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1
Introduction
The NHS Information Centre for Health and Social Care (IC) has commissioned the Office for National Statistics (ONS) to run the 2009 Adult Dental Health Survey (ADHS), which is due to go live in October 2009.

The ADHS is an epidemiological study of the dental health of the adult population amongst private households, and has been run approximately every ten years since 1968. The survey will be carried out by a consortium comprising ONS as lead contractor, various national social survey groups and 5 universities.

The development programme for the survey included expert reviews from within the consortium and project Steering Group, NHS stakeholder consultation, cognitive question testing, and a dress rehearsal.

This 2009/10 ADHS will exclude some adult groups because of the requirements of consent or the method of sampling by households.  These excluded groups tend to be more vulnerable adults who may well have worse levels of dental health and whose needs are unrecorded.  Other adult sub-groups of interest to commissioners of health care have also been identified.

There is therefore a need to run surveys supplementary to the ADHS, of some specific adult sub-groups to ensure that comparable information is collected.  Only by doing this, can inequalities of dental health, its impact and use of dental treatment services be identified.

The protocol here describes an approach which will allow collection of dental health information about three adult sub-groups using similar, comparable measures as the main ADHS.  The benefits will be that commissioners in Primary Care Trusts will be able to know more about the needs of the adults in their own populations that fall within these groups.  The arising information will also enhance the ADHS data set.  These surveys will be called the Supplementary Adult Sub-Group Surveys (SASGs) and the protocol here describes how they should be undertaken.

It is a requirement of Primary Care Trusts that they undertake dental health needs assessments for all population groups
,
,
.  Only by national co-ordination and collaboration can PCTs achieve this for some adult sub-groups.
The ADHS and the SASGs form part of the agreed NHS Dental Epidemiology Programme for England and, as such, PCTs are required to take part according to this nationally agreed protocol.

The data arising will be the property of the PCTs who commission local surveys but all data will be collated centrally so that sufficiently large samples in each of the sub-groups will be formed.  Analysis of this collated data will be the responsibility of The Dental Observatory with the NHS Information Centre and widespread dissemination is planned.  TDO will work with other partners, for example universities, so that maximum yield can be gained from the datasets.
2
Aims and objectives of the survey

The main aims of the Supplementary Adult Sub-Group Surveys are to:

· Provide accurate and up-to-date information on the state of oral health in specified adult sub-groups in England.  

· Compare levels of oral health found among specified adult sub-groups with those found in the main ADHS sample and with those found in the previous survey in 1998. 

· Enable appropriate NHS bodies and devolved governments to explore detailed data to inform local planning of dental services for the specific sub-groups. 

More specifically, the survey aims to:

· Investigate, by interview, dental experiences, attitudes and knowledge, dental care and oral hygiene;

· Establish, through an interview, those who have total loss of natural teeth and investigate their use of complete denture(s);
· Determine by clinical examination the condition of the natural teeth and supporting tissues;

· Confirm by clinical examination and interview the state and use made of denture(s) worn in conjunction with natural teeth;

· Monitor the extent to which dental health targets set by governments are being met, or provide baseline information for the generation of new policies and targets. 

For the following adult sub-groups:



Group A - Adults with learning disabilities



Group D - Adults requesting, referred for or using domiciliary dental care services



Group O - Adult users of out-of-hours dental treatment facilities

3
Milestones

The main stages in the survey are:

Identify which adult sub-groups are of greatest interest.  Achieved June 2009
Modify main 2009 ADHS protocol to reflect changes to methods for sampling, approach, and consent for each sub-group and simplification of questionnaire and clinical examination. Achieved once main ADHS underway

Seek ethical opinion for all stages of the Supplementary Adult Sub-groups Surveys, following approval of the main 2009 Adult Dental Health survey in July 2009.  Achieved November 2009 

Identify the Primary Care Trusts involved in the main 2009 ADHS and the remainder who will be involved with the SASGS. Achieved November 2009

Match the participating PCTs to one of the three identified adult sub-groups, applying their preferences where expressed
Distribute training material, protocols and all relevant paperwork to PCTs Teams

Arrange and deliver three training sessions, with specific training for each of the sub-groups at all three events. Provided February 2010

Survey period : February – July 2010

Data entry and submission to NHS DEP Regional Coordinators by August 2010

Data collation and analysis by October 2010

Publication: in accord with and cognisant of the requirement s of ADHS 2009 publication – planned for the end of 2010.

The ADHS consortium will produce a first release statistical overview of dental health in England, Wales and Northern Ireland, and within each Strategic Health Authority by the end of 2010.  There will also be a series of publications on aspects of adult dental health on the ONS website.

Non-disclosive data from the surveys will be deposited at the UK data archive if requested and on the British Association for the Study of Community Dentistry (BASCD) website and The Dental Observatory (TDO) and North West Public Health Observatory (NWPHO) website.

4
Roles and responsibilities

With the assistance of the Department of Health, Dental and Eye Care division, the Strategic Health Authority dental public health leads have decided which adult sub-groups are currently of greatest importance.

TDO will take responsibility for co-ordinating and preparing the procedures for the SASG surveys.  Delivery of local results will be the responsibility of the identified PCTs, assisted by TDO and Regional Coordinators. 

The Dental Observatory with North West Public Health Observatory will work with the 2009 ADHS Consortium and BASCD advisors to amend the main ADHS protocol to suit the needs of the SASGS.

TDO will distribute protocols and all necessary paperwork to Regional NHS Dental Epidemiology Programme Coordinators who will pass these on to relevant PCT fieldwork teams.

TDO will organise and deliver training courses for the three groups of PCTs to ensure they understand the principles, purpose and procedures for the surveys.
Clinical training materials will be provided by 2009 ADHS consortium to be used at the training sessions for the SASGS.

Each PCT team will undertake the surveys as described and enter their results into a prepared format before sending anonymised results to Regional Coordinators for uploading to TDO via a web portal.

TDO will collate the results for each of the three sub-groups, analyse results, compare with the related 2009 ADHS results and report according to a schedule established in agreement with NHS Information Centre and 2009 ADHS.

4.1
Experience

TDO and BASCD have long experience in undertaking dental epidemiological surveys of children.  They have wide contacts with experts in the field of epidemiology within the NHS and the academic sphere.

The 2009 ADHS Consortium has agreed to help with any aspects of the SASGS and offer the considerable expertise held within each of the partner groups, should assistance be required.

The clinical examination and questionnaire content of 2009 ADHS have been developed over the previous five decennial surveys.  The same procedures will be adopted for the SASGS, albeit with simplification where possible.  Reliance on these standards will allow for comparison, use of the same training material and avoid the need to re-invent a process anew.

4.2
Chief Investigator 

The chief investigator for the Supplementary Adult Sub-Group Surveys 2009 is:

Eric Rooney

Director

The Dental Observatory

c/o NHS Central Lancashire

Preston Business Centre

Watling Street

Fulwood

Preston

PR2 8DY

5
Methodology

The 2009 Adult Dental Health Survey is a dental epidemiological study, with two components; a face-to-face interview and a dental examination using appropriate standardised methods and equipment.  The SASGS will follow the same method but will use a simplified questionnaire and clinical examination.  Both the questionnaire and the examination will take place on the same occasion where possible.

Both the main and the SASG surveys are designed to be as similar as possible to previous surveys in the series of decennial surveys dating back to 1968, particularly the last survey carried out in 1998, whilst incorporating changes reflecting advances in dentistry and the ways in which dental services are organised and delivered in the intervening decade.

Like previous surveys in the series, both the interview and the dental examination will be carried out in the subject’s own home, except in the case of the Users of Out of Hours services sub-group. This procedure is designed to minimise the burden on the respondent (as it is more convenient for us to go to them) and maximise response (and therefore minimise non-response bias), which helps ensure data is both representative of the general population of the sub-group and comparable over time. 

Trained administrative assistants will carry out face to face interviews and act as data recorders for the dental examination.  These may or may not be dental nurses.

The survey is observational rather than experimental, and although the examination is intrusive (it requires access to the participant’s mouth in order to make the observations), the survey is non-therapeutic and non-interventional. There is no ‘control’ group assigned for analysis, as the purpose is to measure the prevalence of different types of dental health in the population, so the survey can be described as descriptive
. 

The survey procedures are designed to involve "minimal risk", if minimal risk is defined as “the probability of harm or discomfort anticipated … are not greater in and of themselves than those ordinarily encountered in daily life or during the performance of routine physical or psychological examination or tests”
. The survey is also consistent with the Council of Europe definition of minimal risk, which is “the research bears minimal risk if it is to be expected that it would result in, at the most, in a very slight and temporary negative impact on the health of the person concerned”
.

5.1
Fieldwork

The fieldwork will be co-ordinated by the Dental Observatory with the assistance of NHS DEP Regional Coordinators and will be carried out by PCT commissioned teams.  In most instances these will be drawn from the PCT Dental Service as there is a great deal of experience of undertaking surveys within these services.  In addition the personnel are often used to working with adults with special needs and those requiring domiciliary care. PCT dental services receive base funding to undertake epidemiological surveys, but in some instances the work may be commissioned from other dentists on the PCT performer list who have received formal training.

The fieldwork teams will consist of specifically trained dentists and specifically trained administrative supporters, many of whom will have past experience of epidemiological fieldwork through involvement in previous national studies, and/or local oral health studies. The fieldwork period will start in February and finish in June 2010.  This will include any ‘mopping up’ work to complete any outstanding cases. 

5.2 Sampling

5.2.1
Sub-group A  – Adults with learning disabilities

Within each participating PCT the dental epidemiology fieldwork team lead will liaise with the Primary Care manager for medical services, or an equivalent, to facilitate working with medical practices to identify and access adults with learning disabilities (ALDs).  Working with the commissioning team for medical services will allow all general medical practices contracted with the PCT to be identified and listed.  Three practices will then be randomly selected and two more  to act as spares in case one of the three is unable to cooperate.  Each selected practice will be approached with the assistance of the Primary Care Manager, or equivalent, and asked to cooperate.  

The practice manager will be asked to list all their adult patients who are registered by the practice as being learning disabled.  Each of these individuals will be allocated a number and a random selection made of at least 15 patients from each of the three participating practices.  

The patient records of each selected patient will be checked to ensure that the patient is not currently ill and is still living in the area.

The practice manager will contact the randomly selected patients, or their carer, in order of selection and request their permission for members of the dental epidemiology fieldwork team (DEFT) to contact them to explain the purpose and nature of the survey and to request their agreement to take part.  The manager of each practice should continue contacting until 15 patients with LD agree to be contacted about the survey.

