated communication
was her own. Anne left the hospital in May 1979 and began her fight for the
rights of people without speech.

One might assume that the controversy over FCT and Anne’s abilities
would have stopped there but this was only the beginning. There were after all
another 11 young people who Crossley had been training in the hospital. A
report by a government Committee of inquiry (1980) stated that Crossley’s
training of the children had been inappropriate and harmful and she was
stopped from having any further contact with them. “Immediately after the
report’'s release | was removed from St. Nicholas and Anne was banned from
visiting everyone she had lived with for fourteen years” (Crossley 1997: 23).
This report was finally discredited when it was found that the Committee had
concealed positive test results. Annie’s Coming Out (Crossley and McDonald)
was published in 1980 and added to the concerns about conditions at St.
Nicholas hospital to the extent that the government announced in 1981 that the
hospital would be closed.

Anne’s story illustrates how an innovative, sceptical teacher tested her
assumptions ingrained by society and the labels given to peopie who do not
speak. In the process she found a way of enabling people without speech who
had neuromotor difficulties to communicate with physical support and in so
doing challenged the assumptions held by herself, medics, academics and
society. To deny the effectiveness of FCT would necessitate the denial of
Anne’s capabilities or to see it as a ‘one off’ unique case study that cannot be
replicated.

lI. The DEAL Communication Centre

While Crossley was still teaching at St. Nicholas Hospital a group formed
to support her and the children she was teaching. "We hoped to provide them
with a new deal, so we called the group DEAL and decided it stood for Dignity,
Education, Advocacy, and Language, all the things the children needed”
(Crossley 1997: 62). In 1986 the DEAL Communication Centre was opened as

Australia’s first centre devoted to developing communication for people without

speech.



Crossley has documented many case studies in her book “Speechless —
facilitating communication for people without voices” (Crossley 1997). She
presents strong arguments about movement differences and difficulties, which
iInhibit communication; the importance of training facilitators; the nature of
communication and the redundancy of 1Q testing. Not surprisingly, such strong
views and challenges to long held beliefs about disability and testing fuelled the
controversy surrounding FCT. The central question of authorship (Are disabled
people really the authors of what is being typed with facilitation?) has
dominated the controversy.

The first published investigation occurred at the DEAL Communication
Centre when the Australian Victorian Community Services Minister initiated a
review In response to criticism from an Interdisciplinary Working Party (1988)
who according to Biklen (1993) was an “ad hoc group of psychologists, speech
specialists, educators and administrators” (Biklen 1993: 11). The Working Party
was critical of the practice and reported outcomes at the DEAL Communication
Centre, particularly in relation to Crossley’s work with children and adults with
autism.

A government inquiry entitied “Investigation into the Reliability and
Validity of the Assisted Communication Technique” was carried out by the
Intellectual Disability Review Panel (1989). This quantitative experimental study
involved two different procedures. The first required the communicator to
answer questions that were the same or different to their facilitator. The second
required the communicator to tell their facilitator what gift they had been given
by the experimenters. The results are summarised as follows:

“The validity of the communication while using the ‘assisted
communication technique’ was demonstrated in four of the six clients who
participated in the two studies. Under controlled conditions the data clearly
indicated that the communication of one of the three clients was valiqated using
the ‘assisted communication technique’. The communication of the three clients
who participated in the message passing exercise was also validated. The
validity of the remaining two clients’ communication when using the ‘assisted
communication technique’ was not established. However, the absence of data
on these occasions does not automatically imply that the clients are not capable

of communication. In all three cases of the controlled study, client responses



were Iinfluenced by the assistant. Influence occurred with a client who
demonstrated valid, uninfluenced responses to other items. It appeared that a
given assistant could influence some client responses and leave others
uninfluenced” (Intellectual Disability Review Panel 1989 p 40).

The review panel concluded that the study provided support both for
those who support assisted communication and those who doubted it. The
DEAL Communication Centre was able to continue to provide support and
extend their work to include a wider client group of children and adults with
autism. It was through Crossley’'s work with people on the autistic spectrum that
Doug Biklen became involved in facilitated communication.

lll. The Introduction of FC' to the United States

Douglas Biklen, a professor at Syracuse University in New York and an
advocate of inclusion for disabled people received a letter from Australia
claiming that Crossley was eliciting “high-level” communication from students
with autism. He states quite clearly that he was sceptical about such a claim:

“| did not know what to think about this claim. it seemed conceivable to
me that Crossley and her colleagues had happened on a few people with
autism for whom such communication was possibie. But it made no sense that
people with autism who had been classified as severely intellectually disabled
would have normal or even near-normal literacy skills. By definition, people with
autism who do not speak or speak only a small range of phrases are referred to
as “low-functioning” and are thought to have severe intellectual disability as well
(Rutter 1978) ... The letter about Crossley was baffling, so much so, that,
whether consciously or not, | put it out of my mind for a year and a half” (Biklen
1993: 2).

