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Chapter 4

Describing participants in research on augmentative
and alternative communication

Julie Marshall, Lindsay Penmineton and Juliet Goldbart

Background

Although the pumber of people whe use suzmentstive and alternative
communication is relatively emall and research m this area atiracts hmited
funding, the volume of augmentative and alternative communication re-
search has srown comsiderahly over the last two decades. Current research
i= now testing the efficacy of augmentative and alternative commumnication
imterventions that focus on many diverse aspects of lamguage and
communication. This research involves peopls who use augmentative and
Alternative communication snd they may vary widely, for example n age,
(dis)ability, educadon, family and home circumstances and commmmnication
nesds.

It is hoped that as the body of ewvidence on sugmentative and
altsrnative commmunication inteTventions grows, it may be possible to
examins if imterventions have worked for individuals who chare charac.
teristics, then to test these mterventions further with groups of people, and
eventually to map interventions to those who share simular features
{Penminzton, Goldbart and Marchall 2004; Seveik, Romski snd Adameon,
1209, However, recent narrative and systematic reviews of augmentative
and altermative communicgtion research have highlighted the lack of
detailed description of study participants (e.g., Bedrosian 2003; Granlund
and Olzzom, 199%; Pennington et al, 2004; Seveik et al, 1999). Lack of detail
in the description of participants in research prevents researchers and
practittoners alike from replicating research, considering the effect of
confounding veriables on the owtcomes described, and making decisions
abour the appropristenss:s of the intervention for other clisnts.

Development of a descriptive Tamework of research participants and
envirooments would standsrdize the participant data reported in sugmen-
tative and alternative commmnication stedies and hence:

— Incresse gensralisabiity and transferability of research findings

— Help identify whether climesl subgroups exdist

— Help in dstermining if unconsidered, and potentially comfounding,
variahles may be afecting cutcomss

— Agszist practitioners I comparing resesrch participants to their
clients, thms facilitating the implementation of ewidence hased
practice
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Aames of the seminar

The semunar was A collaborative enterprise and owes a great deal to the
Chair, Eatie Price, and to the participants: Erna Alant, Shuchi Dreyfoss,
Ot Hetzmon, Toby Hewson, Hilsry Johnson, Jenmifer Eent-Walsh, Gunilla
Thunberg and Olhe Wendt Its aim was to begin to develop a framework to
guide descriptions of participants and enpviromments in published ang-
mentative and alternative communication reeearch. The framework was to
address thres main componsnts:

— The peopls who use sugmentative and alternative communication

— The commmnication partners of people who use sugmentative and
altermative comnmnication

— The snvironments in which the augmentative and altermative com-
munication research is being conducted

The seminar was intended to be the first phase in an informal consensuc
approach which would draw on both Delphi and Nominagl Group Technigues
(Jomes and Hunter. 1999), wherehy a framework would be presented for
discussion to the self-selected pans! of reserachers who wers attending the
present seminar. The framework was added to and smended over the course
of the two day seminar and pressnted briefly to & wider group of researchers
attending the other seminare in the Research Symposium.

The next phase of the comsensus procedure will iovolve the
development of the fTamework in accordance with recommendations from
the imitial panel This refinsd version will be circulated o the orizinal panel
and to additional identifisd experts for feedhack, during 2005 The final ver-
sion will be subnuttad to a key journal within the field of augmentative and
alternative commumication for peer review and hence, if accepted. dissemu-
nated to the full journsl readershup.

Comsiderable work was carried out during the semunar, and this
paper reports the mitial development of the framework that took place prior
to and during the seminar. There was an agreement from participants that
they would continue to be invelved in the framework’s developrmsnt.

