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1. Introduction

This chapter revises Rootman, 1., and Hughes, P.G. (1980). Drug Abuse Reporting System,
WHO Offset Publication No. 55, WHO, Geneva. Much of the origind text is dill rdlevant and is
therefore incdluded. However, since the origind publication in 1980, there have been sgnificant
advances in technology, such as the use of persond computers for the collection, management and
andyds of data, as well as developments in the nature and types of reporting systems operating.
This chapter has been updated to reflect these changes. The origind publication described three
types of reporting systems. event reporting, case-reporting, and case registries. A sgnificant
development since the origind publication has been the emergence of a fourth type of system
referred to as “aggregate’. As no published reference currently catalogues and describes these
aggregate systems, an attempt has been made here to do so, dbeit briefly. The origina publication
provided examples of specific types of sysems to illustrate how systems are operationdized in
different political, socid, and cultura contexts. Likewise, in the process of revisng this chapter,
representatives from reporting systems around the world were contacted to obtain current examples
of dl four types of systems in various stages of development from long established systems to very
new ones. An atempt has been made, where gppropriate, to illustrate how reporting systems
deveop and change over time, thus higoricd information is included in the discusson of some
systems.

Reporting systems are an important aspect of the overal effort countries can make to assess
population levels and characteristics of drug abuse. They can supplement data obtained from
surveys and specia population studies (see Chapter 5 and 7). A large number of countries have
some sort of reporting system relevant to drug abuse. For example, 22 of 43 countries reviewed by
Porter et d. (1986) required some reporting of drug dependent persons. In some cases, systems are
focused only on drug abusers but in others they are more general and may relate to the mentaly ill or
to infectious diseases such as hepatitis or HIV/AIDS. In the latter cases drug abusers are expected
to be only a part of the tota cases registered. Reporting systems may be nationa or local and they
may contain a large number of cases or only afew. Also, reporting systems may relae to events,
i.e., something a drug user is doing such as being arrested or admitted to treatment or to drug
abusers themselves.

Reporting sysems are hepful in:

- determining the prevdence of drug users in contact with reporting agencies, as well as their
characterigtics and drug use history

- studying drug use habits and the changes over timein these

- determining how many drug users are entering various kinds of services and how many others
may require these

- ng new efforts to prevent and manage drug use.

- identifying new groups a high risk
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- identifying new drugs of abuse and emerging drug problems

252



GuiDE TODRUG ABUSE EPIDEMIOLOGY

Reporting systems, especidly nationd systems, can be expensve and technicaly complex as
they ded with many cases. Decison-makers and professond personnd responsble for
implementing them should be aware of their uses and limitations. This chapter attempts to provide
the necessary background information for planners and adminidtrators by reviewing the different
types of reporting systems, ther benefits, and limitations. It dso describes the steps in the
development of reporting systems, the problems most frequently encountered and their possible
solutions.

A number of countries have developed nationd reporting systems including the Drug Abuse
Warning Network (USA), the Drugs of Addiction Notification System (Audtrdia), and the Centra
Regigtry for Drug Addicts (Hong Kong). In Europe, of the 15 Member States of the European
Union, eleven countries have specidised reporting systems on drug trestment and eight countries
have regigers of drug users. A nationa integrated data system has been established in Mdaysa
Mynmar has a nationd regidration systems for heroin users. Decison-makers in these countries felt
that the usefulness of drug-abuse reporting systems outweighed their cost and complexity. While it
may not be gppropriate or practical for al countries to have nationa reporting systems, it can be
extremdy useful to have one or more cities within a country where local systems are st up to
monitor drug trends and whose representatives meet periodically. Such drug abuse epidemiology
city based networks have become increasingly common. Section 2.4 describes and provides
examples of city based reporting systems.  The decison to organise a reporting system for drug
abuse in a country should be taken on aclear understanding of its likely benefits and cogts in terms of
human and materia resources.

1.1 The Objective of Reporting Systems

Reporting systems typicaly gather information on drug users who have come to the notice of a
physician or some indtitution, hospital or socid agency, the police or crimind justice, because of their
drug abuse or some characterigtic related to abuse. Nationd reporting systems probably have
different objectives than loca ones. Porter et d. (1986) in their review of nationd registers
concluded that such systems have the objectives of i. controlling and measuring drug use, ii.
monitoring illicit drug traffic, iii. identifying trends in drug abuse and abuser characterigics and iv.
evauating trestment programs. Loca registers or reporting systems are usudly oriented to studying
the characterigtics of those in treatment (Arroyave et d. 1973) and making sure that they do not get
duplicate prescriptions. The objectives of reporting systems should be to contribute to the tota
volume of information on drug abuse in a given locde. Ultimately, the purpose of such systemsisto
provide the means to monitor drug abuse and to provide information useful in prevention and
management efforts. Generdly, reporting sysems identify drug abusers who have some problem
with their abuse such that they need treatment or appear in the crimind judice system. They
therefore tend to identify heavy users with problems rather than light or infrequent users. The latter
are best identified in surveys of generd or specid populations.
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The objectives in creating new reporting systems should be to gain information on problem or
heavy drug usersrather than dl types of users.

1.2 Definitions of Reporting Systems

Reporting systems for drug use generdly refer to those data gathering efforts which get
information on drug abuse from inditutions or agencies that see drug abusers in therr usua work.
These systems tend to last for long periods and to produce data on a monthly or yearly bass. The
usua agencies that contribute to drug abuse reporting systems are trestment facilities, physicians and
hospitals as well aswelfare and crimind justice systems. In most of the countries surveyed by Porter
et d. (1986) physicians were required to report that a person was addicted to drugs or is making
non-therapeutic use of drugs. A further dement in the definitions of reporting system is that they
have some defined geographic coverage, whether that is a whole country or a smdl area of the
country. Different terms are used for reporting systems.  Some refer to registration or notification
while others are warning networks. Although adcohol and tobacco are dependence-producing
substances, this chapter will focus primarily on reporting systems for other drugs.

1.3 Role of Reporting Systems

Reporting systems have as their role contributing to the total picture needed of drug abusein a
country or locde. They contribute information for heavy users primarily, as few infrequent users will
come to the notice of physicians, police or other agencies likely to provide information to such
systems. Reporting systems should not be created to collect and store information on drug abuse.
Their role should be to make that information widdly available to the generd public and to those who
make decisons about drug abuse interventions.  That group includes hedth planners and decison
makers as well as people who run trestment and prevention facilities. An important role of reporting
systems is to make regular reports on trends in drug abuse habits such as new drugs becoming
available, new methods of drug administration and new types of usersinvolved in drug abuse. Asa
minimum, yearly reports should be made, but if the Stuation is changing rapidly or new drugs are
gppearing, more frequent reports will be needed.

1.4 Characteridics of Reporting Systems

Reporting systems should condtitute procedure for gaining reliable and vaid information about
wha is happening in some segment of the drug abuse Stuation whether it be hospitd admissons,
arests, specidised treatment or only notice by a physician that a person is dependent to drugs.
Good reporting systems require clear definitions of what or who is to be reported and under what
circumgtances. They require reporting procedures and definitions that are smple and easy to
understand for those that are to make reports.
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In agood reporting system reports are sent one by one or at fixed intervas to a central body for
collation, andyss, and presentation.  This body may be a university research team, a government
agency, or some other group. Every good system requires systematic reporting procedures, i.e.,
explicit procedures for ensuring that reports are submitted in an appropriate form to a designated
person or persons as well as for checking and analyss. The reporting system is then responsible for
making yearly or other reports on their data and for providing feedback to those who send in the
reports.

As mentioned, reporting systems have one man advantage in thet they give information on
heavier users of drugs - a group often missed by surveys. This is an important group, since it
comprises the casudties of drug use which consume most of the tretment and rehabilitation
resources. Another advantage is that reporting systems can be built on existing record systems and
S0 use data dready being collected by treatment or enforcement agencies.

2. Typesof Reporting Systems

Drug-abuse reporting systems vary considerably, though they have the common characterigtics
of central pooling of data and systematic reporting procedures.  This chapter reviews examples of
four main types of sysems event-reporting systems, case-reporting systems, case regisers and
aggregate sysems.

Although dl reporting systems are based on reports of "events' such as the treatment of a drug
abuser, a death, or the prescription of a drug, these reports can be handled in various ways. For
example, they can be recelved, analysed, and presented as single unconnected events. Some
sysdems count only the number of drug-related hospitaisations, arests, seizures, degths,
prescriptions, HIV/AIDS or serum hepatitis cases treated during agiven period. The total number of
these reported events (with the exception of degths) will greetly exceed the number of individuasin
contact with the reporting agencies during that time, because the same individud may be treated
more than once for the same problem and be in contact with more than one agency. Thus, one
individual may account for severd event reports during the period concerned. Event-reporting
systems, then, report only events and do not reved the total number of individuals involved.

Alternatively, systlems can be congtructed to link different events for the same individud in the
same reporting inditution. For example, two hospitaisations for the same individud within a given
reporting agency represent only one case. If the same individual were reported by two reporting
indtitutions, he would be consdered as two cases.  Systems enabling multiple events for the same
individua in the same indtitution to be identified as a Single case are called case-reporting systems.

Systems may be creeted to link events that occur in different settings for the same individud.
Thus, reports on a person who is arrested, is hospitaised, and vists a clinic, may be brought together
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and andysed as the related experiences of one individud with different reporting inditutions.  An
individua who is reported separately by severd inditutions can be identified as one case rather than
severa cases. Systems capable of doing this are called case regigters.

Aggregate reporting sysems use information from al available sources for a given areaincluding
hospitalisations, degths, case registers and case reports.

Table 1 illudtrates the differences between the different types of systems. It shows hypothetica
contacts of 2 individuas with 5 different ingtitutions over aperiod of 1 year from drug-related events.
If an event-reporting system were in existence, 10 separate events could be reported by the 5
ingtitutions. With a case-reporting system, 7 cases could be described, person 1 having had one or
more contacts with 3 reporting indtitutions and person 2 with 4 reporting inditutions. However, if a
case register were in existence, only 2 individuals could be described. Because 10 drug-related
events, 7 drug-user case reports, and 2 drug users are different entities, it is important to maintain
these digtinctions in describing drug-abuse reporting systems.

While case regigters are capable of describing individuds in contact with a variety of ingitutions,
they can aso describe cases in contact with single inditutions as well as unique events. That is, a
case regiser can do everything that event-reporting and case-reporting systems can do. Similarly,
case-reporting systems can describe events as well as cases.  Event-reporting systems, however,
cannot go beyond the reporting of Sngle events. Thus, case regigers have the greeter flexibility and
andytica capability, and event reporting systems have the least. The typology presented here is not
rigid. Aggregate sysems combine elements of dl three types.

A digtinction should be made between systems that are "specidised” for the exclusve use of
drug abuse programmes and those that are "non specidised” - i.e.,, systems that monitor a wider
range of phenomena (such as crime, HIV/AIDS or menta disorders) but permit the monitoring of
some aspect of drug abuse. The decision to establish a specidised or a non-specidised system has
ggnificant adminigrative, financid, and policy implications. For this reason, examples of both
speciadised and non-speciaised systems will be presented for each of the mgjor types of reporting
sysem.

2.1 Event Reporting Systems

A vaiety of event reporting systems have been developed and some examples are described
here.

2.1.1 Specidised Type

The Drug Abuse Working Network (DAWN), USA.
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Tablel: DifferencesBetween Typesof Reporting System
Chronology Month
of events
Source of J F M A M J J A S o] N D
Report
Hospital A Person 1 Perso Person Perso
Hospitalised n2 2 n2
hospit hospital hospit
aisd ised alisd
Police Person Perso Perso
Department B 1 n2 n2
arreste arrest arrest
d ed ed
ClinicC Perso
nl
treate
d
Hospital D Person 2
Hospitalis
ed
Police Person
Department E 2
arrested
Collation of events
Event -reporting system Case-reporting system Case register Aggregate System
5 hospitalisations Hospital A reports 2 3 events reported for All events under event,
4 arrests cases individua 1 case reporting and case
1 clinic admission Hospital D reports 1 case | 7 eventsreported for registers.
10 events Police Dept. B reports 2 individua 2
cases 2individuas

Police Dept. E reports 1
case

Clinic C reports 1 case
7 cases

Source: Richman A. (Personal communication to Rootman 1) Reported in Rootman | and Hughes P.H. Drug Abuse Reporting Systems. World

Health Organization, Geneva 1980.

The DAWN system was one of the first drug abuse event systems developed. It has been
one of the most useful reporting systems in the USA and a large amount of research has been done
on the data. The DAWN system was originated by the Drug Enforcement Administration (DEA)
with the firgt data collection in 1973. It was taken over by the Nationa Ingtitute on Drug Abuse
(NIDA) in 1980 and since 1992 has been run by the Substance Abuse and Menta Hedlth Services
Adminigration (SAMSHA). Copies of the forms currently used are shown in the Annex.
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The mgor objectives of DAWN are:

- To identify substances associated with drug abuse eoisodes that are reported by DAWN-
afiliated fadilities,

- To monitor drug abuse patterns and trends and to detect new abuse entities and new drug
combingtions,

- Toassess hedth hazards associated with drug abuse; and

- Toprovide datafor nationd, State, and loca drug abuse policy and program planning.

DAWN provides information on emergency department (ED) episodes (referred to as “events’
earlier in this chapter) related to drug abuse and information from medica examiners on drug related
deaths.

Drug related ED episodes reported to DAWN involve drug overdose as well as the chronic
effects of habitua drug usage or unexpected reactions. Reported episodes aso include persons
who are seeking detox, in withdrawa, and/or have experienced an accident or injury due to
nonmedica drug use. Up to four different substances can be specified for each episode. The only
ED cases reported are those in which the patient admits taking drugs or the hospitd staff identify
drug use related to the symptoms presented. Each report includes demographic information about
the patient and circumstances of the episode. Data collected from participating facilities do not
condtitute a random sample prior to 1988. However, back welghting techniques have been applied
to the data for 1978-87.

In the first year of data collection (1973) DAWN used a random probability sample within
some metropolitan census areas.  In subsequent years, facilities within the origind aress, as well as
others added were sdected for participation as a sample of convenience. Facilities participating in
DAWN were added and dropped over the years nonrandomly. In 1986 NIDA began recruiting
emergency department facilities for a datigtical sample that would permit inferences beyond the
facilities sampled. By 1988 a nationaly representative pand was in place, as wdl as representative
over-samples of hospitalsin 21 mgor metropolitan areas. Since 1988, the sample redesign provides
nationa and locd estimates. Now 21 mgor metropolitan areas are included.

At each participating indtitution, a trained reporter or aternae is respongble for completing a
standard form for each drug-abuse event occurring during the reporting period. Completed forms
are sent regularly to the data-processng centre, where they are checked for missng or fase
information and inconsstencies. Any problems are followed up by project monitors ether by
telephone or by vidts. This process is facilitated by the fact that reporters are often trained by the
monitors. The data are then prepared for computer processing, tabulated, and analysed.

The medicd examiner (ME) datais dso extensive. 1n 1994, DAWN data were collected from
ME facilities in 42 metropolitan areas. An episode report is submitted for each drug abuse death
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encountered by a DAWN ME. Each report of drug abuse ME case includes demographic
information about the deceased and information about the circumstances of desth. A designated
reporter in each participating facility is respongble for identifying deeths related to drug abuse and
recording and submitting data on each case. On aweekly basis, the total number of deaths handled
by MEs and the number of cases related to drug abuse are entered into areporting log. The relevant
details of each drug abuse degth are trandferred from the officid facility record onto DAWN data
collection forms (Annex 1).

Severd types of DAWN reports are produced regularly. These include annud reports, semi-
annua reports, and summary reports for each participating city. Nationd estimates of drug-related
deaths and emergency department vidts for the most abused drugs in the USA are regularly
available. Thisinformation is of obvious importance to planners in documenting the large number of
deaths related to specific drugs and drug combinations.

The information emerging from the DAWN system has been used by DEA in its enforcement,
compliance, and scheduling activities.  In addition, other federa, dtae, loca, and private
organisations concerned with drug abuse have used the information in their programmes. These
organisations pinpoint the specific drugs that are causng serious public hedth problems and for
which additiona controls may be required, and they warn physcians and medica societies to exert
additiond caution in their use of some drugs.

The following definitions have been used in DAWN:

Drug abuse. The nonmedica use of a subgtance for any of the following reasons  psychic effects,
dependence, or suicide atempt/gesture, i.e, the use of: 1. prescription drugs in a manner which is
inconsstent with accepted medical practice, or ii. over-the-counter drugs (OTC) contrary to
goproved labelling, or iii. any other substance (heroin, marijuana, glue, aerosols, etc.) for the reasons
above.

Drug-abuse death. Either i. drug-induced, involving a drug "over-dosg' where a toxic leve is found
or suspected, or ii. drug-related where, the drug usage is a contributory factor but not the sole cause
(i.e., accidents, diseased state, withdrawal syndrome, €tc.).

Figure 1 shows the trend in the rates of cocaine-related episodes per 100,000 population for
selected cities (NIDA, 1997a). A wide city by city variation can be seen.
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FIGURE 1: RATES OF COCAINE-RELATED EPISODES PER 100 000
POPULATION FOR SELECTED U.S. CITIES

Exhibit 3. Annual trends in cocaine/crack ED mentions
per 100,000 population in four top-ranking cities, 1990-95*

ED Mentions per 100,000 Population

350
300
250
200
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100
s0 ~—l— San Francisco —4@— Atlanta
o —— Newark ——@—— New York City
1990 1991 1992 1993 1994 1995°
Year
'Preliminary estimates
DATA SOURCE: SAMSHA, Drug Abuse Warning Network, October 1996 files
Exhibit 4. Annual trends in cocaine/crack ED mentions
per 100,000 population in selected cities, 1990-95°
ED Mentions per 100,000 Population
—3l— Detroit ~—&@— Miami
07 —— New Orleans ——4— Boston
300 Y-
250 -
200 -
150
100 =
50 -
0
1990 1991 1992 1983 1994 1995°
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*Preliminary estimates

DATA SOURCE: SAMSHA, Drug Abuse Warning Network, October 1996 files

Exhibits Source: National Institute on Drug Abuse. Epidemiologic Trends in Drug Abuse, Volume 1,
Highlights and Executive S y, C ity Epidemiology Work Group, December, 1996, NIH
Publication No. 97-4204, Rockville MD: USDHHS, National Institutes of Health, 1997a, p.17.
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The DAWN system was one of the firgt in the USA to give an early warning that cocaine and
crack use were increasing in the 1980's. Although DAWN is an excdlent example of a specialised
drug-abuse-event reporting system, it has limitations characteristic of event-reporting systems. For
example, the system does not produce an unduplicated count of individuas coming in contact with
emergency departments, since the same person may be counted more than once. Moreover, the
system does not permit follow-up of cases beyond the initia contact.

DAWN has other limitations arising out of its unique desgn and not necessarily characterigtic of
dl event-reporting sysems.  Firg, the large number of reporting facilities involved, and ther
geographic digoersgon, make it difficult to maintain qudity control on the data submitted. Secondly,
the definition of a "drug abuse deeth” is not without problems. A person might die of liver falure or
other long-term effects of intravenous heroin use, even though the drug was not found at autopsy. It
can be extremdly difficult to determine when use of a drug "contributes’ to death. Thirdly, the cost of
the system is consderable and is feasible only in a technicaly advanced country. It should dso be
noted that the DAWN system provides no information on alcohol abuse unless it is associated with
the use of some other drug. DAWN might require consderable modification in less developed
countries or in smaler countries where the cost would have to be borne by a smdler population.

Some specific problems with DAWN reporting have been noted in the research literature.
Brookoff et a. (1993) showed that cocaine related trauma was under-reported in one hospital by a
large margin.  Also, DAWN data report as many as 6 times as many deaths from cocaine as
reported in vital gatistics records (Pollock et a., 1991). It should be noted that this may not be a
problem with DAWN, but rather with the vitd datistics. Probably, the DAWN data are more
accurate but there are many problems in defining a cocaine-related death especially where other
drugs may be involved and the cause of deeth is unclear or multiply determined. These problems
have not been clearly resolved as yet in the DAWN system.

Current forms used for DAWN Medica Examiner and Emergency Department Report are
givenin Annex 1 and 2 repectively.

Despite its limitations, the DAWN system illustrates the characterigtics of gpecidised drug-
abuse-event reporting system and provides a modd for possble use in other settings. In some
countries it will be more feasible to have fewer hospitds included, perhaps only those in afew large
cities with drug testing laboratories. In such circumstances, it may be more judtifiable to develop
event-reporting systems based on other inditutions, such as poison-control centres, or law-
enforcement agencies. The latter are a chegp and useful basis for establishing an event-reporting
system, snce enforcement agencies are commonly in contact with drug abusers and often collect
information about them that could be systematised and made part of the reporting systems described
in the next section. However, they do not ded with hedth related problems and may be less useful in
planning hedth services.

Recent data from DAWN are given in USDHHS (1994, 1996) and indruction guides in
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USDHHS (1991 &, b).

2.1.2 Non-specidised Type
Uniform Crime Reporting System, Canada

In 1962, Statigtics Canada, the nationd centrd datisticd agency, collaborated with the
Canadian police forces to establish a Uniform Crime Reporting System.  This system is based on
monthly reports submitted to the agency by police forces usng a sandard form developed by
Statistics Canada with the co-operation of the Canadian Association of Chiefs of Police. The form
requests information on offences, including violations of federd drug statutes, reported or known to
the police. Since 1971, drug offences have been covered by four subclassfications 1. addicting,
opiate-like drugs; ii. cannabis (marijuand); iii. controlled drugs, and iv. restricted drugs.

The summarised data reports are submitted to Statistics Canada monthly by police agenciesin
the country by means of the form or computer printouts or tapes in the same format. Statigtics
Canada checks for accuracy and uniformity of reporting, collates and tabulates the data, and
publishes tables. The datafor 1981 to 1991 (Figure 2) showed that there was a very large increase
in the proportion of cocaine related offences - from 2.9% to 28.2% - and a decrease in cannabis
offences - from 87.6% to 58.3%. The potentia ussfulness of this system was demonstrated by these
data which showed that the drug abuse scene had changed greetly in Canada over 10 years from
1981 to 1991 and that cocaine became the second most important drug after cannabis. One cannot
be sure from these data done whether there was actualy more cocaine use, since the arrests may be
caused by various factors, including the zed with which enforcement is carried out. However, the
system has been useful to police, policy-makers, and the public, especidly when it agrees with data
from other sources.

The system has the limitations of event-reporting systems - i.e, it does not produce an
unduplicated count of individuas, since a person may be reported more than once. The problem
with the system is thet it indicates reports on drug use known to the police. Not dl of these result in
arests and sometimes the data on known violations of drug laws is subjective. Drug arrest data
have aso been very useful to planners in Japan in describing trends in drug abuse. Arrest data for
1969 to 1991 are shown in Figure 3. Again these data should not be consdered aone, but dong
with other data (for example treatment data) and never consdered outside the context in which the
data were collected.

Most countries seem to collect data on drug related arrests and those data can be seen as a
reporting system in the terms defined here. In some cases improvements could be made to arrest
reports by including data on the characteristics of arrestees.
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Figure 2:

Federal Stature Drug Offences by Type
Canada, 1981 and 1991

1981 1991

28,2%

87,5%

58,2%

1 Heoin mm Cocane mm Cannsbis mm Controlled drugs
Bl Other Narcotic Control Act Drugs [0 Redtricted drugs

Note: Due to rounding procedure, percentage may not aggregate to 100%
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Figure 3
Trends of Drug Offenses in Japan

Number of Offenders by Narcotic Regulation Laws

Violation of stimulant control law (1969 - 1991)
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Also, information on the accuracy of arrest reports may be necessary. Further, drug arrests
may not result dways in a conviction and hence they tend to over-report drug activity. Another
congderation is that arrest reports reflect police activity and not necessarily levels of drug use or
abuse in society. Correlations between surveyed levels of drug use in Canada, for example, do not
correlate well with drug arrests (Smart and Adlaf, 1989).

Non-specidised event-reporting systems can be extremely useful to policy-makers concerned
with drug abuse and should be considered among the dternatives when systems are being sdected.
Although we have chosen to present enforcement-based systems as examples, hedth-based systems
- eg., sarum hepatitis monitoring - might aso be consdered. Similarly, many countries dready use
the International Classification of Diseases (ICD) to code and report desths. Some of these codes
pertain to drug-related deaths and can be used as a least a crude measure of the extent of such
deathsin a country (WHO, 1993).

Another example of hedth-care based system is the Nationd Eye Trauma System Regidtry in
the United States which has been used to examine the role of adcohol and drugs in trauma events.
Alcohol was afactor in 48% and illicit drugs in 6% of eye injuries (Dannenberg et a, 1992).

2.2  Casereporting Systems

221 Specidised type

Firg Treatment Demand - the Pompidou Group - Council of Europe

In member countries of the Council of Europe's Pompidou Group indtitutions which have
contact with substance users seeking help or treatment are a valuable source of data on patterns and
trends of substance use. These "demands' for help or treatment can provide data on the number and
demographic profile of those seeking help or trestment. Such information provides a direct measure
of the uptake of services. In addition these data can provide an indirect indicator of substance use
trends. By collecting data on those seeking treetment for the firgt time and comparing it with those
who have previoudy been treated can provide some indication of new trends in substance use. Data
collected over a period of time can provide information on trends in substance use, identify changes
in behaviour (eg. injecting, syringe sharing) and provide one source for capture-recapture
prevalence estimates.

These data have their limitations in that: they can reflect the rdative availability or attractiveness
of certain types of trestment; given the elgosed time between firgt drug use and firgt trestment
demand they have their own inertia; substance users can make demands on different inditutions so a
digtinction between trestment episodes and individuas seeking treatment should be made. Double
counting is a common cause of over estimating the number of individuas seeking trestment. For this
reason case record forms should have a unique identifier to prevent double-counting. It should be
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noted that substance users seeking treatment represent only asmal proportion of al users and mainly
those experiencing problems with their use.

A protocol for this indicator has been developed by the Expert Epidemiology Group of the
Pompidou Group (The Council of Europe' s Co-operation Group to Combat Drug Abuse and Illicit
Trafficking in Drugs). This provides a framework for the routine collection and reporting of
comparable core data on the profile and size of drug using populaions who contact trestment
centres in different cities. The protocol includes: objectives, definitions (including those for drug
classfication and trestment); items for a minimum core data s&t; ingtructions for recording and coding
data (including a model data collection instrument); and standardised output tables for collating and
presenting the information. The modd data collection insrument used can be found in Annex 2 to
Chapter 3 on Exigting Information Sources.

Treatment Episode Data System (TEDS) - USA

TEDS, formerly caled the Client Data System, is a reporting system that collects information
on individud admissions to substance abuse treestment programs that administer public funds. Itisa
State-based adminigtrative system used both by the States and the Substance Abuse and Menta
Hedth Services Adminigiration (SAMHSA) to monitor access to publicly funded treatment. TEDS
was initiated by the Nationa Ingtitute on Drug Abuse (NIDA) and the Nationd Indtitute on Alcohol
Abuse and Alcoholism (NIAAA). In 1992, responsbility for TEDS passed to the (then) newly
congtituted SAMHSA.

All clinics and/or programs receiving any State Alcohol and/or Drug Agency (including Federd
Block Grants) funds for the provision of alcohol or drug treatment services must report Client data.
At the State€' s option, datawill be accepted on other programs such as private programs. TEDS has
a minimum (required reporting) data set and a supplemental (optiona reporting) data set.  The
Minimum Data Set includes primary, secondary, and tertiay drugs used, their routes of
adminigtration, frequency of use and the age at which use began, as well as the source of referra for
treatment, type of service received, number of prior trestments, and standard demographic
information. The Optiond Data Set includes hedlth insurance, expected source of payment, primary
source of income, pregnancy and veteran status, additional psychiatric problems and DSM 111-R
diagnosis, and more detalled data on crimina justice referrd and Status of those not in the labour
force.

System for Registry of Information on Drugs (SRID) - Mexico

The overdl god of this system is to define drug abuse trends in Mexico. In the first phase only
Mexico City is covered but eventually the system will be nationd in scope. The data are drawn from
“hospitas, drug abuse trestment centres, homes for minors, and reformatories “ (Ortiz, 1990). There
are two specid evaluation periods for 30 days per year (June and November). The SRID
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questionnaire is gpplied to dl drug abuse cases seen in the reporting inditutions. Training is given to
those who fill in the questionnaire, which can be administered in about 5 minutes.

Drug Treatment Reporting System - England, UK

Since 1992 data from fourteen regiona drug misuse data bases have been combined into a
nationd drug treatment reporting system. The data are collected at a regiond leve from a range of
pecidigt and non-specidist drug treatment and wefare agencies in both the public and private
sectors. Every six months summaries of these data are provided to the governments Department of
Hedth which co-ordinates the system. Participation in the system is voluntary so coverage varies,
but the data are collected to a common format. From 1996 a wider range of data, broadly
comparable with that collected by the Pompidou Groups First Treatment Demand Protocol (see
above), has been provided.

Reported Users of Narcotic and Hallucinogenic Drugs - Canada

Some reporting systems turn out not to be very useful and are eventudly discarded. Thisistrue
of the Bureau of Dangerous Drugs (1987) reports on known illicit drug users (Table 3). The system
was begun in 1965. It includes data from pharmacies, trestments centres and police. The drugs
reported were narcotics, cocaine and halucinogens. Most reports came from the police who
gathered information on drug users during their regular activities. 1t seemed necessary only for some
agency to report that a person was a drug user. No arrest was necessary hor was it ever clear what
criteriawere used. Police reportsto the system diminished in the 1980's. The Bureau of Dangerous
Drugs admitted in 1987 that “the determination of an individud’s drug use is subjective and
crcumgantid and as such the accuracy of the data may suffer.” There was no vdidation of the
reports received. Also, human rights issues arose because of the keeping of sengtive records on
individuals when those records were admittedly not very accurate. The Bureau stopped reporting
the data on known usersin 1987. The data were not often used by researchers or planners and the
loss was not very great. Experience with this system shows that to be useful a reporting system
should have a clear definition of how cases are to be defined and registered and some method of
checking for accuracy. They should dso offer some confidentidity for those whose names are
included.

Specidisad case-reporting systems can be extremely useful for persons working in the drug-
abuse fidd a severd levels. However, they have cartain limitations. For example, it is not possble
on the basis of reported data aone to follow up on cohort of admissions to determine what contacts
have been made with other agencies, the mortdity rate, or trestment status on anniversary dates.
Some systems may aso have unique limitations, such as a continuous change in the compostion of
reporting clinics owing to the cregtion of new clinics and the closing of old ones. Findly, these
systems are expensive to operate. Plannersin other countries may therefore wish to consider the use
of non-speciaised case-reporting systems as an dternative.

267




CHAPTER 8 - REPORTING SYSTEMS

2.2.2 Non-specidised Type
The National Mental Health Reporting Programme - Indonesia

Work to develop this non-speciaised case reporting system was Started in 1968 as a co-
operative venture between the Directorate of Menta Hedlth, Ministry of Hedlth, Indonesia, and the
International Committee Againg Mentd lliness. It was established on a naiond bass in 1972
(Sdan, 1978). Information on dl patients admitted to 35 mental care inditutions in Indonesia was
recorded on a 10-page multiple-choice questionnaire known as the General Purpose Psychiatric
Questionnaire. Demographic data were entered, as well as data on psychiatric history, crimindity,
diagnosis, prognosis, and use of sdected drugs. A clinica report printed by the computer for each
patient and was mailed to each hospita for further use. In addition, periodic datistica reports were
produced from the computer tapes.

The information obtained from this system has enabled policy-makers to monitor some of the
dimensions of drug abuse in the country. In particular, it has helped them to identify a an early Sage
a serious outbreak of morphine and heroin use among middle-class and upper-class young peoplein
the mgor cities during the early 1970s. Although only a portion of the total numbers involved sought
trestment in menta hospitals, the reporting systems permitted planners to observe quickly ther age,
seX, socio-economic status, and drug-using petterns, and the geographica regions involved. A
nationa prevention, treetment, and law-enforcement programme was thus initiated a an early stage
in the course of the epidemic.

While a case-reporting system of this type provides useful information to planners, it does
not permit conclusons to be reached on drug abusers outsde hospitals. As a non-specialised
mental-health reporting system, it cannot be expected to obtain as much information on drug abuse
as a specidised sysem would. Findly, a case-reporting system takes up 10-15 minutes of a
physician’ stime to provide a diagnoss and other observations on each patient; thus it requires better
trained professiona personnd than most speciadised drug-abuse reporting systems.  Despite these
limitations, the Nationd Mentd Hedth Reporting Programme of Indonesia provides one of the few
internationa examples of a reporting system that detected a serious nationa drug-abuse epidemic at
an early stage, and monitored what would appear to be a successful response by the Government to
control it.