Biklen did however visit the DEAL Communication Centre where he met
Jonothan and David, two students with autism who were using FCT to
communicate. It is quite clear from Biklen’s account of this visit that his
assumptions about the abilities of people with autism were significantly

challenged by what he withessed. Biklen notes: “Jonothan and David produced

e —— S S - S

' Differences in the use of FC (facilitated communication) as opposed to FCT (facilitated

communication training) began when Biklen referred to the approach as FC, which has become
the popular term in America. This study has intentionally used FCT to refer to this teaching

strategy as the methods used have been directly based on those developed by Rosemary
Crossley
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only a few sentences in the several hours that we were together. But when they
typed, they did so fairly quickly, without hesitation, and independently (with just
the hand on the shoulder)” (Biklen 1993: 1).

In order to develop a better understanding of how facilitated
communication worked Biklen returned to Deal in 1989 and conducted a
gualitative study involving 21 students and their supporters. He used
observations and interviews to gather data, which he coded to identify
categories and generate themes and hypotheses.

In terms of authorship Biklen noted numerous instances of independent
communication: “A dozen students were observed typing phrases
independently. Six of them communicated independently (without hand support
on the arm or hand) much of the time, with at least two different facilitators. Of
those who typed independently less often or not at all, nearly all had only
recently been introduced to facilitated communication™ (Biklen 1993: 27).

Observations of people who Crossley was seeing for the first time
“startled” Biklen. For example, Louis, a 24 year old who had very little facial
expression and spoke in phrases that did not make sense demonstrated his
linguistic ability by typing “IM NOT RETARDED ... MY MOTHER FEELS IM
STUPID BECAUSE IH (he backspaced this and crossed out the H) CANT USE
MY VOICE PROPERLY ... HOW MUCH IS A CANNON?” (Biklen 1993: 9).

The themes identified by Biklen included the following:

o Communication is not always easily facilitated

o Students often had difficulty communicating with more than one or two
facilitators

a Students may refuse to communicate at particular moments, in particular
situations, with certain people or at specific times

a Some students are independent in some situations but dependent in others

0 Some students produce obviously incorrect information

o Facilitators often find themselves inadvertently cuing students to letters,
words and statements

o Communication varies between individuals despite having the same

facilitator

o Facilitators assume competence in the communicator
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Biklen’s reports that his observations “forced” him to redefine autism. He
could not ignore the demonstration of unexpected literacy skills by autistic
students previously described as severely intellectually disabled. Upon his
return to the United State he wrote up his study of students at DEAL, which was
published in the Harvard Education Review in 1990. He also began his own
training programme on facilitated communication at Syracuse University. This
was when FC became popular in the United States and the scientific debate
began In earnest. As Crossley describes “Biklen’s article spurred the
establishment of facilitated communication programs across the United States
and Canada. While Biklen covered the down side of facilitation and said it was a
technique to be used with care, these caveats were generally overlooked in the
enthusiasm to release those imprisoned in silence. Thousands of individuals
labelled autistic or intellectually impaired were soon using communication aids
with facilitation” (Crossley 1997: 251).

The problem with this upsurge in FC in the United States was that many
people began introducing it without training and support providing a wealth of
opportunities to discredit the strategy. As Mayer Shevin says: "It is very easy to
facilitate very badly” (Shevin 2003 personal communication at TASH
conference).

D. Quantitative Studies Against the Validity of FCT

Seven months after Biklen’s article was published in the Harvard
Educational Review, criticisms of FC were reported in the press. One headline
In an Australian newspaper read, “experts slam disabled ‘charade™ (Heinrichs
1991). Cummins is quoted as saying: “It's time to call a halt to the charade ...
an apparent cult of deception or illusion” (Heinrichs 1991: 1). Cummins and
Prior raised three concerns:

1. The facilitator is wittingly or unwittingly influencing the communication
to the extent that it is the facilitator's words which are being
communicated and not the communication users. They equated FC
with the “Clever Hans Phenomenon” (Sebeok & Rosenthal 1981) in
which a horse counted by responding to unconscious cues from its
master.

