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Ethicsin Disability Resear ch

his paper will review the main issues'themes
that are necessary to consider when conducting
research with people who have a disability

the requirements of ethics panelswill be
discussed and their implications for carrying
out research in the field of disability

these requirements include the following:




Ethicsin Disability Resear ch

Recruitment

Consent

Deception

Confidentiality

Withdrawal from the research

Data collection /giving advice

Debriefing

Data management

Results

Reporting back and acknowledging participants




Purpose of Ethical Guidéelines

‘Psychol ogists owe a debt to those who
agree to take part in their studies and
people who are willing to give up ther

time, even for remuneration, should be
able to expect to be treated with the

highest standards of consideration and
respect’ (BPS, 1991)




Purpose of Ethical Guidéelines

To protect the dignity and wellbeing of
research participants and most importantly, to
prevent any harm or psychological discomfort

To protect the public

To protect vulnerable groups e.g. people with a
disability or people who have mental health
difficulties who are in recelpt of services and
may feel obliged to cooperate with the

research due to their status




Purpose of Ethical Guidéelines

To protect groups who are vulnerable by
virtue of their availability

To ensure the highest standards of
scientific integrity within the field of
Psychology




Recruitment

No one should feel that they have to
participate in your study

Particular care needs to be given to
Individuals in subordinate positions e.g.
children, students, individuals with
disability, clients or service users




Recruitment

Need to reassure people explicitly that
a. they do not have to participate
b. no need to give areason for declining

c. declining does not influence their
treatment/services

They can withdraw from the study at any
time even after giving consent




Recruitment

Aadvertising can be problematic In that there IS
little control over who responds and it Is.
difficult to ascertain if they have the particular

condition that you wish to obtain information
on

Financial incentives can be seen as coercion

Using clinical populations that are depending
on you for therapy can also be problematic in
that there could e a conflict of interest




Recruitment

If access to participants IS through other
professionals, they may also have to go
through their ethics committees in order

to release names and addresses

I access Is through advocacy groups,
parents groups, schools, they need to get
permission to release details




Feasib

IMPLICATIONS

Ility (if depending on other professionals doing

alot of the work but they have no gain from your

study,

While
partici
e.g. i

they may not want to assist)

financial 1ncentives can encourage
pation, they can be open to misinterpretation
citing positive responses about their services

fromt
|nvolv

Ne person
Ing family members poses a dilemma for adults

with disabilities in terms of autonomy and privacy
and yet family are needed to help set up
appointments, transport etc




IMPLICATIONS

Health of the participants (letting people know that
you are doing the research in case of adverse
conseguences, must know health status, medication
etc) some adults do not want their other health
professional carersto know their business

L etting GPs know can be problematic in that people
don’t often see their GP and don’t see why they
should be contacted

Litigation (who gets sued e.g. the university,
organisation you work for or PSl).




CONSENT

People need to receive clear information on the study
In order to give INFORMED AND VALID

CONSENT

An information sheet should therefore contain the
following:

Simple description of the study with pictures if
needed

Purpose of the study

Clarity about who is carrying out the research e.g.
what organisation




CONSENT

Benefits to the individual or group of
Individuals (if any)

Any adverse aspects

What the person has to do (specific
consent for audio/video tapes)

L ength of procedure
L ocation




CONSENT

What will happen to the results

Will they get a summary of the results
and when

That they can withdraw at any time from
the study with absolutely no adverse
COoNseguences

Confidentiality (iIf they have to put their
name on guestionnaires)




CONSENT

Statement re entitlement to service

Statement re withdrawal at any stage
(Including after data collection)

Information re publication

Person signs it, researcher signs it and
keeps a copy




CONSENT

Consent form should therefore be
detalled e.g.

| understand all the information and what

IS required
| know that | can withdraw at any time

All the information | give will remain
confidential and no information that
Identifies me will be made public




CONSENT

| agree to participate in the study of my
own free will

Written consent IS required by most
ethics committees




| mplications

Valid consent ( If you fed the person
with adisability doesn’t really grasp the
nature of the reguirements then have to
simplify, use visual methods )

