Appendix 1: Introductory letter

«Title» «FirstName» «LastName»
«JobTitle»
«Company»
«Address1»
«City»
«State» «PostalCode»
Dear «Title» «LastName»,
Re: Research on ‘Oral care for young adults with physical and intellectual disabilities’
I am a PhD student at The University of Adelaide, under the supervision of Professor AJ
Spencer (Professor of Social and Preventive Dentistry) and Professor GD Slade (Professor of
Oral Epidemiology). I am conducting a research on oral care for the physically and
intellectually disabled young adults (18–44 years of age), living in different living
arrangements, who require partial or complete assistance from their carer for their daily oral
care.
Many such people depend greatly on their carers for oral care and for assistance with regards
to dental visits and treatment. Due to the possible role of carers in maintaining good oral
health of their charges, the study aims to investigate how carers can contribute to improved
oral health of the disabled people.
It is anticipated that the results of the study can be utilised to provide guidelines for the
development of appropriate oral health care plans across various residential settings to
improve the oral health and quality of life of young adults with physical and intellectual
disabilities.
The study will consist of two components.
1. A questionnaire to carers
The questionnaire will ask carers about their relationship with their care recipients,
length of contact, their involvement in oral care and the residential setting in which the
care is provided. Factors that might influence the care-giving role like reasons for being
a carer will also be explored. It will take approximately 15 minutes to complete.
2. An oral examination of physically/intellectually disabled young adults between the ages
of 18 and 44 who require partial or complete assistance from their carer for their oral care.
This will be similar to a routine dental check-up and will take 15–30 minutes depending
on the level of cooperation of the care recipient. No x-rays will be taken.
Confidentiality of the carers’ responses to the questionnaires and clinical observations of their
care recipients will be maintained by secure storage of the data collected. Its use will be
restricted to the research team for the purpose of the study only. No identifiable data will be
reported.
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I am seeking your organisation’s assistance in approaching suitable participants for our study.
We would be most grateful if you can provide us with some general information regarding the
number of your care recipients and their living arrangements, as set out in the attached form.
There is also an opportunity for you to indicate your organisation’s willingness to be part of
the selection process and ask questions or make any comments. This information will remain
confidential. If your organisation agrees to be involved in this study we would appreciate your
assistance in maintaining participant’s privacy, by mailing out to care recipients and their
carers the information package and the questionnaire.
The package will contain:
• an information sheet on the study for the carer
• an information sheet on the study for the care recipient
• a consent form for the care recipient
• a consent form for the parent/carer/guardian
• a pre-paid return addressed envelope
We will cover all the necessary costs for the postage and the time involved.
Those care recipients and carers willing to participate in the research can return consent and
completed questionnaires directly to the researchers who will complete the necessary data
collection directly with the carers and their care recipients.

Thank you very much for your co-operation.

Yours sincerely,

Dr Archana Pradhan (PhD scholar)
Ph: 83033065
Email: archana.pradhan@adelaide.edu.au

Professor AJ Spencer

Professor GD Slade

Professor of Social & Preventive Dentistry

Professor of Oral Epidemiology

Ph: 83035438

Ph: 83033291

Email: john.spencer@adelaide.edu.au

gary.slade@adelaide.edu.au

Australian Research Centre for Population Oral Health
Dental School
The University of Adelaide,
Adelaide 5005
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Name of organisation………………………………………………………………………….
Address……………………………………………………………………………………….…
…..………………………………………………………………………………………………

Number of care recipients (18–44 years of age)
Living with family
Living in an institution
Living in community housing

Yes, I am willing for my organisation to participate in this study.

No, please do not contact me again regarding this study.

Comments/queries:……………………………………………………………………………..
………………………………………………………………………………………………
………………………………………………………………………………………………
………………………………………………………………………………………………
…………………………….…………………………………………………………………
………………………………………………………………………………………………
…………………....................................................................................................................
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Appendix 5: Information sheet on:
‘Contacts for information on project and independent complaints procedure’

THE UNIVERSITY OF ADELAIDE
HUMAN RESEARCH ETHICS COMMITTEE
Document for people who are subjects in a research project
CONTACTS FOR INFORMATION ON PROJECT
AND INDEPENDENT COMPLAINTS PROCEDURE
The Human Research Ethics Committee is obliged to monitor approved research projects. In
conjunction with other forms of monitoring it is necessary to provide an independent and
confidential reporting mechanism to assure quality assurance of the institutional ethics
committee system. This is done by providing research subjects with an additional avenue for
raising concerns regarding the conduct of any research in which they are involved.

The following study has been reviewed and approved by the University of Adelaide Human
Research Ethics Committee:

Project title: Oral Care for Adults with Physical and Intellectual Disabilities

1.

2.

If you have questions or problems associated with the practical aspects of your
participation in the project, or wish to raise a concern or complaint about the project, then
you should consult the project co-ordinators:
Name: Professor John Spencer or

Professor Gary Slade

telephone: (8) 8303 5438

(8) 8303 3291

If you wish to discuss with an independent person matters related to
y making a complaint, or
y raising concerns on the conduct of the project, or
y the University policy on research involving human subjects, or
y your rights as a participant

contact the Human Research Ethics Committee’s Secretary on phone (08) 8303 6028
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Appendix 6: Questionnaire
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Appendix 7: Consent form for care recipient
CONSENT FORM

I, …………………………………………………………………………. (please print name)
consent to participate in the research project entitled: Oral Care for Adults with Physical and
Intellectual Disabilities. I acknowledge that I have read the attached Information Sheet on the
study and that I may retain a copy of this Consent Form, when completed, and the attached
Information Sheet. I have had the study, so far as it affects me, fully explained to my
satisfaction by the researcher.
•

I understand that the oral examination will be similar to a routine check-up and that the
procedures used are not harmful.

