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This workbook contains three interdependent sections, all of which will need careful
consideration by those involved in planning and setting up a diabetic retinopathy
screening programme:

Section 1 details the necessary elements of a programme

Section 2 explains the quality assurance standards against which programmes will
be evaluated

Section 3 details various IT considerations to be made when setting up and
managing a programme

It is vital to understand that these sections should be considered together: for
example, the way that a programme is administered will be affected by a sound
understanding of the quality assurance standards. It will also be affected by the
model or combination of models used. Costing and pricing of the model is
underpinned by the procurement and maintenance of appropriate cameras, software
and support. These considerations together will determine whether one screening
model should be selected over another.
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Introduction to the Programme Management Workbook

We have received many phone calls from clinicians, managers and public health
professionals asking how problems are being tackled in other services. We have
also been in touch with many services during the course of the work of the Steering
Group and its sub-committees, and are in the position to summarise the experience
from the field and make it available more generally.

These issues are largely concerned with the management of the programme, and
the services that compose it.

This is the fourth edition of the Programme Management Workbook. The latest
version of the workbook is always available from the National Screening Programme
website at http://www.nscretinopathy.org.uk, and is distributed through links with the
National Clinical Director for Diabetes (Dr Sue Roberts) and links with the Public
Health Network.

Changes made since the preceding edition are highlighted in blue and marked with a
line in the margin so that the reader knows what is new and what is constant.

Programme management

The policy for screening for diabetic retinopathy was clearly set out in the National
Service Framework for Diabetes, which is being led by Dr Sue Roberts. The
National Screening Committee has set up a Programme Centre based in
Cheltenham led by Dr Peter Scanlon to support the Diabetic Retinopathy Screening
Programme.

Locally policy will be implemented by screening programmes, each covering a
defined population with a common set of objectives and a single programme
manager. Screening will be commissioned by primary care trusts.

The first step for any programme to take is to be absolutely clear about the
population it covers. This can be done on the basis of primary care trusts and, for
fine detail, by primary care teams, because the borders of primary care trusts do not
match perfectly with hospital catchment areas.

The first step in management is to identify responsibility for commissioning the
programme by one PCT taking lead responsibility. In parallel each programme
needs to identify its programme manager. It is not expected that the programme
manager will be a public health professional, unless that public health professional is
employed by the trust delivering ophthalmology services and has been given specific
responsibility for programme management. Each programme manager must then be
clear about which primary care trusts they will cover in whole or in part, and set up a
working relationship with those trusts.

Sir Muir Gray, Director, UK National Screening Committee
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Section 1: Essential elements of the screening process

The following list details essential elements of any local screening programme,
drawing on all of these sections.

e Clearly identify the boundaries of the screening programme and the population to
which screening will be offered in relation to neighbouring programmes.

¢ Assess current screening practice within the locality and involve the key
stakeholders in planning the development of systematic screening (e.g.
Commissioners, Ophthalmologists, Diabetologists, Optometrists, Nurses, IT
representatives) and ensure that each programme is based around at least 12,000
people with diabetes / 500,000 population base.

e Appoint a programme manager with responsibility for leading the diabetic
retinopathy programme, and a clinical lead with overall clinical responsibility for its
secure operation.

e Select a delivery model appropriate to local circumstances, taking into account
existing screening arrangements where these can securely be extended as part of
a systematic, quality assured programme

e Consider IT requirements and costs (number of users, number of sites, server
capacity, software for managing the programme, existing and required network
infrastructure, backup, maintenance and support).

e Set up a central administration structure for the service including establishing and
maintaining a single collated list of all people with diabetes in the area covered by
the programme.

e Determine who is going to screen people with diabetes for retinopathy (two digital
colour photographs of each eye by a trained and accredited screener, after
mydriasis), at what location, and what to do with patients who have poor quality
images.

e Set up a grading centre for grading of images and for quality assurance purposes.

e Organise arbitration level grading so that an ophthalmologist or other health
professional experienced in this field can quality assure second full grading, and
preferably so that an ophthalmologist can assess images considered to be
referable before a referral is made.