A member of the DEFT will then contact each selected patient, or patient’s carer, who gives their permission to be contacted and move on to the recruitment phase (5.3.1)  

It would be anticipated that from each practice a minimum of 10 patients with learning disability would be willing to take part and be available for examination and a minimum of 25 would be successfully surveyed by each PCT team.  As approximately 20 PCTs will be undertaking surveys of this sub-group this will result in a total of 400 of adults with disabilities being surveyed in total in England.
5.2.1 Sub-group D – Adults requiring domiciliary dental care

Each PCT team will work with the commissioning team to identify all lists being held of patients who have received domiciliary care in the previous 12 months, along with those requesting or referred for domiciliary dental care, along with their contact details. These might be kept by the PCT DS, and there may be a centralised list for general dental practices who are contracted to provide domiciliary services.  In addition, specifically contracted general dental practitioners and PCTDS will have lists of patients for whom they provide domiciliary care.   If several lists exist then the patients should be grouped sensibly – perhaps by source of care and whether or not they are on a waiting list.  

All categories of patient will be collated to form a single, randomly ordered list from which 30 will be randomly selected, with at least five extra to act as spares. 

With the agreement of the commissioning team a member of the DEFT will contact each individual on the list to move on to the recruitment phase (5.3.2)

It is estimated that this will result in a minimum of 25 adults being successfully surveyed by each PCT team.  As approximately 20 PCTs will be allocated to survey this sub-group this will result in a total of 400 of adults who are in contact with domiciliary dental care services being surveyed in total in England.
5.2.2 Sub-group O – Adult users of Out of Hours dental treatment                 services

Each PCT team will work with the commissioning team to identify all providers of Out of Hours dental treatment and all sites where it is delivered.

A single list of sites will be made and, if there are more than 3 sites, a random sample made of 3 sites, with two further sites acting as spares.

After liaison with Out of Hours site staff and agreement from them to cooperate with the survey the PCT dental epidemiology fieldwork team will arrange to visit each of the randomly selected sites in turn, on differing days of the week.  The aim will be to attend services at times of day and days of the week to provide a wide exposure to adults attending at differing times as they may have particular conditions and reasons for using at the times they do.

The DEFT will then move on to the recruitment phase (5.3.3)

It is estimated that this will result in a minimum of 25 adults being successfully surveyed by each PCT team.  As approximately 20 PCTs will be allocated to survey this sub-group this will result in a total of 400 of adults with disabilities being surveyed in total in England.

5.3 Recruitment of respondents
Fig 1

Principles of ethical recruitment

PCT dental epidemiology teams will comply closely with the principles of ethical recruitment :

All prospective volunteers will be approached in a sensitive manner and asked if they would be willing to take part in a survey of adult dental health.  

No coercion, inducement or reward will be provided

The provision of dental treatment will be unaffected by the participation or non-participation of potential volunteers and this will be made clear to them.

Information sheets will be provided for all potential volunteers.  A core I.S. is provided (Appendix A) and PCTs should make minor amendments only to show their organisation details.

The information sheet should be read out to those who have difficulties reading English.

In circumstances where mental capacity or understanding is limited the survey team should explain the purpose and nature of the survey, in terms which are appropriate.

Potential volunteers should be given sufficient time to consider whether or not they wish to take part, three days as a minimum, except in the case of the survey of Out of Hours service users. 

Positive consent should be obtained prior to commencement of the questionnaire or clinical survey.  This should be written using the agreed consent form (Appendix D1) which should be completed with a unique ID number of each volunteer.  Where only verbal consent can be obtained this should be recorded and witnessed.

In cases where an adult is unable to give consent because of mental incapacity no other adult can consent on their behalf. This should be assessed using the guidance provided in Appendix E. A relative, carer or health care worker well known to the adult may give assent (Appendix F) if, having read the information sheet, they consider that participation of the adult will potentially benefit others with the same state of health or living circumstances and that the benefits outweigh the small potential risk.

Respondents will provided with repeat opportunities to opt-out of participating in the survey, and those that do will be regarded as survey non-responders. It is expected that there will always be non-responders to voluntary sample surveys, but it is important to try to minimise non-response to maximise the confidence in the reliability of the survey estimates.

It is important that all steps are followed in the sampling and recruitment process to ensure maximum compliance whist upholding the ethical principles listed above.

5.3.1
Sub-group A – Adults with learning disabilities 

Following an initial contact by the Practice Manager, and agreement for contact from the adult or their carer a member of the DEFT will contact the sampled adult or their carer to explain the purpose and nature of the survey and request their agreement to take part in principle and answer any queries they may have.   For those agreeing to take part an appointment will be made for the DEFT to visit the volunteer at home to carry out the survey.  An information sheet will be posted home to each potential participant as soon as an appointment is made and in sufficient time for the ALD or carer to read and consider the implications of taking part. (Appendix A)

For individuals for whom the reading or understanding of English is a problem, the information sheet will be read out to the participant by a member of the dental epidemiology fieldwork team or a relevant interpreter. Where understanding is limited, the person reading out the information will explain it in terms that are appropriate for the individual.

When the DEFT reach the volunteer’s residence they will check at the doorstep whether any residents have any symptoms of illness and, if any are reported, re-arrange the visit for at least two weeks hence.  

If no symptoms are reported the next step will be for the DEFT to explain again, if necessary, the nature and purpose of the survey to the ALD and their carer and then to seek written or recorded verbal consent or assent according to the principles listed above.  This process was used in several dental surveys involving ALDs in the North West. 

5.3.2
Sub-group D – Adults requiring domiciliary dental care  

Working with the commissioning team the DEFT will contact each of the sampled patients who have agreed to this by telephone or letter to give a brief outline of the nature and purpose of the survey, request their agreement in principle to take part in the survey and answer any queries they may have.

Once the potential respondent has agreed in principle to take part an appointment will be made for the DEFT to attend the willing volunteer’s home to carry out the survey.  A survey information leaflet will be posted to the volunteer’s home prior to the survey visit (Appendix A) as soon as an appointment is made and in sufficient time for the potential volunteer to read and consider the implications of taking part.

For individuals for whom the reading or understanding of English is a problem, the information sheet will be read out to the participant by a member of the dental epidemiology fieldwork team or a relevant interpreter. Where understanding is limited, the person reading out the information will explain it in terms that are appropriate for the individual.

When the DEFT reach the volunteer’s residence they will check at the doorstep whether any residents have any symptoms of illness and, if any are reported, re-arrange the visit for one or two weeks hence.  

If no symptoms are reported the next step will be for the DEFT to explain again, if necessary, the nature and purpose of the survey to the resident, or their carer if relevant and then to seek written or recorded verbal consent or assent according to the principles listed above. 
5.3.3
Sub-group O – Adult users of Out of Hours dental treatment services  

Working with the personnel involved with the provision of clinical care at the Out of Hours sites the DEFT will approach each adult who attends for care and give them a brief explanation of the nature and purpose of the survey and seek their co-operation to take part.  An information sheet will also be given and it will be made clear that the provision of dental treatment will be unaffected by the participation or non-participation of potential volunteers.

For individuals for whom the reading or understanding of English is a problem, the information sheet will be read out to the participant by a member of the dental epidemiology fieldwork team or a relevant interpreter. Where understanding is limited, the person reading out the information will explain it in terms that are appropriate for the individual.

Where requested, potential volunteers will be given the opportunity to ask further questions and take time to consider whether they wish to take part.

The potential volunteers should then be asked if they wish to take part and provide written or recorded verbal consent or assent according to the principles listed above. 

This process was used in several dental surveys at Access centres in the North West.

5.4
Inclusion Criteria

To be included in the interview:

· Adults who come within the defined population (and have been selected as part of a random sampling procedure, where used). 
· Adults aged 18 or over, 

· Those who have the ability to be able to understand the purpose and nature of the survey and be able to give informed consent to both the interview and the clinical examination or, when mental capacity of the individual is insufficient for this, assent given by a carer or close relative.

· Adults who have the ability to either complete the questionnaire themselves or provide answers that can be recorded by the interviewer or have answers provided by their carer or representative.
To be included in the dental examination:

· the inclusion criteria above, plus

· presence of one or more natural teeth, as stated by the respondent in the interview, plus

· the ability to co-operate sufficiently with the clinical examination for it to be completed satisfactorily and safely. 
5.5
Exclusion Criteria

Adults who do not come within the defined population under scrutiny or have not been selected as part of a random sampling procedure, where used.
Individuals who are unable to understand the information detailing the purpose and nature of the survey and those for whom informed consent or assent cannot be provided will be excluded.  Those who cannot co-operate sufficiently for the clinical examination to be completed in a safe manner will be excluded from the clinical examination.

No individual or group will be excluded on grounds of race, gender, religious beliefs or sexual orientation.

5.6
Consent

Respondents will be given clear explanations, verbally and in writing, of the purpose of the study, confidentiality issues and the way in which the data would be used (Appendix A).  All of the interviews and clinical examinations will be conducted on a voluntary basis and DEFT will never interview or examine someone who is unwilling to take part. 

In addition to the survey questionnaire and clinical examination volunteers will also be asked to allow their contact details to be passed to the NHS Information Centre and enable their survey data to be linked to NHS administrative databases. 
Any follow up data linkage study is not covered under this particular application. A separate application will be made if such a follow-up study were to take place.

The steps taken to ensure informed consent, without pressure or inducements, are described in section 5.3 which is to be read in junction with Fig 1.
Each PCT will adapt all survey documents only in terms of the logo and details about their organisation.

Individuals who agree to participate will still have the opportunity to opt out of the dental examination, to refuse to answer a particular question and to withdraw from either interview or examination at any time.
5.6.1
Capacity to provide informed consent
One of the sub-groups expressly includes adults who may have limited capacity to provide consent.  An assent process is proposed as an alternative in such cases which has been used in previous surveys of ALD and which have received ethical committee approval.
Appendix E contains the protocol that outlines to interviewers how to judge which volunteers should consent for themselves and which require assent by a carer or family member. The process will be covered in the survey specific training provided to interviewers. 

5.6.2
Additional consents

In the event of any serious oral pathology being identified, written consent will be sought for information to be sent to the respondent’s General Practitioner (GP) by the DEFT lead clinician or their Clinical Director (Appendix K and L).  If the respondent does not have a GDP or GP or does not want their GP contacted, then they will be presented with an information letter urging them to pursue a check up (Appendix M). The consent form and the oral lesion report form are provided in this protocol.

5.7 Survey procedure

5.7.1  ID numbers.  Each volunteer must be given a unique identity number which, when used with the PCT code, will provide a unique ID for all participants in the nationally collated databases.  For each PCT it is a simple matter of numbering their volunteers from 001 to 002 upwards.  This unique ID will allow linkage later on and will allow postcodes to be entered into the database.
Details of the volunteer ID, name, date of birth, gender and postcode must be recorded using appendix D (2).
5.7.2  Once consent has been given, essential details recorded and, for groups A and D, an appointment has been made, the questionnaire and clinical examination can take place.

National training events will give details of the procedure of undertaking the questionnaire and the clinical examination.

The survey will be run in the homes or day centres of adults in Group A, homes of those in Group D and at the site of out of hours services for those in Group O. 