HIV/AIDS and other Infectious Disease Registers—World-wide.

Data on drug-rdlated infectious diseases can provide: an indicator of trends in the prevaence
of drug-rdated infectious diseases, mainly amongst injecting drug users, and a times, an indirect
indicator of drug-injecting incidence. Possble sources include natifications to public hedth
authorities; infectious disease hospitas or units, hospitd datistics on discharge diagnoses, public
hedth |aboratories, sentind survelllance records, and national AIDs prevention and control
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programmes.
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Injecting drug use is a known risk factor for certain infectious diseases such as hepatitis B, C
and D, endocarditisand AIDS. Data on the prevaence of these conditions or their markers amongst
population of IDUs are useful for identifying the need for prophylactic measures, such as hepatitis B
vaccination or risk-reduction education, and for monitoring the impact of these measures.

Data on trends in the incidence of drug-related cases of acute hepetitis B have dso
sometimes been used as an indirect indicator of the incidence of new drug injectors. As was
discussed in Chapter 3, data on hepatitis B need to be interpreted with caution for the following
reasons. 1. In some countries, there may be widespread prevaence of hepatitis B which is unrdated
to injection drug use, 2. Hepatitis B vaccination campaigns and important changes in risk behaviour
on the part of drug injectors in response to AIDS, may make the interpretation of this indicator is
difficult in some countries, 3. Interpretation is confused by the increase in hepatitis C in some drug-
injecting populations, and 4. Information on the risk factorsinvolved is often lacking.

If data on risk factors are available (drug injection versus other factors such as homosexua
activity or blood transfuson) and the aforementioned circumstances which could affect the
population prevaence have been conddered, then epidemic increases in drug-related cases of
hepdtitis B, non A —non B or C may point to an increased incidence of drug-injecting amongst
previoudy unexposed populations. The converseisnot true. A low number of drug-related cases of
hepatitis does not necessarily mean a low incidence rate of injecting. Hepatitis A is not a good
indicator of drug use.

The rate of HIV-seropodgitivity amongst injecting drug users varies greetly among countries.
Similarly, rapid changes over time are sometimes observed. This means that data on HIV cannot be
used as an indicator in trends in drug injection, though of course they are very rdevant to identifying
the need for interventions aimed at limiting the spread of HIV.

Data on infectious diseases can be obtained through public hedth surveillance sysems and
laboratories, and through hospitd discharge gtatidtics, though they may be unreliable due to missing
information on risk behaviours. Nationa and regiona AIDS reporting systems may be more reliable.

Mogt countries in the world have a nationa system for registering known HIV or AIDS
cases (Dickens, 1988; National Academy of Sciences, 1986; WHO/EURO, 1993). In most
countries AIDS is natifiable but AIDS related complex is not (Dickens, 1988). Some dates in the
USA reguire the reporting of HIV postive tests but some do not. The proportion of AIDS cases
related to intravenous drug use varies from one country to another. However, in many countries the
information on AIDS is very useful in tracking changes in intravenous drug use and its consequences.
AIDS regigters have been used in a variety of countries (Smart, 1991; Kaldor et a., 1993; Diez et
a., 1992; WHO/EURO, 1993) to study the characteristics of intravenous drug abusers affected with
the disease.  Also, regiona centres for monitoring AIDS have been developed in dl parts of the
world. Table 2 shows the increase in AIDS cases among injection drug users in Europe between
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1987 and 1992.

Table 2:A1DS Cases Among I njecting Drug Usersin Europe

Reported Cases of AIDS Among Percentage Increasein
Injecting Drug Users Number of Cases
1987 | 1988 | 1989 | 1990 | 1991 | 1992" 1987/88 | 88/89 89/90 90/91 91/92""
N N N N N N
% % % % % %
1941 | 3691 | 5007 | 5853 | 6355 | 3635
272 | 346 | 358 | 359 | 384 | 383 90.1 356 16.8 85 NA

From the European Centre for the Epidemiological Monitoring of AIDS:

WHO-EC Collaborating Centre on AIDS; Paris, France.

AIDS Surveillance in Europe, Quarterly Report No. 35

January 1 to September 30

Datafor 91/92 are not comparable since data for 1992 includes only those for the period January
September.

Drug Use Forecasting Program (DUF) and Arrestee Drug Abuse Monitoring (ADAM)
Program USA.

DUF, which began in 1987, monitored the levd of drug use among mde and femae
arestees in 23 cities in the USA (Nationa Ingtitute of Justice, 1997). Each quarter, trained loca
DUF ¢aff obtained voluntary and anonymous urine specimens and interviews from adult arrestees
and juvenile arrestees/ detainees who have had in a booking facility for no more than 48 hoursin the
participating locales. The data collected include the current charge, self reported drug use, voluntary
urine specimen, and the need for treastment for drug dependence. This was the first system to provide
objective measures of drug use among arrestees.

The target population was dl arestees charged with mgor offences, excluding minor
offences such as vagrancy, traffic violations, etc. This system used the crimina justice system in a
unique and crestive way to monitor drug use in a high risk population. Other countries could devise
some sSmilar sysems, perhaps with fewer gtes. These systems monitor a heavy drug using group
which is probably often missed in surveys.

In 1995, the Nationa Indtitute of Justice proposed the development, in stages, of the
Arrestee Drug Abuse Monitoring (ADAM) Program to replace DUF. ADAM includes many of
DUFs features but dso includes an expansion to 75 gtes, the establishment of an annua outreach
program to nearby and outlying arrestee populations, development of loca co-ordinating councils,
and the redesign of the data collection and sampling methodology. The development of ADAM
illugtrates the evolving, rather than gtatic, nature of many drug abuse reporting systems.
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23 Cax=Regigers

A study of 43 countries legidation by Porter et d. (1986) found that 21 countries had
compulsory reporting provisions for acohol or drug dependence. Of those 21 countries 17 required
reporting of drug dependent persons, i.e. Myanmar (Burma), Colombia, Cyprus, Finland, France,
Hong Kong, Indonesia, Itay, Japan, Madaysa, Mexico, Norway, Philippines, Senegd, Singapore,
Somadia, Sweden, Switzerland (St. Gaen), Tunida, United Kingdom, and Zambia. Also, three
countries (Finland, Norway and Switzerland) require the reporting of some types of acohol
dependent persons and only one country (Sweden) requires the reporting of both. It isimpossble
here to describe dl types of regigers and how they function. This chapter confines itsdf to
describing a few of the longest running systems for which information is avallable. As Sated earlier
most systems require physicians to notify known or suspected addicts. However, some registers are
voluntary e.g. the Hong Kong Central Registry of Drug Addicts and at least one requires sef registry
(Myanmar).

2.3.1 Specidised Type
The Addicts Index - United Kingdom

Doctors have been required to notify addict patients to the Chief Medica Officer at the
United Kingdom Home Office ance 1968. The Misuse of Drugs Regulations of 1973 required dl
doctors to notify the Home Office of persons whom they suspect of addiction to 14 drugs, including
heroin, morphine, methadone, and cocaine. Noatification was required if the person is addicted or
dependent on drugs. Since 1997, there is no legd requirement anymore for a doctor to notify the
Home Office if the person is addicted or dependent on drugs. Notifications are however ill
recommended. The three mgor sources of natification are clinicians a drug-trestment centres,
generd practitioners, and prison medicd officers. When any of these people is confronted by a
person wanting a legal opiate prescription, who clams to be using an opiate, who shows evidence of
recent needle marks and/or provides a urine test which is opiate positive, the doctor should submit to
the Home Office the required written notification. Before submitting a notification, the doctor may,
and usudly does, telephone the Home Office to inquire if the patient is aready known to them. The
natification includes the following information: patient’s name, address, sex, date of birth, Nationa
Hedth Service number, date of atendance, and name(s) of drug(s) concerned. Doctors are not
required to submit names of people receiving drugs for medica purposes, i.e. tregting organic
disease. In addition to information obtained from formal notifications, information of a variable nature
is often obtained from police reports, Home Office ingpectors, or other sources.

When a vdid natification is received, the person’s name is entered in a nomina index. The
purpose of this index is to provide a way of checking immediately whether a person is dready
known to the Home Office in connection with drugs of addiction or whether he is a confirmed addict.

In an atempt to confirm the case, the Regiond Medicd Officer then vidts the notifying doctor.
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Where notification comes from a trestment centre or prison medicd officer no confirmation is sought.

When a case is confirmed it is entered into the addicts index. On receipt of subsequent
notifications, the particulars are checked and persond files and index cards are updated to include
any changes. If no natification is received on an individud for 18 months, his card is removed from
the addicts index. Cards of persons who are known to have died are removed from the index
immediately. By law, the information in the index is confidentia, except that any doctor may ask for
information about a patient under his care. Only after the identity of the inquirer is verified is the
requested information released.

Procedures are followed to diminate duplicate countingi- eg., the counting of the same
individua as two or more addicts. Specificdly, doctors may check with the Home Office before
submitting a report, in order to determine whether or not a patient is dready known. In addition, the
reports that are received are carefully checked (name, date of birth, and any other particulars)
againg those for individuds aready lised. However, the doctor is usualy required to submit a
formd notification even if the patient is dready known to the Home Office,

On the bass of the information in the addicts index, the Home Office prepares regular
tabulations of known addicts and of “new addicts’ (or those not previoudy notified to the Home
Office). The tabulations have been used to monitor changes in the number and characteristics of
known addicts, determine clinic attendance patterns, and prepare reports for international agencies.
In addition, the index has been used for other purposes, including enforcement, treetment, planning
and research.

The potentia usefulness of data based on the addicts index is illustrated by Table 3 which
shows the number of persons newly notified to the Home Office as addicts, according to the source
of natification, 1989-1991. As can be seen, the number of new cases increased during that time as
did the number of renctified addicts. This informéation is very useful to policy makers planning
changes in treatment programs and the UK register has been often used for such purposes. Also,
the system has been used to provide regiond data bases for the United Kingdom and hence more
locd datais now available (Mott et d., 1993).
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Table 3: United Kingdom Addict Notification Summary Statistics
. . Per cent Change
United Kingdom 1989 1990 1991 1990 1901
New drug addicts reported 5,639 6,923 8,007 23 16
Renotified drug addicts 9,146 10,832 12,813 18 10
All drug addicts reported
heroin 14,785 17,755 20,820 20 17
methadone 12484 14,497 15,086 16 4
cocaine 2,951 4992 7,997 69 60
838 1,085 1,525 22 41
Average age 28.9 28.8 29.2
Deaths of previously notified addicts 302 331 10

Like the other systems described, this system has certain limitations.  In particular, it is not
possible, by means of the addicts index, to determine the precise number of “addicts’ in the
community, since the index includes only the persons coming to its attention. Thus, as suggested by
Blumberg, (1974) there may be a subgtantid number of reasonably regular users unknown to the
Home Office. For example, an intensive case-finding sudy carried out in Oxford (Arroyave et d.,
1973) reveded that 20% of 63 “certain” cases of opiate use had not been natified to the Home
Office, and that none of the 111 “very probably, probably, or suspected” cases had been notified.
A smilar study in Crawley, atown of about 60,000 people near London, showed arate of 8.5 per
1000 confirmed cases of heroin addiction compared with a rate of 1.4 predicted by the addicts
index (Mott and Rathod, 1976).

Despite the requirement that al addicts should be notified in the United Kingdom, many of
these seeking treatment are not. The study by Smart and Ogborne (1974) showed that 10-15% of
those in thergpeutic communities were never notified. Aswdl, 46% of those seeking treatment were
not notified by the atending physcian. This probably occurred because they did not remain in
trestment and physcians were reluctant to notify those who they were not actudly treating. More
recently Mott et al. (1993) showed that 7% of addicts reported to alocal addict database were not
reported to the Home Office.

Another possble limitation of the Home Office addicts index is that the practice of
“confirming” addicts before they are included in the index may well exclude some early cases. Vists
by regiond medica officers to notifying doctors to confirm cases may dso be impracticable when
more than a handful of “addicts’ is involved. Findly, the “remova” of cases from the index, as
opposed to an internd anaytical procedure for consdering certain individuds “inactive’ if they have
not reported within a specified period, may be alimiting factor.
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Central Registry of Drug Abuse (CRDA) - Hong Kong.

The CRDA began its operations in 1976 and has become an invduable monitoring system
for drug abuse in Hong Kong (Wat, 1985). The CRDA uses a wide variety of reporting sources
including Law enforcement agencies, welfare agencies, genera hospitas and clinics, and specidised
addiction agencies. All agencies are requested to report dl addicts or suspected addicts which are
known to them. Consderable efforts are made to catch errors in reporting.  Also, many efforts are
made to diminate duplicates, a difficult job in Hong Kong where many last names are the same.
Reliability checks are dso made using age of first use and reported age.

The Register of Drug Addicts - Western Australia.

Under the Drugs of Addiction Natification Regulations of 1980 medicd practitioners in
Western Audraia are required to notify drug addicts to the Public Hedlth Department. The law
requires that known and suspected addicts be reported. A person is deemed to be addicted to
drugsif heis periodicdly or chronically intoxicated by, has a desire or craving to take drugs, or hasa
psychic or physica dependence. These definitions seem reatively broad compared to those for
other registers but no work has been published on the types of addicts notified in the system. Cases
are removed from the system after five yearsif no further notification has been received.

The National Drug Abuse Monitoring System - Malaysia.

This system is one of the largest and most comprehensive anywhere in the world. It includes
events monitoring, case reporting and a case regigter for addicts. Eventsinclude arrests and seizures
aswell as hospitd admissions (Navaratnam and Foong, 1989). The goals of the system are:

@ To provide current epidemiologicd information on drug abuse in the country and to
update such information;

(b) To identify trends in the nature of drug abuse over time and variations between
geographica locations,

(© To provide rdevant information for effective planning, evauaion and management of
drug abuse programmes.

A standardised instrument was developed for collecting data. Core information included:

@ Adminidrative detalls (reporting agency, identification card number of each
individud);

(b) Background characterigtics of each individua (including ethnic affiliation, sex, age,
marita datus, date of birth, educationd leve attained, occupation and monthly
income);

(© Pattern and history of drug use (age of initiation, types of drugs used in the past and
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a present, duration of use, daily expenditure, source of drugs, reasons for use and
discontinuing use);

(d) Treatment experience;

(e Crimind higtory (past arrests, convictions and imprisonmen);

® Drug-related crimes (type of drug and amount saized, type of crime committed and
crimind status of the addict).

According to Navaratnam and Foong: (1989) “Data from the sysem are useful for
epidemiologicd research and for the planning of drug abuse prevention, control, trestment and
rehabilitation. Information from the system is used for assessing the extent, ditribution and pattern of
the drug abuse problem in Mdaysa

Data on the socio-demographic characteristics of drug-dependent persons, the type and
pattern of drug abuse, the severity of the drug problem and variations in drug abuse activities
between regions, together with other rlevant data, have been found to facilitate programme planning
and policy-making in the field of drug abuse control.”

An example of the data produced by the monitoring syssem in Maaysiais shown in Figure 4.

It can be seen that there are marked regiond differences as well as a decline in the later years. In

generd, case regigters are an important part of epidemiologica monitoring sysems. They may be

too expengve for some countries with smal drug problems or problems not involving the serious

drugs of dependence. For example, if a country had mainly problems with cannabis or khat, it may
decide againgt a case register asrelatively few users will need treatment or become dependent.
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Figure 4: Trends in reported incidence of drug dependent person 1970-1986, Malaysia
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2.3.2 Non-speciaised Type
Psychiatric Petients Regigter, Audtrdia

An example of a psychiatric case register that can identify drug abusersis to be found in the
State of Victoria, Audrdia. This register has been in operation snce 1961, when dl residents of
psychiatric inditutions in Victoria were given a permanent identification number. All subsequent
patients have adso been dlotted a number. Information on each patient congsts of a summary
record, which is updated after each contact with a psychiaric inditution, and chronologicaly
recorded reports of dl contacts with psychiatric inpatient, day-care, and outpatient indtitutions. The
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data are collated by computer with confidentidity safeguards built in.  The computer data base
conggts of an active file containing dl data on patients under care in a given year and a higtoricd file
on dl other patients (Medinfo, 1977).

Although not designed specificaly to monitor drug abuse, this register and others like it have
the potentia of being used for this purpose, since they use the ICD codes to classfy diagnoses. The
ICD provides specific code numbers on drug dependence and nondependent abuse of drugs, and
subcodes are provided for the mgjor types of dependence-producing drugs.

An example of the use of a psychiatric case register for purposes of drug-abuse programme
planning comes from Israel, where data on abusers of adcohol and drugs were analysed to detect
locdlities with varying abuse patterns. The anayses were used as a basis for preiminary planning
estimates and programme evauation (Isradl, 1977).

Such non-specidised case registers have dl the limitations of specidised regisers.  In
addition they have limitations arising out of their non-speciaised nature - e.g., the amount and quaity
of information obtained on drug abuse are limited because of competing priorities and the data
obtained may aso not be comparable with drug-abuse data obtained from other sources.

24  Aggregae Systems

These sysems use data from a variety of reporting mechanisms and typicaly include data
from event registers such as hospital admissons, and death reports as well as case reporting and
case regiger systems. Usudly these systems examine dl available drug abuse indicators for a given
area, usualy alarge metropolitan area. Many aggregate systems report data at the city level and are
thus referred to as multi-city sysems.  These multi-city systems often form “networks’ or “work
groups’ of individuds representing the participating cities. These networks meet periodicdly to
monitor drug trends and to provide a forum for discusson and interpretation of the data at the loca
level aswell aswithin larger nationd and, in some cases, regiond contexts.

Community Epidemiology Working Group (CEWG) - USA.

The Community Epidemiology Work Group (CEWG) is a network of researchers from 21
magor metropolitan areas of the United States and sdlected foreign countries. It meets semi-annualy
to discuss the current epidemiology of drug abuse in specific geographic areas. The primary mission
of the CEWG is to provide ongoing city-level survellance of drug abuse, principaly through
collection and andyds of outcome and consequence data.  Since its establishment in 1976, the
CEWG has provided ongoing descriptive information regarding the nature and patterns of drug
abuse, emerging trends, and characterigtics of the vulnerable populaion. The number of cities has
increased over time, aswell as the amount of data gathered for each city (NIDA, 1999).

To assess drug abuse patterns and trends, data from a variety of hedlth and other drug abuse
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indicator sources are used including the following for each city:

- Drug-related deaths reported by (1) medica examiner (ME) offices to Drug Abuse
Warning Network (DAWN), (2) loca coroner/ME offices, and (3) State public hedth
agencies

- Drug-related emergency room (ER) episodes (estimated mentions and estimated
mentions per 100,000 population) reported to DAWN

- Primary substance of abuse reported by clients a admission to trestment programs

- Arrestee urinalysis results based on data collected by the Drug Use Forecasting (DUF)
System of the Nationd Ingtitute of Justice and by local crimind justice agencies

- Seizure, price, purity, prescription/distribution, and arrest data obtained from the Drug
Enforcement Adminidration (DEA) and from State and local law enforcement agencies

- Other city-specific data gathered from ethnographic research, surveys, crimind justice and
correctiond sources, public health sources, and other sources unique to locd areas

Although the mgjor am of the CEWG is to describe data at the city level comparisons are
made of what is found in the whole country. Caution is advised in making such comparisons for
death, treatment, and arest data, however, comparisons are necessary. Figure 5 shows a
comparison of heroin treetment admissons in twenty citiesin the USA. It can be seen that there are
very large differences in trestment admissons across cities. Similar comparisons can be made for
other drugs.

The CEWG has many advantages. It brings researchers together to talk about common
problems. It produces regular reports on the data gathered. Clearly it produces data useful to local
plannersin the cities participating. The method has been copied in severa countries and regions such
as Mexico, Centra America and South and East Asa. Also state wide CEWG have developed in
severd datesinthe USA. Recent data on CEWG are available NIDA (1999).

It might be percaved that a limitation of the CEWG is that not al cities are included;
however, the strength of the multi-city modd is that datais interpreted within its loca context as well
as with respect to national trends. This provides a data driven basis for planning and action at the
locd leve which isfor more difficult, if at al possble, with nationd systems. It can dso dert public
hedth officids in neighbouring locations of regiond drug abuse issues and emerging trends, thus the
impact of the data presented extends beyond the boundaries of the reporting city. A guide for loca
Community Epidemiology Work Groups has been developed by the United States Nationdl Ingtitute
on Drug Abuse (NIDA) as a resource for dtate, county, city and loca community agencies and
organisations that are interested in developing drug abuse epidemiology work groups athough
developed for the U.S., may aso be of relevance to other countries. (NIDA, 1998).

South African Community Epidemiology Network on Drug Use (SACENDU)
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The CEWG has represented an important modd, much copied in other places.
Epidemiologica work groups on drug abuse, modelled on the CEWG have been established or are
under development in a number of countries and regions of the world. In South Africa, for example,
the South African Community Epidemiology Network on Drug Use (SACENDU), collects, collates
and interprets data from multiple sources. Currently established in three cities Cgpe Town, Durban
and Port Elizabeth, there are plans to extend the network to Johannesburg, Pretoria and other cities
in other countries of the region (SACENDU, 1997).

The Multi-city Study of Drug Misusein Europe.

This comparative epidemiologica study began in 1983 under the auspices of the Pompidou
Group (Council of Europe) within the Epidemiology Expert Working Group.

The main objectives of the Multi-City Study are the following:

- Review and summarise the available data on drug misuse in the participating cities.

- Critically examine the degree to which indicators are condstent and comparable between
cities.

- Assess the benefits of using such indicators to measure and interpret the extent and changing
petterns of drug misuse.

- Compare trends and prevaence between cities.

- Make recommendations in order to improve comparability or elaboration of the indicators.

- Develop methodologies and survey ingruments in order to improve data collection.

The firgt report (a, 1987) contained data on drug misuse in seven mgor European cities up
to the year 1985, but was mainly amed a a providing a critical methodological review of indicators
and a making recommendeations for improving their quaity and comparability.
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Figure5: Treatment admission for heroin in 20 selected U.S. cities

Exhibit 11: Heroin as a percentage of primary drugs of abuse among treatment admissions® in reporting CEWG
areas 1996
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& Total admissions number excluded alcohol-only but includes alcohol-in-combination.
® Calendar year 1996, except for the following: State fiscal year 1996 in Chicago, Newark, New Y ork City, Phoenix,
San Francisco; 1995 in Baltimore and Washington, DC;10/96-12/96 in LosAngeles;and 7/96-3/97 in Miami

Source: National Institute on Drug Abuse. Epidemiologic Trendsin Drug Abuse, Volume 1: Highlights and
Executive Summary, Community Epidemiology Work Group, June, 1997, NIH Publication No. 98-4207, Rockville,
MD: USDHHS, National Institutes of Health, 1997b, p. 28.
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The second report (b,1994) focused on trends in drug misuse over the 1980s, and especialy
from 1985 to 1991, covering aready thirteen cities. Since then, city reports have been updated on
an annual basis, usng a comparable framework, so asto provide a contemporary picture of trendsin
drug misuse across Europe. The main trends are summarised yearly in a synthesis of updates. It is
intended to produce a full European Multi-City synthes's, based on complete city-reports, every five
years.

The main indicators covered are firgt treatment demand, hospital admissions, drug-related desaths,
police arrests, imprisonment, drug seizures, price/purity and survey data Methodologica
development has concentrated on treatment data, police data, non-fatal emergencies and survey
indruments.

Since 1992, the Pompidou Group implements a specidised epidemiologicd training
progranme for Centrd and Eastern European countries (“Information systems and applied
epidemiology of drug misusg"), involving members of the Epidemiology Expert Working Group as
lecturers.  The Multi-City Study, presented as an example of the work of this Group, awake the
interest of the Eastern experts, and subsequently a pilot-project (December 1994-May 1996) was
launched. The concept, guiddines and multi-sectoria gpproach of Multi city data-collection were
goplied in nine dities of the region, tegting its vaue as an epidemiologica information system. The
encouraging results make the extension of the network to further cities seem likely.

Epidemiological Surveillance System of Addictions (SISVEA)

This system, designed and co-ordinated by the Genera Directorate of Epidemiology (DGE)
of Ministry of Hedth of Mexico, was inddled in 1990 with the main objective to creste and
consolidate a continuous information system that could update the available information on drug use
in Mexico. The information gathered from 1991 to 1995 serves as basdine in the epidemiologica
understanding of drug consumption. In addition, it is used as a reference for planners and decison-
makers on different programmes which involve prevention, rehabilitation and trestment of substance
abuse. Since then it has identified changes in consumption patterns, risk groups, new drugs and
factors associated with the use and abuse of acohol tobacco, medica and illicit drugs.

In order to accomplish the above mentioned objectives, a series of drategies were
proposed. The first one is a network that includes continuous information generated routingy by
indtitutions at different levels drug trestment centres, medica coroner services and law enforcement
agencies.  The reaulting information is concentrated at city, date and naiond levd. The
characterigtics of the information flow are defined by each ingtitution according to its infrastructure.
This process results in proposds regarding the andyticd level (city, Sate or regiond) of data
included in the SISVEA.
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The second drategy, generates information which expresses the individual and socid
consequences of morbidity associated to the use and abuse of drugs. The process of this strategy
works through the establishment of a network of sentind posts, which include both: epidemiologica
surveillance stes located in high risk areas and key stes to detect the problem through its hedth and
socid consegquences.  These dtes are mainly located in emergency rooms, psychiatric hospitas,
primary hedth care units and detoxification and drug trestment centres, among others. The number
and location of sentind podts in each sdected city is determined on the information collected and in
co-ordination with the corresponding authoritiesin thisfied. Each sentind post provides information
about users of addictive substances, these data are collected during Six weeks, twice ayear.

The third strategy includes data that are collected through two types of methodologies. The
firs one is the development of population studies, in which probabilistic and non probabilistic surveys
are consdered and the second one is the development of quditative studies. Among the former it is
possible to assess, the prevalence of tobacco, alcohol and other drugs, to give information on the
geographic, demographic and tempord issues related to the consumption of drugs, and therefore
permit to study trends and changes in patterns of drugs abuse. The second category of studies
relates to specific risk populaions, such as juvenile infractors, IVD users, postnata morbidity
outcomes associated with the use of tobacco and acohol during pregnancy, dropout of school
population, among others.

SISVEA has been continuoudy evolving, and a present, it works on the basis of five
indicators:

Consumption of tobacco, acohol, medica and illegd drugs

Morbidity and injuries from externd causes

Mortality rates among drug users

Law enforcement data

Drug consumption among the genera population and specific risk groups.

To support the activities of data gathering a specific software caled Epi-Adicciones was developed,
and is currently used in 14 cities that are a the moment part of the system.

Asian Multi city Epidemiology Study on Drug Abuse

The Adan Multi aty Epidemiology Study on Drug Abuse was initiated in 1993 to respond to
regiond and policy needs on issues concerning drug abuse. Conceptudly this programme is based
on the Community Epidemiology Work Group (CEWG) project implemented by NIDA in USA.
The mgor am of the programme is to develop and utilise common drug abuse indicators in sdected
cities to assess and compare the changing pattern of the extent and nature of the problem, within the
context of culturd and socio-political frameworks, thus facilitating better interpretation and
undergtanding of the data  This is likdy to hdp in implementation of effective treetment and
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preventive intervention services. The Drug Abuse Indicative Report Form used in this study includes
generd population demographic indicators, drug trestment indicators, law enforcement indicators,
hedlth indicators and socid indicators.

The Asan Epidemiology Work Group (AEWG) now conssts of 22 cities and a city-based
surveillance system has dready been developed in ten cities. These cities gather drug indicator data
on a quarterly bass. The Centre for Drug Research, University Sains, Maaysia, co-ordinates the
programme, compiles and analyses data biennidly. The initid report from the AEWG is avalable
(Navaratham, Leng, 1994, Navaratnam & Kin, 1996).

State Information System on Drug Abuse (SEIT). Spain

Spain's State Information System on Drug Abuse (SEIT) was established as a nationa
reporting system in 1987. It integrates data on three drug use indicators. trestment demand; non-
fatal hospital emergencies and deaths due to acute reactions to drug use (overdoses or poisonings).
It collects data from a range of different sources including: private and public out-patient trestment
centres, emergency rooms from a nationd sample of hospitas and pathology and toxicology units in
magor cities. The system monitors trends in the prevaence, patterns and hedth consequences of
illicit drug use (until 1995 opiates and cocaine, from 1996 dl illicit drugs). The nationd system was
developed from exigting regiond systems. A protocol was agreed, with a set of common data
collection methodologies and indicators, by those responsible for the regiond systems. The results
are published annudly in a common format together with additiond data from surveys, law
enforcement statistics, HIV/AIDS data and ad hoc research studies.

I nter national Epidemiology Work Group on Drug Abuse IEWG)

Since 1994, an internationd work group conssting of representatives of most national and
regiond networks as well as representatives of regiond and internationd organisations with
respong bilities pertaining to drug abuse, has met annudly. The misson of the IEWG isto provide a
scientific/technical work group, linking nationa and regiond survelllance activities usng a multi-city
modd, for the exchange and interpretation of information on international drug use in order to
enhance the internationa monitoring of drug trends, to identify emerging public hedth issues, and to
grengthen and facilitate the development of drug abuse epidemiologica survelllance research.
Specific objectives of the [IEWG areto:

provide internationa drug abuse surveillance

inform policy and program planners a nationd, regiona and globd levels

offer opportunity and context for the development of exploratory and hypothesis driven drug
abuse research

help strengthen data gethering including promulgation of new technologies

elucidate strengths and limitations of epidemiologicd data
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sarve as atraining resource, particularly for the development of new networks
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International Drug Abuse Assessment System (IDAAS). United Nations

Any State party to the internationa drug control treaties of 1961, 1971 and 1988 has a
treaty obligation to supply the Secretary-Generd with information on narcotic drugs, psychotropic
substances and precursors. While there is no such obligation for non-parties to the relevant tregties,
their co-operation is encouraged. Since 1947 an annud reports questionnaire (ARQ) has been used
to collect data. The content of the questionnaire is decided by the Commission on Narcotic Drugs.
It has been amended severa timesin order to accommodate different data requirements.

The response rates from governments as well as the quaity of data has not been considered
optimd. With this in mind, the Commisson on Narcotic Drugs a its tenth specid sesson in
February 1988 adopted a resolution on the edtablishment of an Internationa Drug Abuse
Assessment System (IDAAS).  The resolution stated that IDAAS, to be developed by the then
Divison of Narcotic Drugs, should am a improving the overdl qudity of information submitted to
the Commission on extent, patterns and trends of drug abuse world-wide.

The current annua reports questionnaire conssts of three parts:

Part | concerns legd and adminigtrative measures, Part 11 drug abuse and Part [ illicit traffic. Part 1
forms the bads of the IDAAS. It contains three sections, Section 1 on the Extent, Patterns of
Trends of Drug Abuse, Section 2 on Education, Workplace, Leisure time, Community and Media
Activities and Section 3 on Trestment and Rehabilitation.

The Annual Reports Questionnaire (ARQ) is sent once a year (in December) to the Member
States. The deadline for submitting such reports has been set by the Generd Assembly to 30 June
the following year, but many countries do not reply until later in the year.

The ARQs are filed, together with attached annexes, in country boxes. ARQ informétion is
aso gored dectronicdly. The intention is to merge information on demand and supply into a shared
data base.

One of the main objectives of the ARQ information andyss, which takes place between
June and December every year, is the preparation of agloba report (“Extent, patterns and trends on
drug abuse’) for the Commission on Narcotic Drugs. The ARQ information is aso used, together
with other sources of information, to produce Country Drug Profiles, Country Programme
Frameworks and, upon request by recipient or donor countries, other reports for policy-making or

programmeatic purposes.

Countries vary in their capability to collect data on the drug abuse dtuation. Many
Government authorities find it difficult to fully complete the annud reports questionnaire.  In
recognition of this - and in response to a request by the Commission on Narcotic Drugs to smplify
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the questionnaire - UNDCP has identified a number of minimum questions to be answered.
Accordingly, a smplified reporting system was introduced in 1994 and will be tried for a period of
two reporting years (1994 and 1995).

25  Advantages and Limitations of Each Type

Some of the advantages and limitations of the four types of reporting system have dready
been mentioned. However, it is useful to review and summarise them in one place to aid plannersin
making appropriate choices. Each type of sysem will be discussed separatdy, followed by a
summary of its relative merits.