¢ At the hospital eye clinic, set up measures to monitor referrals from the screening
programme, including the identification of false positives, data collection for
standards relating to clinic appointments and treatment, and feedback to the
screening programme of any assessment of the level of diabetic retinopathy,
whether following referral from the screening programme or not.
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e Consider local training requirements for the workforce in parallel with national
initiatives.

e Have a policy to involve people with diabetes and create public information and
awareness.

e The SHA should take an active interest in the PCT commissioning process to
assess whether the essential elements contained in this document are addressed.
It should ensure that what is included in the Local Development Plan (LDP)
adequately provides for both capital purchases such as cameras, software, trolleys
and transport as well as revenue workforce expenditures. Discussions are
underway with the Department of Health regarding the funding of external national
quality assurance. Meanwhile it is sensible to allocate £8000 per annum for each
PCT for the cost of setting up and running external Quality Assurance nationally.

o NSF targets specify that 80% of patients on the single collated list should
have been offered screening appointments by the end of March 2006, and
100% of eligible patients should have been offered screening appointments
between 1 January 2007 and 31 December 2007.

1.1 Leadership of the programme

The first step in establishing a diabetic retinopathy screening programme is to
appoint a programme manager with responsibility for leading the diabetic retinopathy
programme, and a clinical lead with overall clinical responsibility for its secure
operation.

Screening services that have successfully developed in England have all had
enthusiastic individuals to champion the service. Such individuals, working with an
appropriate multi-disciplinary team, may come from various disciplines or levels of
seniority, but are essential for the development of a successful service.

1.2 Programme size

It is important that all screening programmes cover at least 12,000 people with
diabetes. This key requirement may require PCTs to band together to form
programmes. Programmes must be sufficiently large:

a) to enable meaningful management data to be collected and analysed, in order to
reveal significant statistical trends;

b) for graders to encounter sufficient examples of the various clinical indicators of
diabetic retinopathy to be experienced in disease identification; and

c) to allow secure and efficient administration.

It is generally recommended to arrange screening programmes around the treatment
centres into which cases of sight-threatening diabetic retinopathy will be referred. It
can cause administrative difficulty in the eye clinic if it has to return data to more than
one programme. It can also cause quality assurance problems for a programme if
two or more programmes are served by the same clinic because, for instance, one
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programme may over-refer patients thus causing treatment delays for other
programmes served by the centre.

For further details, please refer to NDST Factsheet 4 at
http://www.cgsupport.nhs.uk/downloads/NDST/Factsheet screening size.pdf.

1.3 Public and patient involvement

Informing and involving people with diabetes in all aspects of their care is a central
part of the Diabetes NSF. It has been essential to involve people with diabetes in
deciding how national and local services will be provided and how care pathways
can be developed and implemented. Screening for diabetic retinopathy can form a
key part of care plans for people with diabetes and it is vital that they and their carers
understand why it is being done and the risks associated with failing to be screened.

Public education about the aim of the diabetic screening programme, which is to
detect sight threatening diabetic retinopathy, has been undertaken. The general
public should be made aware of the limitations of the programme as well as the
advantages because, as with all screening programmes, 100% of persons with sight
threatening retinopathy will not be detected.

Three patient information leaflets have been completed, and are available on the
English national ‘Patient and Public involvement part of the website at
http://www.nscretinopathy.org.uk.

“Eye screening for people with diabetes — the facts”

This leaflet explains why screening is undertaken and what the patient should expect
to happen at the screening visit. It also contains information from PIAG on handling
of information about the patient and opting out procedures.

“Diabetic retinopathy — the facts.”

This leaflet describes the features of and risk factors for diabetic retinopathy. It is
designed to be an adjunct to discussion with the patient when diabetic retinopathy is
detected.

“Preparing for laser treatment for diabetic retinopathy and maculopathy.”