2. FC has never been empirically tested and therefore has not been

proven valid.



3. The claims about FC contradict 50 years of research into autism and
developmental disabilities.

A spate of controlled studies in the positivist tradition began appearing in
peer-reviewed journais In the United States from 1992 onwards. The first and
perhaps most citied study was carried out at a New York mental retardation
institution by Wheeler, Jacobson, Paglieri & Schwarz (1992, 1993). In this study
12 people labelled autistic, who had been using facilitation for five months or
more were shown coloured pictures of familiar objects and asked to type the
name of the objects under three conditions (unfacilitated, facilitator being shown
the same picture, facilitator being shown a different picture). Unfacilitated
responses were reported to be nonsense. When the facilitator was shown the
same picture 14 out of 60 responses were correct. When the facilitator was
shown different pictures 12 out of 60 responses correctly named the picture the
facilitator had been shown but 0 out of 60 correctly named the picture the
communication user had been shown. The overall performance was therefore
poor and provided evidence of facilitator influence.

Several subsequent studies contributed to the bank of poor results using
experimental procedures. For example, Kiewe (1993) replicated the picture
naming procedure of the Wheeler et al (1992, 1993) study and reported: “any
appearance of communication during the experiments came from the facilitators
rather than from the patients” (Klewe 1993: 565). Regal, Rooney & Wandas
(1994) simplified the task by asking participants to point to shapes and numbers
but all the responses were judged to be no better than chance.

Gina Green, Director of Research of the New England Centre for Autism
IS widely quoted as an authority on research into FC — her reviews of 12 studies
published in 1992 and 25 studies published in 1994 have been widely used in
the United States and Britain as evidence of the invalidity of FC. Green reports
that out of a possible 146 opportunities for subjects to communicate via FC only
three responses could be attributed to the subject and not the facilitator (Green
1992) and that out of 226 possible subject responses only 12 could be
considered unexpected demonstrations of skill (Green 1994). She criticises the
methodology used by qualitative researchers as being “strictly descriptive, not
experimental and employed no objective measurement or procedures to

minimise observer bias” (Green 1994b). She draws parallels between FC and
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“ideomotor responses that direct dowsing sticks and Ouija Boards” (Green
1994Db).

Hudson (1995) was very critical of Crossley’s work in Australia. He cites
early experimental studies, which collectively refute the claims made by FCT
proponents. He was most critical of there being no theoretical base or coherent
theory to support the use of FCT.

Jacobson, Mulick and Schwartz (1995) added to the negative academic
reviews of studies stating: “Relevant controlled, peer-reviewed, published
studies repeatedly show that, under circumstances when access to information
by facilitators is systematically and tightly manipulated, the ability to produce
communication through FC varies predictably and in a manner that
demonstrates that the content of the communication is being determined by the
facilitator” (Jacobson et al 1995: 6). They report that among 126 subjects there
were only 4 possible instances of FC success. They argue that FC “is a
pseudoscientific procedure serving antiscientific ends” (Jacobson et al 1995: 7).

Simpson and Myles (1995) expanded the review of studies started by
Green in 1994. They reported that across 14 controlled studies involving 43
elicitation tasks, only 2 tasks showed any possible FC effects.

One of the latest reviews of published studies has been summarised by
Mostert (2001) who states that his review findings support the conclusions of
previous reviews (namely Jacobson et al 1995) and discounts the claims of two
studies purporting to offer empirical evidence to support FC using control
procedures. He reportedly reviewed studies that took place after 1995. In fact
16 studies he reviews were published in 1994 and 1995 and only 13 studies
were published in 1996, 1997 or 1998. He was therefore not reporting on
completely new studies and included studies that had appeared tn other
reviews. Is it therefore surprising that he draws similar conclusions? His bias
towards quantitative experimental methodology is evident when he refers to
iIncluding “methodologically unsound” studies “because a central issue In
evaluating the efficacy of FC revolves around proponents’ use of
methodologically suspect means to claim FC as a successful intervention”
(Mostert 2001: 290). He classified the studies into three groups:

1. 19 studies which provide one or more control procedures and which

refute FC claims (53 outcomes refute FC and 2 are supportive)
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2. 6 studies which provide one or more control procedures supporting FC
claims (9 outcomes refuted FC and 8 supported)