25.1 Event-reporting Systems

One potential advantage of these systems is that they can dert programme staff and policy-
makers to emerging drug-abuse phenomena such as new adverse reactions to drugs, new routes of
adminigtration, the use of new combinations of drugs, and new substances abused. For example, the
DAWN system developed an "Emergence Index" for monitoring and appearance of new drugs.

The direct costs should be lower for event-reporting systems than those for a case-reporting
system or case register, since less collation and matching of reportsisrequired. Matching names can
be very difficult especidly in societies where many names are Smilar or people do not know
birthdays. Cods are lower if only aggregate rather than individua data are received from reporting
agencies. Where this is done, the cost per case of pooling the data should be lower than with the
other types of system. On the other hand, the costs of collation are passed on to the loca agencies,
and this may raise the indirect codts.

A third potentid advantage of an event-reporting system is that confidentidity problems can
be dedt with relaively easily. Thisis especidly trueif aggregate data are reported, which means that
no identifying information has to be passed on to the centrd agency. Findly, an event-reporting
system may entall fewer maintenance problems than other types of systems, because it may not
require as highly trained and specidised aff as case registers or case reporting systems do.

Of course, the mgor limitation of an event-reporting system is that it is not possble to
determine how many individuds are involved in a given st of events - i.e, individuas are not
identified in the reports, so it is not possible to determine whether severd hundred reports involve
severa hundred drug users or a smal number of individuas who are reported many times. It isaso
extremdy difficult to determine whether one is dedling with a new or an old group of drug abusers,
and this makes it difficult to design intervention efforts.

Another limitation is that event-reporting systems do not provide follow-up information or
reports, so that it is not possible to determine the outcome of particular contacts. With the DAWN
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system, for example, the immediate outcome of an emergency-room visit may be ascertained, but
there is no provison for following up the individua subsequently. In arrest based sysems it is
possible to determine immediate outcome at the aggregate leve, but not for particular individuds,
i.e., we can get data on sentencing but not for individuas.

Anacther limitation of event-reporting sysems is that it is usudly not possible to directly link
information obtained from different types of inditution. For example, information from the
emergency room about a particular episode cannot be linked with data from the coroner about the
same episode.  This makes it difficult to develop a coherent picture of related events, and the
consgtency of information from one source cannot be checked againgt that obtained from another.
However, aggregate systems can examine severd types of related events at the aggregate levd, e.g.
trends in cocaine deaths overdoses and trestment admissions in a given area are examined by the
CEWG in the United States.

The vdidity and reliability of data in event-reporting systems may be less certain than those
of data obtained from other systems. The central agency cannot check the consistency or accuracy
of individua or aggregate reports on the bads of the information it recaeives. Specid dudies are
therefore required if information on reiability and vdidity is needed.

A fifth limitation of an event-reporting system is that it may be less useful in scientific research
than the other two types of sysem. Thisis due to the tendency to obtain less information than with
the other systems. In addition, when data are reported, data andysis is limited by the number of
variables, a hand. If there are few variables less analysisis possble.

252 Casereporting Systems

One advantage of such a system is its potentid for describing the characteristics of persons
who develop particular types of drug problem. This enhances the ability of such systems to identify
high-risk groups.

Another advantage that a case-reporting system has over an event-reporting system is that it
is better able to determine outcomes for individuas. Such outcomes are generaly limited, however,
to one s&t of events, such as those occurring during a hospitd admission. Thus, it is not as effective
as a case regiger is permitting a cohort of admissions to be followed for subsequent contacts with
other agencies, their mortaity, or trestment status on anniversary dates.

A casereporting system may not be as efficient as an event-reporting system in quickly
derting planners to changing petterns of drug abuse, but it may be more hepful in interpreting the
meaning of changes by virtue of collecting more information on the individuds involved. For the
same reasons, a case-reporting system may have an advantage over an event-reporting system in
terms of the vdidity and rdiability of the information collected, since it is possble to conduct more
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checks when more information is available.
253 Ca=Reigers.

As indicated earlier, case registers have greater andytica capability and flexibility than ether
of the other types of system - i.e, they can analyse and present data in terms of events, cases, or
individuds. However, the mgor problem with case registers is defining a case and making sure that
al cases are registered. Case regigters are cagpable of following an individud's contacts with various
agencies. This gives policy-makers a better opportunity to determine the impact of treatment and
enforcement agencies on subsequent drug use and other activities of those reported.

Because regigers usudly obtain information from severd sources and are cagpable of linking
it to individuds, they are more capable than the two other types of sysem are of checking the
reliability and vdidity of the data that they receive. For these reasons, case registers are more likely
than case-reporting or event-reporting systems to facilitate scientific research.  On the other hand,
registers may have more problems in maintaining confidentiaity than the other two types of system.
They dso need better trained and specidised staff over along period. They dso entall higher direct
cogts, because of the need to link al reports for each individua for alonger time.

254 Summary comparison

Table 4 summarises the relaive strengths of the three types of syssem. Each system type has
been ranked as 1, 2, 3 or 4 depending on its rdative srength in a number of dimensons. Event-
reporting systems gppear to be the most advantageous in terms of early warning, direct cods,
confidentidity, and system maintenance. Case registers gppear to be the most advantageous in terms
of andytica capability, flexibility, follow-up, interpretation, vaidity checking, rdiability checking,
research, and estimating incidence and prevaence. Case-reporting systems seem to fal in between
indl dimensons. These ratings may be of some use to planners wishing to choose between types of
sysem. Aggregate systems use dl three of the above gpproaches. The mgor advantage is that they
make use of dl data avalable in a given area. They therefore have dl the advantages of the three
mgor sysems and may give a better picture of what is hgppening than a system which relies on or
reports primarily one type of data.

255 Specidised versus Non-specidised

Findly, the digtinction between specidised and non-specidised reporting systems should be
kept in mind by the planner. To develop a comprehensive reporting system exclusively for drug
abuse may be quite expensve and, when drug abuse declines, it may not be possble to judtify the
continued expense.  On the other hand, a specidlised system has the advantage that it can be
designed to meet the exclusive needs of drug-abuse programmes. The system can be shaped to give
the planners of drug-abuse programmes the type of information they need.
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Non-speciaised reporting systems are less expensve because the codts are shared with one
or more agencies. They are dso more likely to survive when drug abuse receives alower priority for
government funds. The problem with the non-specidised system, however, is that it is not often
possible to ensure comparability with other systems for collecting drug-abuse data. Only a limited
number of items on drug abuse is generaly permitted, Since the sysem must serve the needs of other
users as wdl. The planner must weigh, in his individud setting, whether the compromises and
advantages of the non-specidised system counterbalance the advantages and disadvantages and the
higher economic cost of the specidised system.

Table 4. Relative Strengths* of Four Types of Reporting System on a Number of
Dimensions
Event-Reporting Case-Reporting Case Registers | Aggregate

Systems Systems Systems
Early warning 1 2 3 1
Direct costs 1 2 3 2
Confidentiality 1 2 3 1
M aintenance problems 1 2 3 3
Analytical capability 3 2 1 1
Flexibility 3 2 1 1
Follow-up 3 2 1 1
Interpretation 3 2 1 1
Validity checking 3 2 1 4
Reliability checking 3 2 1 4
Research 3 2 1 1

* 1=Excdlent; 2=Very Good; 3= Good; 4= Fair

3. Stagesin the Development of Reporting Systems

Congderations in the development of certain reporting systems have been discussed in other

WHO publications (Brooke, 1974; Porter et d. 1986). In order not to duplicate those efforts, the

present text emphasises consderations unique to drug-abuse reporting systems. This will be done in

terms of four stages of deveopment through which a reporting system should pass. . initid planning,

il. design, iii. testing, and iv. implementation. Each of these stages congsts of reatively distinctive
activities, outlined in Figure 6.

Although these stages are not the only way to conceptudise the process, they provide a
framework for discussing the development of reporting systems.  Accordingly, they will provide the
basisfor this chapter. 1t should aso be noted that, in practice, the stages and activities do not dways
follow the sequence in which they appear below.
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3.1 Intid Paning

The fird stage in planning is to review what reporting systems dready exist to see whether
they are adequate (see chapter 3). If they are not then perhagps some minor change or updating is
necessary. Only if there are no systems or totally antiquated ones with no hope of rguvenaion
should a new one be proposed. A comprehensive review should include those who will use the
sysem for planning as well as those who might contribute to it. Reporting systems should be
planned, keeping in mind al types of existing systems, surveys and specid studies.

As this chapter has demonstrated, there are drug abuse reporting systems operating in many
countries. 1t might be useful to obtain more detailed information on some of these systems either by
obtaining reports or by directly contacting the co-ordinating agencies in order to review and learn
from the experience of developing and implementing reporting systems in other countries. It might
aso be ussful to inquire whether technical assistance in conceptuaising, planning and implementing a
reporting system might be available though an internationd, regiond, or nationa organisation.

3.1.2 Identification of Need

Recognition of the need for drug-abuse reporting systems and the decison to implement one
generdly involve a complex politica and technica process. The decision to set up such a sysem is
often made when the government is confronted with an acute drug-abuse epidemic or has to ded
with serious endemic drug-abuse. One reason for anxiety on the part of policy-makers and
adminidrators in these circumstances is that drug abuse is often furtive and frightening. There is an
urgent need to expose the real dimensions of the problem, so that it can be contained. Depite the
criss amosphere that often prevails, atechnica group should review the need for a reporting system
and congder dternative data-collecting possibilities, taking into account relaive costs as well as
resources and expertise available.

Most specidised drug-abuse reporting systems exist in countries where the abuse of heroin,
opium, or intravenous simulants are a dominant part of the drug problem. This is merdy an
observation and does not suggest that, for other drug problems, surveys or other data-collecting
activities are preferable.  However, the decison to develop a drug-abuse reporting system is a
serious one and is not to be made lightly or in the absence of a serious drug problem in society.
Certainly societies in which drug abuse is not a serious socid and public hedlth problem may find less
expensve and more practical mechanismsfor assessng it.
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3.1.3 Claification of Purposes

Given the diverdty of inditutions and disciplines involved, it is not surprisng that reporting sysems
differ greatly in the purposes for which they were established. Much depends on the agency that first
identifies the need for a new sysem; a hedth agency may be more interested in improving
intervention efforts, and a researcher may be interested in understanding some aspects of drug abuse
in order to make a contribution to knowledge. These purposes are necessarily reflected in the
choice of a particular system, in formulating its objectives, and in other aspects of the development of
the sysem. Thus, in developing any kind of system, one of the first geps is to determine who
identified the need and what the purposes of the system are. In some circumstances, where more
than one type of agency isinvolved - eg., agencies concerned with hedth, enforcement, and wefare
- there may be conflicting purposes.

For ingtance, a hedlth agency may wish to establish a reporting system to plan more effective
treatment programs, whereas an enforcement agency may seek to identify those addicts in contact
with agencies, in order to place them under surveillance. It is necessary to make such potentialy
conflicting purposes explicit; otherwise, impossble demands may be made on the sysem. The
purpose of the reporting system should be clarified and agreement should be reached on their order
of priority. Disagreement may necesstate the choice of an gpproach other than a reporting system
or perhgps avariety of systems serving different purposes.

3.1.4 Determination of objectives

Once agreement has been reached on purposes, it is possible to begin to determine the
objectives. Reporting systems are particularly suitable for attaining the following objectives,

- to determine the incidence, prevalence, and characteristics of drug users in contact
with reporting inditutions;

- to measure continuoudy the trends in prevdence of use and its serious
CONSequences,

- to determine and describe groups at risk of those consequences,

- to determine how and to what extent community agencies are used to ded with drug
abuse; and

- to assess exigting efforts to prevent and treat drug abuse.

While dl reporting systems can fulfil each of these objectives to some extent, some systems
can fulfil some objectives better than others. Those involved in the planning process should agree on
the order of importance of objectives.

3.1.5 Choosng the Type of System
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Once agreement has been achieved on the objectives, it is possble to choose the system that
would be most appropriate to attain those objectives. How it is chosen will aso be determined by
the number and types of indtitutions in contact with the drug-using population. In the United
Kingdom, for example, dl addicts have a right to medica trestment for their addiction, there is
uniform coverage of the population with medicd services, and the addict isin no way punished when
he appliesfor trestment. Physicians may be expected, under these conditions, to be in contact with a
large proportion of the drug-using population, and are thus an obvious indtitutiond base for a
reporting system.

Figure 6. Stagesin the development of reporting systems

l. Initial Planning
Initiaing the review
Identification of need
Clarification of purposes
Determination of objectives
Choosing the type of system
Determining feesibility
Saliciting agency cooperation

Il. Design
Specification of objectives
Specification of outputs
Sdection of dataitems
Dedgn of forms
Deve opment of indructions
Sdlection of reporting agencies
Egtablishing reporting criteria
Development of reporting procedures
Development of data-processing procedures
Development of qudity-checking procedures
Development of analys's procedures

[l.  Testing
Pr-pilot testing
Filot sudies
IV:  Implementation
Obtaining and maintaining agency participation
Training personnel

Maintaining the system
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Reporting and interpreting data
Changing the system




GuiDE TODRUG ABUSE EPIDEMIOLOGY

In other countries there may be too few physicians or medica coverage may be too uneven
for such a system to be feasible. In some, law-enforcement agencies may be the ingtitution in contact
with the greater proportion of the drug-using population. It may dready have a uniform system for
reporting events and drug seizures, which would provide a logica basis for drug-abuse reporting.
Elsewhere, there may be well-developed national systems by which coroners report desths, health
services report cases of AIDS and hepatitis, and rehabilitation services for addicts may be provided
by awefare ministry. These nationd systems could be combined to establish a case register. Inrurd
areas of some developing countries there may be a week hedth infrastructure, so that consistent
reporting may not be feasble a dl. In short, planners must examine the indtitutiond infrastructure (if
any) in the communities where drug use is a problem and the exiging pettern of inditutiona contacts
with the drug-usng population. The type and structure of the reporting system may then become
obvious.

Other congderaions dso enter into the choice of a system. These include the availability of
funds and skilled personnd, the geographica area to be covered, the expected number of reports,
and the legidative context. For example, if funds and skilled personnel are limited, there is a large
geographica area to be covered, alarge number of reports are expected, and the legidative context
does not permit the identification of individuas, a case register may not be possible, even though it
might best achieve the stated objectives. In such cases, planners may have to choose a case- or
event-reporting system ingtead. I, on the other hand, the opposite conditions prevail, a case register
may be the optimum choice. Combinations of conditions must be weighed and an appropriate
decision reached.

Most types of systems likely to be needed already exist and planners can get a good idea of
how costly they are and how feasible by contacting people in other countries who operate systems.
In some cases, a non-speciaised system might be the optimum choice. Thisis particularly true when
resources for controlling drug abuse are scarce, and where such a system dready exists and could
be adapted.

3.1.6 Determining Feashility

To determine the feasibility of establishing a reporting system or one of a particular type, it is
sometimes desirable to carry out a study. For example, in 1975, the Victoria Mentd Hedth
Authority, Audrdia, surveyed relevant agencies to determine whether it was feasible to establish a
register of drug users. In addition to providing preiminary data on drug users coming to the atention
of authoritiesin Victoria, the study found that:

"the majority of agencies would co-operate fully if the confidentiality of the
register was guaranteed by law; and if the recording for the register was built
into the internal statistical system of the agencies involved. The survey also
showed that data available were sufficient for the major purposes of the
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register.” (Quoted in Rootman and Hughes, 1980).
This survey helped the authorities to determine how to proceed.

3.1.7 Soliciting Agency Co-operation

At this stage in the development of a reporting system, it isimportant to solicit the Cupertino
of potentid participating agencies. This is not only to determine the feaghbility of establishing a
system, but dso to ensure that the syssem will be compatible with the practices of participating
agencies and to determine what kind of feedback would be useful for the agencies to obtain from the
system. As observed by a consultant to the Hong Kong regigter, "it is vital to have close contact
with reporting agencies through dl stages of development”. In his opinion, "the Hong Kong register
would not have become as successful if the participating agencies had not been actively involved in
the new system from its initia proposa stage up to the implementation and operation of the system”
(Quoted in Rootman and Hughes, 1980). Thus, during the initid stage, it is extremely important for
plannersto lay the foundation for the kind of collaboration needed with participating agencies through
al sages of system development. In doing o, it isimportant for planners to spend congderable time
on meeting with agency personnd to determine their concerns, their methods of operation, and the
ways in which a reporting system could be of most benfit to them. Ladlly, it is important to give
agency personnd regular reports on what interesting questions the system has been able to answer.

Agency co-operdtion in large scde systems may depend upon payment for the data
collection. If alarge amount of effort is required payment is more likely to be necessary to get
congstent data.

3.2 Dedgn
3.2.1 Specification of Objectives

One of the firgt steps - perhaps most important - in designing a reporting system is the more
detailed specification of its objectives. The importance of stating these objectives in achievable terms
is illugrated by the experience of one drug-abuse register, which found thet its origindly stated
objectives were not achievable. As a result, it was necessary to develop a completely new system
based on reformulated and achievable objectives. Certainly dl reporting systems go through a trid-
and-error period, and mistakes are inevitable. Nevertheless, it is important to spend time on
formulating redigtic objectives in the early stages of designing such a system, in order to make it as
efficient as possible.

An example of what is required is the following statement of objectives for the Centra
Regigtry of Drug Addictsin Hong Kong:

- to identify trends in the nature of addiction and the addict population in Hong Kong
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over time;

- to describe certain characteristics of the reported addict population and to contrast
these characteristics among addicts reported from specific sources;

- to provide information regarding the course of addiction and the impact of contact
with different reporting sources (eg., law enforcement agencies and trestment
agencies).

An important objective of the system should be to get as much internationdly and nationdly
comparable data as possble. It is recommended that whatever system is developed, it be
constructed to contain the core drug use and socio-demographic data described in Chapter 6. For
some event reporting systems only limited core data may be available but for case reporting and case
registers most should be available.

3.2.2 Specification of Outputs

It isimportant, a the design stage, to begin specifying types of reports and data tables to be
derived from the system. Thiswill produce a concrete picture of what might redistically be expected
from any particular system, and will indicate whether the objectives can be achieved. Consideration
should be given to different reports for different audiences, some detailed and technicaly
sophigticated and some simpler and more based on the main results of interest to planners.

The vaue of producing tabular shells may be illugtrated by the consultant's report on the
Hong Kong register. A number of tables were presented to illustrate what could be produced by the
proposed system.  Such tables alowed the Hong Kong authorities to determine quickly whether the
proposed sysem would produce the information they required. The discussons that followed
permitted the consultant and other technica personnd to identify more clearly the data to be
collected by the system.

It may be extremely useful, if not essentid, to involve experienced gaff or consultants at this
point. Thisis especidly true if they are able to provide long-term assistance in the andyss of data
and preparation of reports.

3.2.3 Sdection of Data ltems

It is important in designing a system to sdect carefully the data items to be collected. In
doing S0, it is necessary for planners to determine explicitly what each item will be used for. Of
coursg, it is not possble to anticipate dl potentid uses of items of information, but the mgor ones
can usudly be determined. Those who are mogt likely to use the reports for planning should be
consulted a an early stage on what reports they need. As stated above the core items described in
Chapter 6 should be included wherever possible.
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3.2.4 Dedgnof Forms

Once the data requirements have been identified, it is possible to begin designing the formsto
be used in the system. The object should be to make standard forms suitable for collecting the basic
data required, which are straightforward, and smple to complete. In desgning forms, an atempt
should be made to relate them to the basic record-keeping of the reporting agencies, rather than
have two separate, unrelated pieces of paper. In some cases agencies may report data on computer
printouts using software provided by the centrd storage group. Transmission of data or reports by
facamile aso be feasible in some countries. If that system is used forms should be kept as short as
possible to minimise cods.

Technology for reporting of agenciesto a centrd system is developing rapidly. It is possble
in some countries to use a computer network to have every reporting agency report to a centra
computer. Also, interactive voice response systems using touch-tone telephones and a key pad are
practicad in many developed countries. For example, the Drug Abuse Reporting Treatment System
in Ontario uses such a system. About 226 trestment agencies report daily or weekly on patient
loads and space availability to a centrd agency which matches waiting drug abuse clients to available
gpace in trestment agencies.

There is some merit in keeping dl forms short and using the minimum number. However,
core and optiona sections can be created that dlow each agency to contribute and some to
contribute more than others.  System planners should avoid having different formats in different
agencies as collating them will be a problem.

Any data collected should be capable of being processed by computers. Hard copy forms
must be pre-coded so they can be typed into the computer or scanned. Interactive voice systems or
computer networking assures that only pre-coded data is entered thus saving time.

For some systems, particularly case registers, certain identifying data are required for linking
records. In addition to the name, date of birth, mother's first name, and other persond identifiers,
nationd identity-card number are being used in some countries. The collection of such information is,
of course, contingent on legd provisons and requires the privacy and confidentidity of both clients
and records to be protected.

3.2.5 Devdopment of Ingructions

Concurrently with the designing of forms, it is dedrable to develop detalled ingructions for
filling them in. These indructions should be designed and then reviewed with the people who are
likely to be completing the forms. There is no point in preparing complex ingtructions suitable for a
highly trained researcher if the forms are to be completed by someone with an eementary school
education. Of course, each system will have to design its own ingructions according to its own
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characterigics.  The ingtructions may be made available as a manud to accompany the forms. In
generd, though, it is desirable for the forms to be comprehensible enough to make separate
ingructions unnecessary, and for dl essentid ingtructions to be printed on the form itsdf. Training
should be made available for dl agency staff who are to report data into the system. This training
may be very brief if filling in a short form is required. However, the more technologicaly
sophigticated the task the more time for training is needed. Those who do the reporting should be
encouraged to report problems and not cover them up. They should dso have someone dways
available in the centrd office whom they can call about problemsin reporting data

If reports are mailed they may be lost. Duplicate forms on specialy treasted paper can be
used but these may be expensive. Carbon copies and photocopying are chegper. Agencies should
be asked to keep copies of reports using whatever method is most feasible,

3.2.6 Sdection of reporting agencies

During the design stage it is important to decide which agencies should participate in the
sysem. In addition to the fundamentd consderation of identifying agencies in contact with drug
users, the sdlection depends on other factors, including the type of sysem being designed, the
resources avallable, the geographica coverage, and the likdihood that agencies will be willing to co-
operate. Sometimes dl government agencies receiving funding must comply or perhaps dl physicians
are obligated by law to report cases. Even if there is an obligation those expected to report cases
should be encouraged to participate voluntarily and in the best possible way. This can be best done
by making the system rdevant to thar interedts.

Systems may cover al agencies of a particular type or only those who volunteer. [If the latter
is the case then they may not be representative. The DAWN system after many years of voluntary
participation by hospitds changed to sample a representative group of hospitals.  In voluntary
systems the number of agencies increases over time as new agencies are added. This can make it
very difficult to examine trends. Sometimes trends can be examined by keeping a subset of agencies
that have reported in each year of the system.

3.2.7 Edablishing Criteriafor Reporting

It is necessary to edtablish the criteria to be used for determining whether or not a case
should be reported. For example, should al cases coming to the attention of participating agencies
be reported, or only certain cases? If it is the latter, how should these cases be distinguished? The
former Director of the New York City Registry argued that there was merit in "over inclusveness'.
He added that: "If one redly wants to get some idea of the naturd history of addictions, | think al
suspected cases, and not just confirmed cases should be included”. (Quoted in Rootman and
Hughes, 1980). Thereis a case, too, for including confirmed and suspected cases in separate files
and for keeping firgt notifications separately from previous ones.
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Once criteria have been established, it is desrable to develop a set of ingructions that clearly
define them for participating agencies. The Addicts Index in the United Kingdom, the Hong Kong
Regidry, and Mdaysan Regidtries, as described in section 2.3.1, provide samples of clear and
specific criteria for reporting, including a list of the drugs, abusers of which are to be reported. It is
important that reporting agencies should gpply the same criteria consstently.

3.2.8 Development of Reporting Procedures

When designing reporting procedures, it is often useful to examine existing procedures in the
agencies likely to participate in the system. I too many agencies are involved, a sample of agencies
representing the various types may be sufficient.  In this way, it is possble to determine when it
would be most convenient for agencies to report, whether the reporting system could be integrated
eadly into the agency's own procedures, and whether the agency is likely to be capable of reporting
accurately and efficiently with its own gaff. On the bags of this information, it should be possible to
design procedures that are satisfactory for both the agency and the reporting system. It may, of
course, be necessary to modify these procedures on the basis of feedback from the agencies and
subsequent experience, but making them explicit at this point is desrable. This can be done by
producing a set of ingructions written as clearly and smply as possible, bearing in mind those likely
to be fallowing them.

Careful consderation must be given to any changes in reporting requirements. For example,
if criteria were changed so that "suspected” as wdl as "confirmed" abusers are to be reported the
gpparent number of cases would increase without the red number of cases changing. No changes
should be made in reporting criteria before deciding how that will affect trend data

3.2.9 Development of Data Processing Procedures

During the design stage careful consideration must be given to how datawill be prepared and
andysed. In dmogt al systems computer storage and analysis will be needed. Low cost persona
computers are available now in most countries.  Programs are readily available for storing and
andysng data.  Programs such as SPSS are available widely and these are powerful enough to
andyse dmos dl kinds of reporting system data.

Drug abuse reporting systems are likely to expand quickly and overwhem any effort to
handle data manudly. There may be afew loca registries with only afew cases that can be handled
with edge punch cards or hard copies. However, it is strongly recommended that reporting systems
use computers for storage, table preparation and for producing reports. Their speed and riability
are likely to be repaid many times over hand systems.

It is useful to develop a flow chart to show the stages in data preparation. The Charts in
Figure 7 show how the case register in Hong Kong functions to enter the data and match cases.
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3.2.10 Development of Quality Checking Procedures

It is dso important at this stage to develop procedures for auditing and checking the quality
of the reports submitted. Each report should be checked for completeness, consstency, and out-of -
range responses (e.g., when aresponse of 4 is given to a question where the only possible answvers
are 1, 2, or 3). In addition, there should be procedures to keep track of the flow of reportsin order
to detect quickly any mafunction or interruption in flow. Procedures might aso be designed to
check periodically a sample of reports againgt the agency's record for a particular case.  Some
reports will need to be returned to agencies for correction or be discarded.

3.2.11 Development of Analyss Procedures

Early attention should be given to how the data should be andysed. For any report smple
tables showing rates and number of cases cross-tabulated against age and sex are necessary. Also,
some geographicd distribution of cases will be of interest. These procedures require only easy-to-
learn software programs. If multi-variate andyses are required then the satistica package programs
should be used. The most common of these are SPSS, SAS and BMD. More sophidticated
andyses may be of more interest to research scientists than to hedth planners. The priority in any
andysis program should be to do the anadyses firg that planners of treatment and prevention
programmes can use.

Attention should be paid to the interesting ways in which data can be presented. Complex
tables are difficult to read. Graphs and other visua displays should be used more than tables. Some
examples are in Figure 8. Easy to use programs such as Harvard Graphics and Statistics can be
learned in afew days by those who know English and are familiar with computers.

This covers the main activities that must take place during the design phase of any reporting
sysem. There may be other activities as well, depending on the type of system under consideration.
In any case, it should be gpparent that the design stage is criticd in the successful development of
any reporting system, and that the more effort is devoted during this stage, the more likely is the
success of the system.

3.3 Teding
3.3.1 Preypilot Teding

Before carrying out a full-scae pilot study, attempts should be made to test the components
of the system as they are developed. For example, the forms might be tested by asking staff
equivdent to those who will eventuadly be completing them to fill them in and comment on any
problems. Similarly, atempts might be made to test the adequacy of data preparation and
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processing procedures by using fictitious data. Many other ways can be found to test the adequacy
of the various components of the system prior to the actud pilot study.

3.3.2 Pilot Studies

Before implementing any reporting system, it should be tested under red conditions or as
closeto them as possble. Thismay be done in various ways including tests of individua components
and tests of the system as awhole through a pilot study using potentid participating agencies. Thisis
frequently carried out in a gngle target community or in a limited number of communities. It permits
forms, ingructions, reporting procedures, and any other eements that may involve problems to be
modified.

The pilot study will dso familiarise the participating agencies with the procedures required,
will permit them to suggest modifications to suit their own needs, and may increase their commitment
to the continuation of the sysem. At the minimum, it will help to determine their willingness to co-
operate. 1t may aso result in improving the design of the system. Rilot testing should be part of the
plan from the beginning. It may not be possible to involve dl potentid reporting agencies in the pilot
study, but an atempt should be made to include at least one agency of each type.

34  Implementation
3.4.1 Obtaning and Mantaining Agency Participation.

One of the firgt stepsin implementation after pilot testing is to solicit the participation of new agencies
and to confirm that those aready participating will continue to do so. This is critica because the
quality of agency participation will determine the qudity of the data produced by the sysem. Thus,
condgderable effort should be devoted to obtaining and maintaning agency paticipation. This
includes explaining the purpose of the sysem and its forms and procedures, as well as soliciting
comments and recommendations. It is helpful to provide the participating agencies with as many
incentives as possble. These might include regular feedback of data received from them, sending
them copies of completed forms for their own record systems, and providing them with consultation.
It isaso helpful to assure participating agencies thet they are not violaing their clients ethica or legd
rights, since provisons exist for protecting the confidentidity of reported information. Because the
collecting and reporting of data utilise the resources of participating agencies, informa and voluntary
arrangements with these are successful for limited periods.
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Figure7

Flowchart for Phase 1. Editing in the data processing system of the Central Registry of Drug Abuse
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Flowchart for Phase 2: Matching in the data processing system of the Central Registry of Drug Abuse
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To ensure the long-term participation of the agencies, it may be necessary to obtain a
legidative mandate or adirective from a high government officid, or to provide paymen.

3.4.2 Traning personnd

Once participation has been agreed upon, it is necessary to train personnel who will be
respongble for running the system.  Such training includes a detailed review of forms and procedures
and could be accomplished in various ways, including workshops, individua instruction sessons, and
practica sessons. Training will be needed for new agency staff and when any changes in the system
are made.

3.4.3 Mantaning the Sysem

The next step is to provide the participating agencies with a sufficient number of forms and
ingtruction materids to operate the system and to establish an officid darting date. Agencies might,
however, be encouraged to begin earlier if they wish to gain experience with the sysem. The early
period of operation is likely to be difficult, snce many unforeseen problems may be expected. Such
problems should be accepted as inevitable and dedt with as quickly and efficiently as possible.
Those involved should be encouraged to identify and report problems at an early stage.

3.4.4 Reporting and Interpreting Data

It is important that systems should produce reports regularly since such reports judtify the
exigence of the system. Reports may take avariety of forms. For example, the DAWN system has
produced quarterly reports, annud reports, an ingtruction manua, and specid tabulations and
publications in scientific and professond journas. In producing such reports, it is desirable to keep
in mind the readership to which the report is directed since different groups of reader may require
different types of information presented in different ways. However, in al cases, the information
should be interpreted fairly with due regard to the necessary qudifications. In addition, a description
of the system and its advantages and limitations may help readers to make their own assessments.

In addition to routine Satigtica reports, sgnificant changes in drug-use patterns and other
important trends need to be communicated to key administrators and policy mekers. It is dso
desrable, in operating a reporting system, to arrange for sponsoring and participating agencies to
recalve interpretative reviews of their data regularly. This will encourage continuing support for the
system and enable it to be modified to meet newly perceived needs. Such reviews should be
designed in order to be understandable to people who may not have experience in the andyss and
interpretation of data. Slides and transparencies showing graphs and charts are often helpful.
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3.4.5 Changing the Sysem

Despite careful planning and pilot testing, a number of flaws in the sysem are likely to be
identified in the early years of implementation, and it may be necessary to introduce modifications.
Periodic reviews can be the badis for introducing such modifications. The reviews would include
extensve discussons with participating agencies, which may well have pertinent suggestions for
improving the operation and usefulness of the system.

DAWN provides an example of a system that was modified in many ways as experience
accumulated. However, an effort was made to retain the essentia aspects of the system, so that
comparability was possble. Some systems will aso outlive their usefulness and must be abandoned
as with the known drug user statisticsin Canada. Planners of reporting systems should be prepared
to make changes as required. It is preferable to make as few changes as possible, snce they reduce
the continuity of the system, make comparisons more difficult and may result in operationa problems.

3.5  Specid Condderations Pertaining to Types of Reporting

So far, only issues that relate to al reporting systems have been reviewed. There are, of
course, some condderations that pertain only to specific types of system.