6
The interviewer administered questionnaire
In previous main ADHS series, the aim has been to minimise changes to the interviewer administered questionnaire, to allow for robust analysis of dental health and dental care behaviour over time.  

Whilst a significant core of questions will be kept consistent with the 1998 survey to maintain analysis of the key trends, the 2009 questionnaire has been reviewed to meet additional data requirements for planning of dental services, and advances in available dental treatment. 

The review process consisted of expert reviews of the questionnaire to identify areas suitable for revision, as well as a series of consultations with key users of the survey data, including representatives from:

· Government

· Chief and Deputy Chief Dental Officers

· Strategic Health Authorities

· Commissioning leads in Primary Care Trusts/Local Health Boards/Health Boards

· Representatives from the British Dental Association

· Consultants and trainees in Dental Public Health

· Dental practice advisors

· Clinical Directors from the salaried dental services 

· Researchers

· Consumer groups

The final questionnaires for the main ADHS has been simplified for the purposes of these SASGS and are shown in Appendices G for Group A, Group D and Group O. 

The interview and clinical examination is expected to take no more than about 40minutes for each adult.  In some cases this may take longer depending on the needs of the volunteer.

The interview will be completed face to face and onto paper by the specifically trained DEFT administrative supporter.  As well as establishing respondent’s socio-demographic classification, the interview covers the following main topics:

· A self assessment of the presence of natural teeth, fillings and dentures

· Participants’ satisfaction with their teeth and mouth, including appearance and the ability to speak, chew and swallow

· Opinions on the need for dental treatment

· Past dental experience and care received

· Patterns of past, present and future dental attendance, including the most recent dental visit

· Attitudes to dental treatment

· Barriers to receiving dental treatment

· Dental hygiene habits and advice received

· Patterns of NHS / private / mixed treatment

7
The clinical examination

The examination aims to:

· establish the condition of the natural teeth and supporting tissues;

As with the interviewer administered questionnaire, there is a requirement to ensure that the clinical criteria are similar to those used for the previous surveys of adult dental health, particularly the 1998 survey.  However, the examination also incorporates improvements, as identified by expert review.  The SASG surveys will use a simplified version of this improved examination.  The protocol for conducting the examination and the clinical criteria are attached at Appendix H. 

The dental examination will be carried out on consenting respondents who have at least one natural tooth.   Where respondents are edentulous the interview will be completed but not the clinical examination.

The following data will be collected by the specifically trained dentist and recorded onto the data collection sheet:

· The number of natural teeth present and the condition of the crown and root. This will include an assessment of arrested as well as active caries, and the presence of any crowns and/or bridges and spaces.

· An assessment of the number of posterior segments with one or more tooth-to-tooth or tooth-to-fixed replacement contacts.

· The presence of visible calculus

· Any significant conditions with treatment implications such as soft tissue pathology.

The dental examination is likely to take about 15 minutes on average, depending on the number of natural teeth, the condition of the respondent’s teeth and gums and the ability of the respondent to co-operate. Respondents with both natural teeth and dentures may have a slightly longer examination than those with just natural teeth.
Where examination is significantly limited by co-operation the priority is to record data on present or replaced teeth (line 1) and functional contact (line 5).

7.1
Equipment

The following equipment will be required by each survey dentist:

· Purpose-built (Daray) lamp incorporating standard safety features plus protective foam for G-clamp (foam is needed to protect furniture from damage by the clamp)
· For those examining adults with learning disabilities a head lamp with fresh or fully charged batteries may be used.
· No. 4 plane mouth mirrors

· Straight probe (CPITN or standard probe blunted to 0.3 mm) 

· Straight probe – not blunted 

· Latex free gloves

· Cotton wool rolls or cotton buds

· Sterile wipes and gel for hands
· Yellow bags for disposal of waste

· Extension lead and Circuit breaker 

· Protective spectacles for participant

Cross infection control will be a priority and each examining team will carry sufficient sets of pre-sterilised instruments to ensure that there are a fresh set of sterilised instruments for every examination.  Examiners will wear a new, clean pair of rubber gloves for each examination.
8
Personnel, working safely and training 

8.1
PCT Dental Epidemiology Fieldwork Teams

There will be approximately 85 PCT teams conducting fieldwork on the SASG project.  Each will include, as a minimum,
· a qualified, dental surgeon,  trained in the procedure for the survey clinical examination at events provided by The Dental Observatory or trained by their Regional Coordinator if they, themselves attended a TDO training event.  Ideally the clinician should have experience of undertaking dental epidemiological surveys
· and an administrative support worker who has received training in carrying out the questionnaire at a training event provided by The Dental Observatory or trained by their Regional Coordinator if they, themselves attended a TDO training event.  Ideally the administrative support worker should have experience of undertaking dental epidemiological surveys 

The teams will receive training on the common methodology and in one of the three sub-group areas.  Support material will be provided by TDO, some of it adapted from the ADHS material. 

All team members will be required to have CRB checks, the majority of which will already be in place because of the clinical work they undertake on a daily basis and the vulnerable groups for whom they usually provide clinical care.

All team members will abide with their employing organisation’s policies with regards to health and safety matters during their work.   Particular attention should be paid to the circumstances they may face when working in private households with the general public, including how to travel safely, staying safe in public places, how to approach addresses, and maintaining personal safety whilst interviewing.  

Policies regarding safe handling of data are also of relevance (see Section 9) 

DEFTs will always undertake the two survey elements in pairs.  They will abide by their own PCT’s guidance on continually assessing risk whilst approaching an address, and during any time at the address.

There are set protocols for reporting accidents or safety issues within PCTs, including loss or theft of equipment and these will be followed.

The nature of the population sub-groups will determine the time of day when examinations will be most conveniently completed.  As the time involved in examining is likely to be less than that required for traditional child cohort surveys the task should be accomplished well within the resources agreed within the Service Level Agreements relating to fulfilment of the PCT obligations to health needs assessments.  

It is the responsibility of each PCT to negotiate suitable amendments to working times to accommodate any examinations which may be required outside of normal working hours.  This will be particularly relevant for those PCTs involved with Out of Hours Service users for whom it may be necessary for examining teams to be undertaking the survey on approximately 4 evenings or a weekend day or Bank Holiday day.

The clinical examination will be well within the normal competence of a qualified dental surgeon.  

8.2 Training

The Dental Observatory will provide training for PCT fieldwork teams on the conduct of the survey.   Only personnel who have been trained by TDO or by Regional Coordinators who have been trained by TDO may undertake surveys using this protocol.
Objectives

· To train DEFTs to be able to work through the relevant processes of sampling, approaching, recruiting and surveying the sub-groups to which they are assigned

· To train support staff to ask questions and record responses data accurately

· To train dentists to undertake reproducible examinations for the study

· To ensure DEFTs know how to enter the data and handle it according to data protection guidelines.

Design of Training and Calibration
The study requires that at least 45 DEFTs are trained to be able to fulfil the requirements of the surveys.  The administrative support workers and the dentists will be briefed on the general and specific processes. Specific training will be given for each sub-group with regard to sampling, approach, recruitment and consent and the trained personnel should be the ones who undertake these stages.  The admin support workers will be trained to ask the questions and record responses correctly and the dentists will be trained to apply the simplified clinical criteria.  
9
Confidentiality and data security

Security of data is of top priority and PCT teams will take seriously the pledges of confidentiality given to respondents and all legal and moral obligations placed upon them.
9.1
Confidentiality

All members of the DEFT- administrators, recorders and dentists - will at all times work to the principles of confidentiality as laid out by the NHS Code of Practice which incorporates the Caldicott principles of confidentiality
. 
9.2
Data security

All Primary Care Trusts in England should be notified under the Data Protection Act as having data bases containing details of individuals.  All staff and are made aware of the obligations this act imposes on them.  All the organisations involved are experienced in working in accordance with strict data management protocols within the health data field and will adhere to the best possible standards of data protection, privacy and ethical practice.

In the field all survey information will be collected onto paper using only ID numbers.  No participant identifiable information will be recorded onto data collection sheets (except in the rare situation when oral pathology giving concern is noted and it is in the participant’s interest to ensure that rapid referral is made).  For the purposes of future data linkage a separate record sheet will be completed with patient details and their ID number (Appendix D2).  Data will be transferred from paper records to a dedicated computer program at the DEFT base as soon as is practically possible and the paper files kept securely and separately from the electronic records.  Again, no patient identifiable information will be recorded onto computer records and the computer program is accessible only to those involved in dental epidemiological surveys.

Regional Coordinators will upload data from PCTs to TDO via a dedicated web portal.  All confidential data and documents will be destroyed when no longer required.

The collated data will be used for statistical research purposes only and no outputs will identify individual respondents.
10
Indemnification
In the event that a participant claimed for damages against a PCT employee, both the dentists and the administrative support staff will be covered by the normal NHS indemnity.

11
Feedback on the clinical examination 

In previous Adult Dental Health Surveys, the dentists did not comment about what they saw during the examination. The exception was if the examining dentist noticed a lesion (such as a suspected malignancy) which they considered to be serious and potentially life threatening. In that case, there was a protocol for collecting the respondent’s consent to contact their General Practitioner.
For the 2009 survey, in line with current ethical practice, feedback can be provided to each person who takes part in the examination.  The SASGS will follow the same procedure as agreed for the main ADHS.  The administrator is permitted to say, when contacting potential participants, that the dentist may be able to offer them some advice on the best way of looking after their mouth or teeth. If, after the examination, the subject wishes to know about the general condition of their dental health then the dentist can give an indication of whether there is room for improvement in terms of the general oral hygiene/ cleanliness using one of four statements, which generally categorise the respondent’s dental health and treatment needs (category 4 is equivalent to the serious pathology procedure in place for the 1998 ADH survey and the procedure being used in the main ADHS).

Appendix J details the scripts that should be used for each category of volunteer, depending on the clinical findings.

The categories are: 


Category 1
No obvious oral problems

(used for anyone with no obvious disease requiring further assessment)
Category 2
Minor issues requiring a dental check up

(used for anyone with obvious disease requiring further assessment)

Category 3
Obvious or progressive oral disease requiring a check up within 1 month

(used for anyone who scores 1 on the PUFA index)

Category 4
Suspected serious pathology
(Used if the examining dentist notices a lesion which he /she considers may be serious and potentially life threatening such as a suspected malignancy).

The protocol for dealing with a suspected serious pathology is outlined within Appendix K and is consistent with the procedure in place for the 1998 and 2009 ADHS.

It should be noted that dentists are highly unlikely to encounter such serious pathology in this survey because:

· The incidence of such lesions is low

· The examination is not a screening exercise for such lesions

· The examination does not involve detailed examination of all the oral soft tissues 
The lead clinician of the DEFT or the Clinical Director of the PCT Dental Service will take responsibility for taking appropriate action on any report of serious pathology. If the respondent does not have a GP or a GDP or does not want their GP or GDP contacted, then they will be presented with an information letter urging them to pursue a check up. Appendix M
Dealing with further questions

Examining clinicians cannot be specific about dental treatment need or on the standard of previous dental treatment because the examination is not designed to collect the information required to make these assessments.  If the respondent probes for more specific detail on their dental health, dentists will respond, if appropriate, by using general principles to identify areas for improvement, but say that the person will need more specific advice from a dentist or dental hygienist since there are many ways of achieving this. They will preface this response by saying:

‘What I generally tell people is………….’