The 1mmizal framework

In the semunar the need for thorough but concise descriptions of research
participsnts and their communication environments was discussed. A
rationale for the framework was pressnted (see background showve), together
with some of the ethical, practcal and financial implications of resesrchers
adopiing such an approach. For example, althousgh the collection of mare
detatled research data may be welcomed, the costs nesded to be halanced
againet the benefits. For example, costs could be measured in time for
researchers, time and effort for research participants and ther parmers and
the use of assecsment materizls. These sddmionsl costs may affect recrunt-
ment to research projects and increase the funding required, thus poten-
tially adversely affzcung the volume and quality of swocessful research on
auzmentative snd altermative commurocstion. Consideration should be
givan to whether participants' privacy may be miringed by the collection of
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additional dara and, if frontline practitioners were mvolved, whather the
time required for additional data collection could impact on the amount of
time available for intervention It is also impertant to consider that the
callection of extra data may require the services of other professionsls,
again adversely lmpacting on sCAIce [ESOUICES.

It was decided that the detsiled data required by the framework
wonld cnly be collected on those people who were incloded in any study, not
those who ars excluded during the recruitment process. Simalarly, data
wonld enly be collected on the participants’ main environments, o those in
which the intervention took place. Cultural and linguistic variables and
their affects on the definmion snd messuwrement of a number of participsnt
factors such @5 cogmition, attsntion. lansuage coOmMMUTECAIOn ComisRis,
usnal environments, partners and modes of communication were raised.
Similarly culture may affect partner and environmental factors (Bg.,
partner Behaviour, location of rezearch and uptake) Conclusions were not
drawn about the impact of thess factors but participants’ and presenters’
awarensss of potential impact of such factors was increased.

The intention of the presenters is that the framework would be as
objective as possible. This impliss that categorical dsseriptors frequently
found in publiched research, such as "mild, medsrate or severs heanng loss'
or "learning difficulties" would be based on explicit criteria and that the raw
data would be available, for exsmple in appendices or on ressarch websites.

Development of the framework

The first step in developing the framework was the collation of data on
participant, parmer and eovironment information provided in recently
publizshed ressarch. To thus end the presenters searched electromic
databases and hand-searched the jowrnal Ausmensative and Alfernative
Commumiog-tion for research reports on studies which met the following
cTiteria:

— Papere reporting on augmentative and alternative commumnication
mtervention

— Publizhed between January 1st 1990 and December 31t 2004

— Imcluded peopls of all ages. with any type of dizahility, using any type
of sugmentative and alternative comMMmUNIcATIoN

— Gualitative and'or quantitative studies

— Publizhed n journals and books, but not thesas

— Full repart availsble in Englizh languags

Studies were excluded if they were concerned with: sigming by desf mdivi-
duals; liveracy-only mrerventions; drawing in people with aphasia; longitu-
dinsl, cheervarions! stndies that did not include mmtervention, positioning;
attitudes towards sugmentative and alternative communication wse(Is) oT
Volce IECOETItion.

The above search criteria identified 30} papers which were checked
for swrability by reading the abstracts. 4 sample of 73 was selected ran-
domly for the initial development of the framework. The Method section of



58

nearing loss versus functional kearng. State
measurersert Is not possbie.

Tahle 4-1: Variahles to mnclude when descnbing people who use
ausmentative and alternative communication
Faraent of
siudisc
Varlablai Commenic Ratimg | pubSchad
aharsvbsrictio 1280-2004
that Includs
cata on
wariabla
in= EI]
Selection criteriz for partkizanis G- What about In ingle cass design and case 1 413
shadies? O: Keep for all shedies o demonsials
why paricipants are Induded. Demonsirates
researcher reflexhity.
Biograp | and demographic
fnformadion
| Age of participants Mo comments 1 4.2
Sender of paficipants Mo comments 1 4.2
G- How |5 It defined, for example country of 2 135
Faricipanis” efhnic backgrmuns arigin or languages spoken?
D: Languagss spoken at home b5 easiest and is
3 non-podticaily conterdous term im some
T2Tngs. Meeds contextualising information
Researcher dependent aats that are relevant io
fhe pountry.
Scclk-=canomic stabss Usualy defined In t=mes. of cccupation, Income 2 5.6
participantsfamiles or quaiication. Impertant bo structore data o
SE3 o conbext of shudy and to make It exolck
Educational sxpeviznos of JUsz highest lzvel achieved, Cescrptve and 1 442
particlpants (for agwlts highest =xpilot daty may be most manapeable.
ievel aohieved; for chiidnen Srade level may be more useful ader than
currenf f2vell ang eduvcafional sducational sxperiEnce’.
miEinry Add Ierscy level as sub-categery.
Lo tmreandion 24l ne==ds fo declide kow to define ard describe. 1 i@
Larguapes uses
Health and physical status
Owerall beakh 5.5
Mecics| dagrasls Agd subcategary of mental heatth. BE.A
Tirme post omset (acquired and @-
progresshie commurication
disomnders onily)
Epliepsy Add subcatepory of mental healh. 3.8
Wislon Type of vizual Impalrment should be Inchazed 85
where relevant, for sxample hemiarooia and
uge of peripheral and ceptral viskon.
Hearing Unchsar how usefsl some daka ame, for sxampks 27