3.5.1 Event-reporting systems

One congderation that is unique to event-reporting systems is whether to report on an
individua basis, asis done in the DAWN system, or on an aggregate bass as with arrest systems.
Aggregate reporting has the possible advantage of lower cost, but the probable disadvantage of less
opportunity to check the data. The choice of approach will depend on the relative importance of
these and other factors, such as confidentidity requirements and the willingness and ability of
agencies to submit individua or aggregeate reports.

3.5.2 Casereporting Systems

One specid congderation in a case-reporting system is the need to dlot the same case-
identification number to dl reports for a pecific individud from the same agency (readmisson, re-
ared, ec.). To do this, the agency should maintain a confidentiad list alowing cross-reference
between case-report numbers and individuals. Other solutions may aso be possible, depending on
circumstances.

A second congderation is the desirability of developing ways of estimating the duplication of
reports between agencies. There is no easy solution to this problem, but presenting data from
different sources separately may be helpful.
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353 Ca=Regigers

Addict regigters have a number of dangers, including the possibility of jeopardisng the right
of drug users to obtain confidential medica care. They aso provide for possble misnterpretation
and/or misuse of data by the ill-informed or unscrupulous. As we saw earlier, most case registers
have problems with under-reporting, even the natification system used in the United Kingdom has
such problems.

Newman and Cates (1976) have discussed the problems in matching cases to provide an
unduplicated file where each abuser is counted only once. In this regard, they argue that "an
appropriately protected addict registry should never be permitted to be used againg the interests of
anyone listed: the ex-addict, current addict and non-addict all must be safeguarded by identical,
complete guarantee of anonymity"”. However, the requirement of confidentiality reduces the potentia
usefulness of the regigter. Specificdly, "it cannot help police catch suspected criminds; it cannot
locate probationers or parolees who have absconded; it cannot prevent multiple smultaneous
regidtration in trestment programs; it cannot accommodate researchers who wish to ‘track’ individua
addicts; it cannot be used to prevent gun licenses (or medica licenses) from being issued to known
or suspected addicts'. Arguing that these limitations are an indispensable price that must be paid if a
regidry is to exig a dl, they suggest that protection can best be ensured by involving outsde
agencies and individuasin overseaing the regidry.

4. Common Problemsand ther solutions

Problems are bound to arise in the development of any drug abuse reporting systiem. These
include ethicd and legd problems, adminidrative problems, and technical problems. This chapter
discusses some of the common problems and their solution, in order that planners can take them into
account during the early stages of system development.

4.1 Ethicd and Legd Problems
4.1.1 Consequencesfor reported individuas

Although reporting sysems may have positive consequences for individuds, such as giving
them access to treatment, they may have adverse consequences as well. These may include loss of
job, loss of freedom, and stigma. For example, in some countries, reporting is part of a forma
regidgraion system in which the individud must paticipate in trestment or face the risk of
imprisonment or fines. Where there are adverse consequences of being reported, drug abusers may
decide not to use available trestment services that may be of benefit to them. Thisis a consderaion
that should be taken into account in planning a system, for it may be that the benefits of the system
may not be worth the adverse consequences to the individud.
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Some sysems, by ther very naure, have fewer consequences for the individud. In
paticular, event-reporting systems, in which individuas are not identified in any way, are likdy to
have fewer adverse consequences. On the other hand, case registers, which require some system of
linking records from various sources, have potentia for the most serious consequences. However,
even these sysems can be desgned in such a way as to minimise the negative impact on the
individua. For example, the New Y ork City Narcotics Register developed safeguards to protect the
registry from being used againg the interests of anyone lisged. Chief among these was an unwavering
policy of guaranteeing complete anonymity.

4.1.2 Confidentidity

The key to avoiding the adverse consequences of reporting systems for individuds is in the
protection of confidentidity. In effect, this means not disclosng the information in the system for any
other purpose than that required by law or dlowed voluntarily by the person registered.

Some countries such as the USA and Canada have regulations regarding the confidentidity
of records of drug-abuse patients. These regulations state that the medical records of such patients
are not to be released without the specific authorisation of the patient. This authorisation must be in
writing; must include the names of the facility and of the patient; must designate the person to whom
(or organisation to which) the information is to be released; must state the purpose for the disclosure,
as wdll as the nature or extent of the information to be disclosed; must give the date of the consent;
and mugt include a statement regarding the duration of the authorisation.

There are many safeguards that can be introduced to protect the confidentidity of
information in reporting Systems, in addition to ensuring informed consent. These include the coding
of identifying information, careful training of reporting-system daff, and releesng information in
agoregate form only. Full condderation should be given to the deve opment of such safeguardsin the
planning of any reporting system, and they should be protected by government codes or regulations

or by specid legidation.
4.1.3 Compulsory Reporting

A number of the systems described here require agencies or ingtitutions to report. Such a
requirement may be backed up by the law, by the threat of withdrawing funds, or by other means.
In Mynmar individuas are required to report themselves.

Although compulsory reporting is intended to produce more and better reports, it may have
the opposite effect and lead to a reduction in coverage where individuas fear the consequences of
reporting. 1t may dso lead to areduction in the qudity of the information, either the drug users or the
gaff of the reporting agencies purposdy fasfying information in order to protect themsdves or their
clients.
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There are other ways of increasing the quaity and coverage of reporting without making it
mandatory. If agencies obtain benefits, such as feedback of useful information, improvement of their
record system, and staff development, they may be more likely to report and to do so accurately. In
addition, the effort expended in introducing the system and training staff to participate may be of
benefit. Where such an agpproach is practicad and feasible, it is to be preferred to the use of
compulsion.

4.1.4 Enadling Legidaion

Some countries have legidaion enabling government agencies to collect Satidtica
information. For example, in Canada, the Statistics Act enables the nationd Hatistical agency,
Statistics Canada, to collect such information. In addition, this Act provides safeguards to protect
the confidentidity of the information collected. Specificdly, datidicd information may not be
released if the particulars are related to any individual. Severe pendlties are provided for a breach of
confidentidity by employees of the agency.

If such legidation exists in a country, it may be desrable, where practicable, to give the
respongbility of developing and implementing drug-abuse reporting systems to the agencies covered
by such legidation. If, however, such legidation does not exigt, or if it cannot be construed to apply
to drug-abuse reporting systems, it may be necessary to provideit. Thus, planners should give some
atention to the need for such legidation in the early stages of system development. The legidation
should be designed to make the legd Satus of the reporting system clear and to guarantee
confidentidity.

4.2 Adminidgrative Problems
4.2.1 Pooling of Enforcement and Treatment Data

Because of the illegd nature of the use of certain drugs, law-enforcement sources of data are
often more sgnificant with respect to drug use than to other health phenomena, such as psychiatric
illness. Thus, in the development of any drug-abuse reporting system, it is necessary to consider
using enforcement and other types of agencies as sources of information. 1t may even be desirable to
consder developing systems that pool both enforcement and medica data

Such undertakings, however, face certan problems. For one, the expectations of
enforcement agencies from a reporting syslem may conflict with those of other agencies. Thiswould
occur if, for example, a law-enforcement agency requested a list of drug users names in order to
make arrests or investigations. Another problem may be that, in some societies, the police may be
prohibited by law or regulations from providing information to other agencies, and therefore may not
be able to participate in reporting systems.
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A third problem may be that very different types of data are collected by enforcement and
other types of agencies, making it difficult to collate information from the different sources. This
problem may be overcome by recognising, as was the case in Mdaysa, that the information needs of
various agencies differ. Law-enforcement and trestment-agency forms were designed to share
certain core-data items, but the former contained an additionad set of items to meet the specia
information needs of law-enforcement agencies. The analyss of these data items thus provided an
additiona incentive for the participation of law enforcement agenciesin the system.

Additional mechanisms can be developed to overcome other impediments to joint reporting
systems. For example, information about individuals may be reported by the use of code numbers,
information might dso be reported in aggregate form only. It might aso be possible to locate the
respongbility for maintaining the processng data in a "neutrd” agency in order to avoid the
objections that might arise if it were located exclusvely in a hedth, wdfare, or law-enforcement
inditution.

4.2.2 Location

An important adminigrative question is which agency should have primary responsibility for
maintaining the reporting system. This decison may have sgnificant implications for the success of the
system, since the indtitutiona location may determine the willingness of agencies to co-operate, the
amount of resources and effort invested in the system, and the access to required information. For
example, if asystem is located in alaw-enforcement agency, hedth and welfare agencies may not be
willing to provide information because of the fear of consequences for ther clients. One argument
for locating the system in a hedth agency is that the confidentidity of records might be better
protected. But enforcement agencies may have difficulty in providing information to hedth agencies
because of their own safeguards againg the release of information. In addition, a health department
is concerned with awide range of other pressing hedth issues, and may not dways be ableto give a
specidised reporting system the priority it requires.

For these reasons, it has been argued that the best location for a sysem is a neutra
ingtitution, such as a nationd drug-abuse co-ordinating body, which would permit the Co-operation
of awide range of agencies. However, it is not aways possible to find an gppropriate neutral body
willing and able to house a drug-abuse reporting system. It may aso be that a neutrd body is not the
best location for a system in some circumstances, such as when the objectives are of primary
concern to only one agency.

Thus, in locaing a system, it isimportant for planners to consider the purposes for whichiit is
being established as wdll as the cgpability of the particular indtitution to absorb the system and to
enhance its opportunity for success.
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4.2.3 Changesin Reporting Agencies

If reporting systems continue for long periods, there are bound to be changes in the number
and perhaps even type of agencies participating in the system. Such changes do not give rise to
problems if reports focus on only one point in time. However, to examine changes over time might
present a problem, since such changes might be attributable merely to changes in the number and
type of reporting agencies. One way to ded with this problem is to report findings according to the
type of agency. Ancther is to report findings only for agencies that have remained in the system
during the period in question.

4.2.4 Changesin Inditutiona Practices

In addition to changes in the number and type of agencies, indtitutiond practices may dso
change. For example, there may be changes in police activity or enforcement practices. There may
aso be changes in the policies of treatment agencies that might result in the admission of more or
fewer people with different conditions. These changes should be included in any reports on the data
from reporting systems. One way to dedl with such problems isto monitor ingtitutiona practices and
policies closdly so that data may be interpreted properly. Continuous working relationships with
reporting agencies may be hdpful in this regard, as may be a network of informed observers.
Another way is to examine independent sources of information in order to discover any
discrepanciesin the trends.

The point to be stressed with respect to changes both in the number and type of reporting
agencies and in inditutiona practices is that the planner should be careful in interpreting data from
reporting systems, since such data may reflect changes in reporting agencies to a greater extent than
they reflect changes in drug-use patterns.

425 Cost

This is important in countries where resources are particularly limited and where the
dlocation of funds and personnel must be seen in the context of other nationd priorities.

Fully developed specidised drug-abuse reporting systems will be expensve.  However,
there are ways of reducing the cost in order to tailor the system to available resources. For example,
it is possible to reduce the Sze of the system by sampling the reporting agencies, taking one or afew
of each type or sampling only one type of agency such as emergency wards. Costs may aso be
reduced by limiting the information required to a few basc dements, reducing the frequency of
information requests, using pre-coded forms, and applying new low-cost computer technology.

As indicated by the examples cited earlier, it is aso possible to reduce costs by integrating
drug-abuse information into more generd-purpose information systems, such as HIV/AIDS, crime-
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reporting, poison-control and psychiatric reporting systems. It is advisable to discourage the
edtablishment of new specidised systems when exigting and less expensve systems may be used
unless very clear reasons exist. Because of the difficulties encountered in gathering information on an
illicit and hidden activity, the many different agencies that interact with the drug-abusing population,
and the sometimes urgent need for comprehensive information, a case can be made for specidised
systems that integrate enforcement, health, welfare, and other indtitutional sources of informetion.

It should be stressed, however, that no country should develop a system that it cannot
afford. The chdlenge to the planner is to develop the system that best satisfies the explicitly
determined and redl information needs with the resources available.

4.3 Technicd problems
4.3.1 Duplicate Cases

A mgor problem with case-reporting systems and case registers is identifying duplications of
cases and individuds reported. The problem is greater with drug abuse than with many other
conditions, because drug users often falsify their names or use diases in order to avoid prosecution
for previous crimes and sometimes in order to obtain drugs from more than one treatment
programme. Although this double or multiple counting can never be totaly diminated, there are a
number of ways to reduceit.

Chief among these is to develop systematic procedures for matching. For example, the
Hong Kong register matches every incoming record to the computer data base on a number of
variables including identity card number, name or dias, month and year of birth, and sex. Currently,
25 different combinations of these variables are used Wat, 1985). Similarly, the New Jersey
register cross-classified each registrant according to al known diases and the mother's maiden name
if available (Lavenhar, et d., 1975). In addition, the register rearranges cases according to the date
of birth, generating a lising of dl registrants with an identical birth date. Further comparisons are
then made according to sex, birthplace, parents birthplace, race, educationd leve, and religious
dfiliation. This dlows for the identification of suspected duplications and ther subsequent
confirmation and correction.

Although the procedures that have been noted so far are sophigticated, it may not be
necessary to develop such gpproaches for dl reporting systems. Some may be smdl enough to
require only manua checking and matching. In such cases, it is hdpful to have well-trained saff who
have been with the system for a consderable time. Other systems may smply require the assgnment
of code number by reporting agencies.

No matter what the procedures employed, however, it is important for planners to define
them precisely and use them consgtently. Rules should be established regarding the latitude in
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spdling, the use of phonetic codes for names, the degree of discrepancies in dates of birth, unique
persona identifiers, or combinations of identifiers. These procedures or rules should be checked
subjectively from time to time by persons who have a good memory and are sengtive to clues.

432 Rdidility

A common problem with reporting systems is the difficulty of ensuring that the information
collected is religble and that it is collected and reported consstently. Reliability differs from vdidity,
which refers to the extent to which the information is true. If information is not religble, it is unlikdy
to be valid, and it is therefore important that reporting systems should assess the reiability of their
information on a regular bass. Such assessment may be carried out through continuous checking.
For example, the internal consistency tests performed by computer can ensure that reported data are
consstent with one another, and - to give two smple examples - each discharge date may be
checked to determine if it is after the admisson date and the year of birth may be checked to
determineif it is after the admission date, and the year of birth may be checked to see if it precedes
the year of admisson.

Assessment may aso take the form of a special study - eg., the one carried out by the New
Jersey regigter, which compared the first two reports submitted on 1000 registrants and found a high
degree of consstency in the reporting of basic demographic characteristics, such as age, race, and
date of birth, but lower consstency on recdl of items such as the age of onset of drug abuse. Asa
partial remedy for discrepancies in addicts responses to questions about age at first heroin use, the
authors of the latter study suggested that "trestment agencies might consider obtaining thisinformation
some time after admisson when better rapport with the patient has been established”. They dso
thought that it might be worthwhile "to atempt to confirm the response by asking for the
corresponding year of first drug use, first drug-related arrest, dates of addiction trestment, and other
rdevant questions which would lend support to the stated age of onset.” (Newman and Cates,
1977).

In generd, the point to be made is that one cannot assume that the information used by
reporting systemsisreiable. Therefore system operators must be continuoudy vigilant against lgpses
in reliability and must design ways to determine the extent and nature of such lgpses. On the other
hand, it should be stressed that a certain degree of unreliability in reporting systems may be tolerable.
The criticd question is how much can be tolerated. This decison must be made by system planners
and operators, and obvioudy depends on the objectives of the particular system.

4.3.3 Vdidity
As mentioned, vdidity refers to the extent to which information collected is true. Thisis a

magor problem for dl types of reporting system, but particularly drug abuse systems, where drug
users may conscioudy atempt to midead authorities by supplying incorrect answers, partly out of the
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fear of consequences.

317



CHAPTER 8 - REPORTING SYSTEMS

Unfortunately, this is a problem that defies complete solution, but there are some steps that
can be taken - eg., asis suggested by Lavenhar and his colleagues (1975) with the New Jersey
regiger: "In some ingances, it is possible to verify reponses by checking with externa sources, i.e.
previous arrests and convictions can be compared with police records’.

Another approach is the use of specia studies, as in the case of riability - eg., the study
carried out in the United Kingdom to determine the vdidity of addict notifications (Mott and Mac
Millan, 1978). Two representative samples of males first notified as addicts during 1969 were
followed up for 5 years, using records of prescriptions for opiates, renctifications, and convictions
for drug offences as evidence of a vaid natification. The generd concluson was that "the
interpretation of the Notification of Addicts Regulaions may depend as much upon the setting and
circumstances in which doctors see their patients as on their clinica judgement of a'notifiable’ case of
addiction”. This concluson certanly suggests the need for caution in assuming the vdidity of data
obtained from reporting systems, and emphasises the need for continuous vigilance.

Findly, if resources are avalable, consderation might be given to carrying out some
independent tests of the vaidity of data obtained through reporting systems. For example, it may be
possible to see how many of those dying of heroin overdoses or arrested for heroin related offences
are in aregister for addicts. If most addict arrests or deaths are of people registered in the system
that suggests vdidity for it. It may aso be possble to ask addicts in countries where there are
registries whether they are in the registry and how long after being addicted they were registered. If
addicts do not become registered for many years that suggests a weakness in the reporting system.

4.3.4 Computers

There are now few technica problemsin using computersin reporting systems. All large and
medium szed systems use desk top personal computers or large mainframes. Persond computers
are much chegper than in the past and costs decline each year. Use of various computer driven data
systems was discussed earlier. When deciding what system to adopt planners should consult local
experts on the best and mogt feasible systems to use.

435 Ediméaion

Although no reporting system can measure the exact number of drug users or addiction in the
population, such a system may be extremdy useful in estimating numbers, as indicated in areport by
Greene (1974). This author identified severd direct and indirect methods of edtimeating the
prevaence of heroin use, many of which are based on data obtained from reporting systems. He
pointed out that each of the techniques "has inherent limitations which must be borne in mind when
the results are interpreted”, and he described these limitations in detall. Also, Greene recommended
that "multiple methods be used in a given locdity in order to establish a reasonable range of
prevaence estimates'.
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An example of such arange, established by means of the "indicator dilution” method, might
be asfollows.

If afied study of street heroin addicts found that 50% were known to the community case
register and 5000 such individuals were recorded in the register, an estimate of 10,000 street heroin
addicts might be advanced for that community. One could look for other data sources that, at least
theoreticdly, should be drawn from the entire addict population, such as heroin overdose deeths. In
this hypothetical community one might, for example, find that a proportion of heroin overdose desths
were known to the loca drug register in a particular year. This would suggest atotd heroin addict
population of:

total addicts total addictswho died
registered addicts registered addicts who died

Baden (1970) has edtimated the number of heroin addicts in New York City by multiplying
the number of heroin overdose deaths by 100. This estimation was made because Baden found that
overdose death records indicated that they were 1% of the registered addicts.

Also, Schreckengort (1983) developed a systems dynamic modd of the heroin supply
market based on internationa supply data and the likely number of users.

Capture - recapture methods have also been used (see Brodsky, 1985 for a review). A
"capture’ is the occurrence of anamein afile of known drug users. A recaptureis arecurrence in a
successive year. The usua modes have mathematical adjustments for the number of deaths and the
likelihood of recurrence. The results are multiplied by the proportion of addicted arrestees, assumed
to be the same as the proportion of addicted narcotic trestment admissions.

436 Other

Reporting systems often experience other technical problems as well. These include under
reporting, dropping of inactive cases, and delays in reporting.

Under-reporting may result from a number of problems, including the tendency of agency
personnel not to complete or send in forms for pertinent events, and an excessve interva between
the occurrence of the key event and its reporting. The first problem can often be solved by proper
training and encouragement of respongble personnd (which may include giving bonuses for good
reporting and providing regular feedback). A dday in reporting may be due to adminigrative facts,
such as the need to wait until court action is completed.

Dropping of inactive case is mainly a problem for case registers. It can be solved by a
number of means including linkage with other data sources, such as degth, trestment agencies or
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immigration records. If this cannot be done, it may be possible periodicdly to match samples of
names from other sources, such as coroners records, to obtain a rough idea of the proportion of
inactive cases. Another, perhaps more practica way of deding with this problem is to place greater
emphasis on new cases in reports based on the system, since such cases are more likely to be active.

Findly, asis done in some registers, notably the United Kingdom register, cases that are not heard
from for a fixed period of time are placed on an inactive file. They can be brought back into the
system if they are notified again. Another problem is around degths of those on case regigers. The
register may not routinely hear of such deeths. In the United Kingdom's regisiry the staff routingy
search death notices and remove any known dead cases from the files. Regigters should establish
some rule about when to drop inactive cases or put them in an inactivefile,

Delays in reporting are undesirable, since policy-makers tend to require up-to-the-minute
information. Every attempt should be made to design and operate systems in such a way as to
ensure maximum promptitude in reporting. At the same time, up-to-the-minute informetion is not
aways possble to obtain and, evenif it is, may not be accurate. Thus, there is sometimes a need to
delay the release of information. Perhgps planners should explain to policy-makers that it is not
aways possble to provide accurate up-to-the-minute information and that they may have to be
satisfied with less frequent reports, while assuring them that every attempt will be made to report

promptly.

5. Conclusion

We have described different types of drug-abuse reporting system, given examples of each,
and discussed mgor issues and problems in ther development. The sdection of the most
aopropricte epidemiologicad data-gathering approach for a community depends on a vaiety of
factors, including the existence or non-existence of agencies that could report, their willingness to do
30, the resources available, and perhaps, most important, the objectives of the planners. Reporting
sysems may be ided in certain circumstances, while other epidemiologicd gpproaches may be
preferable in others. The unique role of reporting systems will be summarised here, and the chapter
will conclude with a discusson of some possible future directions for the development of drug-abuse
reporting systems.

5.1 Roleof Reporting Systems
5.1.1 Necessary Conditions for Reporting Systems

Certain conditions must be present before it is possible to establish a successful drug-abuse
reporting system. Fird, it is necessary to have inditutions that are in contact with drug users. Where

such an inditutiona network does not exig, it is pointless to even consder establishing a reporting
sysem.
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Secondly, where such indtitutions exis, there must be willingness to participate in the
reporting system. Otherwise, it may be expected that the coverage and the qudity of information will
not be sufficient to judtify the expense of establishing the system.

Thirdly, the problem of drug abuse must be sufficiently serious to judify establishing a
sysem. A reporting sysem would generdly not be indicated in a community where the drug
problem was primarily cannabis use, even though use of that drug might be extensve. On the other
hand, a reporting syssem might be consdered for a community with a rdativey smal but rapidly
gpreading problem of heroin, cocaine, or anphetamine abuse.

Findly, it is advantageous if the participating inditutions have existing record sysems and
daff who are experienced in these systems. If such ingtitutions are willing to co-operate, it will be
much easier for anew system to be introduced or for the existing system to be modified.

Unless these conditions are met, it is unlikdy that a reporting sysem can be successfully
established and planners may be advised to consder other approaches. If, however, dl the
conditions are fulfilled, a reporting sysem may be the most practica and useful gpproach for
achieving certain objectives, discussed in the next section.

5.1.2 Advantages of Reporting Systems

A reporting system is one of the best ways of measuring continuoudy the level and
consequences of drug use. It might be argued that the most serious consequences come to the
attention of emergency rooms, trestment programmes, the police, and medicd examiners, and are
therefore more likely to be monitored by a reporting system than by other gpproaches, such as a
generd population survey. Thus, reporting systems can be very effective in identifying groups that
are a high risk for drug-related disabilities. The information they provide permits appropriate targets
to be identified. Reporting systems are particularly suitable for determining the extent and nature of
utilisation of community agencies, and monitoring trends in such utilisation. That is, if decison-
makers need to determine the number and characteristics of people in contact with treatment or
enforcement agencies as a consequence of their drug use, particularly on a regular basi's, some sort
of reporting system would be desirable. Among other things, this will permit planners to determine
the resources that are being expended for treatment or enforcement in relation to the number of drug
users. Such asystem may aso alow decison-makers to determine the overdl availahility of care for
drug-rdated disabilities as well as the rdative accesshility of treatment.

Reporting systems are dso gppropriate for the continuous evauation of intervention efforts.
Thisis particularly true of case-reporting systems and case registers, which are cgpable of following
patients up as well as determining the impact of changes in the demand for treatment.
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Reporting systems may aso accomplish other objectives, such as determining the sequence
and direction of contacts with community agencies. However, the purpose is not as important as
those noted above. If a community or a government wishes to achieve any of these objectives,
serious condderation should be given to the possibility of establishing a reporting system.

5.1.3 Wesknesses of Reporting Systems

It is generdly expected of reporting systems that they will provide reliable information on the
tota number of drug usersin the population. But reporting systems, by their very nature, can identify
only the portion of the drug-using population that comes to their attention, and only the case-register
type of system develops an unduplicated list of this populaion. Even this list represents an unknown
and varying fraction of the tota population of drug users. Except in rare circumstances where the
vast mgority of drug users are identified by a reporting system, it is unredigtic to expect that these
data done can be extrgpolated to the total number of drug usersin the population.

Case regiders identify an important segment of the drug-using population: those that come
to the public atention because of serious problems, a desire for trestment, or law-enforcement
activity. Thus, case regigers keep track of a least a minimum number of drug users in the
community aswell asthelr characterigtics, and thisis of condderable use to planners.

As indicated earlier, a case register can be used to provide estimates of the tota number of
drug users in acommunity by severd methods. For the perfectionist, the resulting estimates may not
be satidfactory because they may rey on too many unwarranted assumptions. However, if the
limitations of such estimates are clearly explained to administrators and policy-makers, they are likely
to be extremely ussful and to show the practica vaue of reporting sysems. Another limitation of
reporting systems is that they may not be the preferred approach when planners are interested in
determining drug-abuse patterns at one point in time only. Other approaches, such as analyss of
exiding data, intendve case-findings, or interviews with knowledgegble informants, may be less
costly and just as useful. Such gpproaches may aso be preferred when the necessary conditions for
reporting systems are absent, for example, in the very early stages in the development of a drug-
abuse control programme.

5.2  Future Directions
5.2.1 Integration of Data Systems

One direction in which some countries are moving is towards integrated data systems. An
excelent example of such atrend is found in Maaysia, where a Nationd Integrated Data System on
drug abuse has been established. In the initid phase, existing agency records were used as the
source of information, but, in the second phase, a uniform case-reporting record was used by
nineteen reporting units including drug-trestment, rehabilitation, and psychiaric facilities.
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Subsequently, enforcement agencies were included in the system, as well as private physicians,
customs officers and laboratories carrying out analyses of drugs obtained in the street. The system
hes been fadilitated by the assgnment of an officid identification number to dl citizens by the
Government of Mdaysa The confidentidity of information given by a reported individud is
protected by legd safeguards. The system is making it possible gradudly to accumulate data on all
drug abusers identified by trestment and law-enforcement agencies. It adso identifies new trends,
such as the emergence of morphine abusein some areasin lieu of heroin abuse.

Another gpproach taken in both the CEWG in the USA and the multi-city study in Europe is
to integrate al avalable data for a large city. This means that dl data from hospitals, enforcement
agencies and regigtersis collated for a number of cities. Separate reports are made for those cities
but an overdl picture can Hill be obtained. A regiona gpproach is adso being taken in Europe with
the establishment of the European drug abuse observatory and some regiond reporting centres.

5.3  Rdevanceto Developing Countries

Many planners will ask if reporting systems are not too sophisticated and expensive for
developing countries, which have other competing priorities. However, a number of developing
countries have ether recently implemented or are planning reporting sysems. The need for a
reporting system is not based on whether or not the planner finds himsdf in an affluent country. The
primary consderation appears to be that the country has a serious, large-scde or rapidly spreading
problem of drug abuse, often of the opium, heroin, or stimulant-drug type. The spread of heroin
abuse to thousands of adolescents and young adults in Maaysia was judged by planners and policy-
makers as a threat to nationa socio-economic development justifying resources for an effective
programme of drug-abuse prevention and control, including a nationa reporting system.

While this chapter has been written to be of assstance to planners in developed as well as
developing countries, severa specid issues deserve mention, from the perspective of the latter.

5.3.1 Specid Issues

If drug-abuse reporting is of sufficient priority to be established in a developing country,
planners will need to determine a the outset if there is an adequate indtitutiond infrastructure,
particularly in rura areas where there may be large numbers of drug users. If there are no
gopropriate inditutions for contacting and intervening in community drug-abuse problems, areporting
system - at least on anationa leve - may not be feasible,
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The planners should take care to develop a reporting system that does not require highly
trained personnel. The data-reporting form must be very smple, clearly understandable, and suitable
for completion by gaff with the minimum of education and formd training. Where possble, the
system should be integrated with other nationd information systems, or at least compatible with them.

5.3.2 Useof Computers

In 4.3.4 there isadiscussion of the role of computersin reporting systems. If there are many
reports and data items, additiona reports need to be included as the analys's proceeds, if the record
system needs to be congtantly brought up to date, and if previoudy reported data are to be included
in future analyses, then the use of a computer isessentid. Only for the smdlest loca regigersis hand
computing feasble.

Another economic factor is the cost of developing computer programmes to analyse the
daa While these may be expensve, the cost of deveoping them is incurred only once, and they
may be used time and again. Costs for such computers are falling and they are even chegper when
purchased in large numbers.

Many recent developments in computer technology are gpplicable in the establishment of
data systems concerning drug abuse. Such developments are particularly useful in developing
countries because of ther relatively low cost. Thus, persond computers, which have now become
widdly available, theoreticaly permit the local entry and processing of considerable amounts of data
a low cost and require only a standard electrical outlet as a power source. Consequently, they
might be useful in field projects, such as often exist in drug-abuse research.  Software for drug abuse
sysemsisreadily avaladle.

Planners mugt take into account the rapid developments in this field, which generdly have
tended to reduce the cost of automatic data-processing systems and to make them more accessible.
Therefore, before they implement a system, they should examine the dternatives and relaive costs
for data-processng methods in the country concerned. They should aso examine the long-term
benefits of usng equipment compatible with exising computer systems in the country. In the long
run, this will reduce cogts by making repairs and servicing less expensve.
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SELECTED REFORTING GUIDELINES AND INSTRUCTIONS
DR ABUSE WARNING NETWORK {DAWN)
MEDICAL EXAMINER REPCGRT

L General

The following abbreviated guidelines and instructions highlight critical reporting itams.
Please refar to the detalled instructions fovnd i the Instructipn Mantal for dMeadical
Examiners for further infamation.

Raporling Guldeline=s

Feport data on zll decedents whose death was induced by or related to drug sbuse. For
BAWHN, drug abuse s defined a2 tha e of any Htegal drueg or the nenmedical use of a
legal drug where the reason for taking the substance was for psychic effects,
dependence, suicide, or hemicide, Further discussion and examplas can ba found in tha
CAWR ME Instmiation hManieal,

Abbreviated Instructions for Campleting Selected items
Daia ftam &7 - Cecodent's Home S Code

Use Mo fxed address” far the homelags {aven if stayed at 2 shelier and for prisanars
who espinad.

Dlaiz ltom #8 - Cause of Dealh

This dara itern has two parts, pans A and B. Part A raquires & selection of “YES® or

"M 1o indicate whether the case Iz a confirmed drug-induced death. If the regponse o

part A is "YES®, ga on o [tem 9 (manner of Dreath.y If the answer 1o part A s "NO*, pars

B. 1 and B. 2 require a response.

A. Mark [X] if the case is a conlfimed drug-induced death (2.9., the drug{s) directly
carrsed liwe death),

B1. Mark [X]if the case is a drug-related death, such as a death caused by cepsis in
which the decedent had a history of IV drug use and tha infection site fs indicated
as the source of the infection thay resulted in sepsis death.

BZ. Mark "Comfimmed if County records substantiate the concluskon that the death is
related 10 diug abuse {e.q., drug abuse is noted as a conirbuting cauge on the
death cenificate); or

Mark "Fresumad” if cage involves a death from a gunshst wound in which
toxicological lindings Indicate recent illicit dnug use. The two may be relatad bt
there iz insufficient evidenca for legail cemification of drug relationzship caluse.

Data Mern: #10 - Factors Supponing CANN Cace Detenninatian

hiark with an [ all ftems that were reviewed In erder to determing if this case mesets
DAVM critaria, :

Diate Mom #75 - Coded Bemarks

Flease be certain o wiite "Hiv+" or "AIDS" in the first four blocks if ihe decandent was a
confirmed IV drug user. .

Edda, 1 DO-2 [BACK) : LS, SR 199L-REd-Fd bepesEr
HEWV. 454
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SELECTED REFORTING GUIDELINES AND INSTRUCSTIONS
DRUG ABUSE WARNING NETWOR (DAWN)
EMERGENCY DEFARTMENT REFORT
L Geraral

Tha frabiowing atie vated guidelines and insthections highlight criical reporting feme, Fleass refer o the dedaied instrato
tound In the instucton Manual for Em ety Departments for furter fommation.