If asked to comment on specific aspects of past treatment, dentists will respond along the lines of:

‘This survey is limited and you need to see your (or a) dentist for specific advice and/or treatment’.

Each DEFT will find out from their PCT the correct information they should give to volunteers about finding a dentist if they do not currently have one.  

North West 5 Research Ethics Committee - Haydock Park

NHS North West 

Room 155 - Gateway House

Piccadilly South

Manchester

M60 7LP

Telephone: 0161 237 2394 / 2152 

Facsimile: 0161 237 2383

07 December 2009 

Dr G Davies

Development Manager

North West Regional Co-ordinator for NHS DEP

The Dental Observatory

c/o NHS Central Lancashire

Preston Business Centre

Watling Street Road, Fulwood

PRESTON PR2 8DY

Dear Dr Davies

	Full title of project:
	Protocol for Surveys of Supplementary Adult Sub-Groups to complement the 2009 Adult Dental Health Survey


Thank you for seeking the Committee’s advice about the above project.

You provided the following documents for consideration: -

· E-mails from Dr Gill Davies, Development Manager, North West Regional

Co-ordinator for the NHS Dental Epidemiology Programme – sent 21 October 2009

· Covering letter from Dr Davies – dated 21 October 2009

· Summary of the NHS Dental Epidemiology Programme survey of the dental health

 
needs of adult sub-groups 2009/10

· Protocol for Surveys of Supplementary Adult Sub-Groups to complement the 2009 Adult Dental Health Survey – dated October 2009
These documents have been considered by the Chair (Dr D Manning – Consultant Paediatrician).

I enclose a copy of our leaflet, “Defining Research”, which explains how we differentiate research from other activities.   

It is felt that the proposed survey does not fit comfortably within any of the three categories outlined in the leaflet, i.e. research, clinical audit or service evaluation.  However, it is agreed that the programme of work is looking to define or judge current care and to inform delivery of best care rather than attempting to derive generalisable new knowledge.

As such, the Chair has advised that the project is not considered to be research according to this guidance.  Therefore it does not require ethical review by a NHS Research Ethics Committee.

-2-

In arriving at this decision, the Committee is conscious of the fact that if this work was classed as research, this could set a precedent for all future health needs assessment work.

You should check with the NHS Central Lancashire what other review arrangements or sources of advice apply to projects of this type.  Guidance may be available from the clinical governance office. 

This letter should not be interpreted as giving a form of ethical approval or any endorsement of the project, but it may be provided to a journal or other body as evidence that ethical approval is not required under NHS research governance arrangements.

However, if you, your sponsor/funder or any NHS organisation feels that the project should be managed as research and/or that ethical review by a NHS REC is essential, please write setting out your reasons and we will be pleased to consider further.  

Where NHS organisations have clarified that a project is not to be managed as research, the Research Governance Framework states that it should not be presented as research within the NHS.

Yours sincerely

Cathie Stokes
Committee Co-ordinator

E-mail: - 
cathie.stokes@northwest.nhs.uk 

	Copy to: -
	Shirley Waters

Programme Manager Clinical Audit & Research

NHS Central Lancashire

Wigan Road

ORMSKIRK
L39 2JW


	Enclosure: -
	NRES leaflet – “Defining Research”


Appendix A : Volunteer Information sheet
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NHS Dental Epidemiology Programme 

Survey of Adults 2009/2010

Why your help is important
This leaflet answers some of the questions you may have about taking part in this survey. 

Who are we?

A team, funded by the local NHS Primary Care Trust, and trained to carry out surveys of dental health.  Every year we help to provide information about dental health and use of dental treatment services to help the NHS with planning.

There is a fully qualified and trained dentist on the team and others who help with questionnaires and organising the survey.

What is the survey about?

This year a fifth national survey about the dental health of adults is being carried out.  At the same time specific sub-groups of adults are also being surveyed in a series across the country to provide even more information for the main survey.  The main survey and this one will investigate people’s dental health and their experiences of dental care, including access to dental services. The survey consists of two parts: an interview, and a short, painless, dental examination. 
Why is the survey important?

These smaller surveys provide high quality information on the dental health of particular groups in the population. Information collected will be used to compare health and service use with the main survey volunteers to help health authorities effectively plan local dental health services. 

Results from the latest survey will also be compared with those from previous surveys and these smaller surveys allowing for changes in dental health over time to be understood.
Our survey partners

Primary Care Trusts are carrying out this study with the assistance of The Dental Observatory, with advice from the British Association of Community Dentistry and help from the National Centre for Social Research and their university partners.  Information from the survey will be shared among these organisations and with the NHS Information Centre. 

Who will use the results?

The results will be grouped together by The Dental Observatory and then shared with all Primary Care Trusts, Regional Strategic Health Authorities and the NHS Information Centre.  A number of government departments and agencies may also use the results. Survey information may also be shared with researchers who are viewed by TDO as fit to carry out suitable research. 

The NHS Information Centre (IC) holds records on treatment and services delivered by the NHS in the UK. To make the information you have given us more complete, we would like your permission for the IC to add data from these records to the information you provide in this survey. 

To do this, we need your written permission on a form to provide the NHS Information Centre with your name, address, sex, and date of birth (or age at last birthday if date of birth not provided), so that they can locate the correct record.  This information will be kept separately from the survey answers.

Like all the answers you have given us, this information will be treated in strict confidence, as guaranteed under the Code of Practice for NHS agencies and the Data Protection Act, and will only be used for statistical research purposes. 

Publications based on the research data will be made available on The Dental Observatory website from the end of 2010.

Why did we choose you? 

As it is not possible to ask everyone to take part in the survey, a sample of patients is selected to represent the entire country. You were selected at random from a list of patients or you are being asked to take part as we have randomly sampled this treatment service for the survey.
You are important for the survey because the random sample is a cross-section of a particular sub-group. We are interested in people from all age groups and all parts of the country.

Participation in the interview and examination is voluntary, although the success of the survey depends on the goodwill and co-operation of those invited to take part. Not everybody will be asked to take part in the examination and sometimes the questionnaire may not be completed.
Is the survey confidential? 

Yes, the information you give us will be treated as strictly confidential as directed by the Code of Practice adopted by the NHS.  No identifying information will be recorded on the survey forms – just a number – so it will be anonymous on the paper sheets and when it is entered into the computer.

The information will be used to produce statistics that will not identify any individuals. Survey information is also provided to other approved organisations for statistical purposes only. All such statistics produced are subject to similar codes and the same standards of protection are applied to your information at all times.

The NHS Information Centre would like to link your information to other NHS datasets.    To do this we will need to record your name, address and date of birth (but no other information) separately from the rest of the survey information.  These details may be passed on to the NHS Information Centre so that they can link your data with the NHS Central Register, or other NHS/general health databases such as the Hospital Episodes Statistics Register.  This would help the NHS Information Centre follow up your health status in the future.
Contact usPO15 5RR

If you have any queries about taking part in this survey, or complaints, please call [local number to be entered here]. [Local availability here -Opening times are 9am–9pm on Monday to Thursday, 9am–8pm on Friday, and 9am–1pm on Saturday.

Alternatively, you can write to:

[Local details here]

Thank you for your help.
Appendix B : Sample letter of invitation

For use if necessary

Local NHS logo

Address of local epidemiology team lead

And tel number

Date
Dear

I am writing to you to ask if you would be willing to take part in a national survey of adult dental health.  This would consist of a questionnaire about your views on dental health and dental treatment services and an easy check of your teeth, both of which we can do in your own home.

This is part of a national survey and will help to give your local NHS information to help them provide services to suit the needs of the population.  Primary Care Trusts have to assess the needs of the population and this survey is a way of doing this.

The accompanying information sheet should answer most of your questions but if you have any others please telephone the number above.

You are free to choose whether to take part or not and your future treatment will not be affected in any way by your choice.

Either Please would you complete the form below and send it back using the stamped addressed envelope that has been sent with this letter.

Or A member of the team will contact you to arrange the survey with you, unless you contact us to say you do not want to take part.  (need to delete the form below)

I do hope you will feel able to help with this and improve the planning of dental services.

Yours sincerely

Survey dentist

(- - - - - - - - - - - - - - - - - - - - - - - - - - - - - - - - - - - - - - - - - - - - - - - - - - - - - - - - - - - - 
Name    ___________________________
Address_______________________________________________________________________________________________________________________________________

I am willing / I am not willing    to take part in the survey of adult dental health being carried out by_____________________ Primary Care Trust.
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To arrange a time to carry out the survey I can be contacted on ____________________ and the best time to do this is at _________ (time)
Appendix C : Script for inviting participation
For guidance only 

Inviting adults in sub-Group A :

My name is ___________________ and I work for your local NHS Trust.  Do you remember your medical practice asking if you would agree to let us contact you about a dental survey?  I’d like to tell you about the survey and ask if you would like to take part.

The survey is happening across England and the aim is to find out about adult’s dental health and what they feel about it and using treatment services.  We’d like to come to your house and go through a questionnaire with you then do a very easy check of your teeth.

Do you think you would like to help with this and take part?

Would you like to ask any questions about this survey?

When would be the best time for us to visit you at home? 

Inviting adults in sub-Group D :

My name is ___________________ and I work for your local NHS Trust.  Your name and contact details were on our list of people who are in touch with dental services for people at home – domiciliary services.  Do you remember your medical practice asking if you would agree to let us contact you about?  I’d like to tell you about a dental survey that we are doing and ask if you would like to take part.

The survey is happening across England and the aim is to find out about the dental health of adults who want dental treatment services at home.  We want to know what they feel about their dental health and about using treatment services.  We’d like to come to your house and go through a questionnaire with you then do a very easy check of your teeth.

Do you think you would like to help with this and take part?

Would you like to ask any questions about this survey?

When would be the best time for us to visit you at home? 

Inviting adults in sub-Group O

My name is ___________________ and I work for this NHS Trust.  I’d like to talk with you about a survey we are doing of people who use dental services like this one – out-of-hours services.  and ask if you would like to take part.

The survey is happening across England and the aim is to find out about the dental health of adults who use out-of –hours services.  We want to know what they feel about their dental health and about using treatment services.  We’d like to go through a questionnaire with you then do a very easy check of your teeth.  This check will be as well as the examination the dentist her will do.  Your decision to take part won’t have any effect on your treatment here today.

Do you think you would like to help with this and take part?

Would you like to ask any questions about this survey?
Statements in answer to questions: (taken from end of main ADHS questionnaire)

The dentists work for the NHS salaried services (Community Dental Service) and are qualified to carry out the assessment. All equipment used will be sterilised.