This leaflet explains why and how laser treatment is given, and discusses the risks
and benefits. It is designed to be read by the patient prior to their appointment for
laser treatment as an aid to discussion in an informed consent process.

1.4 Administration

The administration of the programme should centre on the delivery of the Service
Objectives and Quality Assurance Standards, listed at Appendix 2.

All people with diabetes aged 12 years and older should be offered screening for

sight-threatening diabetic retinopathy using digital photography for quality assurance
purposes, but special consideration needs to be given to the housebound, those in
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nursing homes and in prisons.

Highly organised and systematic administration will reduce the risk of disease
progressing unavoidably. Administration centres should maintain a folder containing
the processes and protocols for every aspect of programme administration and co-
ordinate the processes and protocols for all other aspects of the screening
programme.

The administration of the programme needs to consider the following:

The creation and regular maintenance of a full and accurate database, which
securely identifies every person with diabetes aged 12 years or over (the single
collated list). This is the foundation stone of systematic screening. Care needs
to be taken to ‘weed out’ very regularly those who have died or moved. ltis as
important to monitor those who have not been invited to screening as those that
have, as the former are in a high risk group. For that reason, and because it is
essential that consistent up-to-date data be collated, it is not recommended that
the management of the call/recall process be carried out by GP surgeries. See
‘Importance of central call/recall’ at http://www.nscretinopathy.org.uk.

The administration of the programme, including the issuing of all invitations for
screening and the tracking of patient activity, should be carried out from a single
centre to reduce the risk of error and to ensure: a) consistency of management
and information provision is maintained; and b) that clear lines of responsibility
and accountability for this key function are facilitated in practice.

The full list should be subdivided to distinguish between those people who must
be invited for screening (who will appear on the active list) and who should not
be invited (who will appear on the inactive list). The latter group, which should
be very small in number, should be sub-divided into those who are temporarily
inactive and those who are permanently inactive, and that list must be managed
and monitored carefully and regularly following the principles laid down in the
‘exclusions paper’, Excluding patients from the NHS Diabetic Retinopathy
Screening Programme temporarily or permanently, available from the national
programme website at http://www.nscretinopathy.org.uk/exclusions.html.

Exclusion of people with diabetes from screening, including those excluded by
GPs, needs to be handled very carefully and systematically. It is expected that
these should form a very low proportion of the single collated list. This group of
people are likely to be most vulnerable to developing diabetic retinopathy that will
lead to loss of sight simply because they are not being screened.

People should not be automatically excluded because they are under the care of
an ophthalmologist. Assessment in the hospital eye clinic may not involve a
regular examination of the retina; the ophthalmologist may not be a medical
retina specialist, or may not know that the patient has diabetes. Those who are
housebound or in nursing homes should also be managed according to the
principles in the exclusions paper.
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Ensure that patients are given all the information that they need to make informed
choices about their participation in screening and the transfer of their data to
those involved in the screening and treatment process. This information should
also include the effects and risks of mydriatic eyedrops: see Transfer and
management of patient information in diabetic retinopathy screening programmes
[http://www.nscretinopathy.org.uk/patient-data.html], and the leaflet Eye
screening for people with diabetes - the facts
[http://www.nscretinopathy.org.uk/leaftlets.html].

Organisation of screening appointments including follow up of non-attenders,
linkage with those under ophthalmological review both for diabetes-related and
non-diabetic problems.

Annual reporting of the outcomes of screening for those patients under the care
of an ophthalmologist should be in a form consistent with the English Retinopathy
Minimum Grading Classifications of retinal status and make clear whether the
patient is being referred back to the screening programme or the date that he or
she will next be reviewed in ophthalmology.

Formal annual audit of screening uptake / coverage. Uptake is the measure of
response to an invitation to attend for screening. Coverage is the proportion of
those eligible who have had a completed screen in the last year, so requires data
from slit lamp biomicroscopy and hospital eye clinics. Coverage is also
dependent on the progress of issuing invitations and appointments each year.