•

I have been informed that no x-rays will be taken.

•

I understand that the purpose of this research project is to improve the quality of oral care
of adults with physical and intellectual disabilities, and that my involvement may not be
of any direct benefit to me.

•

I have been informed that, while information gained during the study may be published, I
will not be identified and my personal results will not be disclosed.

•

I understand that I am free to withdraw from the project at any time and that this will not
have any effect in the management of my oral health, now or in the future.

•

My consent to participate in the study is given freely.

Name: ……………………………………………………………………………….….

……………………………………………………………………………………
(signature)

(date)
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Appendix 8: Consent form for parent or guardian or person responsible

Consent by Parent or Guardian or Person Responsible

I, …………………………………………………………………………. (pleas eprint name)
consent to allow ……………………………………………………………(please print name)
to participate in the research project entitled: Oral Care for Adults with Physical and
Intellectual Disabilities. I acknowledge that I have read the attached Information Sheet on the
study and that I may retain a copy of this Consent Form, when completed, and the attached
Information Sheet.
On behalf of ………………………………………………….……………(please print name),
I acknowledge the following:
•

I am the parent/guardian or have the legal authority to consent on his/her behalf.

•

I have had the study, so far as it affects him/her fully explained to my satisfaction by the
researcher.

•

The oral examination will be similar to a routine check-up and that the procedures used
are not harmful.

•

No x-rays will be taken.

•

The purpose of this research project is to improve the quality of oral care of adults with
physical and intellectual disabilities, and that his/her involvement may not be of any
direct benefit to him/her.

•

While information gained during the study may be published, he/she will not be
identified and his/her personal results will not be disclosed.

•

I understand that he/she is free to withdraw from the project at any time and that this will
not have any effect in the management of his/her oral health, now or in the future. My
consent for him/her to participate in the study is given freely.

Name: ……………………………………………………………………………….….

……………………………………………………………………………………
(signature)

(date)
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Appendix 11: Oral examination form
Given Name:…………………………………………
Surname:…………………………………..
Sex:

Male

Date of birth:

Female
…../…../……… (Day/month/year)

Subject ID

Date of Exam: …../…../……… (Day/month/year)

Examiner ID

Consent obtained from:
Care recipient

Parent

Guardian or person responsible

Dental status
55 54 53 52 51 61 62 63 64 65
18 17 16 15 14 13 12 11 21 22 23 24 25 26 27 28
Crown
Root

Crown
Root
48 47 46 45 44 43 42 41 31 32 33 34 35 36 37 38
85 84 83 82 81 71 72 73 74 75
Tooth wear (code the most affected tooth in each segment)
18–14

13–23

48–44

43–33

24–28

Maxilla
Mandible

Prosthetic Status
Full removable dentures (F)
Partial removable dentures (P)

Periodontal Disease Index

34–38

Upper Lower

16

21

Plaque index
Calculus index
Gingivitis index

185

24

36

31

44

Notes
Dental Status
Sound (S)
Decayed (D)
Filled, no decay (F)
Filled, with decay (FD)
Filling unsatisfactory (FU)
Missing (M)
Fissure sealant (FS)
Bridge abutment, special crown/veneer/implant (B/C/V/I)
Unerupted tooth (crown)/unexposed root (U)
Trauma (fracture) (T)
Tooth wear
Severity:
0= None-to-little (less than 2mm of dentine exposed)
1= Moderate (more than 2mm of dentine exposed in any dimension)
2= Severe (complete loss of enamel on incisal/occlusal surface or more than 3mm cervical
wear)
Periodontal Disease Index
Plaque Index
0= absence of dental plaque
1= dental plaque present on some but not all interproximal, buccal and lingual surfaces of the
tooth
2= dental plaque, present on all interproximal, buccal and lingual surfaces of the tooth, but
less half of these surfaces
3= dental plaque covering all interproximal, buccal and lingual surfaces and more than half of
these surfaces
Calculus Index
0= No calculus present
1= supragingival calculus extending only slightly below the free gingival margin (not more
than 1mm)
2= moderate amount of supra and subgingival calculus or subgingival calculus alone
3= an abundance of supra and subgingival calculus
Gingivitis Index
0= absence of signs of inflammation
1= mild to moderate inflammatory gingival changes, not extending all around the tooth
2= mild to moderate severe gingivitis, extending all around the tooth
3= severe gingivitis characterised by marked redness, swelling, tendency to bleed and
ulceration, whether or not it extends completely around the tooth.
Signs of inflammation include redness, blunted papilla and spongy consistency.
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Appendix 12: Oral examination report

Findings from the dental inspection

Name: …………………………………………………………………………………….
Today, the above-named participant in the study titled `Oral Care for Young Adults with
Physical and Intellectual Disabilities had a dental inspection.

The following conditions were noted:

Dental caries

Gingivitis

Plaque

Calculus

Other...............................................................................................................

None of the above

I have advised the person and the carer that, in my opinion, he/she should seek dental
advice/care.
Immediately
In the near future

Name of dentist: .............................................................................................................

Signature: ..........................................

187