Although this cannot take the place of a regular check up, the dentist will be able to give you some feedback about the condition of your teeth and gums, and as a result give you a recommendation about when you should next visit the dentist. 

No X-rays will be taken and the dentist will just be looking at your teeth – they may dry them first with cotton wool.

The information you give us will be treated as strictly confidential as directed by the Code of Practice for NHS agencies.

It doesn't matter about the condition of your teeth and gums - that is what we want to record.

The results will help to estimate the NATIONAL requirements for dental treatment rather than your own requirements.

The questionnaire and check will take about 40 minutes at the most.

Your decision to take part will make no difference to the dental treatment you receive now or in the future.

Appendix D (1)  : Consent form

                  
SUPPLEMENTARY ADULT SUB-GROUPS DENTAL HEALTH SURVEY 2009

CONSENT TO TAKE PART

To be completed by interviewer (please use capital letters and write in ink):

PCT CODE              ID NUMBER  

                              



DAY                 MONTH           
YEAR 
Sex


Male
1
                   Date of birth:



Female
2


Print participant’s name and instruct them to initial the boxes appropriate to their decision:


1. I (name) ​​​​​​​​​​​​​​​_____________________________________________confirm that I have read and understood the information in the leaflet for the above survey. I have had the opportunity to consider the information, ask questions and have had these answered satisfactorily. 

2. I (name) ______________________________________________________ consent to 

_________________________________________ (qualified dentist) carrying out a dental examination of my teeth, gums and dentures (where applicable) on behalf of the survey team. I consent to take part in a questionnaire as part of this survey

3. I have agreed to take part in this study but understand that my participation is voluntary and that I am free to withdraw at any time without giving any reason, without my medical care or legal rights being affected.

4. I understand that the data collected during this study may be looked at by individuals from the national survey team where it is relevant to my taking part in this study. I give permission for these individuals to have access to these data.
5. I consent to allow the information I provide in this survey to be linked to data about me held on the National Health Service Central Register or other NHS general health databases such as the Hospital Statistics register by the NHS Information Centre. 
6. I understand that this information will be treated in strict confidence by the survey team and will only be used for statistical research purposes.
7. I understand that I may, under certain circumstances, be asked to give consent for my GP to be contacted.

Signed ______________________________________
Date ______________

(To be signed by participant)

Signed ______________________________________
Date ______________

(To be signed by person collecting consent)

Name of person collecting consent: ______________________________________
When completed a copy should be offered to be provided for the participant 
Appendix D (2): Table to record details of volunteers to allow data linkage later on and indicate consent status (example records shown in pale font – to be deleted before use)
	ID number

PCT        N 
code
	First name
	Surname
	Date of birth

dd/mm/yyyy
	Sex

M/F
	Address
	Postcode
	Consent for 
q’re    examn
	Data Linkage

Consented-C

Refused-R



	5NT
	001
	Mark A.
	Spencer
	10/03/1957
	M
	19 South Drive, Newport
	NW2 5SU
	Y
	Y
	R

	5NT
	002
	John 
	Lewis
	04/07/1960
	M
	5 The Grange, Newport
	NW7 8UU
	Y
	Y
	C

	
	
	
	
	
	
	
	
	
	
	

	
	
	
	
	
	
	
	
	
	
	

	
	
	
	
	
	
	
	
	
	
	

	
	
	
	
	
	
	
	
	
	
	

	
	
	
	
	
	
	
	
	
	
	

	
	
	
	
	
	
	
	
	
	
	

	
	
	
	
	
	
	
	
	
	
	

	
	
	
	
	
	
	
	
	
	
	

	
	
	
	
	
	
	
	
	
	
	

	
	
	
	
	
	
	
	
	
	
	

	
	
	
	
	
	
	
	
	
	
	

	
	
	
	
	
	
	
	
	
	
	

	
	
	
	
	
	
	
	
	
	
	

	
	
	
	
	
	
	
	
	
	
	

	
	
	
	
	
	
	
	
	
	
	

	
	
	
	
	
	
	
	
	
	
	

	
	
	
	
	
	
	
	
	
	
	

	
	
	
	
	
	
	
	
	
	
	

	
	
	
	
	
	
	
	
	
	
	

	
	
	
	
	
	
	
	
	
	
	


Appendix E:
Protocol for assessing capacity to provide consent and use assent process instead
What is meant by ‘capacity’ to provide consent?

‘Capacity’ refers to the person’s mental capacity. 

Mental capacity refers to a person’s ability to make a decision.

This refers to any decision – whether to get up in the morning, what to wear or whether to go to the doctor when feeling ill – as well as more serious or significant decisions, for example, decisions that have legal consequences, like having medical treatment, buying goods or making a will.

For our purpose it relates to making an informed decision about whether to participate in the survey.

What does ‘lacking capacity’ mean and why is it important?

Section 2(1) of the Mental Capacity Act 2005 (MCA) states that:

“For the purposes of this Act, a person lacks capacity in relation to a matter if at the material time he is unable to make a decision for himself in relation to the matter because of an impairment of, or a disturbance in the functioning of, the mind or brain.”

This means that a person lacks capacity if:

· They have an impairment or disturbance (for example, a disability, condition or trauma) that affects the way their mind or brain works, and;

· The impairment or disturbance means that they are unable to make a specific decision at the time it needs to be made.

It should be noted that the impairment or disturbance does not have to be permanent. A person can lack capacity to make a decision at the time it needs to be made even if:

· the loss of capacity is partial;

· the loss of capacity is temporary;

· their capacity changes over time.

How to assess if a respondent lacks capacity to provide informed consent

You should assess whether the respondent lacks capacity before starting the interview.

The MCA states that the starting point must be to assume the respondent has the capacity to make a specific decision. Some people may require help to be able to make or communicate a decision. However, this does not necessarily mean that they lack capacity to do so. What matters is their ability to carry out the processes involved in making the decision.

The MCA also states that an assessment on whether a person lacks capacity should never be based simply on:

· their age;

· their appearance;

· assumptions about their condition, or;

· any aspect of their behaviour.

The word appearance is used because it covers all aspects of the way that people look, for example it includes the physical characteristics of certain conditions (scars, features linked to Down’s syndrome or muscle spasms caused by cerebral palsy) as well as aspects of appearance like skin colour, tattoos, and body piercings, or the way people dress (including religious dress).

The word ‘condition’ is also wide-ranging. It includes physical disabilities, learning difficulties and disabilities, illness related to age, and temporary conditions (for example drunkenness or unconsciousness). Aspects of behaviour might include extrovert (for example shouting or gesticulating) and withdrawn behaviour (for example talking to yourself or avoiding eye contact).

The emphasis on this guidance is about treating everybody equally.

There are two stages in assessing whether a respondent lacks capacity. If the conditions of both stages are met, then you should consider the respondent to lack capacity.

Stage 1) Does the person have an impairment of, or a disturbance in the functioning of, their mind or brain?

Examples of an impairment or disturbance in the functioning of the mind or brain may include the following:

· Conditions associated with some forms of mental illness;

· Dementia;

· Significant learning disabilities;

· The long-term effects of brain damage;

· Physical or medical conditions that cause confusion, drowsiness or loss of consciousness;

· Delirium;

· Concussion following a head injury, and;

· The symptoms of alcohol or drug abuse.

Stage 2) Does the impairment or disturbance mean that the person is unable to make a specific decision when they need to?

For a person to lack capacity to make a decision, the Act says their impairment or disturbance must affect their ability to make the specific decision when they need to. But first people must be given all practical and appropriate support to help them make the decision for themselves. This support might include the use of non-verbal communication such as signers (for sign language) or perhaps the use of an interpreter. 
Stage 2 can only apply if all practical and appropriate support to help the person make the decision has failed.

What does the Act mean by ‘inability to make a decision’?

A person is unable to make a decision if they cannot do any one of the following:

A) Understand information about the decision to be made.

It is important not to assess someone’s understanding before they have been given relevant information about a decision. You should provide respondents with information about the survey. You should make every effort to provide this information in a way that is most appropriate to help the respondent to understand. For example, a respondent with a learning difficulty may need you to read the purpose leaflet to them.

B) Retain that information in their mind.

The respondent must be able to hold the information in their mind long enough to make an effective decision.

C) Use or weigh that information as part of the decision making process.

For someone to have capacity, they must have the ability to weigh up information and use it to arrive at a decision. Sometimes people can understand information but an impairment or disturbance stops them using it. In other cases, the impairment or disturbance leads to a person making a specific decision without understanding or using the information they have been given.

For example some respondents who have serious brain damage might make impulsive decisions regardless of information they have been given or their understanding of it.

D) Communicate their decision (by talking, using sign language or any other means).

According to the MCA, if a respondent cannot communicate their decision in any way at all, they should be treated as if they are unable to make that decision. As mentioned previously, before arriving at this conclusion you should ensure that all practical efforts to make communication have been explored, for example the use of signers.

If a respondent is unable to perform any one of these four tasks, then they are unable to make a decision. If this is the case, you should treat them as being unable to consent for the survey.

If a respondent meets the criteria under stage 1 and stage 2 then you should assess them as lacking capacity to provide informed consent, and the use of assent by a carer or family member should be sought for the survey.

Appendix F : Assent form

                
SUPPLEMENTARY ADULT SUB-GROUPS DENTAL HEALTH SURVEY 2009

ASSENT TOTAKE PART

To be completed by interviewer (please use capital letters and write in ink):


PCT CODE              ID NUMBER  

                              
 


DAY                 MONTH           
YEAR 
Sex


Male
1
                   Date of birth:



Female
2


Print participant representative’s name and ask them to initial the boxes appropriate to their decision:


1. I (name) ​​​​​​​​​​​​​​​_____________________________________________confirm that I have read and understood the information in the leaflet for the above study on behalf of _________________________________.  I have had the opportunity to consider the information on their behalf, ask questions and have had these answered satisfactorily. 

2. I (name) ________________________________________ consider that it is in the interests of _______________________________ or people living in similar circumstances, to take part in the survey and have a dental examination by _______________________________ (qualified dentist) and provide information for a questionnaire as part of this survey.

3. I have agreed on behalf of _____________________________to take part in this study but understand that their participation is voluntary and that they are free to withdraw at any time without giving any reason, without their medical care or legal rights being affected.

4. I understand that the data collected during this study may be looked at by individuals from the national survey team where it is relevant and assent to this.
5. I am aware that information provided in this survey may be linked to data about _______________________ held on the National Health Service Central Register or other NHS general health databases such as the Hospital Statistics register by the NHS Information Centre. I give permission for this linkage of data on their behalf.
6. I understand that this information will be treated in strict confidence by the survey team and will only be used for statistical research purposes.
7. I understand that I may, under certain circumstances, be asked to give assent for a GP to be contacted.