3. 4 studies with no control procedures and supporting FC (0 outcomes
refuting FC)

The types of control procedures used included:
* Facilitated and independent responses
* Naive and informed facilitators
 Sighted and unsighted facilitators
* Inter-observer evaluation of subjects responses
* Verbal stimuli pre-recorded delivered simultaneously via headphones
to subject and facilitator
 Random presentation of stimulus and distracter pictures to subjects
and facilitators
* Visual and auditory labelling tasks
e Some tasks re-administered in reverse order to facilitator and subject
and different degrees of facilitator support levels (none, medium, full).
Mostert summarises his review by stating: "generally it appears that there
is a tendency for studies with several control procedures to refute FC claims,
those with fewer control procedures to produce mixed results, and those with no
control procedures to support FC claims” (Mostert 2001: 305). He then goes on
to refute the claims of two studies with control procedures that were supportive
of FC (Cardinal et al 1996, Weiss et al 1996) claiming that the “results are much
more likely the artefact of methodological problems than an accurate
representation of persuasive evidence” (Mostert 2001: 311). He concludes: “the
results of the review support and confirm the conclusions reached by previous
reviewers of the empirical FC literature” (Mostert 2001: 311).

So why is it that the results from the positivist researchers experiments are
overwhelmingly negative. How can/should these results be explained or
interpreted?

One factor to be considered is that different studies are reported differently
depending on the author’'s viewpoint. For example, the IDRP (1989) study is
reported by Jacobson et al (1995) to have found that two out of three subjects
could not communicate with FC, this is only correct if reporting on half of the

study. What the whole study actually found is summarised in this direct quote:
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“the validity of the communication while using the ‘assisted communication
technique’ was demonstrated in four of the six clients who participated in the
two studies” (Intellectual Disability Review Panel 1989: 40).

Another factor to be considered is the quality of studies quoted by
reviewers such as Green (1992, 1994), Jacobson, Mulick and Schwartz (1995)
and Simpson and Myles (1995) and Mostert (2001). Some studies involved
participants who only received training in FCT as part of the studies, in other
words the participants and the facilitators were not practised users and
facilitators (Eberlin, McConnachie, Ibel & Vope 1993, Smith, Haas & Becker
1994). For example, despite Mostert recording that the subjects and facilitators
were experienced with FCT in the Smith et al (1994) study the FCT users (10
people aged from 14 to 51 with moderate to severe autism) were trained over
two sessions prior to the experiment being conducted and the facilitators had no
prior knowledge of FC. They concluded that the method “is actually a form of
facilitator control rather than facilitated communication” (Smith et al 1994: 366).
This raises questions about the validity of some of the controlled experimental
studies. There appears to be an assumption that studies involving untrained
participants and untrained facilitators are valid to the extent that
recommendations can be made to stop the use of FC “for clinical and
educational purposes” (Smith et al 1994: 366).

Bebko et al (2003) have also questioned Mostert's methods of reviewing
the literature: “let us say from the outset, that we do not disagree with his
overall conclusions that FC lacks empirical validation and should not be
recommended ... we were dismayed to say the least to find Mostert had
included our study in a category of studies described as supportive of FC! ...
We question Mostert’'s understanding of our methods and results™ (Bebko et al
2003: 219). They also question Mostert’s grouping of studies according to
results as opposed to types of control procedure and claim that his assertions
become circular because of the manner in which he grouped the studies in the
first place.

Another factor to be considered is that different studies ask different
questions. They do not all address the question of whether disabled people can
communicate their own thoughts via FCT. For example, Mostert includes a

Japanese study by Kezuba (1997) designed to look at how facilitators control
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subjects’ movements. The participants were pairs of non-disabled friends,
family and colleagues, with no previous experience of FCT. who were asked to
facilitate each other using a contact rod in blind and non-blind conditions. They
report that facilitators unconsciously applied sufficient force to move the
subject’s hand towards a correct response and therefore FC was invalid due to
facilitator influence. This raises the question of whether it is valid to draw such
conclusion from a study that used untrained facilitators and non-disabled
adults?

However, despite concerns about the lack of experience of users and
facilitators; selective reporting; the quality and rigour of some experimental
studies and the differences in research questions, it is difficult to reconcile the
very poor outcomes from studies that clearly did try to develop rigorous
experimental procedures that were not threatening to the participants. The
issues of failure to communicate, authorship and facilitator influence are clearly
valid concerns that need to be addressed.