Eross mobor funciion

2

Uppar limi funclion

Medication

Fain

£
=
2

CDE."IIf_'!lF.‘

Inkellechual funchHoning

Cause and =flect

i i

ClassiTcation skils




f=
iy

communicadicn

Att=nbon 2 Ty
Working memery 2 3.8
Semantic memary z 1.8
Fiay = e
Symbolc funcioning 2 o]
Bohaviour 5.6
Mote that ar albernathes model was sugpeshed
Communication fhiat comprises feree planes: expressive, lexoo-
grammafic and semanhics
Key wonds related 1o Mey word's Re Sprimany propresshee aciasia® 1 39.2
communicadion dagrosls and *giobai aphazia?, “spectfc Anguage impaiment”
Siaius @r @ descrpfive satem
Language comorehension Recepive versus expressive differences. 1 B1.5
% It betier to s=narate syniax and menohology?
Recommeng some shangdardlsed fests o be
wsed Minformai measures ws=d, most be
s wd Recommend crowiding a anguags
ape-fevel @5 wel as Sandand soare. Specity any
Sdapranions io formel gssessments used.
Expressive language Expresshe cificuities. 1 E1.5
= It betier to separate syniax and menzhalogy?
Preweroal skils (where applicable) | Mo comments 3
Motor spesch sklls Mo comments 2 .5
Phonclogy Mo comments 2 1.8
IndtefBNG or compiehan sty List=ner d=pendent, peed o comment or 1 @.
partner. For exampie familiarky with speaker,
experience of Impained commurication
nteiligiolity of mode In question
comprehensiziity of kedal commurication
@EIng contzxeal cues Rio
ount.
Fleceptve vocabulary and comments 1 2.0
semantics
Expressive vooabulfary and Mo comments 1 42.0
s=mantics
Pragmatics Mo comments 1 £6.2
Woke Mo comments E [i]
Fluency Mo comments 3 o
Use of augmentative and
aliemative commuricaiion
sysiom
Modes of commurication {Indude | Mo comments 1 50.4
thelr avalabllsy)
Commanication alds and Mo comments 1 2.7
=quipment
| Input or access methods Mo comments 1 59.6
Eoztioning and seating nciude moundng (where applicable). Meed b e 1 a
ainle o Inber-relaie ne secions within fnis facior.
* Ingiruclion or Msiory of wsing Mo comments 1 a
avgmendzthe and atermafine

KE": G- guesdon ralsed

O: decklon reached by fhe seminar parficipants on data to be coleched
# o be agresd latzr following consul@ation of Intsmational Classification of Funciions

n discussion regarding the varianie

& no data, as variable suggesied during seminar




Tahle 4-Z:  Variahles to mmclude when dezenbing conversation

partmers of people '.'.:u:- UsE AUELISnTALvE and
alternative communication

Wariablai Commesnis
oharsotaristio

Rating

Ferosnt of studiss
publichad 1880-

2034 that Inoluds
data on varlabis

augmeniaties and aifernative
COmmunica;

in=1E)