Signed ______________________________________
Date ______________

(To be signed by participant’s representative)

Signed ______________________________________
Date ______________

(To be signed by person collecting consent)

Name of person collecting consent: ______________________________________
When completed a copy should be offered to be provided for the participant 
Appendix G : Survey questionnaire

See separate attachments – one for sub-group A, another for sub-group D and a third for sub-group O

Appendix H:
The conduct of the examination and clinical criteria used for the assessments

INTRODUCTION

These criteria are written for the use of the dental examiner prior to and during training and for consultation purposes during the fieldwork.  They have been derived from the main ADHS criteria but have been reduced and simplified for the SASG surveys.

The aim in setting the main ADHS criteria has been to maintain comparability with the 1978/1988/1998 surveys of adult dental health in the UK, whilst also incorporating new conventions based on research findings and current epidemiological practice. In addition, criteria to assess clinical conditions that have emerged as significant in the last decade have also been introduced.

The criteria have been simplified from the full examination that is being carried out in the main ADHS.  This has been done to reflect the adult sub-groups being surveyed and the likelihood that detailed examination will be more difficult. It has also been recognised that formal calibration will not be possible for the SASGS so very straightforward measures have been derived by collapsing down ADHS criteria.  Where this has been done the data should still be comparable with ADHS results.

Data will be recorded onto paper charts out in the field and transferred to computer on return to base as soon as possible.  

PROCEDURE BEFORE THE EXAMINATION

During the interview volunteers will be asked about the number of natural teeth they have.  Those replying that they have none will not be examined.

Medical Screening

Recent guidance from NICE now clearly states from a review of best evidence that a dental examination, including periodontal probing, does not pose a risk to patients with a previous history of Rheumatic Fever or other cardiac disorders. Specific questions are therefore no longer required to identify these patients. 

Equipment set-up and seating the participant – Adults with learning disabilities and adults requesting domiciliary care 
The participant should be seated in a comfortable chair which has good head support, and to which the examiner can get access. Individual examiner’s preferences vary. Kitchens are sometimes difficult as the seats often have no head support. A comfortable chair in the sitting room is usually fine, but access and lighting can be a problem. Consideration needs to be given to the positioning of the “Daray” lamp, the availability of power points, and the convenience to the participants. The lamp can be clamped to an ironing board if necessary.  Other surfaces may need to be protected from marking if they are used for clamping.

Equipment set-up and seating the participant – Adult users of Out of Hours dental treatment services

An area at each treatment site must be identified which allows the volunteer sufficient privacy for both the questionnaire and the clinical examination to be completed without any other patients or staff being able to hear or see the proceedings.  

Even though a full dental chair and light are available at these treatment centres they should not be used as they will give examining conditions that are not standardised with the main ADHS or the other supplementary sub-groups so the findings would not be comparable.  If there is no other space for examination to take place the dental chair should not be laid supine and the Daray light should be used instead of the dental light.

It will be explained to the volunteer that the examination needs to be carried out under standard conditions, as if it was being done in a volunteer’s home, so the usual dental light cannot be used and the dental chair cannot be supine.

Wherever possible the participant should be seated in a comfortable chair which has good head support, and to which the examiner can get access.   This should not be reclined and the examiner should undertake the examination from the same position they would need to adopt if they were examining in someone’s home.  Consideration needs to be given to the positioning of the Daray lamp, the availability of power points, and the convenience to the participants.  

Preparation for the examination

The instruments should be laid out on a clean tissue on a hard surface out of sight of the participant if possible, but allowing easy access. The light should be set up and adjusted. The Daray lamp should be set at the high power setting (II) and dark protective glasses placed on the subject. To ensure good lighting please use a new bulb at the start of the survey.

Distractions or extraneous noise should be tactfully removed to allow the examiner calls to be heard by the recorder, for example in the domiciliary setting pets should be shut out and in Out of Hours services any music or radio in waiting rooms turned off or down.

The examination should only proceed once the volunteer is comfortably positioned and the oral cavity can be viewed by the examiner.  The volunteer should be fully informed about the examination and have had the opportunity to ask questions, which have then been answered to their satisfaction. 
Cross infection control

Each examiner will carry sufficient sets of sterile instruments to ensure that there are sterile instruments for every examination. Following the examination these will be placed in a sealed container for transport back to the DEFT base or designated clinic where the instruments will be sterilised according to procedures laid down by the employing PCT. Examiners will wear a clean pair of latex free gloves for the examination of each participant. These will be disposed of into a standard yellow bag with any tissues and wipes after the exam. This will be disposed of on return to the clinic along with normal clinical waste. 

Where examination is significantly limited by co-operation the priority is to record data on present or replaced teeth (line 1) and functional contact (line 5).
DIAGNOSTIC CRITERIA
The examiner should look briefly in the mouth to assess the overall distribution of natural teeth and dentures. This may serve to put the participant at their ease before removing their prostheses if they have them.  It is essential that any dentures are then removed for the rest of the examination. There are boxes on the form to record the presence or absence of dentures and their condition.

Stage 1: Existence of natural teeth, fixed replacements and debris score – record in line 1
Procedure

Using mirror and CPI probe the permanent teeth will be examined in the following order:

Upper right, upper left, lower left, lower right (i.e. clockwise as you look at the subject from in front).

Record in lines numbered ‘2’ which teeth are present using the following codes:  

P =  Natural tooth present with VISIBLE plaque (to naked eye, without running probe around)

C = Natural tooth present and Clean, no plaque visible to the naked eye

Record in lines numbered ‘2’ which teeth are missing and which are replaced by fixed replacements 


M = Tooth missing – and block out these teeth for line 3, code 7 in line 2
F = Tooth replaced by bridge pontic, implant pontic or implant– and block out these teeth for line 3, code 7 in line 2
Stage 2: State of coronal surfaces  – record in line 2
The next stage of the examination is to record the condition of the crowns of the natural teeth. 

If in doubt - score low (i.e. “least disease”).

Procedure

Using mirror and CPI probe the permanent teeth will be examined in the following order:

Upper right, upper left, lower left, lower right (i.e. clockwise as you look at the subject from in front).

Clean the surfaces of gross debris (if necessary), and dry the teeth with cotton wool rolls prior to this stage of the examination.   The surfaces should then be examined one at a time, and the code for each tooth called out clearly. Clarity of calling is of the first importance if the examination is to be completed efficiently and accurately.

The codes for this stage should be entered into lines numbered 1 on the chart.

The codes available match with those used in the child cohort studies but a narrower range is being used.  As usual where two or more conditions exist on one tooth the caries code takes priority. This is to ensure that new dentine caries is never left unrecorded. Similarly if there is a filling which is fractured and carious, the filled and carious code (4) is the one recorded not code R, so that recurrent dentine caries is always recorded.
For this part of the examination the CPI type C probe should only be used for the following:

· removing debris from around key areas if necessary.

· placing into open crown margins or defects at the margin of restorations to estimate their dimension, but this should not be done with force.
It should not be used for probing into fissures or early lesions.
Codes and criteria for coronal condition 

0 = Sound
Code 0 (Zero) is used for all teeth with all surfaces that are present with no clinically discernible caries experience under the conditions of the examination.  A surface is recorded as “sound” if it shows no evidence of treated or untreated dental caries.  In the case of partly-erupted teeth, where some surfaces may not be visible, these will be considered as sound and recorded under this category. 
1 = Arrested caries

2 = Visual dentine caries 

The surface has decay present into dentine which is visible to the observer, but which may or may not be obviously cavitated.  These lesions may exhibit signs of localised enamel breakdown and may show exposed dentine.  Hard “arrested” caries into dentine are included in this category. In line with previous surveys, this also includes temporary dressings placed for the treatment of caries.

3= Extensive cavity with visible dentine 

An extensive cavity involves at least half of a tooth surface or possibly reaching the pulp. This code is used for teeth which are so broken down that it is inconceivable that there is not pulp involvement and where restoration of the tooth would be very involved or impossible. This code includes carious stumps or teeth so broken down that whole surfaces have been eliminated through caries. It should not be used for little bits of retained root left after extraction (which should be ignored at this stage), or for overdenture abutments (code 9). There must be presumed active soft carious dentine. 

4= Filled tooth with caries either associated with the restoration or occurring separately

5 = Filled tooth with no caries – regardless of material used and including inlays or onlays.

R = Failed restoration any, but not carious

This may be a restoration which is chipped, cracked or which has a margin into which a ball-ended probe tip will fit.  To be given this code the restoration would have to be one that most dentists would agree requires replacement. 

C = Full crown, 

This may be either permanent or temporary, and including full coverage bridge abutments for conventional bridges. It does not include ¾ crowns, these are coded ‘5’. Temporary crowns are coded C. It may also be used for crowns over single tooth implants.

C = Veneers, shims
These are adhesive restorations stuck on to the tooth surface primarily to fulfil an aesthetic or occlusal need. They are used simply to change the shape of a tooth or as adhesive retainers for resin bonded bridges. A shim is a thin metal restoration cemented onto a functional surface (such as the palatal surface of an upper anterior or a molar occlusal surface) to change it’s shape. These are rare. A veneer is usually placed buccally to improve colour or shape, these are fairly common. 

Full crowns and veneers will have the same tooth code - C

7= Natural tooth missing – for any reason
9=Not possible to code
Code 9 is used throughout the examination for occasions where you cannot make a reasonable judgement. It should be used VERY sparingly. In the case of coronal conditions it represents circumstances where all surfaces are actually missing because they have fractured off or worn away, such that there is nothing that you can code. This is rare, if there is anything there you should score it. The most likely use for code 9 is for overdenture abutments. If a surface is missing because it has broken down through caries then code 4 or 6 should be used.
Summary - coronal surfaces

· move clockwise around the mouth

· the presence or absence of any plaque is called out first along with missing and teeth replaced by fixed methods – prior to cleaning

· all surfaces will be examined but a single code for each tooth given 

· where there is a restoration it must be assumed that fillings have been provided for the treatment of caries, the reasons for providing crowns cannot be known 

· on rare occasions where there is both new decay and a separate restoration on the same surface, caries will always take priority. 
Stage 3: Condition of root surfaces (record on line 3 on chart) 

Procedure

Having completed the coronal surfaces the examiner should return to examine any exposed root surfaces. It is important that you keep the recorder orientated as to which tooth you are calling a code for. You should call out which teeth you are on as you progress or at the very minimum you should indicate when the midline is reached. On no account should you try to do the roots at the same time as the crowns.

Diagnosis of root caries is different from that for coronal caries, and requires the use of a sharpened probe, because textural changes are at the heart of diagnosis. The examiner will now need to pick up the non-blunted probe. Note that this instrument is used for no other surface. The probe should be used on the surface of the roots to determine texture or detect cavitated defects. Do not try to push the tip hard into dentine. You will get some indication of the texture by dragging it across the surface, and gently feeling for any softness. Do this if there is any question of decay.

Anything exposed apical to the cemento-enamel junction is regarded as root surface. Each root may have four surfaces, but in reality often only one or two will be exposed and in younger participants the number of exposed teeth will be rather low. However all four surfaces must be examined, to ensure complete coverage of the root surface.