E. Quantitative Studies Supporting the Validity of FCT

Perhaps surprisingly given the negative results reviewed above, some

experimental studies did produce results that supported FCT. So what did these

studies incorporate that was different from other quantitative studies?

Mostert (2001) reports on only two studies, which used controli
procedures that produced mainly positive results (Cardinal et al 1996 and
Weiss et al 1996), which he discredits on the grounds of poor methodology.
However, there are aspects to these studies that deserve a fuller exploration.

Cardinal et al (1996, 1997) claim that previous studies had been too
complex and "made It impossible to determine whether the study subjects had
failed the test due to their inability to use facilitation or whether the testing
procedure was invalid for the measurement of facilitation” (Cardinal et al 1997:
34). Interestingly they argue that if the results of a test of reading ability produce
results that say that everyone who takes the test is illiterate then test is not
validated. They strongly argue failure to achieve in a test situation as being due
to two possible alternatives, which should have equal weight:

a. The phenomenon does not exist

b. The measure of the phenomenon is not valid or reliable
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They address the fundamental research question: “Can facilitated
communication users transmit rudimentary information to facilitators when that
information is not known to the facilitator?” (Cardinal et al 1997: 35) Users and
their familiar, trained facilitators were experienced in using FCT. Recorders
randomly presented words (from a list of 100 words familiar to the users and
facilitators) to the students. The facilitator was requested to enter the room and
the recorders noted down the letters typed by the students as they were read
aloud by the facilitators. Testing took place in ‘closed’ areas of familiar
classrooms. The researchers were specific in their desire to provide a
conducive environment, which in their view should be “naturally controlled”.
They also introduced a procedure that included opportunities for “extensive
practice” (Cardinal et al 1997: 34). They report two main findings:

1. FC users can pass information to a facilitator when the facilitator is not
privy to the information - statistically significant differences were found
between un-facilitated trails and the students’ best performances when
facilitated with 75% performing better in facilitated conditions (Cardinal et
al 1997: 47)

2. The ability of users to complete the task was increased by them
practicing the test procedure (not the content). There was an increase In
mean performance over time. Some users reached their best scores In
the first 7 sessions (20) whilst others did not achieve their best score until
the final 3 sessions (12). Not one of the 43 subjects passed the blind
labelling test on the first trial (Cardinal et al 1997: 47).

The experimenters conclude: “one can easily see how possibly the ‘one
place in time tests’ would show little or no success on validity tests. They also
point out: “the ‘one place in time’ protocol is found in nearly all of the past
quantitative facilitated communication experiments” (Cardinal et al 1997: 50).

Cardinal et al (1997) avoided the distracter condition used by many other
experimenters where the facilitator and user are shown different stimuli and
they also reduced what they refer to as ‘over control’ in other studies, where
normally occurring environmental variables were controlled for when there was

no reasonable rationale to do so (e.g. the controls referred to earlier such as FC

users wearing earphones, use of screens, unknown settings/facilitators etc.).
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They assert that such controls threaten to “breach the facilitator-user support
mechanism” and hinder the ability of the FC user to communicate.

Cardinal et al (1996, 1997) are in agreement with the positivist
researchers that “it must be empirically shown that FC users can perform better
In @a communication task using FC than they can using any other method”. They
suggest that "each facilitated communication user’'s communication must be
continually but unobtrusively confirmed for authorship” (Cardinal et at 1997: 52)
by becoming independent in their typing or by keeping a continuous record of
authenticating events. Despite achieving some success with the controlied
message-passing protocol the authors suggest that blind testing may not be the
best way to test communication competence.

Mostert (2001) is very critical of this study stating that “several
methodological problems within the study ... indicate that the conclusions
drawn by the authors are, at best inconclusive” (Mostert 2001: 307). He is
critical of the recorder because they recorded the letters the facilitator said the
user pointed to without verifying this through direct observation. He argues that
facilitator influence was not controlled for as the facilitator had open access to
the word list used and would have been highly likely to guess the word once the
first letter or two had been pointed to correctly. He also asserts that "a distinct
practice effect existed” and that the FC user’s increase in performance may
have been due to some other educational intervention. Are these
methodological issues significant enough to assert that the outcomes of the
study are inconclusive? Given the fact that the FC user’s performance varied
considerably between trials (e.g. a student may gain S correct responses on
one trial followed by no correct responses and then by 5 correct with the same
facilitator) it could be argued that if the facilitator was able to significantly
influence the responses of the student then there would have been a much
more consistent pattern over the trials and much better results.