L Reparting Guldelines
Fapart daka o0 gl patignls seon in the emergency dapanment tor problems Incuced by o refated to drug abuse, For DAWN,
drug abuse is defined as e usa of ary Begal dieg or the  Aovymedicsr ure of a legal dong whers 1he reason for txhkitng the
srdstance was lor peychss eHects, dependence, or sukcide stiampt or gesturs,

Petailed dhissussion o the "nonmedical” usa definitlot and other ¢ase selecdicn eriteria can be faond in Chagter I, Case
|terificaton Guidelines, of the Instression Maenuel for Ermengency Deparments,

B, Abbswviated Instructions for Completing Selacted Hams
OFla ltem 43 « Pablients Home Zp Code
Llze o s deldlvess™ for the famcless (avan if sRying a1 a shetter) and tor prsaness Brought into the kosgital.
LR e #7 - Redsent for Taking Substancars)

The respanse cateqeses are: Dependense, Suicide Attampt o Gesture, Payeids Effects: ‘Eaoetlional Use," Cthar Poyshie
Titects, LInkacwn, 2ng Cther (Specityd, The daefinitions are aa follows:

1. Depaﬂ.:'.@me -_A pryalologles! or peyehologhe comditon charactanzed by a compulsion to take the drig on 8 centinuoua o
pariedic basls i order 1o exterante its eHoels or to 2void tha discomfort of its absencs (.e., ta avald withdeawan.

2 Swioide Attempt or Gasture - Successin? or nsuccesshol actions{s) taken for the purpoza of sef-destmistan or to gain
Bbientco

3. Peychic Effacte: “Aecreatanal [fee” - Use of drug(s, tor expedmeniaiisn or io enhanca socfal alirations ar conditians,
Examplez of commaon patan) respanges st ust wiotbed o knewer what it felt like,” *wanlad ta heve fun,® or o get high*

4. Other Foyels Effects - Use of drugls) 1o impreve, ¢nhance, of make bettar any mantal, ematlonal, physical state,
Exampdes of commen patient respoenses conceming this seli-applied medication arec "nesded to relase® “wasn't teellng
wall,® "I stay awake,” Toe pression,” "tk THese weizht,” *ight with boyfdendmate.*

S Linkrewt - Shaadd e amad only i dommabon s undbiaiabie or unavalabie.

B Chker (Spedly] - Shauld be used anly when the Reas-n for Teking the Subzience cannot be claseifled ino the categodes
wbonm. Wit the 2pprépnate rason in tha spaga prondd2dl

Daly tem ¥#10- Reasen for Prasenl Gontdct

This datz itam haz fwo parts, parts A and &, Part A requires 2 sefoction of "YES" or "MOT 1o ndlcate witetfeer
the caze |5 an Cverdes ofToxks Ingestion, 1Ethe responsa 1o part A i N0, paf S requirds a resporsd,

3, Chronks Sffects - Inciudes Hepatitis, Abseess, Cellullis, Tremors, and AIDS contracled by IV drug abuse
[see manual for additonal examples)

&, MNon-Toxde InpestioniOther (Specilvl - Should be used oaly when Reasan far Present Contae!  annot be
clazsilled into the categades above, (For example, pofics bring patient in bor boxscalosieal lesting related o
commission of 2 crime or parents frce 2 ohild to come in o be checked because of stangs behavier.: Il
{Hhar, wille reason & spacs prrdded

Datz e #17 - Coded Remrarks

Plesge ba certain to write *HIv+" or "AIDS" in the first foer tlocks if the pallentis a confimmed 1Y drug ussr
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1. Introduction

The presentation, dissemination and gpplication of the results are key components of any
epidemiologica study. It is important to think about these questions from the beginning and to
involve, a an ealy sage, the key figures who will subsequently use the results and, wherever
possible, the target communities.

Epidemiologica studies can provide the scientific foundation for understanding substance use
and can be utilised to further public hedth goas. Often both these objectives are served by
epidemiology, but to a varying extent. These two objectives and their relative importance for a
particular study need to be clearly recognised at the beginning of the sudy. This helpsin planning so
that the necessary information is collected, but beyond this it helps in presenting the results in a
manner that is best suited for achieving the objectives of the study. Research should meet the criteria
of sound scientific method and relevance for decision making.

There are potentid conflicts related to varying orientations of researchers and decison-
makers. One is the differing perception of time frame. Research often takes time and decison-
makers do not like to wait. Often because of pressng needs they want results immediately. A
compromise needs to be reached so that necessary results are available within a mutualy acceptable
time-frame, though further analyses may take moretime. Ancther area requiring attention is the leve
of complexity used in presenting results. Decision-makers often want results thet are sated as smple
facts. Researchers being aware of dl the limitations of interpreting results, present these in a form
that often raises more questions than it answers. It is important that results of any epidemiologicd
research be presented in a smple form that can be easily understood and used by decision-makers,
though details can be presented in the larger report or publication for more scientificaly inclined
readership.

How to transform knowledge into action is one of the main chalenges for epidemiology and
public hedth. The World Hedth Organization (1986), has proposed a mode to build bridges
between researchers and decison makers with the use of “decison-linked research”. The essence
of this gpproach is to facilitate interactions in order to increase the probability that decisions are
made on the bagis of valid and reliable information for the benefit of society including the researchers
themselves. A “primary link” exists when interaction occurs before the project isinitiated, the starting
point is then a diagnosis of needs for decison making. This type of interaction is more typica of
problem oriented research. The “secondary link” occurs when the project begins under the initiative
of a researcher, more typica of projects oriented to increase the knowledge. Communication is
possible with decison makers at any phase of the research process, the earlier it is established, the
better it usudly is.

Pathmanathan (1992), suggests a path for linking research results with policy making when,
as most often occurs, “the research process is initiated by researchers who design and implement
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gudies on the basis of individud interests, sources of funding currently available and on their own
perception of what might be useful for decison makers’. According to him, “findings may
subsequently be examined for rdlevance; pertinent information might be brought to the attention of
the decison makers, efforts might follow to determine if and how the information could help in
decison making”. “Increesang the volume of this type of research, will raise the probability that at
least some of the findings will filter through to the gppropriate decison makers, be perceived by them
as relevant, and be incorporated to the decison-making process’. In order to ensure applicability of
research findings, studies idedly need to address priority problems, be multidisciplinary in nature,
participatory, timdy (results should be avalable when needed), cod-effective, useful for
adminigrators, decison makers and the community, and include an evauation component amed a
the improvement of the conditions of the problem that ultimately lead to better hedth.

Much of the debate regarding applicability of results has considered communication between
epidemiologists and researchers with policy makers or decison takers, but in the gpplicability of
research findings there is another very important actor, the community, or more broadly the
population from which the data were drawn and that should ultimately benefit from the research and
decisons based on findings. It is wdl known that many policy initiaives will impact the community
only if the people in that community are aware and agree with the benefit of the measures.

Some research designs facilitate the link between researchers and the community, and
between research and action (so called “action research”).  This is the case with some qudlitative
methods, discussed in more detail in chapter 4 of thisguide. If theinformation is gathered in the form
of a group discusson on the aspects of the problem that affect the community, sendtisation takes
place even during the data-gathering stage. This can be further enhanced by providing these groups,
with the results of the study and recommendations for action.

A useful strategy that has been recommended by WHO (1982) is to provide feedback to the
community on the research results and to discuss the findings and possible solutions. An experiment
of this nature was undertaken as pat of the WHO Community Responses to Alcohol Rdated
Problems multinationd project (WHO, 1982). The community was gathered in different groups and
research results were discussed. As a consequence not only very enriching additiond information
was gathered but specific actions were undertaken by different groups. This initiative functioned as a
community mobilisation drategy. Since the early 1980s community participation has become more
centrd to planning and initiating studies and feeding back and gpplying the results.  Community
participation in drug abuse epidemiology has a longer higory in some countries.  In the United
States, for example, the Community Epidemiology Work Group (CEWG) mode of the Nationa
Ingtitute on Drug Abuse (NIDA), which is described in Chapter 8, is a very useful strategy for
engaging community participation in the collection, reporting, dissemination and utilisation of drug
abuse epidemiology surveillance data. Locd CEWGs can be established a any level: nationd, State,
county, city, and community or neighbourhood, and are composed of individua members who arein
a podgtion to contribute and assess information about drug use in specific areas or communities.
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NIDA has developed a guide to the development of locd community epidemiology workgroups
(NIDA 1998) and the modd has been replicated in other countries. In South Africa, for example,
the South African Community Epidemiology Network on Drug Use (SACENDU), callects, collates
and interprets data from multiple sources. Currently established in three South African cities Cape
Town, Durban and Port Elizabeth, there are plans to extend the network to Johannesburg, Pretoria
and other citiesin other countries of the region (SACENDU, 1997).

Rapid Assessment and Response Methods for substance use being devel oped by the World
Hedth Organization provide methods for rapidly collected and assessng information to inform
decisons about practica interventions. Such methods are orientated to action rather than
contemplation and are of direct rdevance to interventions. In addition to providing answers to
epidemiologica questions the method can aso be viewed as atool for developing loca capacity a
the community levd for devdoping interventions (WHO, forthcoming; WHO & UNAIDS,
forthcoming).

2. Reporting of the Results

Reporting the results generdly involves the preparation of a written report which provides
details of methods, results, conclusions and recommendations, and an executive summary of the main
results. It is especidly important that the summary gives aclear account of the mgor conclusionsina
way that can be understood and used by busy ministers or officiads. How the results are presented
depends on: the objectives of the study and how the results are to be used; the nature of the materia
(e.g., survey, routine gatigtics, synthesis of data from different studies and sources, ethnographic
study); and the target audience(s).

The results can be presented in a variety of formats, depending on the god and target
audience. These various formats include:

full report, recommendations & annexes,

executive summary;

feedback to participating agencies,

publication in professona or specidigt journds,

generd release to public, media etc.;

presentations to committees, meetings, conferences etc.

ok wnNE

2.1  Objectivesof the study

It is essentid that the objectives of the study are clearly defined a the outset, during the
planning of the research. The objectives determine both the content of the report and way in which
the results are disseminated and gpplied. The specific objectives could be, for example:
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assessment of the nature and extent of drug use and drug related problems identification of
the mgor drugs involved and the characteristics of those groups most at risk ;

assessment of the hedlth and socia consequences of drug use;

asessment of the attitudes, knowledge and perceptions regarding drug use in specific
populations.

The context or purpose of the study should also be carefully consdered during the planning
dage. Agan this will determine the Structure of the report and way in which the results are
disseminated and gpplied. The context within which the study ams to achieve these specific
objectives may be that of:

a short-term needs assessment or rapid Situation assessment;
abroad or longer term policy development;
planning programmes in specific aress.

- education & prevention,

- trestment & rehabilitation,

- public hedth programmes.
identifying problems and un-met needs in the community;
evauation of:

- poalicy;

- gpecific programmes (e.g. aschool prevention programme);
Setting up areporting and monitoring system.

2.2 Audience for the reaults

The audience will dso determine how the results are reported. Different forms of
presentation will often be appropriate for each target audience. Possible audiences include:

minigters and senior government officids;

local adminigtrators and other officids,
professionals and organisations working in the field;
agencies and others who participated in the study;
funding agencies (governmentd, private ec.);

the media and generd public;

scientific research community;

internationd organisations.
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2.2.1 Minigers and senior government officias

Minigers and senior government officids need information for formulaing policy and
decison-making, though they aso use it for a variety of other reasons (making speeches, judtifying
their policies, reassuring or warning the public etc.). However they rarely have time to read a long
report, identify the most important findings or derive recommendations. It is thus important to
prepare a summary which does this for them. The main departments concerned are likely to be the
Minidtries of Hedlth, Socia Welfare and Education, Justice, and Home Affairs, though others may
a0 be involved. In some countries, there are Interministerid Commissions set up to co-ordinae
responses to drugs and drug-related problems.

Nationa governments need rather generd information that gives an overview of broad patterns,
trends and regiond variations to help them devel op and assess the overdl direction of policies. They
adso often require information on the impact of specific types of interventions (eg. in primary
prevention, trestment or public hedth) so as to develop recommendations based on successful
examples of "good practice” in order to improve the qudity of practice and training in prevention,
trestment and rehabilitation.

2.2.2 Locd adminigrators and other officias

Locd administrators or specidised government officids are more likely to have responshility
for drawing up briefings or for implementing actions in the fields of education, prevention, trestmernt,
and rehabilitation. They therefore need more concrete, detailed results and recommendations that
enable them to plan, judtify or evauate policies and programmes.

Loca circumstances often vary consderably according to the profile and traditions of loca
communities; the number and type of loca services, and the locd patterns of drug use and supply.
Even within a city, large differences can be found, both between areas, and over time. Thus loca
information needs to be more senditive, flexible, rgpid and specific than at nationd level. The type of
information needed at nationa as opposed to local level depends on the degree of centralisation or
decentrdisation in policy making and service provison.

2.2.3 Professonals and organisations working in thefidd

The extent to which the target audience includes professonds and organisations working in
different agpects of the drug field (education, prevention, treatment, socid welfare etc.) will clearly
depend on the focus of the study. A particularly important group are those agencies or groups that
participate in data collection. Feedback to them is a valuable way of maintaining ther involvement,
not only in data collection but dso in the implementation of new programmes in the fidds of
prevention, treetment or rehabilitation. In many countries, non-governmental and community based
organisations play an important role and it is essentid to include them as an important audience.
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2.2.4 Funding agencies

Funding agencies, both governmental and non-governmentd, are amgjor audience. Funding
sources may have reporting requirements in order to provide judtification for expenditure on this as
opposed to other activities. It may be useful to prepare a separate summary or short verson of the
report which emphasises this aspect. Furthermore, by demonstrating research productivity and the
vaue of the research endeavour, researchers can help to establish credibility with funding sources
which could strengthen the judtification for possible future funding.

2.25 Themediaand generd public

The generd public is often a more diffuse audience than the groups above. Whilst drugs is
an issue that arouses concern or curiosity, especidly in the media, their role as an audience for the
results cannot be defined in genera terms.  For example, the presentation of a report which
recommends setting up trestment centres in particular communities, or developing community-based
prevention programmes will need condderable thought and discusson in terms of locd
circumstances. It is generdly inadvisable to release results through the media before they have been
presented and discussed with the relevant parties.

2.2.6 The sdentific community

Depending on the nature and objectives of the research, the investigator may consider
developing a paper for publication in a scentific journd. This provides a mechanism for
communicating results to other researchers and contributes to the greater body of knowledge in this
fidd. Edgtablishing a publication record helps to establish the investigator as a credible researcher.
This may lead to opportunities for research collaboration and can strengthen future applications for
research support.

2.2.7 Internationa organisations

At the internationa leve, information is needed to assst the development of policies
concerning regiond or inter-regiona issues, and to enable countries within the same region to share
experiences and to learn from the successes and failures of others. Collaboration is helped by the
adoption of agreed, sandard criteria, though progress can be made if differences in definitions are
made clear. There is great vaue in utilisng comparable methodologies to assess the nature and
extent of drug use, drug addiction and their consequences, since this alows the studtion in different
countries to be compared. Examples of city-based nationd and regiond reporting systems and
networks and of internationa reporting systems are discussed in Chapter 8 (Reporting systems).

The emphasis in this chapter is on reporting and gpplying results within a country, ether at
nationd or locd level. Reports may of course be prepared for internationd organisations such as the
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United Nations Internationad Drug Control Programme ( UNDCP) or WHO, ether as part of a
reporting system or in order to obtain funding. In most cases, there are pecific guiddines for
presenting such reports.

2.3  Structure of the Report

One outcome of any study or assessment should be a full report which includes the relevant
elementsin the following suggested structure. Each dement in the report is further eaborated below.

2.3.1 Executive summary

This is a very important eement of the report. Many people, including senior decison-
makers, may well not read the full report. Others will read the summary first in order to decide
whether the main body of the report contains relevant information. The summary should therefore
provide in a dear and succinct fashion and only the most significant information. Technica language
should be avoided, and datidticd details kept to the essentid minimum. A very limited number of
graphs (as appropriate) may be included in the summary. The following dement should dso be
included in the executive summary:

- key results (graphical presentation optiond),

- note any important or unexpected findings,

- date briefly the most likely explanations for the results (in the context of the study site and
population),

- dressthe limits of generdisability,

- clearly caution about causd inference,

- magor recommendations.

On a practicd note, it is often easier to write the executive summary, after the main report
has been findisad.

2.3.2 Introduction

The introduction to the report should be preceded by a Table of Contents which will
help readers to quickly find the information they are mogt interested in.  The introduction
should include the following dements.

- an overview of the sudy, induding background and significance,

- areview/synopsis of key studies on the research topic and exigting data (if available),

- clearly stated ams and objectives of this study,

- acknowledgements and identification of collaborators and participating inditutions, as
appropriate.
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233

234

2.35.

2.3.6.

Methods

a brief description of study location (including demographic data and reasons for
selection of location),

an overview of the research method(s) and reasons for approach chosen,
adescription of sources of information

sampling frame and sampling procedure, including discusson of any weighting
(where appropriate),

instrument development and piloting (data collection protocols and other Eevant
documentation in an annex),

training of interviewers (where gppropriate),

methods of data collection,

data management and analyss,

ethical issues, induding confidentidity.

response rates (where appropriate)

characteridics of sample

presentation of results in an gppropriate form (this clearly varies with the type of
studly)

the main results (if quantitative) should be presented either graphically or in tablesin
the text. More detailed data tables should be in an annex.

Discusson, Conclusions and Recommendations

limitations of methods,

interpretation of resultsin terms of objectives,
implications for planning, services, policy etc.,
future information needs,

recommendations.

Bibliography/ references

A hibliography and/ or references should be provided. A list of references are those works

cited elsewhere in the text of the report as sources of data or other information. It may include
unpublished documents, provided that these are available to interested readers. A bibliography is a
list of published works relevant to the subject matter of the report and recommended for further
reading. A standard referencing system should be used (for example the Harvard system).
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2.3.7. Annexes

- instruments and documentation on data collection protocols
- detailed statistical tables (where appropriate)

24  Other methods of reporting results

While a written report, following the structure suggested above, is one way in which results
can be reported, there are other methods that should be considered to ensure that the information is
provided to the broadest audience. A written report alone will often not be sufficient to ensure best
use is made of the results.

2.4.1 Feedback to participating agencies

This is an important aspect of the presentation of the results that is often overlooked. Not
only isit amatter of courtesy to those who have played avitd rolein providing information, but it can
a0 be avery vduable way of mativating them to continue to participate in continued monitoring or
in other activities that follow on from the study. It dso enables them to contribute to the discussion
of how the results should be interpreted and of what the implications might be. The feedback can
take severd forms, depending on what is appropriate in the circumstances: by sending them a draft
of the report, or the sections of it which are relevant to their contribution, and asking them for their
comments, by visiting them to describe the results (only possible if the number of agencies is not too
large); or by organising afeedback meeting to which dl the participating agencies are invited.

2.4.2 Publication in professond journds

The preparation of an article for publication is likely to be left until after the find report has
been completed. However, if there is time, it is worth consdering a an earlier stage what sort of
publication might be envisaged and what could be included, so that this can be taken into account
when carrying out data andyds. Different journds have different target audiences and different
guiddines for submitting manuscripts, o it is essentid to pay attention to these before starting work
on an aticle. The form, content and style of a scientific article differ from that required for a find
report of aproject. Usudly it is necessary to focus on aspects that are of wider interest above and
beyond the immediate loca needs for which the study was carried out. For investigators who are
inexperienced in the task of preparing articles for scientific journds, it is worth discussing this with
someone who has experience, for example at a univerdity or department of epidemiology. When
submitting an article to an internationa journd, it is very important to ensure that the language is
checked, if possible by a native speaker of the language of the journa concerned.
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24.3 Genegd rdease

I ssues concerning drugs are often of concern to the wider public, including parents, teachers,
and the media However, this is dso a sendtive topic that raises anxiety and that tends to be
reported and discussed in sensationa and often inaccurate terms. Thus it is important to balance the
need to disseminate information and the need to ensure that releasing it is not counter-productive.
Managing the genera release of information will vary congderably depending on locd circumstances.
It isimportant that information is not prematurely released until it has been checked for accuracy. It
is dso important that the identities of individuas and, where gppropriate, agencies are not made
public unlesstheir prior consent has been obtained.

2.4.4 Presentations to committees, meetings and conferences

If the results of the study are to have an impact and be used by policy makers, professonds
and other audiences, then close attention should be paid to how best to disseminate the findings and
discuss their implications with the rdlevant actors. This will depend on the objectives of the study
and on local conditions. In many cases, the audiences for these presentations will not be specidised
researchers, and in some cases will not have detailed knowledge of the drug field. It is therefore
necessary to prepare these presentations carefully, taking account of the interests and leve of
experience of the audience. It is often important to explain clearly the purpose and main objectives
of the study, to concentrate on the most important findings, to be open about the limitations of the
data, whilst avoiding methodologica detail or technicd jargon, and to dlow sufficient time to discuss
the meaning and implications of the data. Visud ads can be very hepful, but detalled tables of
results should be avoided, and the temptation to present complex information should be resisted.
The guiding principle should be the question "Wha are the two or three priority points that the
audience should remember after the presentation?”

3. Issuesin preparation of a Report

Severd issues arise in the course of preparing areport. Some of the more important of these
include the following:

3.1 Interpretation

Statistica measures only quantify the extent of drug use or of drug problems. It is essentid
to interpret those data to the extent that is gppropriate and in the context in which they were
collected. Over interpretation of findings based on a smdl sample is a mistake that is often
committed. Smilarly, it should aways be remembered that a Satistically sgnificant correlation shows
only an association and does not necessarily indicate causdity. For example, high prevaence of
subgtance use among the unemployed may be interpreted in a variety of ways. It may indicate
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unemployment as a cause for substance use, substance use as a cause for unemployment or both
being caused by a common third factor. In practice, causation’s to phenomena like substance use
are very complex, usualy not amenable to interpretation based on association done.

The setting and context of the study should aso be important determinants for interpretation
of findings. Thisincludes the locd culture, the nature of the hedlth, socid and enforcement Structures,
the history and tradition of drug use in the society or in communities within it and the processes by
which the data were collected. In this respect, it is of great vaue to include quditative data as well
as figures. These data refer not only to the context described above, but aso to accounts obtained
from drug users, and other significant informantsin contact with them, concerning their perceptions of
the drug scene, bdiefs about drug use and drug problems, attitudes towards treatment, and so on.
This enables the datistical data to be applied to policies and interventions in more appropriate and
relevant fashion.

3.2  Confidentidity and referral

The report must respect the agreements reached with the responding individuals and
agencies regarding confidentidity. Ordinarily, in a population survey report, there will be no need to
identify individuds, but results andysed for separate regions or subpopulations may cregste some
difficulties, like identification of these as drug regions or populations. If these results are consdered
useful, they need to be presented but taking the relevant people into confidence on this issue is
desrable.

The issue of confidentidity is even more crucdid in sudies usng information from key
individuds and agencies. Whether these individuds and agencies would agree to be identified in the
report, should be dearly discussed at the beginning of the study. Any promise of confidentidity,
must be respected in dl reports. If there is an overriding reason for findings from an agency to be
identified separately, the reasons must be communicated to the agency and a fresh negotiated
agreement reached.

These issues are not only important as ethica consderations, but may dso be crucid for
maintaining a dose working aliance with key individuds and agencies for further epidemiologica
studies.

3.3 Presentation

The way of presenting information in the report including the use of tables and charts should
be guided by the target readership. Charts, diagrams and other visua displays are preferable for dl
readers but they often can present only the summary data. Detailed results need tables, but complex
tables must be avoided except for serious scientific publications.
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An attempt must be made to present broad and generd findings visudly and detalled results
in tabular form. The text should only highlight, interpret and discuss the results presented rather than
repeat what is dready availablein charts and tables.

While the above scheme may work well for quantitative results, variations need to be made
for qualitative data. Presentation of the latter often requires textud description, but even here, an
attempt should be made to identify information that can be categorised and presented in a tabular or
chart format for eesier comprehension and better retention.

4, Application of the Results

There are severd issues related to the role of the researcher in facilitating the use of research
results. For optima utilisation of research into policy it may be necessary for researchers and
academicians to focus on priority drug problems in the country; for research managers to advocate,
promote and support development and drug abuse epidemiology; for policy makers and high leve
managers to better gppreciate what drug epidemiology is and use it to improve decison-making; and
for health workers, service providers and mid-level managers to better develop a capacity for critical
thinking and use epidemiologicd information in problem solving.

The production of reports should take into congderation the information required by the
decison maker. For each type of decison a different set of information may be required. For
example, dlocating resources for trestment services may need information on a number of people
using substances in a dependent or harmful way, the prevaence of hedth and socid adverse
consequences related to this practice (i.e. cirrhoss, cardiac conditions, suicide, HIV etc.) by regions.
But if the focus is on the prevention of the problem in relatively untouched populations, the variable
for the study should be degree of experimentation and use of drugs. Sometimes adequate data are
available but frequently these are not analysed or interpreted to provide meaningful information to be
used in decison-making.

The type of information that may be needed dso depends on the existing state of knowledge
of aproblem. If, for example, there is a suspicion that the use of a new substance is expanding, (i.e.
MDMA *“ecdasy” in formerly non using groups), we need to know what is the problem; if a
problem exigts but thereis little information about it, (i.e. reasons for the epidemic increase of the use
of stimulants and sources of acquisition), we need to know what are the characteridtics of the
problem; if there is some evidence that certain factors may be contributing to the problem (i.e.
increased avallability of cocaine) and others may be the result of the problem (i.e. normalisation of
use or socid tolerance toward users), the research project should be directed to learn more about
the relationship between the characteristics associated with the problem; if association has been
established then the research should address the issue of cause or contribution, (i.e. study of risk and
protective factors and consegquences).
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Applicability is enhanced if the researcher can identify areas of concern, prioritise the
problems, formulate a research protocol that addresses the concerns of decison makers, and
present the results answering to these concerns, consdering degree of familiarity of the decison
maker with the research process. The part of the report that includes the recommendationsis crucid,
they should fallow logicdly from the discussion of the findings. They may be summarised according
to the groups toward which they are directed. For example, “policy makers’ - hedth,
trangportation, socid wefare, labour, commerce, etc. - managers, saff, community. It is useful to
add to the findings of the study being reported, supportive information from other sources and
avaladle information on other relaed factors. They should be discussed with al the persons
involved, before the find report is finished. A summary of main recommendations may be added to
the summary.

Pathmanathan (1992), suggests the use of techniques of socid marketing to promote the use
of research findings. According to him marketing in a research inditute has four mgjor dements: .
andysing the target group and “product”; ii. planning the development of the “product”, defining its
vaue, promotion and digtribution; iii. organising strategies to link researchers with potentia research
usars and iv. controlling the demand of the product. The “product” might be the research results,
the methods developed, the human sources trained, the recommendations or public policy
implications. These “products’ might vary for different potentiad users (i.e. funding agencies,
univergties, hedth managers, etc.). The demand of the “product” deds with the dissemination of
results and the avallability of reports for satisfying potentia demand, this issues is often forgotten
when planning a survey and estimating costs for funding purposes.

An important source of increasing awareness of a problem and support the need of trustable
information is communicating results to media. As in many cases the interests of the media (insure
audience) and of researchers (objectively communicate findings) do not aways metch, it is advisable
to prepare a written report in an adequate format for use by the mass media

It isuseful to draw aplan of action to ensure that the data do not end in areport with little or
no impact on decison makers. Varkevisser et a., (1991) recommend the consderation of the
following questions: which recommendations can be implemented without further authorisation
or extra support?; How can you proceed with the implementation?; for which
recommendations is the support of the authorities required?; in what ways can you encourage
this support? The agpplicability of possble results and recommendations will greetly depend on
factors like support from authorities, availability of resources and perception of the needs of data for
making decisons. Thus it is ussful to darify the viewpoints of managers, hedth care workers and
researchers in relation to the problem. When actions require planning by severa parties, a workshop
where parties can discuss the findings and dternatives can lead to commitment of the different parties
to work together.

When paticipants are in direct postions of managerid responshility, or higher level decision
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makers have been involved, recommendations are more likely to be implemented soon after the
studies are completed. Political acceptability of recommendationsis dso useful. If authorities invited
share the interest and support recommendations, the chance that the results of the study can be
implemented are increased.

5. Epidemiology and Public Health

Chapter 2 of this guide (Defining the Problem) discusses some of the reasons why an
epidemiologicd inquiry may be initiated, reviews key drug abuse research questions and identifies
methods appropriate for the investigation of specific questions. The remainder of this chapter
illustrates how the information obtained from drug abuse epidemiology research can serve as a basis
for community education and action, and program development; and, can contribute to specific
public hedth objectives. By usng the so-cdled “epidemiologicad triad” of agent, host and
environment, it is passible to plan comprehendve public hedth actions. Using this paradigm the target
might be defined as substance use, dependence, morbidity, mortality or socia problems, where
substance use plays an important role (i.e. cirrhos's, accidents, cancer, violence, etc.). By defining
actions pertaining to the agent or substances, the host or individud user and the environment it is
possible to link biomedicd, dlinica, epidemiologica, socid and services research findings. It is dso
possible to define actions at the different levels of prevention (primary, secondary or tertiary) and
through the andyss of risks, suggest different actions in type or intensity, according to the leve of
risk or vulnerability in the individud.

Some examples are provided here on how, based on information from epidemiological
surveys, public hedth actions may be planned for the three levels of prevention and the three
elements of the “epidemiologicd triad”.

Examplel. Leve: Agent/ primary prevention.
Aims 1. control of availability. and ii. reduction in the level of risk of the agent.

I. surveys are an invauable tool for gaining knowledge on the regions of the country where
different types of drugs are available and used. Persons interviewed may be asked to
provide their perceived availability of substances, the occasions where different drugs have
been offered to them, their knowledge on peer use, the places where they get the drugs, €etc.

. an example of thistype of contribution may be drawn from studies on specia populaions
that inhalants in Mexico, by asking the users on type of substances used. It was possible
to examine samples to track highly intoxicant components and regulate their distribution
and diminate from the mixtures sold in smal outlets, that were the main source for the
minors. These observations dso lead to important biomedica and dinica research that
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eva uated the psychotropic and toxic effect of various components and mixtures and to a
regulation that prohibits that solvents are sold to underage youth.

Other contributions are the study of attitudes and use of beverages with low or non acohol
content, filter tipped cigarettes, etc.

Examplell. Levd: Host/primary prevention.

Aims. i. promotion of moderate drinking and of low risk; ii) prevention of risk of experimenting and
using substances (tobacco and other drugs); iii) control of passive exposure to tobacco.

I. A bass for this intervention is the knowledge on patterns of drinking of different type of
beverages and in different subgroups of the population, in different circumstances (i.e. while
with children) and occasions (i.e. before driving or a work) drawn from epidemiologica
surveys. Other variables of interest are the degree of knowledge on dcohol metabolism,
intoxication levels, levels of risks, norms and attitudes, socid barriers to moderate drinking
efc.

. Epidemiologicd surveys can provide information on the factors tha differentiate users from
non users, those that quit using after experimenting and those that continue using, those that
turn to heavy or dysfunctiond users. Risk factors (i.e. presence of adcohal in the family,
history of conduct disorders) can be identified and their influence can be studied in presence
of other individua or environmentd factors.

. Surveys can dso provide useful information on passive exposure to tobacco and norms and
barriers toward the regulation aimed a providing safe places, degree of awareness of the
risks and acceptability of imposing restrictions as forbidding tobacco usein public places.

In dl three cases, surveys can dso hdp to evauate education campaigns and effect of
regulations on knowledge (i.e. awareness of risks associated with different levels of acohol
exposure) atitudes (i.e. agreement on the benefits of restrictions) and behaviour (i.e. use of security
belts, avoid drinking before or while driving).

Examplelll. Leve: Host/secondary prevention.
Aim: Early identification and trestment, harm prevention.
Surveys can help identify individuds at risk due to their drinking habits & an early stage

before they start to present problems, barriers for seeking help and knowledge of places where they
can seek help.
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ExamplelV. Levd: Hos/Tertiary prevention:
Aim: Treatment and rehabilitation, prevention of consequences.

Edtimation of needs for planning of services is one of the important uses of Epidemiology.
Complementary information on patterns of service utilisation, role of sdf hep groups and other
dternatives for treatment and specidly the reasons for not usng services, culturd bariers,
accesshility, lack of information etc. may aso be very useful in planning substance abuse services.
Quadlitative gpproaches amed a studying hard to reach groups are specialy useful for the study of
users who do not attend treatment.