Codes and criteria for root surfaces 

Each root surface of every tooth should be examined and a single code for each tooth called using the codes below.

Remember, if in doubt, score low (i.e. least disease)
N = No exposed root surface

0 = Exposed root surface present but no evidence of current or past disease

Exposed root surface is any exposure of the root coronal to the gingival margin

W = Exposed root compromised by caries, worn or grossly broken down:

Caries on the root surface – code W

This is any caries which is believed to be active on the basis of texture. An active root lesion can be almost any colour from yellow or tan through to almost black. In some circumstances it can even be very difficult to tell caries from extrinsic staining. The texture is very important and the probe must be used to try to determine this. Anything which shows evidence of softening or frank cavitation should be coded as carious. Usually stained calculus and extrinsic staining will be fairly obvious, but if there is any doubt the texture is critical. 
Hard, arrested decay – code W

The surface should be glossy and hard, despite being discoloured. There has been decay, but it is now arrested. Shiny dark areas are much less likely to be actively carious and more likely to be arrested

Worn to a depth of 2mm or more, but with no caries or restoration – code W

Broken down tooth such that roots cannot be scored – code W

This is the same as code 3 for coronal surfaces, it indicates that the root is present but is grossly carious and broken down.

Filled, exposed root surface – code W
9 = Unscorable

Code 9 should be used sparingly, and only if it is not clear whether or not there is any root exposure. This is most likely where there are very large deposits of calculus around lower incisors. If there is any visible root it should be coded with the appropriate letter. If there is no root surface exposed then a code 0 should be used. Only if the examiner suspects an exposed root surface, but cannot examine it should a code 9 be entered.

Note:

Most restorations are either clearly crown or root restorations, but some restorations and lesions straddle the CEJ and these are difficult to call. Here the 3mm rule will apply. This goes as follows:

· If the restoration is clearly a coronal restoration which encroaches on to the root, it should ONLY be coded as a root restoration as well as a coronal restoration if it extends 3mm or more beyond the CEJ (or the estimated CEJ) and onto the root surface. The distal section of the CPI probe (above the ball end) can be used to measure this if necessary.

· If there is frank caries at the margin of the filling extending from the coronal onto the root surface then this will count as caries on the root, even where the restoration does not extend 3mm. In this case the condition of the coronal portion of the filling will be coded independently according to the condition of this part of the tooth.

· If a root restoration extends onto the crown, the same 3mm rule applies in reverse (i.e. there must be 3mm beyond the CEJ on to the crown to count as a coronal restoration), but any caries occurring on the coronal portion of a root restoration is recorded as coronal caries, whilst the root restoration is scored according to it’s condition.

· Some lesions and some fillings are smaller, they straddle the CEJ and it is difficult to be sure whether they are primarily on the root or the crown and do not extend 3mm onto either. In this case they should be recorded as root as this is the more vulnerable surface if it is exposed.

· Artificial crowns cause a particular problem because it is often impossible to identify the CEJ. Where there is a crown and the CEJ is covered, the margin of the crown should be considered the same as the CEJ, unless the contour of the crown indicates where the CEJ lies in which case the extension of the crown beyond this can be measured. On the rare occasion where this extends 3mm or more on to the root surface, the surface should be recorded as filled.

Summary - root surfaces
· root surfaces are examined in a separate single sweep of the mouth, examining the teeth in the same order as for crowns

· a single code is entered for the whole root surface

· the codes simply indicate whether there is exposed root and whether it is compromised or not

· you must use the sharp probe to assess texture

· in younger participants the examination will usually be very easy and quick

Stage 4: Periodontal condition – recording on line 4

A visual inspection only should be made for the presence of visible supra-and sub-gingival calculus in each sextant.

If there is a single tooth in a sextant the sextant will not be recorded and the tooth will be considered to belong to the adjacent sextant.

Start in the upper right sextant and visually inspect each tooth for calculus.  Each surface, buccal on upper teeth, lingual on lowers should be examined for the presence of supra- or sub-gingival calculus, and a single code recorded for the sextant

Codes and criteria: calculus

0 = No visible supra- or sub-gingival calculus

1 = Any supra- or sub-gingival calculus visible with the naked eye.

9 = Unscorable.

Stage 5: Occlusion – functional occlusal contacts (line 5 on chart- lower only) 
The assessment of occlusal contacts refers to occlusal contacts between lower and upper natural teeth and between lower natural teeth and the pontics of fixed bridges only. This short examination examines only the posterior (premolar and molar) regions in the lower arch. The examination is conducted without dentures.

Procedure

A contact is the same as an occlusal stop. For the purposes of this examination you should get the subject to close together normally on the back teeth (sometimes the phrase “clench your back teeth together” is the most effective) and then using a mirror to hold back the cheek, look at the lower arch from the side and record the distribution of contacts. In the more posterior region we are looking for contact involving one or more lower molars and upper natural teeth or pontics.  In the premolar region we are looking for one or more contacts involving one or more lower premolars and natural upper teeth or pontics. The presence of a contact is determined by the lower tooth.

Just look at each side in turn and work out whether or not there is a NATURAL contact between a lower molar and another natural tooth, then between a lower premolar and another natural tooth (note for the purposes of this a bridge pontic counts as a natural tooth – it is supported by one – but a denture does not).

The scoring is quite easy - obviously if there is NO lower tooth or bridge pontic in the area you are looking at there cannot possibly be a contact. Record contact between premolars (0 or 1), then between molars on the right and repeat on the left.

Codes and criteria

Record for each pre-molar and molar segment the following codes:

Posterior functional contacts

0 = No posterior functional contact

1 = One or more posterior functional contacts present

Notes:

· A posterior functional contact is classified as present where the contact forms a vertical occlusal stop. This is recorded according to the lower tooth (i.e. does the natural lower or bridge pontic contact with any natural upper or pontic), and is coded as a “1” even if the area of contact is small. In rare cases where there is contact but no occlusal stop (e.g. a scissors bite) a zero is recorded. Clearly there can be no contact if there is no lower tooth in the zone you are looking at

· In some cases it may be difficult to tell whether the teeth actually touch or not, you should assume that they do if you are in doubt.

Stage 6: Anterior spaces – record on line 6

The subject will have removed any dentures, but you may now need to look at them to help you decide on the correct codes. This examination is much easier to carry out from in front of the participant.

In this part of the examination you are looking for space in the anterior region, as far back as the second premolar zone to give some indication of aesthetics and the normative need for dentures and bridges. You are not recording which teeth are missing, that has been done already, just if there are any spaces in each segment which have not been replaced with either a fixed or a removable prosthesis.  It is much easier if you start at the midline and work backwards but examine the quadrants in the same order as the rest of the exam (upper right, upper left, lower left and lower right). This way it is much more straightforward to assess the position of spaces as you can use the midline as a reference. As you look around you should look for spaces of half the width of the expected tooth at each zone. If there is a space present in a quadrant use code 1 and move on to the next quadrant.  Note that because teeth drift you may have a space at (for example) the upper first premolar position even when that tooth is present (it may have drifted to a different position). What is important is that there is a space at that position, the teeth present are irrelevant. Your job is to map which anterior segments have spaces, you can completely ignore the tooth type. 

Codes and criteria: spaces

Record for each incisor- to- premolar quadrant the following codes:

N = No spaces (all teeth present or all spaces closed)

1 = One or more spaces equal to, or more than, ½ the size of the tooth you would normally expect to be in that space which has not been restored by 

an Implant retained restoration or

a fixed bridge replaces tooth or 

a removable prosthesis

Summary - spaces

· once again, start in the midline and work out – stop at the first molars

· record the presence of one or more spaces as far back as the second premolar space


Stage 7 Dentures 

You will now have to hand any dentures the participant may have. The dentures, including full dentures opposed by natural teeth or partial dentures should be examined separately, upper and lower, for the following features:

Presence or absence of any dentures.  Whether one or both are unequivocally In need of repair
Denture type (recorded separately for upper and lower arches)

Codes and criteria: dentures

For each arch record :


0 – no denture present


1 – partial denture present


2 – Full denture present


3 – Overdenture present


4 – implant retained denture present

For each denture present record the material :


1 – metal base denture


2 – acrylic based denture

For each denture record the status:


0 – intact


1 – needs repair

Summary - dentures

· all dentures are examined

· the examination is self explanatory

Stage 8: PUFA Index (Pain, Ulceration, Fistula, Abscess)

Examiners will ask the patient the following question:

Do you have any problem or pain in your mouth at the moment?

0 = No pain

1 = Yes pain

If yes, then ask 

Do you think the pain is related to your teeth?

0=No / Don’t know
1=Yes

For all examined volunteers examiners will then record the number of lesions listed below. The mouth should be examined in the same order as before (upper right, upper left, lower left, lower right), ensuring that the lips or cheeks are gently retracted to allow the soft tissues to be examined.  The lesions to be looked for are:
open Pulp in permanent dentition

traumatic ulceration in permanent dentition

fistula in permanent dentition

abscess in permanent dentition

Codes and criteria:PUFA

Record for each volunteer the following codes

0 = No PUFA lesions evident

1 = A single PUFA lesion present

2 = 2 or more PUFA lesions present

COMMENTS

Examiners make record any comments that they wish to make on the reverse of the data collection form. This has to be done at the site of the examination and by the examiner themselves. The examiner should not dictate this.  

Note that these data are most unlikely to be analysed and reported, and you do not have to record anything.
Appendix I : Clinical examination data recording sheet

PCT CODE          ID NUMBER  

   


Clinical examination 

0 = No examination as volunteer is edentulous
completion status

1 = No examination possible – volunteer did not consent 
2 = No examination possible – volunteer unable to co-operate 
3 = Full examination completed

4 = Partial examination completed – volunteer withdrew consent

5 = Partial examination completed – volunteer could not co-operate
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Record dentures and PUFA on reverse.

Presence or absence of dentures

	
	Denture present


0 no denture


1 partial


2 full


3 overdenture


4 implant retained
	
Denture material


1 metal base


2 acrylic base
	
Status


0  intact


1  needs repair

	Upper
	
	
	

	Lower
	
	
	


PUFA Index     Do you have any problem or pain in your mouth at the moment?             



0 = No – do not ask next question

1 = Yes – ask next question

9 = Not answered



Do you think that there is pain related to your teeth?