The Weiss, Wagner and Bauman (1996) study has been reprinted in
Contested Words Contested Science (Biklen and Cardinal 1997) along with
another case study (Weiss and Wagner 1997). Their original 1996 paper
reported on an experiment conducted with a 13-year-old boy (Kenny)
diagnosed as having autism, severe mental retardation and seizure disorder.

Basically, a short story was read to Kenny by the experimenter who then asked
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Kenny questions about the story. Kenny answered with facilitation from the
experimenter. He then answered slightly different questions with facilitation from
an uninformed, experienced facilitator. Three trials were conducted using a
different story each time. Kenny was highly accurate during the 1% and 3" trial
but not the 2™. The researchers conclude that “the accuracy and consistently of
these responses indicate that it is highly likely that Kenny, not the uninformed

facilitator, was the source of answers about the stories” (Weis et al, 1997: 146).

Mostert's response to this study Is that experimenter and facilitator influence as
well as instrument bias affected the outcome. It is not difficult to agree that
Kenny’s response to the experimenter asking and facilitating the typed answers
could easily have been subject to influence, however this does not explain the
correct responses with the naive facilitator. Mostert (2001) also claims that
there iIs “a distinct possibility that the facilitator was not naive to the story trials 1
and 2 “ (Mostert 2001: 310) because there was no referee present to verify that
the facilitator was uninformed. Because the questions varied between the first
and second time of asking he assets that there was a bias in the instruments
used. Would he have argued practice bias if the same questions had been
asked on both occasions? Again, it should be considered whether these
methodological issues are sufficient to assert the outcomes of the study as
being invalid.

Weiss and Wagner’s scepticism of FC is worth noting as 1t provides the
context for their studies. Weiss had been correctly reported as saying that FC
“is a bloody hoax” in a national newspaper (Weis et al 1997: 136). However the
persistent support for FC led them into studying it in more depth. They began
with keeping logs of information passing between home and school. They
gathered accounts from teachers and parents that supported the validity of FC
and “implied that the children’s abilities to communicate were far more
sophisticated than any of us had previously believed, and seemed to indicate
that a potentially great range of intellect was masked behind their disabilities.
The summative effect was that we simply could not believe these accounts to
be true: they were too discrepant from our prior beliefs and evidence of the
children’s abllities” (Weiss and Wagner 1997: 138). Consequently they went to
‘great lengths” to “explain away” these accounts but because the accounts

were so specific and idiosyncratic it was very difficult to refute them. For



example they quote the words of Eddie, an eleven-year-old boy with labels of
pervasive developmental disorder, severe mental retardation, no expressive

language, a receptive vocabulary of approximately 20-25 words, and no prior

iIndication of any ability to recognise letters:

“Facilitator: Hi, Eddie, how are you today?

Eddie: PRETTY GOOD, BUT/MY NOSE IS STUFFY, | TOLD YPOU

(you) | WAAS (was) GETTTIN A COLD/I'M GLAD YOIU (you) ARE

HERE/AND MOMMMY AND DADDY/WENT OUT/THEY DON'T HAVE

ENUFF (ENOUGH) FUN

Facilitator: | know, Eddie, I'm glad that they went out, too. Do you know

who they went out with?”?

Eddie: YES, VOVO FRANNNK (Frank), NANA CONNIE, UNCLE

MANNY/AND/MARI MONESE (Moniz) | DON'T KNOW IF COUSIN

MANNY WENT/WITH THEM BECUZ (because) THEY WERE/GOIN

OUT FOR UN CLLE (uncle) MANNYS BIRTHDATY (birthday) | LIKE

COUSIN MANNY. THEY DIONT (don’t) THINK | KNOW, BUT HE

RESSES UP LIKE SANTA EVERY YEAR AND COMES TO MYY (my)

HOUESE (house). | KNOW IT IS HIM/AND | LVE HIM FOR DOIN IT

THE REEL (real) SANSTA (Santa) IS TO BUSTY (busy) TO GO

TO/EVERYBODYS HOUSE.