ExampleV. Levd: Environment/primary/secondary prevention.

Aims. Strengthen socid controls that limit use of tobacco and drugs. Modification of socid norms
that favour alcohol misuse.

Epidemiologica Sociology (Dufour, 1995) has proved to be very useful in ganing
knowledge about socia norms and attitudes that influence behaviour and problems, an interesting
example of this gpproach is the WHO Community Responses to Alcohol Related Problems (1981).
By including in the study reasons for drinking, getting drunk or aogtaining; quantity of acohal thet is
acceptable for different groups of the population, mainly defined by age and sex; and for drinking in
different circumstances (before driving, at home, after work, etc.) and by comparing responses given
in different cultures (Roizen, 1981) it was possible to identify areas that deserved specia attention for
intervention.

Other examples are the questions used in the “Monitoring the Future Surveys’ undertaken in
the US (Johnston et al., 1995), and used aso in other countries such as Mexico Medina-Mora et
a., 19953) among students, that study socia tolerance or peer gpprova toward use that have
proven to have predictive vaue over experimentation and drug use. Variables that measure socia
acceptability or rgection of different type of users are aso useful to assess socid factors that limit or
promote misuse.

Example VI. Levd: Environment/tertiary prevention.
Aim: Strengthening of socid networks for support of addicts and their families.
Quadlitative studies that gpproach socia networks can be very useful in the study of ther role

in supporting vulnerable groups specidly spouses and other members of families of users, and thus
used as atool for trestment and rehabilitation.
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6. Relevance of Data to Different Objectives

Different types of data are rdevant to different objectives. For example, surveys of the
knowledge and attitudes of school children about drugs may help to design prevention programmes,
but they do not hdp plan services for narcotic addicts.  The purposes for which information is
collected, and the sorts of knowledge which are particularly important for those purposes may be
summarised asfollows:

to describe the nature and extent of drug use:
- incidence and prevaence,
- types of drugs used, availability and sources,
- profile of populationsinvolved,
- trends over time.

to plan hedth and socid services for drug problems:
- number and type of exigting services,
- extent and nature of problem use and consequences,
- pattern of risk-behaviours (injecting, sharing etc.),
- patterns of help-seeking and service utilisation;
- profiles of treated and untreated populations;
- differentiation of range of needs and whether met.

to develop prevention and education strategies:
- current prevention resources and activities,
- use patternsin the population and subgroups a higher risk;
- knowledge and attitudes regarding drugs;
- andyticd epidemiology (aetiology and risk factors);
- dynamics of drug initiation and continued use.

to project future trends:
- epidemic and econometric modelling;
- early warning systems.

to evauate public hedth interventions:
- Pprocess or outcome measures of trestment programmes,
- changes in attitude, behaviour €etc. in prevention programmes,
- basdline measures or relevant measures in control groups,
- short term and/or long term measures,
- assessment of contribution of intervention(s) to changes.
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7. The use of epidemiological data: some examples
The following illustrates some uses of epidemiologicd data
7.1  Assessng and developing prevention programmes for young people.

Chapter 2 of this guide (Defining the Problem) introduces epidemiology as a tool for
answering key quedtions related to drug abuse. A point is made tha carefully planned
epidemiologicd studies can provide a picture of the nature and extent of drug abuse in specific
populations and can be used as a basis for developing drug abuse prevention intervention strategies
and programs. Johnston (1991) describes how surveys designed to assess the nature and extent of
drug abuse in specid populations, such as students, can provide information useful to drug abuse
prevention. Such studies can:

1. definethe drug related problem that needs to be prevented;

2. indicate the ages a which such useisinitiated or problems are occurring;

3. identify the subgroups d the population mogt a risk in terms of their demographic and
lifestyle characteridtics,

4. provide information on a changing backdrop against which the effects of a specific prevention
efforts should be assessed;

5. identify certain key intervening variables such as attitudes and beliefs;

6. inform on behaviourd and mora norms with regard to drug use among young people and
other groups, that can be used in the prevention programs or massive campaigns,

7. evauate the extent to which mgor classes d prevention programs are reaching targeted
segments of the population and the subjective opinions of those populations as to the
helpfulness and effects of the interventions;

8. provide a picture of the combined effectiveness of dl forces in the society  that tend to
reduce drug use or abuse, including those that are planned programs, more spontaneous
efforts of groups or individuas and other historicd events.

While survey data can provide some information relevant for drug abuse prevention, a
broader range of epidemiological studies and methodological approaches are necessary to
investigate factors and processes associated with initiation and maintenance of drug use, and to
evaduate the effectiveness of gpecific prevention interventions. The experience of the Nationd
Ingtitute on Drug Abuse (NIDA) provides an example of how epidemiologica research has been
used to help practitioners in the United States plan more effective prevention programs based on
research evidence about what works. The results of more than twenty years of research have
helped to identify the important factors that put young people at risk for, or protect them from, drug
abuse, and have helped to evaduate the effectiveness of various prevention gpproaches. Research
has shown that no one program will diminate dl drug abuse. There are a vaiety of effective
gpproaches to drug abuse prevention which focus on risk and preventive factors within the individud,
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peer group, schoal, family and community. Experience indicates that drug abuse prevention efforts
are most effective when they are comprehensive and multi-faceted, and when they focus on reducing
the factors which place individuds a risk, and on srengthening factors which protect individuads
againg drug abuse. Effective prevention approaches are tailored to the needs of each at-risk target
group and are designed with input from those groups (NIDA 1997).

To assg people working in prevention from communities throughout the United States,
NIDA sponsored the National Conference on Drug Abuse Prevention Research: Putting Research to
Work for the Community in September, 1996. This conference convened government officias,
researchers, program planners, and community based practitioners from throughout the country. In
conjunction with this effort, NIDA produced, Preventing Drug Use Among Children and
Adolescents: A Research Based Guide (Sloboda and David 1997). The NIDA Guide was the result
of collaboration involving NIDA d<aff, drug abuse prevention leaders, and NIDA-supported
prevention scientists.  Specific questions were solicited from State and local drug abuse prevention
practitioners and key leaders in nationd prevention organisations. The answers were developed in
consultation with prevention scientists.

The Guide is presented in question and answer format and provides an overview of the
research on the origins and pathways of drug abuse, the basic principles derived from effective drug
abuse prevention research, and the gpplication of research results to the prevention of drug use
among young people. The following principles for the prevention of drug use among children and
adolescents have been derived from research in the United States (Sloboda and David 1997):

Prevention Programs should be designed to enhance “protective factors’ and move toward
reversing or reducing known “risk factors’.

Prevention programs should target all forms of drug abuse, including the use of tobacco,
acohol, marijuana, and inhdants.

Prevention programs should include sKills to resst drugs when offered, strengthen persona
commitments againg drug use, and increase socid competency (e.g., in communications, peer
relationships, sdf-efficacy, and assertiveness), in conjunction with reinforcement of attitudes against
drug use.

Prevention programsfor adolescents should include interactive methods, such as peer discussion
groups, rather than didactic teaching techniques done.

Prevention programs should include a parents or care givers component that reinforces what
the children are learning.

Prevention programs should be long-term, over the school career with repeat interventions to
reinforce the origina prevention gods.

Family-focused prevention efforts have a grester impact than strategies that focus on parents only
or children only.

Community programs that include media campaigns and policy changes, such as new
regulations that restrict access to acohol, tobacco, or other drugs, are more effective when they are
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accompanied by school and family interventions.
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Community programs need to strengthen norms againg drug use in dl drug abuse prevention
settings, incdluding the family, the school, and the community.

Schools offer opportunities to reach all populations and dso serve as important settings for
specific sub-populations at risk for drug abuse, such as children with behaviour problems or leaning
disabilities, and those who are potentia dropouts.

Prevention programming should be adapted to address the specific nature of the drug abuse
problem in thelocd community.

The higher the leve of risk of the target population, the more intensive the prevention effort
must be and the earlier it must begin.

Prevention programs should be age-specific, devdopmentaly appropriate, and culturaly
sendtive.

Effective prevention programsare cost effective. Resources spent on drug use prevention can
serve to lower costs within communities for drug abuse trestment and counselling.

The publication of the Guide was followed by the development of a more detailed et of
indructiond materids derived from research findings, the Drug Abuse Prevention Research
Dissemination and Applications (RDA) materids, which were desgned to help practitioners plan and
implement more effective prevention programs. The RDA materias provide practitioners with the
information they need to prepare their communities for prevention programming and to sdect and
implement drug abuse prevention drategies that effectively address the needs of their locd
communities. The audience for theses documents includes prevention program adminigtrators,
prevention specidigts, policy makers, community volunteers, community activists, parents, teachers,
counsdlors, and other individuads who have an interest in drug abuse and its prevention (NIDA
1997).

7.2  Deveoping interventions in the workplace.

Another example of utilisstion of results from epidemiologicad surveys comes from a joint
ILO/ WHO/ UNDCP multinationd project (Fauske, 1993). It is based in two research results: .
The observation that mogt persons with drug/abuse dependence were in fact employed (Robins,
1992, MedinaMora et a. 1991), turned the adtention to the need of conducting
prevention/intervention research in the work place. ii. The evidence from various surveys suggest
that the bulk of many harmful consequences occur among moderate users (Makela, 1992).

This project usng the red light paradigm is amed a keeping the non-risk workers, (safe
patterns of dcohol use green zone), a this leve, identifying workers at risk (yelow zone) and
modifying ther patterns of use, and channelizing heavy users (red zone) to trestment. One of the main
components of the project is the participation of the companies human resources department. The
research orientation is decided by the decison maker and the researcher acts as consultant and
advisor  to the manager. This modd has ensured the appropriation of the prevention program by
companies.
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8. Possible misinter pretation and misuse of epidemiological data

A find note is included conddering that caution must be kept in mind to avoid
misinterpretation of findings and possible misuses, when data are used by decison makers or other
persons not familiar with the technica aspects of thiswork. Thisis mostly unintended, but sometimes
can be ddiberate towards achieving specific ams.

Interpretation of epidemiologica data must consder issues associated with the extent of the
problem, its Sgnificance in relaion to other public hedth problems and its vulnerability or degree to
which it can be modified with public hedth policy.

One common misinterpretation is a poor understanding of the epidemiology of drug use,
limiting its scope to the traditiond modd of infectious diseases, thus focusing on the control of the
agent or drugs and on isolating the individua from the agent as the main god. More gppropriately,
the modd should focus on the interaction between an individua with varied degrees of vulnerability
and the environment (Kozel et d., 1992), thus making more emphasis on demand reduction.

Data obtained from surveys can aso be misused, often with important implications. Common
examples of thisinclude:

I. overamplifying the problem, consdering a generd category “drugs’ when there are
important differences between drugs, their effects and characteristics of users,

. not distinguishing between use and dependence and thus incorrectly characterisng the nature
of the problem and limiting the vaue of the data for needs assessment and targeting of
interventions,

il failing to understand the concept of risk and attributing casud links between variables;

V. generdisng results to a different setting or group of the population;

V. using ingruments or definitions without assessing culturd gppropriateness and introducing
adaptations, as necessary;

Vi. attributing sgnificance to changesin prevaence rates without considering confidence intervals
or usng sgnificance tests;

9. Conclusion

Reporting and gpplication of results are crucia steps in any epidemiological research. Close
attention to these right from the beginning of the research proposa is needed to ensure that the effort,
time and money used in the research contributes meaningfully to the development of sound public
hedth action and to the furtherance of our scentific knowledge base
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1. Introduction and background on the NIDA/WHO Expert Revison

This chapter provides a detailed description of the field assessment project and research
protocol used to produce a cross-culturally applicable modd core questionnaire suitable for use in
drug abuse epidemiology research. The modd questionnaire is intended to be a multi-purpose
ingrument indluding core standardised questions relating to drug use that can be administered with
minima training and supervision to a range of different target populations, and which can be utilised
in both interviewer adminigered and sdf administered formats (see Annexes 7 and 8). The
guedtionnaire is not a diagnodic ingrument.  This protocol and summary findings from the fied
assessment are directly applicable to the development of paradld questionnaires for other language
and cultura groups. The primary objective of this project has been to assess the cross cultura utility
of the draft model core questionnaire that was compiled according to the specifications of the Initial
Conaultation Group for the Revison of the WHO Manuas on Drug Abuse Epidemiology Project.
Additiond revisons were recommended by the field assessment site Principa Investigators during a
field assessment preparation meeting, October, 1994. The field assessment focused on key cross-
culturd issues related to questionnaire development such as. language, concepts conveyed, and
topics covered. The field assessment a Sx stes (one in each of the six WHO regions) utilised
systeméticaly applied qualitative research methods.

The field assessment phase described here is one part of the NIDA/WHO expert revision of
the WHO Offset Publications on drug abuse epidemiology, originaly produced in 1980 and 1981.
An Initid Consultation Group (ICG) of international experts in drug abuse epidemiology was
convened in November, 1992, to review exigting publications and develop recommendations for the
implementation of the revison project. The ICG recommended the crestion of a consolidated
manud, to include detailed guidelines for the compilation of a modd core questionnaires for drug
abuse data collection. The specifications for the proposed questionnaire were constructed to be
conggtent with the standards for drug abuse information reporting set by the United Nations
Internationa Drug Abuse Assessment System (IDAAS). The key agreements and recommendations
emerging from the ICG are asfollows

It was agreed that valid substance abuse questionnaires dready exist and many questions have
been used in different culturd settings as, for example, in sudies conducted in the United States,
Mexico, and by the Pompidou Group in Europe. The questionnaires used in these studies were
reviewed by the group and it was recommended that the final document should utilise the existing
technology and not attempt to develop new questions.

It was recommended that questions be identified from the existing vdid questionnaires and
complied into a modd “coré’ questionnaire which would cover aress identified as key for
assessment by the ICG. The ICG provided guiddines for the compilation (including content,
dructure, and formats) of the modd questionnaire. It was agreed that the modd questionnaire
should be developed so that it could be utilised in both interviewer adminisered and df
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administered formats. It was further recommended that the smple question format utilised in the
guestionnaire presented/ in the origind WHO Offset Publication 50 be retained.

It was stressed that the questionnaire should be clearly identified as a “modd” which, if utilised
appropriately, could generate data consstent with current recognised international standards. In
order for the model questionnaire to be utilised appropriately, the ICG stressed that it must be
caefully reviewed and evauated rddive to the specific socid and culturd context in which it
would be used, with adaptations incorporated where necessary.

It was recommended that a field assessment be used to illustrate the process of review and
revison involved in questionnaire adaptation. This would include the identification of Specific
questions and topical areas which the field assessment indicates may require loca adaptation.

2. Design Elementsfor the Field Assessment Project

The primary objective of the field assessment was to evaluate the cross cultura utility of the
draft model core questionnaire compiled according to the recommendations of the | CG. The cross-
culturdl field assessments were subsequently designed to meet the conditions and requirements set
out by the ICG. The group designing the field assessment created the following set of objectives to
achieve these godls.

i)  Assessthelinguistic and cultural applicability of the core questionsfor local language
and cultural variation

Linguigtic differences (problems in trandaion and conceptua transfer between cultures)
conditute some of the primary cross-cultural barriers to adoption of a core questionnaire. The
primary method used to meet this technological transfer objective is the trandation/back trandation
protocol. It was used to assess each question and to locate specific conceptud problems in the
questionnaires. Each fidld dte identified questions which posed problems in the process of
trandation and noted the type and severity of trandation problems encountered. This dlowed cross-
Ste comparisons to be made for each core question.

i) Identify potentially threatening questions and potentially culturally senstive
guestions

Since drug use and drug abuse are mordly and legdly interdicted in many cultures, it was
necessary to assess the questions in the core quetionnaire for their sendtivity to data distortion
semming from culturd barriers to accurately answering the questions. Focus group interviews were
used to identify sengtive or threstening questions, in order to determine how the wording could be
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made less threatening, or to identify other gpproaches to collecting this type of data The
recommendations were designed to identify the differences between misinformation resulting from
question ambiguity, which may be identified during the trandation process, as compared with
deliberately false answers caused by sengtive or threatening questions, which were identified through
qualitative cultural andyss of the focus group interview data

i) Identify whether and to what extent the questions address the range of drugs and
drug using behaviour s specific to the social and cultural context.

Changing patterns and trends in loca drug use have been identified world-wide. It was felt
that some mechanism should be included in the field assessment to determine the most current
configuration of drug use, and the mogt current information on attitudes towards illicit drugs. Free
listing data collection and focus group interviews were used to collect the data needed to meet this
objective. These two quditaive techniques dlowed the Stes to conduct a culturd domain
exploration of the types and the range of drug usein theloca cultures, and to determine the need for
extended coverage of the drugs surveyed in the core questionnaire.

iv) Assst in the development of annotations for the questionnaires, particularly
regar ding specific issues and topical areaswhich may require local adaptations

The overdl field assessment data collection process was designed to collect direct, culturaly
sengtive, data that would alow field based examples of both cross-cultura problems and cross-
culturaly comparable questions to be identified and presented as a guideline for the use of the core
guestionnaire. Focus group data, the methodological questionnaire, and the field assessment
summary reports (including trandation issues, results of focus group, and free litings) were used to
congtruct the annotations.

v)  Obtain the input/recommendations from field investigator s regar ding methodological
issues in the development of annotated model self administered and interviewer
administered questionnaires

The Principa Investigators were chosen for their expertise in dcohol and drug research a
both an internationd and locd level. These individuads condituted an expert pand on the
methodologica issues associated with the congruction of the mode questionnaire. They were
consequently asked to respond to methodological questions which arose during the development of
the mode core questionnaire, based on the field assessment data collected by their Ste, and their
experience with congructing cross-culturally gpplicable epidemiological instruments.

357



CHAPTER 10 - FIELD ASSESSMENT OF M ODEL CORE QUESTIONNAIRE

3. M ethodology

The cross-cultura field assessment of the core questionnaire required the use of severd
sysematic quditative data collection techniques. Research Centres in sx culturdly different
locations (Egypt, Greece, India, Mexico, Mdaysia and Zimbabwe) agreed to participate in the field
assessment. The data provided by each gte included: 1. an initid information assessment that
provided contextua information about the culture and drug use in the loca area, ii. data collected
through the trandation/back trandation protocol, iii. data collected using the fredigting protocol, iv.
focus group interview data, and v. the Principd Investigator methodologicad questionnaire. This
common format alowed for successful cross-Site comparison of quditative data, in addition to
generdting excdlent data for individua Ste modification of the core questionnaire as a cross-
culturdly vaid ingrument.

3.1 Initid Information Assessment

Each field ste was asked to provide descriptive information on the local area and country;
and, a brief description of substances used and patterns of use within the country, drawing on
existing sources of information such as government reports, research literature, and specid studies
such as the WHO Culturd Applicahility Research (CAR) Project. The initid information assessment
consged of a secondary data and literature review that provided information about the
demographics, culturad parameters, and key issues pertaining to drug abuse at the loca dte. This
information was gathered and summarised prior to or during the process of trandation and served as
a useful background for the process of trandating and adapting the questions. These data provided
important cross-cultural, contextua, and comparative information for the field assessment. Field
Sites were also asked to provide a brief description of official socid policies related to the use of
drugs, (i.e.,, which are legd, illegd, restricted by age or other condition) and a brief description of
cultural values associated with each drug (a poditive or negetive view of use). A standard reporting
format was utilised to facilitate the consstency of reporting this information across the six field Sites.
The completed initial assessments provided a standardised framework across the participating Stes
for the interpretation and comparison of findings.

3.2 Trandation/Back Trandation

Each ste trandated the sdf administered and interviewer administered core questionnaires into
one major loca language. Standard trandation/back trandation methods were used to produce an
acceptable language verson of the questionnaires. A smdl systematic data collection module was
added to record the type and severity of trandation problems encountered. This information was
used to identify the cross-culturd, or cumulative, issues relaing to the trandation process and the
linguidtic issues relating to the core questionnaire, as well as dte specific issues. The origind
questions for the English verson of the questionnaire were chosen to be as smple, clear, and concise
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as possible, based on the use of questions that had previoudy been used in studies in which they had
been tested for vaidity and reiability.

One of the difficult issues that the trandation protocol had to accommodate was the use of
colloquid or speciaised language in the original questionnaire. In some cases, linguigtic research had
to be conducted prior to the development of the trandated instrument, to determine appropriate
replacements in the second language for the colloquia terms, or for specid terms used by sub-
populations, such as loca names for drugs. In a number of cases it was necessary to provide
multiple terms or variants, to cover regiond and/or didectica differences in the words used in the
questionnaire.  Alternatedly, the colloquidisms were identified and replaced in the origind
guestionnaire with terms that are more generdly understood. These more generic terms could then
be trandated into the second language using generdly understood terminology in that language. One
note of caution to this approach is that it may make any prior validity and rdiability sudies on the
origind questionnaire invalid for purposes of comparison, since the origina questionnaire has been
modified. The protocol used for the trand ation/back trandation processisincluded in Annex1.

3.3 Focus Groups

The focus group protocol, coupled with the focus group training in Athens, provided a
standardised process for collecting and analysing interactive quditetive data at each of the gStes.
Severd conditions related to the conduct of the focus groups were agreed upon by the Principle
Investigators. Participants were given a copy of the trandated Self Administered core questionnaire
before the focus group discussions, so they could review it prior to the discussons. It was made
clear to participants that they would not be asked to answer the questions in the questionnaire and
that no information on their own use of substances would be collected, rather that they were helping
to determine the cultural applicability of the questions. Appropriate flip chartsposters were prepared
with the questions from the questionnaire sections, for use in the focus groups. This alowed the
moderators to provide a point of reference for discussion on specific sections and specific questions,
and it provided a reference for reading and reviewing questions for non-literate participants.

A minimum of sx focus groups were conducted a each Centre, Each group included
gpproximately 6-10 participants and lasted for gpproximately 2 hours. The Principle Investigator
Group jointly designed the focus group questions to address the cross cultura applicability of the
core questionnaires and to identity other issues related to the development of those instruments.

Focus Group discussions at each Site were lead by a moderator and followed the content of the
Focus Groups Guide Questions developed for the project. During the Athens Field Assessment
Training Meeting, the Principle Investigators agreed to sdlect comparable focus groups and to recruit
individuas for those groups so that there would be at least one group discussion at each Site where
the participants were drawn from the following groups of respondents:.
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hedlth and socid research professonds

youth and adolescents

members of the culture who have or have had acohal or drug problems or who use dcohal or
other drugs heavily

treatment providers

The common focus group protocol used at dl stesis provided in Annex 1 a the end of this
chapter. Annex 1 aso contains the focus group guide questions and examples of data collection
forms.

34  Freelidings

The free liging data collection method is used in many different contexts where it isimportant
to rgpidly explore the content, limits, and the meaning of an important cultura domain, such as drug
use in a particular culture. The data can be collected ether as an interview, or as a sdf-administered
listing exercise.

In the case of this study, it was important to do a Site by Site assessment of the types of
drugs that were in use in each location, and to explore the meaning of those drugsin the local culture.
Each ste was requested to follow a systematic free listing protocol, as described in Annex 2. The
focus group participants were asked to complete a free lising exercise as one specia part of the
data collection process, as a “warm-up” exercise prior to the focus group discussion. This exercise
used a ample question format, such as “What are dl of the types of drugs that are used in this
region” The consolidated data, or listings, from each of the informants alows a thorough exploration
of the dements (both the most sdient drugs and the variety of drugs) in this culturd domain. These
ligtings often identify new substances that are being abused, as wel as providing an excdlent,
linguigticaly relevant, st of drugs that can be induded in epidemiologica surveys. The free liging
protocol used at each of the Centresisin Annex 2 of this chapter.

3.5  Methodologicd Questions

The Principa Investigators were asked to respond to a series of methodologica questions
which arose during the process of developing the modd core questionnaires. In addition, some of
these questions were embedded in the focus group data collection and andyss, as well. The
guestionnaire contained a series of open ended questions in which the P.I. was asked to discuss the
methodologica issues for their culture and research area, and to provide a rationde for ther
recommendations. The questions were divided into genera issues and section specific questions for
the core instrument. These questions are included in Annex 3.
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4. Multi-site Co-ordination

The successful gpplication of these methods required both support to individua stes, and
cross-gte co-ordination. This co-ordination was undertaken by PSA/WHO Geneva daff. The
process included i. establishing common personne requirements, ii. cross Ste co-ordination, and
iii. the implementation of quaity control mechaniams. It was recommend that each Ste sdect
appropriate personnd, in addition to the Principa Investigator, including one or more focus group
moderators (one may be the Principa Investigator), up to four bilingua trandators, and a socia
scientist for consultation in quditative analyses.

The fidld testing was managed and co-ordinated & two levels. At the country leve, the
Principa Investigator was respongble for the implementation of dl the activities and the overal
supervison of the project. The Principa Investigator dso ensured adherence to the testing plan
schedule. At an internationa level, WHO/PSA project staff liaised with the Principd Investigetorsin
the participating centres to ensure that the scheduled activities were undertaken in a timely manner,
by maintaining regular contact with field Ste Principd Investigetors and responding to problems
which arose.

WHO/PSA project staff periodicaly contacted field centres regarding the progress of the
studies and problems encountered. To generate the highest possible quality data and to assure
congstency in gpplication of methods across gSites, the data collection phase was preceded by a
centralised 3 day training workshop for Principa Investigators. During the workshop, field centres
discussed and agreed upon the use of common reporting formats to facilitate and standardise the
reporting of information to enable systematic detailed comparison of results across Sites.

5. Summary of Resultsfrom the Field Assessment Project.

The field assessment dlowed the project team to evauate dl of the objectives set out for this
project by the initia expert group and the field assessment group. It alowed the project to evauate
the cross-culturd applicability of the mode core instrument. The gppended annotated instruments
(Annexes 6, 7 and 8) are the primary products of the combined expert group and field assessment
process. These instruments provide the basic questions; note where local variability may improve the
ovedl qudity of the data; and provide examples of how changes can be made to the basc
questions, dong with the rationde for making those changes.

The mgority of core questions do not pose cross cultura validity and reliability problems.
Some questions are more gppropriate in one form for some cultures, as opposed to another form for
others, but remain solidly comparable. In a few cases, specific questions pose problems for some
individud cultures that they do not pose for others. In the case where these questions are identified
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as locdly problematic, but broadly applicable, the field assessment process adlowed reasonable
subdtitution (or in some cases, dimination) for these questions. The following sections provide
examples of the results of the field assessment, as reported by the Six participating Sites.

51 Trandation/Back Trandation Procedures

The trandation/back trandation process was successfully completed at dl sx dtes and
produced key information on the applicability of the core instruments. Severd areas of trandation
difficulties or complexities were identified by a least haf of the Sites, while other areas were more
grictly locdised. In many cases, the problems were not in finding suitable words to trandate from
English to the loca language, the problems were caused by differences in socid conditions and
gructures (family, living arrangements), by loca interpretations of words and phrases, or by the
difference in attitudes towards providing certain types of informeation in the culture. The summary
gatement from the Greek site exemplifies the experience of most of the Sites:

“The trandation back trandation process showed that there were problems in the
goplicability of certain terms and items in the Greek culturd context”.

These difficulties included: the frequency questions (for example some dStes proposed
dternative coding frames for asking about the frequency of drug use based on the number of times a
drug had been used rather than on the number of days); some questions relating to socia
relationships (in some countries the concept of "living together” is not recognised); and other socio-
demographic questions such as those relating to education and occupation.. Other Sites had smilar
findings, and at the same time, found that most of the questions and the trandations went well and
could be modified to accommodate the differencesin cultural context.

In at least two cases, Maaysia and Mexico, one of the key trandation problems was not the
content of the questions, but their length and complexity once they had been trandated. The resulting
questions caused some confusion that could be diminated by smplifying the question once it was
trandated. Some additiona confusion was caused by some of the few remaining colloquidisms Ieft in
the English verson. For example, the phrase “on the street” (in the context of where respondents
were living) was not eedlly trandated, even when the meaning was clear in English. In Mdaysa, it
was not possible to find generic terms for some socid relationships, like spouse, and the term had to
be trandated into either husband (suami) or wife dteri). It was dso difficult to find some loca
equivaents of the drugs listed in the questionnaire. Another example of the concepts that are taken
for granted in some cultures, but not of equa importance, or equa ease for trandation, in others
were found mogt frequently in the demographic section of the questionnaires. The Egyptian Ste
noted that the ethnic minority groups in Egypt are very smdl, and are not a sandard part of
epidemiologicd surveys. They adso noted the sgnificant difference in atitude present in the
condruction of questions about dcohol, from the acohol consuming cultures, compared with the
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conditions that arise in Idamic countries where acohal is forbidden. The wording of those questions,
with the implied acceptance of acohol as alegd substance, may cause some differences in the ways
that the data are both collected and interpreted, cross-culturdly. They aso noted that, for loca use,
they had to diminate the word “ever” because it can take on severd different meaning when
trandated into Arabic. Trandating the questions without the word caused no problems, since in
Arabic one can deny or rgect something in our language without using the word “ever”.

The Indian site dso noted some of the specid difficulties of cross-cultura gpplicability of the
demographic questions. They found problems with the list of types of residences that were provided,
with some of the labels of relationships, and aso with the question on age. This highlighted some of
the differences found between literate and non-literate conditions. Asthe researchers state

“Nearly 50 percent of our people are illiterates and do not remember their date of birth.
They may not even know their exact age. It is quite often experienced that they ask the interviewer
to guess their age and record it. Thus, this the item may not dicit the right responsg’.

This ste dso noted that even where the same word is used, such as schoal, it may not have
the same meaning, or may be divided differently than assumed in the origind questionnaire. In this
case, school means the first 10 years of education, and College is reserved for education beyond
that level. If someone is asked how many years of school they have completed, they may answer 10,
and may fail to add the additional years of schooling that they received in College, thus providing an
inaccurate picture of their educationa achievement. This clearly illustrates the need for questions that
are sendtive to locd variationsin the schooling/ education systems.

One of the common issues that were brought to light by the trandation/back trandation
protocol were the “hidden assumptions’ of the English verson of the questionnaire. There are
relatively standard measurements for acoholic beverages in English spesking cultures. While some
variation occurs, the sze of containers, and the socid processes for consuming drinks remain
relatively comparable. In contrast, the Zimbabwe Centre noted that there was a serious problem
with the quegtion “how much did you drink”, since: “it is difficult to measure how much we drink
here especidly if it isaloca brew like Scud, asthisis shared by severd people from one cup when
drinking”. Sharing a continuous round of loca brew cannot be calculated in the same way as pouring
glasses from a pitcher as is a common drinking practice in the United States. Given the importance
of these loca brews, and the difference in their consumption compared with commercid or “clear
beers’. the ste recommended that there be a distinction between these and other beverages, and
that the measurement of consumption be modified to fit the type of information that individuas could
provide about these drinking occasions.
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Each ste indicated that the trandation/ back trandation process went well. In most cases the
trandation problems were relatively minor, and could be accommodated by a locdisation of terms,
by an explanation of what was desired, or by modifying the instrument to fit locd socid conditions
that were not anticipated in the English language versions of the questions.

52  Freeliding

The free listing protocol produced both expected and unexpected results for the field Stes.
The expected results were the successful listing, linguistic exploration, and identification of the variety
and range of drugs that were being used in the loca culture. The unexpected results were the
discovery of drugs and other substances that were not formerly identified by the field Stes as having
the potentia for abuse, or substances that were not formerly identified as being in use in that culture.
This turned out to be a highly efficient and effective method for repidly assessng the nature and
extent of drug use in the cultures. In some cases, the free listing exercise was important because it
pointed out key linguistic differences between different segments of the society. In Maaysa and
Egypt the researchers noted that the hedlth professonas and those providing drug related services
had some knowledge of both scientific and sireet names for drugs, while former and current drug
users tended to only know the street names and could not distinguish the drugs they were using by
the generic terms used in the survey instrument. Thiswould lead to under-reporting of drug use if the
dreet and the scientific names were not both provided in the survey instrument. This exercise was
aso useful in demongtrating differing levels of both exposure to drugs and drug terminology, and
knowledge about those drugs in different segments of the population.

The free-liging protocol was dso successful in providing important information for locadising
the questionnaires. As a brief example, the question asking about dl acoholic beverages produced
the following lig from a single focus group conducted among socid and hedth professonds in
Zimbabwe : scud (locd brew), Don Juan, wines, chibuku (loca brew), beers, 7 days (loca brew),
chihwani day (loca brew), vinyu (loca be origindly from Mozambique), skokiyana (loca brew),
methylated spirit. Even a short andlys's of these data points out the existence of two different acohol
beverage production and consumption systems (local versus wider commerciad production), which
leads to a clearer understanding of alcohol consumption in that culture. The same condition was dso
true of the other sites and dlowed key substances (such as Beedi smoking in India) to make the
questionnaire both more comprehensive and more sendtive to local cultural conditions.