Communicotion partagrs These dats ame only nesded H fhe study 15 on

parinier Intereersion.
Number of pariners o 1 100
paricipants
Ape 1 60.0
Gander 1 60.0
Ethnic seckground and 1 57
anguapes used by partnars
Relabionship fo wsers 1 23.3
Educational level pelevart Add sub- categery of Mleracy 40,0
spperenos of paricinants
Erlar S¥pOSUre 10 Or spArarce 1 40.0
Wit sugmeastatve and
aRermative sommunication
Prior draining abouf 1 @

szt ) no data, varable sugpested during seminar

ble 4-3:  Variahbles to include when descobing compmnication

EOVIIonmeEnts
Porosnt of studiss
Wariabls Commants matinig publiched 1880-
haraaterictia 2004 that Imsluds
data on varlabls
[H=F%)

Environmond feciors Dependsnton the natune of fhe shady.

Cross reference bo ICF, partiodarly ICF

I=a

This secfion provoked mauch disoussion,

wilih IS consensus on what was needsd.
Location of shady (oountry) i 5.0
Ervsironiment of study, for sxampis 1 BE.5
home, school or clielc
Extting whers the person spends the 1 B2.2
majority of his or her days, for
sxampbe, sducaiional waork or homs
Physical envircmment 1 [}

sacial and gommy- 1 365
ontewt of paricipants.

Exposure fo blingual co-warkers.
Personai assistances
Exposurs 1o languages and ofher 1 el

Codmimiunicadion modes

Eev: ) no data, varable suggesi=d during seminar




7

General issues
In the course of the seminar, A mumber of more zeneral 1ssues were raised.
Thare are summanized below.

1

[

o

o

The Internationa! Classification of Functioning, Disabilily and Health
(ICF, World Health Organization, 2001) could be used to structure
data on 8 mumber of variahles about people who use sugmentative
and altsrnative communication, partieularly in the areas of health
and physical status, cozmition snd behaviour. Thers was also 8 need
to consider activity, perticipation and environmental factors.

The vanables given in the tables should be considersd to be & mim-
mum 2t and are not intended to restrict other data that authors may
wish to provids.

There chould be an encouragement for suthors to use a standard
format for key variables. such as speech, language or commmmnication
diagnosts, and sugmentstive and alternative commurucation inter-
vention. However, the specific requirsments of differsnt journals n
relation to terminology would have to be taken into accmint.

Further discuszion is nesded to reach consensus on how much and
what mformation is needed sbout users of augmentative and alterna-
uve communication if the participants of the intervention study are
communication partners, that is, if the intervention is indirect rather
than direct.

The poezimlity of a centrally availzshls, weh-bazed database of re-
search information was discuszed. This would reduce the n=ed to
include so much detailed data in published papers, whilst still
making the data svailzhls, especially to thoss wishing to carry out
mata-analyses.

Izzues of privacy and resmicted access by researchers to participants’
madizal or educadonal history stc. In soms coumtries, neads o taken
into account.

Eesearchers need to monitor their use of descriptors which provide
implicit information to some readers but which are not meaningful to
others. This 15 particularly important in the context of an interna-
tonsl readership of research reports. Examples mnclude school zrad-
ing measurzs and dats on soclo-economie s8I

Summary, concluzions and the way forward

The participants in the seminar unanimously supportad the principls of the
development of such a framework The involvement of a geographically,
politically and experientially diverse group of participants ensured that a
number of perspactives wers reprecented. At the end of the semunar a con-
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senzus wag reached on the inclusion of 3 oumber of vamables. The sub-
sequent phasze of the conssnsus procedure i in progress.

To facilivate this. it was agreed that the presenters would develop the
framework further, particularly making reference to the ICF (World Health
Organization, 2001). The presenters also agreed to continuns to review the
remaining 225 of the 300 published papers identified, to provide more com-
prahensive mnformation on what dats researchers have previously provided.
It was agreed that the findinge of thi= review could also provide useful
information for researchers and funding bodies, on who is currently being
researched.

Ar the plenary prasentztion at the end of the Research Symposiam
thers was agresment to suggest incorporating & final version of the frame-
work mto the Ausmensative ond Alternative Communicadion journal's "Gui-
dalines for Authors”. However it was also agreed that the framework should
be dynamic and would be likaly to need peniodic updating.
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