Retinal screeners (see section 1.5.1) will need to be accredited in current
competence and to demonstrate evidence of continuing medical education.

Quality assurance system to review a number of screen negative cases with
formal reporting system and feedback to screeners.

System for recall of positive cases with evidence of capacity to manage increase
in referrals to ophthalmology services.

Laser photocoagulation — evidence of increase in capacity to undertake laser
treatment for patients with sight threatening diabetic retinopathy.

Link with diabetes services for all cases with evidence of diabetic retinopathy to
optimise glycaemic control and hypertension (if present) and link with screening
for other complications / risk factors for macrovascular disease.

Collection of data relating to partial and full registration of blindness (and visual
acuity measurements) secondary to diabetic retinopathy covering the whole
population at risk. It should be understood that some patients that are registered
blind do have residual vision and it is very important that care is taken to assess
all registered blind patients. A patient should only be excluded from the invitation
list if (s)he has been assessed in a formal screening environment as being a
person who will not benefit from treatment or if there is a report from an
ophthalmologist to that effect.
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e Collation of all screening information to produce annual report including screening
coverage, referral rates, false positives, any false negatives identified, outcome of
laser treatment and instance of loss of visual acuity. The template for the current
version of the annual report is available on the NSC website at
http://www.nscretinopathy.org.uk/ga.html. This should be completed by 31
October each year dealing with activity during the preceding 1 April to 31 March.
A copy of the report should be forwarded to reports@nscretinopathy.org.uk.

e NSF targets specify that 80% of patients on the single collated list should have
been offered screening appointments by the end of March 2006, and 100% of
eligible patients should have been offered screening appointments between 1
January 2007 and 31 December 2007.

1.4.1 Prisoners

People with diabetes who are prisoners are clearly eligible for screening. Itis
recognised that there are competing claims on NHS resources between ease of
service delivery, staff security, the cost of transporting prisoners to hospitals and the
risks of bringing a prisoner into an insecure environment with other potentially
vulnerable patients present.

Factors that should be taken into account include the diabetic population of a
particular prison, the criminal and social history and the resulting security
assessment of the prisoner, the cost to the NHS set against the cost to the prison
service and the availability of resources within the screening area.

For instance, some prisons are small and have a very high turnover of short-stay
prisoners and this will probably make it impractical for the programme to provide
screening in the prison. Other prisons have a large and stable long-term stay
population and it is likely that it will be practical and economic for the programme to
carry out screening in the prison. These factors will determine whether the
programme will pay an annual or bi-annual visit to the prison or whether the prison
will have to bring the prisoner to one of the programme’s screening venues.

Providing the prison with a standard form may help you ensure a) that you have
accurate records of those with diabetes who are in prison in your area and b) that
you have some key information that will facilitate accurate identification of those who
are being screened. A template is available from
http://www.nscretinopathy.org.uk/prison-form.html. It is likely that activity will need to
be coordinated with the programme that usually manages the prisoner’s care to
ensure that he or she is not avoidably screened twice in any screening period, and to
ensure that outcomes follow the prisoner.
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1.4.2 Standards relating directly to the administration of screening

The following 7 service objectives / quality assurance standards relate directly to the
administration of a screening programme:

Standard 1: Objective - to reduce new blindness due to diabetic retinopathy.

Standard 2: Objective - to identify and invite all eligible persons with known
diabetes to attend for the DR screening test.

Standard 3: Objective - to ensure database is accurate.

Standard 4: Objective - to maximise the number of invited persons accepting the
test.

Standard 15: Objective - to ensure timely rescreening.

Standard 16: Objective - to ensure the public and health care professionals are
informed at regular intervals.

Standard 18: Objective - to optimize programme efficiency and ensure ability to
assure quality of service.

Standard 1. Objective - to reduce new blindness due to diabetic retinopathy.