5.3  Focus Group Data

The focus group data identified both the strengths and the wesknesses of the core
guestionnaire. This process alows the group to discuss, negotiate, and to arrive at either a strong or
aweak consensus on the issues being explored. These discussions provided important additions to
the free lising questions, provided linguistic explanaions for the difficulties encountered in the
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trandation/back trandation process, and provided additiond evidence to support the methodol ogica
recommendations provided by the field Site Principle Investigetors.

One of the most thorough discussions carried out at each of the dtes was related to the
senstivity of the questions in the questionnaire, both in terms of producing cultural embarrassment or
discomfort, and in terms of the likelihood that people would not answer the question honestly. The
Egyptian Ste reported on some extensive discussions regarding the place of acohol use, and abuse,
in an Idamic society, and the acceptability of some forms of recreationad drug use at celebrations that
would not otherwise be dlowed. The Maaysa site provided the view that: The only mgor barrier
(in using the questionnaire) was the whole focus of study, specificdly to identify extent of illicit drug
use. Because of the legd sanctions againgt illicit drug use, the issue of obtaining reliable information
from respondents alway's pose as a potentia conflict for the sudy. This has to be given consderable
thought and attention in the design of the study. These examples hdp darify some of the issues of
both socia embarrassment caused by some of the questions, as well as addressing the issue of
reliability of the data. Another area of questioning that produced discussions of socid reluctance to
answer was in the area of the demographic question on marita status. One of the options is the
phrase, “living as a couple. While some of the discussants fdt this might be adlowed, they aso noted
it was something that people preferred not to recognise formaly, since it went againg loca religious
custom. This type of response could consequently cause problems with the data collected in the
ingrument.

The focus groups were aso very useful in determining where there might be confusion or
ambiguity in the wording of the questions. For example, in Egypt the term “unpaid work” was fdlt to
be potentidly derogatory or negative towards people who provide critical support of the family, at
home, but are unpaid. In another example, the Maaysan ste was able to determine that the term
“tranquillizer” was unknown in mgor segments of the drug using population, and the focus group
respondents were not able to determine which loca drugs, if any, fdl into this category. Thus,
questions ether genericaly about tranquillisers, or about specific tranquilliser would be difficult to
answe.

The focus groups aso confirmed the difficulties that were uncovered in the trand atiorn/back
trandation protocol, in terms of the variations in housing and socid relationship categories, problems
with age determination, ethnic group labels and descriptions, issues on the necessary labels for
gandard sized beverage containers, and even problems with the ligting for the szes of towns and
cities in the insruments. They noted the need to Smplify some of the questions, and noted a number
of issues (lifetime use, socid consequences of use, and cultural vaues and rationaes for use, in
particular) that they felt should be added to the core instrument. The priority placed on including
these issues varied from ste to site and in some cases from focus group to focus groups. These
discusson were particularly valuable in producing the annotations for the core questionnaire. Whilst
standardised questions across countries and cultures are highly desirable to enable comparability, the
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questions mugt be sengtive to locd variations. Focus groups are one way in which locd definitions
and coding frames can be congtructed.

54  Methodologicad Questionnaire

The results of the methodological questionnaire fal in the two categories of generd issues
and section specific issues. Within the generd category, two questions were addressed. The firgt
relaes to the collection of data on the frequency of drug use, and the second requests
recommendations for questions of local importance not listed in the core questionnaire, which would
be important to add for research in the loca cultures.

The cross culturd differences in the way that time is understood and described in various
languages and cultures caused differences in the preferences at each site on the way the standard
guestion requesting information on the frequency of use of drugs is worded. In some groups, it is
clearer to the individua to ask the number of “times’ drugs have been used, in others, the number of
“occasons’ drugs have been used in the padt thirty days. Thisissue is complicated by the difference
in preference to use 30 days, versus one month as the best frame of reference for recent drug use.
These preference fdl in a least four combinations. occasions in the past 30 days versus the past
month, and times in the past 30 days versus past month. The overall cross-Site assessment of these
differencesis that any of the four combinations provides sufficiently equivaent information to dlow a
judgement to be made in relation to the frequency of drug use in each particular culture, and that the
actua format used in one culture is dependent on the socid usage of these time frames.

The field assessment centres recommended the addition of a number of questions to the core
interview. These fdll into severa categories. The first was some form of question on lifetime use, or
lifetime frequency of use of each drug. This question was recommended in order to digtinguish
between individuals who are temporary experimenters from those who have a longer and more
severe patern of drug use. A question on the age of first use was included in the model core
questionnaire, however this does not provide information on continuity of use or pattern of use since
that first use. Other Sites recommended the addition of questions that explored the motivation for
drug use, agan with the rationde tha it would be important to disinguish infrequent and
experimental users from those who have a more severe dependence on drugs. It was dso felt at
severd dtes that it was important to be able to distinguish between the non-medicd use of
prescribed or medicdly available drugs, from the use of illegd or interdicted drugs in that culture,
This is further complicated by the fact that in some countries, “prescription” drugs are often sold
without prescriptions. At least two of the Stes fdt that it would be important to include questionsin
the core questionnaire that gather data on the perceptions and attitudes of the respondents to drugs
and drug issues, and to add a smal section on the consequences of drug use, in order to provide
information for drug policy development for the nation. While the recommendations for the wording
of these questions varied by ste, the rationaes for including each of these areas of information in the
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core questionnaire, or certainly in the fina questionnaire developed for each Ste, were uniform in
ther judtification of the importance of this type of information being asked in epidemiologica surveys.

The section specific recommendations were more diverse from ste to Ste, than the generd
recommendations, often reflecting local concerns and priorities. There were a number of issues
raised including: the diversity of use, attitudes towards use, consequences of use, and legal processes
intheloca cultures. Most of these issues were gppropriately accommodated through trandation, and
through the ability of each centre to interpret the research findings in a way that made them cross-
culturaly agpplicable. The following information provides some examples of the section by section
recommendetions.

The demographic section produced by far the most common and mogt difficult issues for
cross-cultura applicability. The differences centred on core cultural processes that, by ther very
nature are highly diverse. These include loca categories for educationd attainment, methods for
reporting age, occupationa categories, resdence patterns, issues about ethnic identification and
gender identification, as well as marita (or family) status. A smal number of examples are hdpful. In
terms of resdence, one Ste noted, “In the response set for the item “Where do you presently live
(most of the last 12 months)?’ the item hut or shack (temporary dwelling) is important” to capture
information thet is appropriate for rura or low socio-economic population.

The Mexican site noted that “the questions on residence lacks options such as shelters or
dreet” which are often important in urban settings. For severd dtes, it was fdt that asking
respondents about illegal income was threatening, and for others, any requests for information on
income of any sort were problematic. There were aso a number of occupational categories that
were recommended for incluson in the questionnaire. Since these occupations have a srong
relationship to socio-economic gatus, this type of addition may provide a Sgnificant improvement in
the data base, if they are accommodated.

There were adso recommendations for additions to the demographic section. At least two
stes recommending adding additiond information on respondents living arrangements, both in terms
of the number and the socid relaionships to the respondents (i.e., number of people respondent
lives with, and the numbers who are family, etc.). At least one Site recommended adding a question
to identify the respondents religion, and another recommended adding a question on the number of
rooms in the respondents home (again as a proxy for socio-economic status).

The sites noted that the primary list of drugs found in the questionnaire were focused on
those for which there isa ggnificant level of internationd trafficking, and that many of those drugs are
found in very low percentages in the locd culture. While there was strong agreement that the so
cdled “international drugs’ should be surveyed, it was adso noted that each of the Sites should add
localy significant eements of drug use as well, both to capture local use patterns, and to suggest
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forms of use that may be present in other countries, but are not captured by the current lists. Some
local examples of substances and behaviours recommended for incluson were: betel nut chewing,
snake bite addictions, and Beedi cigarettes, to name a few. In most cases this information can be
gathered by adding localy relevant drugs to the questionnaire.

As a second issue, dmogt dl of the Stes made recommendations to modify the language
used in the quegtionnaire in regard to the loca culturd differences in prescription versus non-
prescription use of drugs, and the illegal versus legd use of drugs. There are sgnificant differences
among the gtes in terms of the drugs that are legal and those that are interdicted for use. In some
cases, doohal is legd, and in others it is not, as one example. And there is the problem of “quas
legd versus legal or illegd drugs’. In some cases there are laws that restrict the use of substances,
mogt often plants such as ganga or hdlucinogenic mushrooms, but there is such an extensve loca
history of use of these substances that they become defacto legal substances in some socid settings.
Findly, there is extensive varidion in the types of control that are placed on the didribution of
pharmaceuticals in each area. Many of these manufactured drugs have both medica uses, and non-
medica abuses. The core questionnaire attempts to cgpture both the non-medica uses of legd
drugs, and the illegd uses of interdicted drugs. In some cases, the cross-cultural variation at the
various Stes necesstates localy specific wording to accomplish this task. For example, one ste
noted, “In our country, “over-the-counter drug” is a difficult concept. A Szesble number of
prescription drugs (like antibiotics, tranquillisers, smooth muscle-relaxants) are sold without doctors
prescriptions. Because of the ignorance of people, and poor enforcement of laws related to drug
ses, it is difficult to differentiate over the counter drugs and prescription drugs. Another dte
reported “All legd drugs (inclusive of controlled drugs) are avallable over the counter. Thus it is
necessary to specify the types of drugs being referred to”. However, in generd the use of culturally
appropriate trandation protocols were highly successful in overcoming these issues and alowed the
field Stes to produce appropriate core questionnaires.

6. Conclusons

This project included the use of four quditative research techniques for the investigation of
the cross-cultura gpplicability of the core epidemiologica questionnaire recommended by this studly.
The four methods (trandation/back trandation with assessment, free listing, focus group interviews,
and quditative methodologica questionnaires) complement each other and provide both
overlgpping, and unique data sets. The overlap was a ddiberate and successful attempt to
“triangulate’ the key issues and findings. Thisis one form of quaitetive research rdigbility and vaidity
testing. In the case of this project, the triangulation provided in depth confirmation of the primary
findings from a least three methodological approaches in the course of the project. At the same
time, each method covered sufficiently unique information that the overdl coverage of dl of the key
issues was much broader than would have been possible using only one of the research techniques.
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The find results of the cross cultura applicability sudy were incorporated into the
guestionnaire and associated annotations. However, the process itsef has proven to be highly
successful in producing a standardised, cross-culturally comparable, drug and acohol
epidemiologicd survey questionnaire that can dso be successfully made gppropriate for loca
conditions that may not gpply internationaly, but are very important for the development of
gppropriate drug and acohol policy. This combination of globa and loca applicability make the
overall process, in both its past and future applications, a success.
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ANNEX 1

TRANSLATION/BACK TRANSLATION PROTOCOL
Proceduresfor Trandation

The ided dtudtion is to have a minimum of two individuds independently complete the
origind trandation of the questionnaire into the second language. Each trandator should have
gppropriate knowledge of the group or population who are to be asked the questions in the
questionnaires (e.g. children of certain ages, adults, people from sub-groups within the culture, or a
broad generd audience), to increase the probability that the language level (reading or interview
vocabulary) used in the questionnaire will match closaly with the language leve in the targeted group.

During the trandaion process, the trandators should record any difficulties they had in
finding equivalent concepts or words for each question; they should record the fact that no problems
were encountered for specific questions as well. The trandators should aso record each instance
where there were dternative choices for aword or phrase, and a brief reason for their choice, over
the other choices.

Once the questionnaires have been independently trandated, they were exchanged, so that
each trandator has the opportunity to review the other trandations. Either one member of the group,
or the whole group should summarise the issues discovered in the trandation process. This initid
trandation summary should identify each question, or part of a question where there were differences
in word choice or structurd eements in each of the questionnaires. At this point the trandators
should meet in a group and discuss the aress of difference. The purpose of this meeting is to
determine the best consensua agreement on the wording for each question. This meeting aso
provides the opportunity to identify any significant cultural conditions that would prevent individuas
from answering the questions in a meaningful way.

51  Trandaion/Back Trandation ProceduresThe trandation/back trandation process was
successfully compleor back trandation is identica to the modd for trandation from the origina
language. Two or more people (who did not participate in the origina trandation) independently
trandate the ingrument from the second language back to the fird.

After the back trandators independently trandate the instrument, differences in wording
among the trandations should be recorded and discussed, to determine if the versons are
sgnificantly different in meaning when compared with the origind wording.

Once the differences are discussed and the appropriate wording of the back trandation
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agreed upon, the bilingua-bicultura pand should be reconvened. In this session, the pand members
should compare the origind questionnaire with the back trandated questionnaire. If sgnificant
differences in wording for a particular question have surfaced through this process, then the
trandation has probably dtered the meaning of the question beyond acceptable variation. It is not
unusua for mogt of the quegtions to be stable in the two languages, with a smal number showing
problems of varying degrees. These problem questions can be dedt with independently through
ather dimination, if thet is feasble, or through additiond attempts at trandation and back trandation
until a successful trangfer of meaning is achieved.
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ANNEX 2

FOCUS GROUP RESEARCH PROTOCOL

Complete focus group data collection involves three primary activity periods in which
information should be recorded to assure the preservation and the highest quality andysis of the
focus group interview data. The firgt includes the selection of the group members and the sdlection of
the ste for afocus group. The second is the focus group session, and the third conssts of al of the
post focus group endeavours (field notes, debriefing, data management). Proper data collection and
data management a each stage helps assure accurate analyss of the data Examples of data
collection and focus group data management forms are included at the end of this annex. They are
intended as illugtrations or examples, and are not the only forms for this type of data collection and
management and loca adaptations may be necessary to improve the utility of these forms for use in
the field assessment process.

) Group participant identification activities

Prior to the formation of a focus group, it is very useful to record (and later analyse) focus
group participant lists. These data include basic demographic information about the potentia and
actud participants, how they were contacted, and their reaction to the invitation to participate. This
information acts as a qudity control data set, as well as identifying any problems that arise when
certain population segments might be ether over-represented or missng from the focus group
participant lists. The primary areas for both process and evauation data collection include:

- a contact ligt that lists the individuas contacted about the group, and the rationde for the
sdection of each potentia participant. This information can be recorded in the Pre-Session
Contact Log, Part 1;

- a log of dl communications with the individuds on the initid contact lig, including their
response to the contact. Thisinformation is recorded in the Pre-Session Contact L og, Part 2;

- a preiminary participant lig, induding key characterisics which lead to an individud's
selection for group. Thisinformation is used for reminders and follow up contacts, and to provide the
moderators with a list of individuals who will be atending the focus group. This informetion is
recorded on the Initial Participant List.

i) L ocation development activities

The quality and the conditions that exist within the space that is used for the focus group can
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have either a podtive or deleterious effect on its success. Projects normaly record data about the
dte to provide both quality control information and to record any problems with the data collection
that might be caused by the physica environment. Key issues for the choice of a research location
incdlude the following:

- Sdecting a location that is gppropriate for high quality sound recording and comfortable
interviewing. Information about the location is recorded in the L ocation Record. This provides the
moderators with vauable information to help them design the proper setting for the interview in that
location.

- It is dso necessary to assure that there will be no interference from externd activities a the
time of the focus group. Noisy activities in the same building or outsde the room, as wdl as
interruptions from outsders can make recording during the focus group ether difficult or impossible.

i) Focus Group Data Recording Activities

The actud interviews must be ether audio or video recorded for andyss. In addition, it is
vauable to record ancillary information about the focus group process, such as spesker information,
overd| qudity of the interview, etc.. The following information is normaly collected for each focus

group:

- a record of dl focus group participants; including names, addresses, note late arrivals, note
relationships to other participants, etc. This information is recorded in the Participant Log for
Focus Group Session. Some of the information for this form can be collected directly from each of
the participants when they complete the Focus Group Participant Form &t the end of the focus
group session. However, the additional comments made by the moderator about each person's
participation can be very important information about the focus group which will assst in the andyss
of the data.

- afocus group session log for each focus group which includes the sart time, alist of questions
asked, notes of the time when each mgjor question is asked, and a record of mgjor probe questions
used. In addition, the moderator should sketch actud arrangement (physical location) of participants
inthe sesson. All of this data can be recorded in the Post Session Field Note L og.

- The entire focus group session should be audio-recorded from start to finish. It is best to use
at least two tape recorders at al times, to avoid loss of data.

- It is very useful to have an assstant moderator take notes during the sesson. These include
sequentia notes on who is speaking, notes of questions for the moderator to follow-up later in the
session, notes on the "tone' of the session and any problem areas that occur and what their
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resolution or lack of resolution were.

374



GUIDE TO DRUG ABUSE EPIDEMIOLOGY

- The focus group is conducted according to a set of Guide Questions. The questions used in
the field assessment are included at the end of thisannex. They are intended as illustrative examples
of the type of questions that can be asked.

Each guide question has a number of probes for diciting the required information. The early
questions are used to introduce the subject and to provide some useful contextua information.
Subsequent questions dlow for an in depth exploration of the subject.

iv. Post-Session Activities

To assure that the find analysisis gppropriate to the subject matter and to the quality of each
of the focus groups, the following set of information that should be recorded as part of the data
collection activities following each focus group:

- The moderator should record a set of post focus group session notes ether asindividua notes
from the moderator and assistant, or as an audio recording of a post-session debriefing on the focus
group. These notes should include an overdl assessment of the sesson, its strengths and
weaknesses, notes on key issues that were raised, notes on potentia cultural domains to explore
with further sessons and one-on-one interviews, as well as notes about individua participants and
their contributions.

- Each tape recorded during the session should be marked with appropriate identification
information (date, place, moderator, interview, etc.) and logged in the Master Log - Focus Group
Tapes. It ishighly recommended that each tape be duplicated to prevent loss of data

- The moderator should collect dl of the Focus Group Participant Forms from participants.

- Theided circumstance isto have the moderator and any other researchers present complete a
post sesson debriefing and record any potentidly useful information about the session. This
information can be recorded in the Post Session Field Note L og.

- The audio tapes should be transcribed as soon as possible after the sesson, so that the
moderator can help resolve any problem areas. All of the information about the audio tapes should
be recorded on the Focus Group Data M anagement Check List.

- Findly, we have found it useful to maintain amaster log of al of the focus sessions conducted.
It makes it easer to locate the information for a particular sesson. This information is maintained on
the Focus Group Master L og.

Modds for each of the above data collection forms are attached at the end of this annex.
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The following section contains the actud focus group questions and question guide used at each of
the Fidd Assessment gites (after suitable trandation) for this study.
FOCUS GROUPS GUIDE QUESTIONS

The following questions were used in the field assessment. They are intended as
illustrative examples  theses focus group guide questions relate to the model core
guestionnaire.

TOPIC |

We are trying to develop a set of questions that will help us understand drug use and drug
abuse in this society.

Would you plessetell us about dl of the different ways that drugs are used in this society?

What aretheillegd and the legal uses of drugs?

Who uses drugs and why do they use them?

QUESTIONSIN THE NEXT TWO SECTIONS ARE ASS STED BY HAVING LARGE POSTERS FLIP-CHARTSOR
OVERHEADS LISTING THE QUESTIONS FOR EACH SECTION SO THAT PARTICIPANTS CAN REFER TO
THE ACTUAL QUESTIONS DURING DISCUSSONS. MODERATORS SHOULD ALSO READ OUT EACH OF
THE QUESTIONS TO ENSURE THAT ALL PARTICIPANTS INCLUDING THOSE WITH POOR LITERACY,
UNDERSTAND THE QUESTIONS PROBE QUESTIONS SHOULD BE USED FOR EACH OF THE MODEL
QUESTIONNAIRE SECTIONS.

TOPIC I

What are the barriers that might make it difficult for people to answer or might make people
not want to answer the questionsin our questionnaire?

Probes:

Would any of these questions (in this section) offend people? If so which questions and why?

Are any of these quedtions (in this section) asked in the wrong way? If so which questions and why?

Are any of these questions ambiguous (i.e. they could be answered in more than one way) ?

If so, what are the different ways they could be answered that would cause confusion about them?

Are any of these questions confusing? If s0, which ones?
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TOPIC 111

In some cases, it may be difficult for people to honestly answer the questions we want to ask
about drug use.

We would like for each of you to tell us the types of questions that you feel people will have a
difficult time answering honestly about drug use in the society.

Probes:

Are there types of questions that people are likely to lie about?

Why will they lie about these subjects?

Are there types of information that people are likely to exaggerate, and why?

Are there types of information that people are likdly to forget to tdl us about, and why?

Are there types of information that people are going to be embarrassed to talk about, and why?

Arethereredistic dangers of legd sanctions for any behaviours subjects could report on the survey?

The focus groups were successfully conducted a each of the six Stes, using this protocol
and the question guide, above. This data was andysed usng sandard qualitative analys's processes,
and reporting, in accordance with the format established for the project (described below).
Collecting data from these specific groups alowed the researchers to conduct a direct comparison
of the focus group results across the six Sites. In addition, it was decided that each Ste could select
two additiona target groups for focus group interviews. These additiond groups alowed the ste to
collect focus group data from additiona populations that were especidly important in that location.
These groups were designed to be composed of individuas who would provide additiona cultura
information for the loca Ste, but were not necessarily matched with groups at the other Stes. These
population groups included those based on: age gender, socid class, ethnicity, religion, drug of
choice or another specific population characteristic defined by the unique circumstances of the
particular field site. All of the focus groups participants were asked to review the questionnaires for
purposes of discussion, prior to the focus group interview.
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FOCUS GROUP: PRE-SESSION CONTACT LOG

l. Part 1. Initid contect ligt, including rationae for sdlection

Name Phone Address
Retionde

1.

2.

3.

4.

5.

6.

7.

8.

9.

. Part 2. Contact Log

Name Date(s) Contacted

Remarks
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EXAMPLE ONLY

FOCUS GROUP: INITIAL PARTICIPANT LIST
Moderator:

Participant List

Name Phone
Rationdle

FOCUS GROUP: LOCATION RECORD
Moderator:

Sesson Informeation:

a session information (topic, generd group informeation)
b. on date:

C. session location (exact location of both building and room)

Session Date:

Date:

d. sketch of physica space, with location of individua participants, moderator, and others

noted.
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FOCUS GROUP: PARTICIPANT LOG FOR FOCUS GROUP SESSION
Moderator: Sesson Date:
Participant List

Namne Comments

s owbdpE

FOCUS GROUP PARTICIPANT FORM

Name

Address

Age

Sex

Reationship to any other member of focus group (reative, work,
recreation, etc.:

Name: Type of Reationship:

Would you like to make any comments about the focus group?
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FOCUS GROUP: POST SESSION FIELD NOTE LOG

Moderator: Date:

Sesson Location:

Session Participants:.

Session Topics (attach question and probe sheet)

Generad impressions and overall assessment of the session:

Key issuesthat were raised:

Notes about individua participants and their contributions:

Notes on potentid cultural domains to explore with further sessions and one on one interviews:

Comments and Speculations.
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FOCUS GROUP: DATA MANAGEMENT CHECK LIST

Focus Group Date Conducted Location

M oderator Asst. Moderator

Description of Group:

DatalLigt:
1. Tapes
Origind Recordings Duplicates Date

a. microcassettes IDs
b. minicassttes IDs

2. DataLogs

Log Recelved Date

____ Pre-Session Participant Log
___Focus Group Location Log
____ Group Participant Log
___ Post Session Field Note Log
____ Observer fidd notes

3. Transcriptions

Tape Number Date Transcribed Comments
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FOCUS GROUP: MASTER LOG -- FOCUS GROUP TAPE CASSETTES

Focus Group Tapetype Tape
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ANNEX 3

FREE LISTING PROTOCOL
1. Introduction

The free liging technique utilises the knowledge of culturd experts; individuads who have
information about the particular area of culture under study. This protocol will alow each Steto use
exploratory ethnographic research techniques to compare acohol and drug conditions in severd
cultures. The protocol can be carried out with a small number of respondents for each task. It is
recommended that at least 15 individuas be asked to create these lidts, for each important segment
of the population that is to be studied (e.g. male and female, drug users, trestment personne, etc.).
However, the actua number of respondents will be limited by the size of the focus groups that are
conducted at each Site.

2. Free Listing Procedures

Each individua is asked to name as many items as they can recdl, for the particular cultura
domain which is being investigated.

It isabest to ask for aninitid ligt, and then to ask once or twice more for the person to think
of anything else that should be added. When the respondent does not have anything else to add, the
ligt is complete.

Combining dl of the lists together produces a composite list for each domain. The lists may
contain single words, phrases, or short descriptions. The composte lists should include a list of the
items (incdluding synonyms for items), information on the number of times each item in the domain
was ligted by separate respondents, the total number of individuals who provided the origind ligt, the
total of the number of individud items listed (including dl duplicate items), and alisting of the percent
of the tota number of respondents who mentioned each particular item. This provides a
comprehengve list, and a measure of the sdience of each item.

3. FreeListing Questions
Two types of free liing questions should be asked by each ste. These questions can

provide important information for both the trandation/back trandations, and for the cross cultural
gpplicability discussion in each dte report.
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All sites should ask participants:

1. PHesselig dl of the substances that are used in this society by people who want to dter the
way they fed (get high, forget their problems, €etc.). (This question is asked in a generd way to be
flexible enough to include acohal).

2. What are the different names which people use to refer to?

(Regarding Q.2, free listings can be used to dicit street names for specific drugs; thisinformation can
be used to check or enhance the trandation of the questions which require identification of loca
terminology. Each site should determine for which substances they will ask this question).
OPTIONAL FREELISTINGS

The following are a lig of free liging questions from which fidd dtes may choose an
additiona quedtion if they wish. Thisisnot required.

It is recommended that atota of no more than 3 different free listing questions be asked (question 2
is considered one question even though it may be asked about severa drugs).

1. What are dl of the harmful consequences of using drugs?
Alternatives.

2. What are dl of the harmful consequences of usng (where each Ste asks about acohol,
tobacco, and one other drug)?

3. What are dl of the characterigtics that identify someone who is using drugs.
Probes:

a Are these the same or different characteristics as those of someone who needs to be treated
for problems associated with their substance use.

b. Are the characterigtics different for different drugs?
If s0, what are the most important characterigtics that go with each drug?
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4, What are thelegal consequences of using drugs in this society? (Alternative, choose 3 drugs
and ask consequences of each)

5. What are the health consequences of using drugs?

6. What are the consequences to the family, if someoneis using drugs?

7. What are dl of the conseguences to society that are caused by people who use drugs?

The Fredigting Data Coallection form to be found at the end of this annex provided as an
example of one way in which the data can be collected for this type of andysis.

Free Listing Data Collection Form FreeListing
Site: Interviewer: ID
Demographics:

Sex Age Educationd Leve
Occupation

Free Liging Datax
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ANNEX 4

METHODOL OGICAL QUESTIONNAIRE
l. General issues:

A. The first questions relate to the loca options for determining the frequency of drug use per
30 days (ALCOHOL and OTHER DRUGS).

"Days" is the response unit which was recommended by the Initial Consultation Group;
however, "occasions' is more frequently used Pompidou surveys, Monitoring the Future
Survey), aswell as"times” .

Isthere a standard way of framing this question in research in your country?

How would you recommend framing this question/ response?

B. Two additional generd questions are included to reduce the chance that any important
“core’ questions are not missed.

Are there any generd categories of questions which you would consider to be "core" which are not
included in thismode "core" questionnaire?

If S0, please identify and provide examples of how you ask those questions in your country.

II.  Section specific issues:

SECTION 1. SOCIO-DEMOGRAPHICS

C. Questions pertaining to residence, employment, work, and income were obtained from
two questionnaires designed for international use (WHO Publication #60 and UN Manual on
Drug Abuse Assessment). They include categories which were considered cross culturally
applicable and have been used widely.

Given your research experience in your country, would these questions be appropriate for your
country?

If not, how would the questions be modified?
D. Should dl the questions included be considered as core? If not, which should be diminated?
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E Are there socio-demographic questions which you would consder to be core
(internationaly) which are not included? If so, please identify.

SECTION 2: ALCOHOL USE

F. Regarding the time interva for the question on five or more drinks in a row if you regularly
use this question in your research, do you use a 2 week or 30 day time frame?

SECTION 3: OTHER DRUG USE
G. For non-medical use of medical drugs:

Isit gppropriate to use the phrase "without a doctor or a heath worker telling you to do so"? How
do you phrase this question in your country?

In your research, how do you exclude "over the counter” drugs?

Do you find the annotation referring to questions on non-medica use of drugs helpful (thet is,
p. 6, Annotated Guide, "Any use without a doctor's prescription, in greaster amounts or more often
or for any reason other than adoctor said you should take them such asfor kicks, to get high, to fedl
good, or for curiogty about the pill's effect.”?

H. Do you think that a consistently coded response to a mode of administration question would
be useful in identifying new, unanticipated ways that drugs are being used; or, could it confuse the
respondent?

l. Are there changes you would make to a proposed list of core drugs included in the Sdlf
Adminigtered Questionnaire?

By core we mean a minimal set of drugs which would be recommended to be included
in most if not all questionnaires on drug abuse. This would serve the purpose of encouraging
researchers to obtain information on drugs which are used in many countries, ever if the
researchers do not think all of the drugs are currently used in their country. Given the
rapidly evolving international drug trafficking situation, this approach could be valuable in
identifying use substances which are new to a country.

SECTION 4: DRUG INJECTION/SHARED NEEDLES AND INJECTING EQUIPMENT

J. Are there andard ways in which drug injection questions and sharing of injection equipment
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questions are asked in your country?

During the field assessment, these questions were analysed for cross-Ste trends as well as
for information for the annotations for the core questionnaire, usng standard quditative anadyss
techniques.




GUIDE TO DRUG ABUSE EPIDEMIOLOGY

ANNEX 5

FIELD ASSESSMENT GUIDELINESFOR DATA ANALYSISAND REPORTING

Participating field Stes provided a description of loca drug issues and culturd information
about each dte. In addition, each Ste conducted a loca anadlyss of the trandation/back trandation,
focus group, free ligting, and methodologica questionnaire data.

Preparation of Final Reports

Field stes were asked to prepare a summary report in English. Standardised formats for
presenting information on the trandation process, free listing exercises, and focus group discussons
were provided in a Field Procedure Guide to lessen the reporting burden on field sites and to
facilitate the cross Ste analysis of findings.

OUTLINE FOR TRANSLATION/BACK TRANSLATION REPORT

The report for the trandation/back trandation process conssts of three parts. Thefirdt part is
an introduction and overdl discusson of the issues encountered in the trandation/back trandation
process. The second part is a question by question identification of any problems, modifications,
ambiguities, or culturaly inapplicable conditions that were associated with each question. The third
section congsts of a copy of the origind questionnaire, a copy of the trandated questionnaire, and a
copy of the back trandated questionnaire.

Section I: Introduction

A. A nardive description of the process used in trandation/back trandation, including any
changes from the initia protocol.

B. Identification and acknowledgement of the individuas who conducted the trandation, the back
trandation, and the bilingua/bicultura pand.

C. A destription of any cross culturd applicability conditions or issues that were encountered in
the process that would be important to understanding the results of the questionnaire when it is used

inits trandated format

Section Il:  Question by Question Analysis
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The specific problems encountered in trandating each question should be identified in this
section. These problems may include lack of a particular word or term in the loca language,
differences in the way that a phrase or concept would be understood in the local language, or any
other problem in making the question cross cultura applicable.

Section I11:  Original, Trandated, and Back Trandated Questionnaires

OUTLINE FOR FREE LISTING REPORT

The report on the free ligting data includes an introduction that contains the actud question
used to compile the free lig, araionde for the question, a compodite table of each free listing and a
discussion of the ways that the free lists can be used to understand the cross cultura gpplicability of
the modd ingrument.

l. Introduction

This section describes the characteritics of each group that provided free listing information
(age, gender, socio-economic status, etc.), the question used to compile the list and a rationae for
the question (why this question or cultura domain was chosen for data collection.

. FreeListing Data

This section consigts of tables and brief discussons of each table. One table should identify
the composite summary of dl of the domain items listed for a particular question. If there are
culturdly important variations in the lists, by gender, age, occupation, socid datus, etc., then
segmented free listing summaries should aso be presented, as well.

1. Discussion

This section provides a summary of the contribution the data makes to understanding the
cross cultura gpplicability of the core instrument.