Eddie gave precise answers to questions about which the facilitator
categorically claimed to have no prior knowledge. For example, the Portuguese
word VOVO for “grandpa”, family names, and information about a Christmas
event (Weiss and Wagner 1997: 138). These sceptical researchers considered
three possible explanations:

1. The facilitator was lying
2. Clever Hans phenomena was taking place (the facilitator was not
conscious that they knew the information and were unconsciously cuing
Eddie)
3. Eddie was the source of the information
They could not believe that the facilitator was lying and Clever Hans was
very difficult to believe: “it was very difficult to imagine how the facilitator would
have known obscure detalls about the family yet not be consciously aware of
this knowledge” (Weiss and Wagner 1997: 139). This left them with the very



real possibility that Eddie could communicate unknown information through
typing. It was due to the increasing number of “hard to explain” accounts and
the willingness of students, facilitators and families to be involved in testing
that they embarked on the study with Kenny. This context is helpful in allowing
readers decide upon a particular researcher’'s motives and perspective, and
whether they would falsify information.

Another quantitative study was conducted in Australia by the Steering
Committee (1993), which was a division of the Intellectual Disability Services
that had previously commissioned the Intellectual Disability Review Panel to
verify FC at the DEAL centre in 1989. The Steering Committee study reported
that 21 out of 24 participants gave information that the facilitator could not have
known. The study was conducted over 12 months; it took place in naturalistic
settings (i.e. teaching and conversational sessions as opposed to formal
experimental situations); it included a range of possible response styles
including message passing and multiple choice around naturally occurring
events; participants were given ongoing feedback about their performance;
participants were given multiple opportunities to pass the tests and they were
asked supplementary questions and given lots of time to respond (Steering
Committee 1993). This study was helpful in identifying difficulties with word
finding which is one of the suggested reasons why some FCT users are not
able to succeed in message passing or naming tests. For example, Biklen
(1997) provides this extract from the report where Jane the facilitator is trying to
help the FC user (client) to describe what she did for Judith the week before:

“Jane (facilitator): Tell me what you showed Judith last week.

Client: ON MONDAY | INSISTED JUDITH LET ME SHOW HER MY

EASY

Jane: Start again

Client: TO SHOW HER HOW | MAKE SOUND IN MY LIVING ROOM

Jane: mm.

Client: | SANG IN THE LIVING ROOM IN MY FINGERS EVER SO

EASY. DO IT TONIGHT IN THE LIVING

Jane: Keep talking like this until you remember the word.

Client: THE SOUND FROM MY FINGERS. TABLE BLACK BUTTONS
ON IT (P) TIRED
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Jane: Keep trying you're getting there

Client: STUMPS. PLAY MACHINE CALLED A REAL NICE YOU TELL

The facilitator had no prior knowledge of the fact that this person had

played a piano and a pump organ for Judith. The client never did retrieve

the words “piano” or “pump organ” though she described the activity:

SOUND FROM MY FINGERS. TABLE BLACK BUTTONS. PLAY

MACHINE"

(Steering Committee 1993: 31 reported in Biklen 1997: 26).

Other studies that used similar techniques also reported some success.
For example Vazquez (1994) elicited 9 out of 10 correct object naming
responses from one subject when this was presented as a game where her
facilitator had to look away while she was shown the object. Ogletree et al
(1993) reported that one young person could report on activities he had
engaged In (12 of 17 responses correct) but could not name objects shown to
him from behind a screen. Simon et al (1994) report that 4 out of 7 students
were able to report on an activity they had taken part in and pass information
that the facilitator could not have known about. Olney (1997) found that 5 out of
9 FC users achieved facilitation in blind (naive) facilitator conditions that were
greater than chance but they needed multiple accommodations to do so
including practice at test taking (none of the participants would have passed the
test on the first blind trial); having a variety of tasks (computer software was
used to present multiple choice, single letter or number and single word tasks)
and practical and emotional support (in response to test anxiety, fatigue and
fluctuating muscle tone).

In response to the mixed outcomes from quantitative studies Cardinal
and Biklen (1997) have drawn up a set of protocol conditions that they “believe
are essential to the valid and reliable authentication of authorship in controlied,
quantitative facilitated communication studies” (Cardinal and Biklen 1997: 173):

o Extensive experience with using facilitation (more than 6 months)

o Practice using multiple methods (practice of test procedure not content
over 7 or more sessions)

o Familiar facilitators (facilitated with users for at least several months prior

to the study, using similar communication devices and tasks)
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o Naturally controlled conditions (procedures and locations very similar to

those found in the everyday environment)
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