Measure:

Annual blind and partially sighted registration rates predominantly due to diabetes,
compared to 1990/1 rates of 9.5 & 9.3 respectively per million per year (national
data).

Minimum standard: 10% reduction within 5 years
Achievable standard: 40% reduction within 5 years

Local identification of visual impairment due to diabetes:-

VA 6/60 or worse in the better seeing eye.
(LogMar equivalent +1.0)

VA 6/18 or worse in the better seeing eye
(Logmar equivalent +0.5)

Minimum standard: 10% reduction within 5 years.
Achievable standard: 40% reduction within 5 years.

Comment — it is unlikely that any screening programme will have sufficient numbers
to accurately measure meaningful changes but it is important to collect these data to
establish a baseline and for national comparisons in combination with other
information.

Standard 2. Objective - to identify and invite all eligible persons with known
diabetes to attend for the DR screening test.

Minimum standard (completeness of database):
a) Proportion of GPs participating - 90%.

b) Proportion of known people with diabetes on register — 90%.
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c) Single collated list of all people with diabetes
d) Systematic call/ recall from a single centre of all people eligible for screening on
the collated list

Achievable standard (completeness of database):

a) Proportion of GPs participating - 98%.

b) Proportion of known people with diabetes on register — 98%.

c) Single collated list of all people with diabetes

d) Systematic call/ recall from a single centre of all people eligible for screening on
the collated list.

Standard 3. Objective - to ensure database is accurate.

Minimum standard: Accuracy of addresses on database of persons aged 12 or more,
as determined by Post Office returns - 95%.

Achievable standard: Accuracy of addresses on database of persons aged 12 or
more, as determined by Post Office returns - 98%.

Standard 4. Objective - to maximise the number of invited persons accepting
the test.

Minimum standard:
1. Initial screen - 70% eligible persons accepting the test
2. Repeat screen - 80% eligible persons accepting the test

Achievable standard:
1. Initial screen - 90% eligible persons accepting the test
2. Repeat screen - 95% eligible persons accepting the test

Standard 15. Objective - to ensure timely rescreening.
Minimum standard: 70% of patients rescreened within 12 months of the previous
screening encounter or 95% rescreened within 15 months of the previous screening

encounter.

Standard 16. Objective - to ensure the public and health care professionals
are informed at regular intervals.

Measure and standard: Timely production of annual report.

Standard 18. Objective — to optimize programme efficiency and ensure ability
to assure quality of service.

Minimum programme size of 12,000 people diagnosed with diabetes on the current
patient list.

Achievable standard: 15,000 people diagnosed with diabetes on the current patient
list.
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1.5 Workforce, training and education

1.4.3 National Occupational Standards

The National Service Framework for Diabetes stipulates:

People with diabetes should be confident that the member of staff they see:

e is properly trained and up-to date;

e provides high quality care underpinned by clinical and service protocols and
audit; and

e has the interpersonal skills to communicate effectively with them.

Competences covering all the tasks involved in the identification of sight threatening
diabetic retinopathy were developed with Skills for Health as part of the overall
Diabetes Competence Framework. The retinopathy competences completed Four
Nations collaboration and were approved as National Occupational Standards in
February 2005. They can be accessed from the English National Screening website
http:///www.nscretinopathy.org.uk or from the Skills for Health website using the
following link http://www.skillsforhealth.org.uk/view framework.php?id=75.

1.4.4 Accreditation of competence

An accreditation qualification based on the National Occupational Standards was
originally developed in conjunction with NHSU and their awarding consortium of City
& Guilds and the National Open College Network. Following dissolution of NHSU,
City & Guilds are now the awarding body. The pilot phase of the accreditation
process commenced in November 2005 and was completed in May 2006.

A Level 3 Certificate in Diabetic Retinopathy Screening has been developed as an
accreditation of the minimum level of competence required by ALL personnel
involved in the identification of sight-threatening diabetic retinopathy in the English
National Screening Programme.

Accreditation is a one-off measure of current competence. It recognis