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CDDHV — Monash University
Living Well research
« Small proportion of participants took part in:

*  Cholesterol screening

«  Blood sugar screening

«  Blood pressure checks
«  Cancer screening
Hearing and vision tests



Living Well research

« Secondary conditions:

. Physical fitness and conditioning
«  Weight

. Dental and oral hygiene
Communication difficulties



Behaviours of concern and mental ‘
health

* Individual level - Use of restrictive practices was related
to only disability worker attitudes

* Restrictive practices related to support needs

- Half of the disability workers had been exposed to
behaviour that resulted in injury to them; more than half
exposed to behaviour resulting in injury to others

« Poor psychological wellbeing
« Strategies to manage behaviour were limited



Scope

« The Bridging Project
 The Triple C Checklist
 Beyond speech guide

Beyond
Speech Alone

BEYOND SPEECH ALONE

a rramvs DVD for practitioners providing
counselling SERVICES to CLIENTS wm
disabilities who o not primarily use SPEECH

SCOPOVIC O/ ALhebeSgingprooct
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Introduction

Knowingly or not, every rescarcher submiming a
propesal © a research ethics commintee does so in
the shadow of the Willowbrook study and other
similarly infumous experiments conducted with ndi-
viduals who were vulnerable because of their limited
cognitive capacity and/or being in a powerless position.
{e.g, prisoners of war) (Beecher, 1966). Willowbrook
is of particular relevance w the focus of this article
because children with imellectual disability were
infected with viral hepatitis without their knowledge,
and the nature of the informed consent obwined from
their parents was guestiomable (Beecher, 1966),
Revelutions of similar horrors that hod ocourred with
prooncrs of war were the caulyss for the develop-
ment of the Nuremburg Code of 1949 and the Workd
Medical Association Declaration of Helsinki in 1964
(World Medical Associaton, 2004), This declaration
continues today 1o form the basis for ethical guidelnes
propesed by various government bodies, such as the
Mational Health and Medical Research Coundil
(NHMRC) in Australia, the Navional Institures of
Health in the United States, and the Natonal Health
Service in the United Kingdom. The aim of this article
is to consider the implications for research mvolving
people with intellectual disability & vulnerable
group — of ethics comminees” amempis to apply these
guidelines. The issue explored is whether commitiees
are becoming incremsngly comservative i their
decsions snd approaches, with the potential to
exchade at least some people with intellectual disabilivy
from research.

Provectionism or discrimination?

A central tenet of ethical comsiderations about
mvolving vulnerable groups in research is their
protcction from exploitaition and harm (Dalwon &
McVilly, 2004), such as occurred during the
Willowbroek experiments. The wvery noton of
protection, however, invokes pawmalistic proec-
tionism, with a concomitant risk of non-ncusive
and disciminatory decisions by institutional ethics
committecs. The benefits of requiring researchers to
follow internationally endorsed ethical smndards,
such s the Declaration of Helsinki, are evident.
There is, however, a danger of increasing con-
servatism crecping into othics committees, such
that the types of research approved for participa-
tion of people with intellectual disability or the
requirements for thew participation become overly
resrtive,

This movemnent toward such a paternalistic stance
may arise from reacrive dymamics, 4 term coined by
MacDonagh (1958; cited in Pewit, 1992), which
Peuit argued can be seen in the evoludon of the
process of research ethics review. Reactive dynamics
was described by Pettit as government regulation
arising as a resuk of a four-step process: (1) an evi
occurs that needs to be dealt with; (2) the evil is
exposed in a sensarional manner; (3) there is popular
ourrage: and (4) governmens resct by puming in
place legislation or sdministrative strategics to
ensure 4 smilar evil will not recur. Such a process
could be argued to have been the basis for the
Nuremburg Code and the Declarstion of Helsinki,
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