Parents making the choice/parental
persuasion needs to be discouraged

Subtle coercion ( are they doing you a
favour or because they like you and have
no friends)




| mplications

Parental consent ( In the case of adults,
can be problematic but if agroup ,e.g.
profoundly delayed, then vicarious

consent can be accepted but with care e.g.
assessing non verbal behaviour)




Deception

BPS definition

The withholding of information or the
misleading of participants IS unacceptable

If the participants are likely to object or
Snow unease once debriefed’

‘Must show strong scientific or medical
justification to deceive and even then
there must be strict controls




Deception

‘If necessary, you must

@ Determine that other methods could be
used

(b) Provide as much information as possible
at the earliest stage

©) Establish along the way how deception
will be recelved




Deception

Many psychological processes cannot
be named during the research as this
would alter responses, e.g. fear,

loneliness etc.

Need to give information that is as near
to the construct as possible e.qg. social
relationships as opposed to loneliness




| mplications

Reactions of participant decides

Psychological distress or harm hasto be
considered

Engendering distrust in the research process in
general

Will there be an objection or complaint

would a person without adisability object or
complain. If yes, then whether to proceed or
not needs to be considered strongly




| mplications

If following consultation you know the
person will react negatively, then you
may not be able to proceed

Harm (giving a description of a benign
procedure which turns out to be negative)
If 1t"s adetall as opposed to the whole

study It can usually be dealt with in the
debrief)




Confidentiality

Information gathered in the course of the
study should not be disclosed for other
purposes e.g. clinical purposes

It IS Important not to come under pressure

to disclose information and refer these
people to your ethical guidelines

Heavy disguise needs to be used so that
people are not recognised in presentations
or publications




Confidentiality

I there 1s a small cohort from a particul ar
geographical area and the findings are
sensitive, extras care needs to be taken

In qualitative research, heavy disguise

needs to be used e.g. changing part of the
profile and not just names

If confidentiality cannot be guaranteed,
then this needs to be made clear to the
participant beforenhand




| mplications

Confidentiality Is not 100%

Using heavy disguise can alter the
content

There is aneed to keep lists of names to
correspond to Individuals' datain case
they wish to withdraw after data

collection and this also needs to be made
explicit to the potential participant




Withdrawal from the resear ch

Participants need to know that they can
withdraw from the research at various stages

e.g./ following consent, during and after data
collection

Need therefore to keep names, data and

consent forms in order to identify the data for
removal

Need to keep names and consent forms
separately from the data




Data collection

Face to face as opposed to indirect collection In
disability thisis important as the person may need
assistance

Explain words or phrases without biasing the
response

Location i.e. in apublic place or in their own home.
Does this carry risks to safety or to the possibility of
false allegations

On thelr own or with another person present. Having
another person present may then inhibit thelr
responses




Data collection

Safety: letting people know where you are and
when you are expected back

Collecting data at night should be avoided
Getting specific consent for video and audio

taping Is necessary
Doing research with your own clients is not
encouraged

Discussing areas that it Is not possible to deal
with




Data collection

Glving advice and the boundary between being a
researcher and a practitioner. This can be very
difficult especialy if it is an areathat the participant
has never had the opportunity to discuss in detail
before. Need to have clear procedure e.g. offer a
follow up therapy session or have alist of
professionals names for onward referral

Dolng research with your own clients

Discussing areas that it Is not possible to deal with
necessitates having a procedure for onward referral




Implications

any changes to your procedure needs to
clarified with ethics again

Therapy versus research role has to be clear

Distress during data collection and the
dilemmare continuing or not using the data in
the analysis. There can be time constraints and
pressures to use all data even though it has
been influenced by the persons negative
emotional state. A procedure for including it
can usually be found




Debriefing

Ask the person for feedback

If deception, must clarify what you were in fact
measuring at this stage

Glve work number to contact

Make clear that you need to refer the person on if
upsetting information Is disclosed

Offer one session for follow up can be a possibility
but with large numbers, you need to think carefully
about this

Have to be realistic about what you can offer




Data M anagement

Confidentiality

Cannot use the information for any other
purpose

State where the data is to be kept

State how long

Data protection act (amended)2003

Need to keep the data for scrutiny by a peer




What to do with theresults

It Is Important that findings are disseminated

Duty to do this
Benefits of the findings

Give summary of findingsto all concerned
Including participants

State when they are likely to receive the
findings

send report to ethics