No. of PUFA
Conditions


Pathology giving concern? – tick box if present and follow protocol

Comments (optional use) ______________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________

 Appendix I (2)
DENTAL EXAMINATION ORDER AND CODES

	Line 1 – Debris and tooth codes

	Natural tooth present
	With visible plaque
	P

	
	Clean
	C

	Natural tooth absent 
	Tooth missing
	M – block line 3 with an X

	
	Fixed replacement – adhesive or conventional bridge pontic or implant
	F – block line 3 with an X


	Line 2 - Coronal condition  - tooth codes.  Caries takes precedence

	Sound
	0

	Arrested Caries
	1

	Visual dentine caries
	2

	Extensive cavity
	3

	Filled and caries
	4

	Filled
	5

	Tooth missing – whatever reason
	7

	Crown, veneer, shim
	C

	Filling requiring replacement, no caries in tooth
	R

	Not possible to code
	9


	Line 3 – Root condition - tooth codes

	No exposed root surface
	N

	Sound exposed root surface
	0

	Filling, caries – active or arrested, worn to a depth of 2mm or more
	W

	Not possible to code
	9


	Line 4 – Periodontal condition - sextant codes

	Sextant with no visible sub or supra-gingival calculus
	0

	Sub or supra- gingival calculus visible on one or more teeth in sextant containing two or more natural teeth 
	1

	Not possible to code sextant
	9


	Line 5 – Functional opposing contacts - segment codes

	No functional opposing contacts in segment
	0

	One or more functional contacts present in segment

[tooth to tooth or tooth to bridge or implant]
	1


	Line 6 – Spaces – anterior segment codes

	Anterior segment with no spaces
	0

	Anterior segment with one or more unrestored spaces greater than half the size of the expected tooth [unrestored by fixed or removable prosthesis]
	1


	Overleaf – Denture codes

	Denture presence and type :

No denture

Partial denture present

Full denture present

Overdenture present

Implant retained denture present
	0

1

2

3

4

	Denture material :

Metal base

Acrylic base
	1

2

	Denture status/condition :

Intact

Needs repair
	0

1


	Overleaf – PUFA codes

	No lesions evident
	0

	Single PUFA lesion present related to caries process – exposed pulp, traumatic ulceration, abscess, sinus or fistula
	1

	Two or more PUFA lesions present related to caries process – exposed pulp, traumatic ulceration, abscess, sinus or fistula
	2


 Appendix J : Giving feedback on the clinical examination - handling professional questions and reporting pathology
In line with current ethical practice feedback will be given with each patient falling into one of three general categories. The feedback given should use the wording provided for categories 1, 2 and 3. If the participant asks about their dental treatment need, or if questions related to the standard of previous dental care arise, the response will be that the survey is not designed to collect the sort of information on which a treatment can be planned, and that visiting a general dental practitioner is the best way of ensuring a thorough dental check-up. This is not only a way of deflecting potentially difficult questions, it is also absolutely true.

The administrator is permitted to say, when recruiting participants, that the dentist may be able to offer them some advice on the best way of looking after their mouth or teeth. If, after the examination, the subject wishes to know about their mouth the dentists can give an indication of whether there is room for improvement in terms of the general oral hygiene/ cleanliness and use the statements below to generally categorise the patient’s dental needs:

Category 1
No obvious oral problems

Note: this code to be used for anyone with no obvious disease requiring further assessment

“Thank you for taking part in this survey, the information that we collect is important. I am able to give you some feedback about the examination if you would like.

It is important that you understand that the survey is not designed to collect the sort of information on which dental treatment can be planned so this examination is not the same as visiting a high street dentist which is the best way of ensuring a thorough dental check-up. We cannot check the teeth as thoroughly as a dentist in a surgery and we cannot take x-rays. 

However, having looked at your mouth today it does appear overall to be healthy. There are no teeth that obviously require urgent attention. However, current evidence based guidance suggests that you should see a dentist for a complete check up at least once every two years. If you have not seen a dentist within the last two years you should do so in the coming months.”

Category 2
Minor issues requiring a dental check up

Note: this code to be used for anyone with obvious disease requiring further assessment

“Thank you for taking part in this survey, the information that we collect is important. I am able to give you some feedback about the examination if you would like.

It is important that you understand that the survey is not designed to collect the sort of information on which dental treatment can be planned so this examination is not the same as visiting a high street dentist which is the best way of ensuring a thorough dental check-up. We cannot check the teeth as thoroughly as a dentist in a surgery and we cannot take x-rays. 

Having looked at your mouth today there are no teeth that require urgent attention, but I think you would benefit from a thorough check-up. I would recommend that you organise an appointment for a check up in the next couple of months.”
Category 3
Obvious or progressive oral disease requiring a check up within 1 month

Note: This category is appropriate for anyone who scored 1 on the PUFA index

“Thank you for taking part in this survey, the information that we collect is important. I am able to give you some feedback about the examination if you would like.

It is important that you understand that the survey is not designed to collect the sort of information on which dental treatment can be planned, we are not in a dental surgery and we do not have access to air (to dry the teeth) or radiographs(to help us see beyond a clinical examination in some areas). This examination is not the same as visiting a general dental practitioner which is the best way of ensuring a thorough dental check-up.”
Either:

“On the basis that you said you were having pain from your mouth you should arrange to see a dentist in the next couple of weeks to help you.”

OR

“Having looked at your mouth there are some teeth that would benefit from a closer inspection and I would recommend that you make an appointment to see your dentist in the next couple of weeks.”

If the participant does not have a dentist, you will have available a local contact telephone number in order for them to find a dentist.

If you are asked to comment on specific aspects of oral hygiene, we would suggest that you respond, if appropriate, by identifying areas for improvement but say that they will need more specific advice from a dentist or dental hygienist since there are many ways of achieving this. It is very important that you are not too prescriptive and that you adhere to general principles as there should be no scope for oral hygiene advice being given which conflicts with previous hygiene advice. You could preface this by saying:

‘What I generally tell people is………….’

If you are asked to comment on specific aspects of past treatment, you need to say:

‘This survey is limited and you need to see your (or a) dentist for specific advice and/or treatment’.

Appendix K : Protocol for serious pathology

Only if there is pathology which is suspected to be of a serious nature (e.g. suspected malignancy) is there an obligation to enter any data in this section. In such cases (which you are very unlikely to encounter) a separate pro-forma must also completed.  The team will carry a proforma in case this situation arises. This should be done according to the detailed protocol described in the next section. DEFTs should make themselves familiar with this protocol in case it is required.

Protocol: reporting serious pathology

In the extremely unlikely event that the examining dentist notices a lesion which he /she considers may be serious and potentially life threatening (such as a suspected malignancy) noted, they are obliged to follow this set protocol, which is designed to make sure that the participant’s general medical practitioner is informed, whilst not causing the participant unnecessary worry. 

The following wording is suggested to communicate the finding to the volunteer.

Category 4
Serious Pathology

“Thank you for taking part in this survey, the information that we collect is important. 

Before I discuss the findings with you it is important that you understand that the survey is not as thorough as a normal examination with your own dentist and it is difficult to examine all areas of the mouth in the same way. 

In this survey our policy is to inform your family doctor of any ulcers or inflamed areas. There is an area like this in your mouth and because I am not sure exactly what it is I would like to arrange for your dentist or  doctor to look at this for you. Are you happy for me to do that?”

It is most unlikely that any such lesions will be found, and it is also unlikely that, even those which are reported, will turn out to be serious. It is the responsibility of the examiner not to alarm the participant unduly.

If the participant asks what the dentist thinks the lesion is, the dentist should answer honestly that they do not know, before re-iterating standard survey policy as above.
If the respondent does not have a GP or does not want their GP contacted, then they will be presented with an information letter urging them to pursue a check up.
Once this is completed the dentist will leave the house before filling out a pro-forma recording the site and nature of the suspect lesion. This is sent immediately, along with a copy of the signed consent form, to the DEFT lead clinician or Clinical Director who will contact the volunteer’s doctor by letter with a copy of both the consent form and the dentist’s record form as well as details of the nearest specialist unit where appropriate investigations can be undertaken.

Appendix L : Consent form for volunteer in case of serious pathology
SUPPLEMENTARY ADULT SUB-GROUP SURVEY 2009/10

GP CONSENT FORM

Dental examiner to complete (please use capital letters and write in ink):


PCT CODE              ID NUMBER                     VOLUNTEER NAME _________________________________________________

                              


                                                           VOLUNTEER ADDRESS ______________________________________________


                                                                                                          ____________________________________________________


                                                                                                     _______________________________________________________




            DAY                 MONTH           
YEAR 
Sex


Male
1
                   Date of birth:



Female
2


Print participant’s name and instruct them to initial the box appropriate to their decision:

1. I (name) _____________________________________________ consent to the PCT Dental Survey Team informing my General Practitioner (GP) of any findings from the dental examination which might affect my general health.


(If does not want GP contacted)  
2. I confirm that I do not want my GP contacted about any findings from the dental survey which might affect my general health and I have been given an information letter and been urged to pursue a check-up. 
(If does not have a GP)  
3. I confirm that I do not have a GP and have been given an information letter and been urged to pursue a check-up.
Signed ______________________________________

Date ______________

(To be signed by the participant)

Signed ______________________________________

Date ______________

(To be signed by the dental examiner collecting consent)

Name of person collecting consent: ______________________________________
GP NAME AND ADDRESS:

Name of GP (Dr)___________________________Practice Name ___________________________

Address  ___________________________________________________________________                                                                                                                    _________________________________________________ Postcode:__________________

Telephone number ____________________________________________

Appendix M : Letter for volunteer in case of serious pathology

Local NHS logo

Address of local epidemiology team lead

And tel number

Date

Dear 

Thank you for taking part in this survey, the information that we collect is important. 

It is important that you understand that the survey is not as thorough as a normal examination with your own dentist and it is difficult to examine all areas of the mouth in the same way. 

In this survey our policy is to inform your family dentist or your doctor of any ulcers or inflamed areas. There is an area like this in your mouth and because I am not sure exactly what it is I would like to arrange for your dentist or doctor to look at this.

If you do not want your dentist or doctor to be informed it is important that you arrange to have the area checked by a doctor or dentist in the near future.

Yours sincerely

Survey dentist







Local PCT logo here





Local PCT logo here
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(telephone number)





The four PUFA lesions are : Open pulp, traumatic ulceration, abscess, sinus or fistula








  0 = No lesions evident      


  1 = Single lesion present    


  2 = 2 or more lesions present





0 = No/don’t know      


1 = Yes    


9 = Not answered








� Health and Social Care (Community Health and Standards) Act 2003


� Statutory Instrument 2006 number 185


� Directions to Primary Care Trusts concerning the exercise of Dental Public Health functions 2008.  Gateway No. 10639


� ‘Guidance on the practice of ethics committees in medical research with human participants’, fourth edition, Royal College of Physicians, 2007, p.21


� ‘Protection of Human Subjects’, United States Office for Human Research Protections (OHRP), 1991 quoted in ibid, p.37


� ‘Draft additional protocol to the Convention on Human Rights and Biomedicine on Biomedical Research’, Steering Committee on Bioethics, Council of Europe, Strasbourg, 2003. Quoted in ibid, pg, 37.


� The dentist will be responsible for disposal of waste following the same procedure for domiciliary dental visits that they usually use, according to their employing Trust's policy.


� Dept Health.  Confidentiality NHS Code of Practice. (2003).  Gateway Ref 1656





1
05/03/2010


_1243854377.bin

_1319970341.bin