FOCUS GROUPS

There are two primary levels of qualitative data andysis that were consdered appropriate
for this project: descriptive and relationa analyses. Descriptive andysis describes the findings of
focus groups by summarisng each set of idess discussed by the informants, as well as using
quotations to illustrate each point. This provides readers with the clearest possible understanding of
the issues from the point of view of the respondents. In this andyss the purpose is to look for
smilarities, the emergence of patterns, and to recognise variations on themes in the data. In cases
where mogt participants say very smilar things, the summary of answers will be brief, but when there
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is condderable variation, the descriptive summary will be more extensve. Care must be taken not to
overly generdise or sdlectively choose information, but to accurately report on the findings.

The firgt descriptive andyss should be an atempt to represent the overdl postion of the
respondents on each question or issue. For example, the description of knowledge of respondents
about the availability of substances may read, "approximately half of the 24 respondents knew where
they could obtain prescription medicaments from a non-medica source...”.

Once the broad description is provided, it is usudly desrable to show the range and depth
of any varidtion. Thisiscdled arelational andyss. A reationd anaysis seeks to find how the most
common variations on ideas or themes are predominantly associated with important subgroups in the
population, such as differences between males and femaes, experts and lay persons, or different
socid or economic groups. The mgor points of quditative data andyss used in this sudy include
the fallowing: :

I. Note the mgjor themes of each focus group in relation to the problem being explored and
highlight them. You may decide what are important themes you will be looking for but, it is
important to be ready to recognise categories, themes, issues, explanations and beliefs that begin to
emerge from the information supplied by those interviewed.

ii.  Datafrom each focus group should be carefully read over and the issues extracted and put in
the different categories.

iii.  Identify each category by a code. For example, information related to the methods of using
drugs may be coded as "1" or information related to the Sde effects of drugs as "2". How the
categories are coded is the respongbility of the researcher. There will be overlapping of codes.
There may, for example, be information that fits into 2 or more categories, in this case, put this
information in al the necessary categories.

iv. It isimportant that through-out the analysis the codes remain the same. It is essentid that a
key to al the codes be available. The codes and the key may be modified as the data require.

V.  Oncedl the data (dl of the information in the interviews) is coded, it may be compared. What
are the most common categories of information to emerge from the data collection. Who seemed to
know what kind of information? What were the most important issues to one group as compared to
another group?

vi.  An andyss of the data should aso begin to create a category for vocabulary which is used
within the context of substance use, eg. locd names for drugs, terminology for those who sl
substance, words used to describe different levels of use, methods of use or effects of substances on
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people and words used to describe excessive use and health hazards.

vii.  Once the general patterns are described a picture of how many times each has been
mentioned, or prevailing beliefs, attitudes and explanations referred to will be available, and then
conclusons may be drawn from this. Meanwhile issues that appear to be unique can be noted for
further follow-up.

FIELD ASSESSMENT RESULTS SUMMARY REPORT FORMAT

A comprehensive comparative report summarisng the findings from the participating Stes
was prepared by each individua sSte, in order to produce a comprehensive, cross site andysis. The
following information was provided to each Ste to asss in the analyss and the production of these
reports.

Introduction

Each centre's report should provide a brief overview of the study and its background. This
will include any acknowledgements, lis of participanty collaborators, key sudies previoudy
conducted on the topic in the country, a description of any traditiona or historical ways that drugs
may have been used, broad characteristics of the culture which may have an impact on the use of
drugs, the channdls of supply of various substances, and the demand for products and sources of
important information.

Method

This section is concerned with how the study was carried out. It describes what methods
were used in the study: e.g. what was measured, methods used to manage the data, problemsin the
trandation process and/or in carrying out the protocol and so on. The essential material is specified
by the following subheadings:
a Choice of Focus Group Participants

Briefly mention how the participants were sdected, the areas from which they were drawvn
and any interesting aspects which you consder to be relevant to the study, describing those
characterigtics that are likely to affect the outcome of the study.
b. Ethics

If certain ethica practices were required, provide a brief explanation, eg. that a consent
form was used, as well as any specid data protection practices.
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C. Data Recording
Give an account of the process used to record the data.
d. Data Management

Describe very briefly the manner in which the data was managed.
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e Data Analysis

The approach used to analyse the data should be noted.
f. Results

The objective of this section is to present a summary of the data relevant to the study, to
communicate information about the results of any Sgnificant findings and report any interegting
variaions, themes or points. Appendices may be referred to here, as appropriate.
0. Discussion, Conclusions and Recommendations

This section should develop from concrete findings and end with an assessment of
implications of the findings, with specid emphasis on their relevance to your country. Investigators
may refer here to responses to methodologica questions posed in the study. Discuss any limitations
the study might have uncovered. If you encountered problems with the study, say what they are and
how to avoid them, e.g. culture-specific language.

h. Reference List

Provide details of references referred to in the report.
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ANNEX 6

ANNOTATED GUIDE TO THE MODEL CORE QUESTIONNAIRES FOR THE GUIDE
TO DRUG ABUSE EPIDEMIOLOGY

The mode core questionnairesin Annex 7 and 8 result from the field assessment described in
this chapter. These are intended to be multi-purpose modd instruments with core standardized
questions relating to substance use that can be administered with minimd training and supervisonto a
range of different target populaions (general populations, students, street youth; drug and other
substance users seeking trestment) in a range of different settings (schooals; prisons; drug and other
subgtance treatment and advice centres; in the community; and on the streets). The intent of including
model questionnaires in this guide is to provide a guide to the construction of culturaly gppropriate
guestionnaires which can be used to generate core data on substance use which are consstent with
current recognized internationd dandards. These model questionnaires are not diagnostic
ingruments. Questions addressing issues relevant for specific populations can be added to the core
sectionsidentified here.

The core questions only address demographic variables and measures of substance use.
Other measures should be given serious consideration for incluson. The field assessment reveded a
range of measures consdered important in the loca context. These included questions on:
knowledge, attitudes and behaviour related to drug use; demographic and individua characteristics
associated with increased risk of drug use; and health and social consequences of drug use. Some
these measures are discussed in Chapter 6.

This instrument is intended to revise and update the "Non-Student Drug Use Survey
Questionnaire” included in WHO Offset Publication No. 60 (WHO, 1981) and the "Y outh Survey
Questionnaire” included in WHO Offset Publication No. 50 (WHO,1981). The questions have been
compiled from these two early WHO questionnaires, as well as other more recent questionnaires
which have been vaidated and used in several countries. These questions were then assessed as
part of the field assessment and further modified.

It is not intended that these instruments should be used in isolation from, or the data
interpreted without, an understanding of the context in which the data were collected. Other
indicators from other sources should also be used. It is the intention that these data will form a part
of a much broader picture of the extent of and patterns and trends in acohol, tobacco, and other
drug use.
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Key aress of investigation are offered followed by some possble basic slandard questions
for diciting that information. These questions and, where gppropriate, dternative questions were
reviewed during the field assessment.
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SECTION 1 Eligibility check

SECTION 2 Socio demographics

SECTION 3 Cigarette and other tobacco use
SECTION 4 Alcohol use

SECTIONS5 Other druguse

SECTION 6 Druginjection and equipment

This annotated guide and mode core questionnaires should be used by researchers, fied
investigators and other potential users of the model in the congtruction of a questionnaire appropriate
for their own specific cultura and socid context.  Further discusson regarding the sdection of
variables and measures can be found in Chapter 6.

NOTESON SECTION 1. FRONT SHEET/ELIGIBILITY CHECK
This section includes:

- areminder to the interviewer (for persond interview format) about the criteria for incluson
depending on the target population - or possbly a check ligt of inclusion criteria (eligibility
check);

- areminder about confidentidity, ethics, and informed consent;

- a written statemert to be read to the respondent (for personal interview format) or read by
the respondent (for salf administered format) which explains the purpose of the questionnaire,
confidentidity, informed consent, and the right of refusa (an example of such a Satement is
given). Care should be taken in the wording of the statement. For example the fidd
assessment revealed that the word "sincerdly” was preferred to "honestly” that gppeared in
the origind Statement;.

- a brief reminder about how to code/complete the questionnaire (depending on whether it is
persond interview or sdf administered) for example, how to code missng data, non-
response, refusa, non-gpplicable data and how to follow ingtructions and filters;

- a unique identifying number which safeguards confidentidity and anonymity but prevents
double counting (S1.1);

- country/city/area code (S1.2);

- the date the interview was carried out (S1.3);
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- where the interview is being carried out (e.g., in atrestment centre (type), in a school, on the
dreet, in abar, in aprison, in the home, etc.) (S1.4);

- interviewer'sinitias (SL.5) (Interview Administered Format only);

- interviewers should be reminded to thank respondents for their participation.

NOTE: The field assessment did not test questionnaire adminigtration; it examined language, topics
and concepts. Field Sites were asked only to construct a front sheet and statement comparable to
that included in the modd questionnaire.

NOTESON SECTION 2: SOCIODEMOGRAPHICS

This section gathers the basdline data needed to describe the study sample. It should have
an introductory statement (an exampleis given). The variables covered by these questions have been
recommended as a minimum core data st.

Specid congderation should be made for the following variables/questions in usng and
trandating the mode questionnaire:

Sex:

Age:

Ethnicity:

Housing:

Theformulaion "l's the respondent male or female?' Was preferred or are
you mae or femde (S2.1).

There are different questions which can be used to obtain data on age. Field
Stes should sdlect the most gppropriate wording for the question for their
context. The field assessment reveded some difficulties with this agpparently
draight forward question. The concept of "birthday" is not cross culturdly
gpplicable and should not be used. The preferred formulation for this
question was. 'How old are you?' In some of the countries in which the
guestionnaire was field assessed people do not know their age (S2.2).

Coding of responses will depend on which main ethnic groups that exig in
the study region. Fed invesigators should establish the main ethnic
groupings in condructing and trandaing the question and response
classfication. The fidd assessment reveded some difficulties with this
question, including the lack of clearly defined ethnic groups or the bass for
such aclassification. Ethnicity can be a sengtive topic (S2.3).

A quedtion of this kind is extremdy ussful in establishing socio-economic
daus. Mug be sendtive to loca variations in housing and living conditions.
The field assessment reveded extensve variations in housng and living
conditions and that the classfication originaly suggested was ingppropriate.
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For example the word "agpartment” used in the field assessed classification is
rarely used outside the United States. Field investigators should establish the
main types of housing and living conditions in congtructing and trandating the
guestion and response classification (S2.4).

Education:.  Must be sendgitive to locd variations in schooling/education systems (such as
the "grade’ systems in some countries) and include "levels’ of education (eg
primary, secondary and tertiary). Should dso dlow for a ? never went to
school response. The term "school™ in many countries refers only to primary
and secondary levels of education and should be avoided. The preferred
formulation for this question was. 'How many years of formal education
have you completed?'(S2.5-S2.6)

Employment: Must be sengtive to locd variaions in employment and work practices and
sources of income. There may aso be a need to differentiate between the
unemployed and the never employed and regular and irregular work. The
field assessment revedled a great ded of variation with regard to classfying
employment. An open question could be considered, though a closed frame
facilitates analys's and comparison (S2.7-S2.8).

Rural/Urb:  Fedd Investigators should consider the gppropriateness of the population size
coding for ther context in trandating the question. The fidd assessment
reveded that the suggested classification was ingppropriate. The population
figures provided in the origind questionnaire were not useful. The preferred
formulation for this question was "Rurd or village" "City or town" (S2.9).

Marital: Fed invedigators should review this question in light of ther research
experience within their country. A range of different terminologies and
sengtivities were revealed by this question during the fidd assessment. The
category "living as a couple” included in the draft that was field assessed was
Seen as problematic in some countries (S2.10).

Main source Fidd investigators should consider the appropriateness of the response cod-

of income:  ing for their context. The category of illegd income may be problematic in
some contexts. The field assessment revealed that the suggested classification
was ingppropriate, particularly "public assstance” which is unknown outsde
of certain countries (S2.11).

Variationsin questions for interviewer administered format and saf administered format
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Sef administered model format: This format has been designed to avoid skip patterns. Each
guestion requires a response; responses are coded accordingly. The field assessment however
reveded that skip patterns were preferred to avoid unnecessary repetition.

Interviewer administered model format: This section includes one "skip”. A "no" response to
2.7 leads the interviewer to S2.9. May be problematic in that they may not be followed properly by
interviewers who are unfamiliar with questionnaires. This could result in questions being missed. In
the self administered format the skip pattern has been |€eft out.

NOTESOF SECTION 3: CIGARETTESAND OTHER TOBACCO USE

Tobacco use needs to be defined according to locd variations. In some areas tobacco
products other than manufactured cigarettes are commonly used - hand rolled cigarettes, 'beedis’,
cigars and pipes, but also chewing tobacco, snuff and other "smokeless' tobacco products. In other
countries these other tobacco products are unknown and could be excluded from the questionnaire.
Tobacco chewing is common in some countries but unknown in others, for example. Loca petterns
of tobacco use and locd names for tobacco products should be determined during the field
assessment of the questionnaire. A free listing exercise of the type described esewhere in this
chapter may be useful in this respect and is recommended. During the process of trandation, field
investigators should consider the gppropriateness and completeness of the questions identified in this
section for their context:

Quedtions S3.1 to S3.5 refer to manufactured cigarettes and hand rolled cigarettes. In some
countries beedis are the most commonly smoked cigarettes and should be asked about here.
Questions S3.6 to S3.8 refer to tobacco products other than cigarettes which are smoked; for
example, cigars and pipe tobacco.

Questions S3.9 to S3.10 refer to tobacco products which are not smoked; for example, snuff or

chewing tobacco. These products are common in many countries, yet in others practicaly unknown
and could be excluded. Loca names should be used as examples of these products.

Question S3.11 iswiddy used by the WHO Taobacco or Hedth Program. Again local names should
be used.

Variationsin questions for interviewer adminigtered format and saf administered format

Self administered modd format: This format has been designed to avoid skip patterns. Each
guestion requires aresponse; responses are coded accordingly.

Interviewer administered mode format: Thisformat includes skip patterns.
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NOTESON SECTION 4: ALCOHOL USE

The opening statement should be sengtive to loca custom, laws and religious attitudes to
acohol use. Alcohal should be defined according to locd variation (including beer, wine, spirits,
traditiond or loca brews) and this section introduced with an opening statement such as the example
given. Researchers should establish the main types of acoholic drinks prior to framing this question.
In some cultures dcohol is not mordly or legaly sanctioned.

Local patterns of dcohol use and locad names for acoholic drinks should be determined
during the field assessment of the questionnaire. A ? free lising exercise of the type described
elsewhere in this chapter may be useful in this respect and is recommended.

The term "acohalic drink™ may not be appropriate in dl English spesking contexts; the term
"acoholic beverage' may be preferred.

The term "drinks in a row" may not be understood or trandatable. Researchers should
edtablish the terminology to be used for ther linguigtic and cultural context.

Having established whether or not the respondent drinks alcohol a basic measure of

frequency of drinking and amount of acohol isneeded. "A standard drink™ should be localy defined.

It may be extremely difficult to determine a standard drink, however the local definition should be
carefully recorded.

Vaiationsin guesions for interviewer administered format and salf administered format

Sdf administered modd format: This format has been designed to avoid skip patterns. Each
guestion requires a response; responses are coded accordingly. Frequency of use in the past 30
days may have an open ended response where the respondent fills in the appropriate number of days
acohol was drunk or may have a closed coded response asidentified in the modd questionnaire.

Interviewer administered modd format: Thisforma includes skip patterns and an open
ended question for frequency of use during the past 30 days.

NOTESON SECTION 5: OTHER DRUG USE
Drug classification and coveragein questionnaires
There will be much locd variation in the types of drugs used, the waysin which they are used

and in the locd/colloquid (sireet/dang) names for the drugs. Field investigators should establish the
main types of drugs used, locd names, etc., in condructing this section of the questionnaire,
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Examples and descriptions should be included to communicate clearly to respondents the type of
drug to which the quedtion refers. It is useful to provide a brief introduction to each sub-section
dedling with each specific type of drug clarifying the nature and e type of drug. Examples derived
from exigting vaidated sdf administered questionnaires are included in the model.

Classfying drugs and developing a coding structure for the many types of substances is
problematic. Drug use is a dynamic phenomenon with new substances being used and manufactured
in different countries and regions dl the time. Loca patterns of drug use and local names for drugs
should be determined during the field assessment of the questionnaire. A ? free ligting exercise of the
type described el sewhere in this chapter may be useful in this respect and is recommended.

For these reasons, a core list of substances is suggested with loca variations added as
necessary. This could be based on the ICD-10 Classification of Mental and Behavioural Disorders
(F10-19 Mentd and behavioural disorders due to psychoactive substance use). Some drugs
included in the modd questionnaires may not be used or gppropriate in the local context and can be
excluded. Other drugs should be included if their use is common.

The core drug dasdfication lig from the Council of Europes Pompidou Group
(Epidemiology Experts in Drug Problems) is a good example of a classfication which covers the
main drug classes (see dso Annex IV: page 1. Drug treatment reporting systems and the firgt
trestment demand indicator, Council of Europe, 1994 for a full classfication). The following list has
been adapted from that list (see dso Chapter 6).

1 Heroin and other opiate/opioid type drugs (heroin, opium, methadone, morphine,
etc.) ICD F11 PGDC 100-188. Note that heroin and opium have been classified
separately in the model questionnaire.

2. Centrd nervous sysem simulants (cocaine, amphetamines, methamphetamine,
MDMA, other amphetamine-type stimulants etc.) ICD F14-F15 PGDC 200-288.
Note that cocaine has been classfied on its own in the model questionnaire.

3. Hypnotics and sedatives (barbiturates, benzodiazepines, etc.) ICD F13 300-388.
Note that benzodiazepines have been classfied on ther own as tranquillizers in the
mode questionnaire. Other sedatives and hypnotics (including barbiturates and
methagualone) are classfied together.

4, Hallucinogens (LSD, PCP, mushroom, peyote, etc.) F16 400-438

5. Volatle inhdants (glues, butane, solvents, petrol, nitrites, agrosols, etc.) F18 500-
588
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6. Cannabis (marijuana, herbd, resin, ail, etc.) ICD F12 600-688
7. Alcohol (dedt within SECTION 3) ICD F10 700
8. Other psychoactive drugs ICD F19 800-838

This section includes inha ants (voletile solvents and aerosols, etc.,) and aso the non-medical
use of pharmaceuticads (e.g., benzodiazepines, buprenorphine, etc.) and other drugs which can be
used under the direction of adoctor, but are not used in thisway. The field assessment reveded that
this type of use was common.

It may be necessary to further sub-divide categories of substances where appropriate to their
context (e.g. have a separate question on use of "crack™ or "basuco” which would digtinguish it from
other forms of cocaine use or a question on MDMA ? Ecgtasy to didinquish it from other
amphetamine-type simulants). Additional substances should be added as appropriate to the loca
context. Substances which are unknown in the local context should be omitted.

Some of these drugs (e.g. benzodiazepines) can be used for legitimate medica reasons so a
distinction between medicd and non-medica use is made. Non-medica use could be defined in the
folowing terms.

Any use without a doctor's prescription or direction; in greater amounts or more often or for
any reason other than a doctor said you should take them, such as for kicks, to get high, to
feel different or for curiosity about the pills effect.

Certain drugs are dso usad in the trestment of drug related problems (most commonly
methadone and tranquillizers, but aso other opioids, such as buprenorphine and other drugs) and, as
an option where these drugs are commonly used in this way, should be dedt with separately.
Prescribed drugs (such as methadone) should be defined in an understandable way; for example,
"Methadone given (sold) to you by a doctor as part of your treatment”.

Some drugs are commonly used in combination with others. These combinations should be
included (eg. heroin and cocaine together).

Core Questions

The same pattern of questions is recommended to be followed for each drug included in the
study. Measures should be obtained for:
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I. uein lifeime
i. usein past 12 months;
. usein past 30 days.

A measure of frequency of use should be obtained for the past 30 days. No consensus was
reached during the field assessment regarding the best measure of frequency dthough quantities of
drug used and number of occasions of use were suggested. Some Centres preferred to use "last
month" rather than "last 30 days'. Two possible solutions related to the number of days on which
drugs were used in the past 30 days are proposed in the mode.

A generd question on route of administration including consstent response coding for each
drug can be useful in identifying new ways in which drugs are being used.  In some cases whereit is
clear that a drug is not usad in a particular way (eg cannabis is rarely, if ever, injected) may
necessitate some revision to coding frame (see dso Chapter 6 for further discussion of this point).

Vaiationsin guesions for interviewer administered format and saf administered format

Sdf administered modd format: This format has been designed to avoid skip patterns. Each
question requires a response; responses are coded accordingly. Freguency of use of the past 30
days may have an open ended response where the respondent fills in the gppropriate number or may
have a closed coded response as identified in the model questionnaire.

This format aso includes a recommended minimum core list of substances which
researchers would be encouraged to include in their research.

Interviewer adminisered mode format: Thisformat includes skip patterns. A response
coding is provided for frequency of use during the past 30 days, however, this questions may aso
use an open ended response.

A modd grid is provided in the modd questionnaire to facilitate the recording of information
obtained by persona interview. This grid is provided as an example and is not intended to ether be
an exhaudtive ligting or a list which would be gppropriate for every context. A grid should not be
used in the sdlf administered format or by untrained interviewers because of the posshbility of mis-
coded responses.

NOTES ON SECTION 6: DRUG INJECTION AND SHARED USE OF INJECTING
EQUIPMENT

Due to concern about infectious disease transmission, particularly HIV transmission, through
use and sharing of contaminated needles/syringes and contaminated injecting equipment, is its
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recommended that a minimal set of basic questions pertaining to these behaviours be included. These
questions should be asked of those who have dready indicated that they have injected a drug in
Section 5. Modd questions may be particularly problematic on this topic because of different
practices, behaviours, and equipment associated with drug injection in different contexts.

It is recommended that the following core information be collected:
Drug injection:

I. "ever" injected

i. agefirg injected

il. recency (last timeinjected)

V. which drugs have been injected

Shared use of injecting equipment:

I personda use of injecting equipment which has been used by someone ese
(indicating risk of infection)

. whether the respondent is aware of any one ese usng injecting equipment
which the respondent has used (indicating risk of transmission)

Fed investigators should use their knowledge of injecting practices in their country in framing
gppropriate questions to dicit the data for this section. This includes the process involved in
preparation and injection of drugs, in order to establish a definition of the concept of shared used (or
"sharing" of) injecting equipment. Two things should be taken into congderation:

The concept of "used" equipment need to be understood.

The didinction between "accepting or borrowing” used equipment (risk of infection) and
"passing on or lending” used equipment (risk of transmission).

The focus group discussions with treatment providers, researchers, and drug users should be
used to assess the appropriateness of the questions and revise as necessary.

The questions listed in the model questionnaire provide a guide to the types of questions to
be asked to dlicit the core data and examples of ways in which these questions have been asked in
drug use surveys (from U.S. Nationd Household Survey on Drug Abuse questionnaire). Field
investigators should adapt the questions (or add questions), as appropriate, and include
description of injecting and sharing which are appropriate for their context.
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In some cultures self administered thergpeutic injections are common, eg of vitamins, insulin,
antibiotics, etc. These should be differentiated from other injecting drug use.
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Variationsin questions for interviewer adminigtered format and saf administered format

Sdf administered modd format: Each question requires a response; responses are coded
accordingly.

Interviewer adminisered modd format: Respondents answering "no" to S6.1 will skip the
remainder of the questions in this section.
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ANNEX 7

WHO MODEL CORE QUESTIONNAIRE SELF ADMINISTERED FORMAT

SECTION 1: FRONT SHEET/ELIGIBILITY CHECK

The following questions are about your use of substances such as acohol, tobacco and other drugs.
Your answers to these questions will help us find out about what substances people are using these
days. The information that you give is confidentid and you do not have to answer the questions if
you do not want to. Theinformation you provideis of vita importance, so try to answer as sncerdy
and accuratdly as possible. Thisisnot atest, there are no ? right or wrong answers. What you tell
us is completely confidentia and only the researchers will have access to the form. Your name or
address will never be linked to any of the information you provide.

S1.1  Interview Number (PRECODED)

S1.2  Country/city/area code (PRECODED)

S1.3 (WRITE IN) Today's date Day Month Year

S1.4 Where are you completing this Questionnaire? (Please CIRCLE ONE CODE)

In aschool
Inahome
On the street
Inaprison
In atreatment centre (WRITE IN TYPE)
Other location (WRITE IN TYPE)

SukrwnhNE

SECTION 2: SOCIODEMOGRAPHICS

The following questions are about you - These questions are only asked to help us andyse the results
of the dudy. The information that you give is confidentid and you do not have to answer the
questionsif you do not want to. Y our help is of vita importance to our research.
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S2.1  Areyou mdeor femade? (PLEASE CIRCLE ONE CODE)

1. mde
2. femde

S2.2 How old are you?
__years(WRITE IN)
S2.3  (Option) Which of the following ethnic groups do you consder yoursdf to be amember of?
RESPONSE CODED ASLOCALLY APPROPRIATE FOR EACH SITE
S2.4 Where are you currently living?
RESPONSE CODE ASLOCALLY APPROPRIATE FOR EACH SITE
S2.5 How many years of forma education have you completed?
______years(WRITE IN NUMBER OF YEARS)

S2.6 For most of the last 12 months were you a full-time or part-time student?
(CIRCLE ONE CODE)

1. No - not astudent
2. Yes- part-time
3. Yes- full-time

S2.7 For mogt of the past 12 months were you working on apaid job full-time or part time?
(CIRCLE ONE CODE)

1 No - not working
2. Yes- part-time
3. Yes- full-time

S2.8  If working, what type of work do you do? (WRITE IN TYPE OF WORK)
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S2.9 During mogt of the past 12 months, have you been living mostly in arurd areaor village or in
town, or inacity? (CIRCLE ONE CODE)

A owbdpE

Rurd area (or village)
Town

City

Other (WRITE IN)

S2.10 Which of the following best describes your current maritd status? (CIRCLE ONE CODE)

s owbdpE

Married

Widowed

Divorced or separated

Living as couple - may be ingppropriate in some cultures
Never married/sngle

S2.11 Did you receive money from any of the following during the last 30 days? (CIRCLE
CODEYS)

oSOk wWwNEO

No source of money

Sdary and wages from ajob (including saf employment)
Whdfare, government assstance, insurance, charities
Spouse or family

Friends

Illegd income - may be ingppropriate in some cultures
Other (specify)

SECTION 3: CIGARETTESAND OTHER TOBACCO USE

The following questions are about cigarettes and other tobacco use.

S3.1 Haveyou ever smoked cigarettes (including hand rolled cigarettes)?

s owdNE

No - Never smoked cigarettes
Yes- Once or twice only

Yes- Occasiondly, but not regularly
Yes- Regularly in the past

Yes- Regularly now
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S3.2

How old were you when you first smoked a cigarette?

years old (WRITE IN) WRITE IN 00 IF NEVER SMOKED A
CIGARETTE

How many cigarettes aday did you smoke in the past 30 days (or past month)?
(CIRCLE ONE CODE)

Noneat dl

Lessthan 1 cigarette per day
1-5 cigarettes per day

6-15 cigarettes per day
16-25 cigarettes per day
26-35 cigarettes per day
Over 35 cigarettes per day

NooaswWDdDRE

Have you ever smoked cigarettes daily for 6 months or more? (CIRCLE ONE CODE)

1. No
2. Yes

For how many years did you smoke cigarettes daily?

years (WRITE IN) WRITE IN 00 IF NEVER SMOKED CIGARETTES
DAILY

Have you ever smoked any form of tobacco other than cigarettes (e.g. cigars, pipe tobacco,
etc.)?

No - Never

Yes- Once or twice only

Yes- Occasiondly, but not regularly
Yes- regularly in the past

Yes- Regularly now

s owdNE

How old were you when your first smoked any form of tobacco other than cigarettes?

years old (WRITE IN) WRITE IN 00 IF NEVER SMOKED ANY
FORM
TOBACCO OTHER THAN CIGARETTES
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S3.8

S3.9

S3.10

S3.11

Have you ever smoked a tobacco product other than cigarettes daily for 6 months or more?

1. No
2. Yes

Have you ever used chewing tobacco, snuff or other smokeless tobacco? (Use loca
examples eg jarda and pan masda India) - Only ask where this practice exists
(CIRCLE ONE CODE)

No - Never

Yes- Once or twice only

Yes- Occasondly, but not regularly
Yes- Regularly in the past

Yes- Regularly now

s owdNE

How old were you when you first used chewing tobacco, snuff or other smokel ess tobacco?

years old (WRITE IN)WRITE IN 00 = IF NEVER USED CHEWING
TOBACCO, SNUFF OR OTHER SMOKELESS TOBACCO

How many of these have you smoked (or used) on average per day in the in the past 30
days? (IF NONE WRITE IN 00). Uselocal namesfor these or similar

Manufactured cigarettes
Hand-rolled cigarettes

Pipefuls of tobacco

Cigarsor cigarillos
Beedis/gozalhookahs

Finches of snuff/quids of tobacco

SECTION 4: ALCOHOL USE

The following questions are about dcohalic drinks, that is beers, wines, spirits (such as give local
examples) and loca (traditiond) drinks (such as give local examples eg: samsu Malaysia,
tepache Mexico, arack India and scud Zimbabwe).

Al

Have you ever had an dcohalic drink?

1. No
2. Yes
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A2

About how old were you the firg time you had an adcoholic drink? (Do not include
childhood or medicind sips).

yearsold (WRITE IN)WRITE IN 00 = IF NEVER HAD AN
ALCOHOLIC DRINK

When did you last have an dcoholic drink?

Never had an dcohoalic drink

Today

Y esterday

In the past week

In the past 30 days

More than 30 days ago, but less than 12 months ago
More than 12 months ago

oSOukwWwNEO

On how many daysin the past 30 days have you had an acoholic drink?
days (WRITE IN)

Think back over the last 30 days, how many times have you had five or more drinks in a
row? ( A drink is (locd definition eg ? copas Mexico) (CIRCLE ONE CODE)

None

Once

Twice
3-5times

6 - 9times

10 or more times

s owNEO

On the days that you drank during the last 30 days, about how many drinks did you usudly
have aday?

Usua number of drinks: (WRITE IN) WRITE IN 00 = IF YOU DID NOT
HAVE ANY ALCOHOLIC DRINKSIN LAST 30 DAYS.
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SECTION 5: OTHER DRUG USE

Tranquillizers

Thefollowing questions are about tranquillizer s which are sometimes prescribed by doctorsto cam
people down, or rdax their muscles. Librium, Rohypnol, Diazepam and Vdium are tranquillizers
(give locd examples as appropriate). They are sometimes called (give loca examples).

Sb.1a Haveyou ever taken tranquillizers without a doctor telling you to do so?

1. No
2. Yes

S5.1b How old were you when you first took tranquillizers without a doctor telling you to do so?

yearsold (WRITE IN)WRITE IN 00 = IF YOU HAVE NEVER TAKEN
TRANQUILLIZERSWITHOUT A DOCTOR'S INSTRUCTIONS

S5.1¢c Haveyou taken tranquillizersin the past 12 months without a doctor telling you to do

07?
1. No
2. Yes

S5.1d  On how many days in the past month (past 30 days) have you taken tranquillizers without a
doctor telling you to do s0?

None

On 1-2 days

On 3-5days

On 6-9 days

On 10-19 days

On 20 or more days

agrwbdNdEO

OR days (WRITE IN NUMBER OF DAYS)WRITE IN OO = IF YOU DID

NOT TAKE ANY TRANQUILLIZERS IN THE PAST 30 DAYS WITHOUT A
DOCTOR? SINSTRUCTIONS
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S5.1e Inwhat ways have you taken tranquillizersin the past 30 days?
(CIRCLEALL THEWAYSYOU HAVEUSED IT)

1 Eating/Swvalowing
2. Injecting
3. Other ways (WRITE IN)

S5.1f  If you have ever taken tranquillizers, write in the types used below:

Sedatives and Hypnotics

The following questions are about sedatives and hypnotics induding barbiturates which are
sometimes prescribed by doctors to help people to deep or to relax and methaguaone (Mandrax).
They are sometimes called (give locd examples).

S5.2a Have you ever taken sedatives without a doctor telling you to do so?

1. No
2. Yes

S5.2b How old were you when you firgt took sedatives without a doctor telling you to do so?

yearsold (WRITE IN) WRITE IN 00 = IF YOU HAVE NEVER TAKEN
SEDATIVESWITHOUT A DOCTOR'S INSTRUCTIONS

S5.2c  Have you taken sedatives within the past 12 months without a doctor telling you to do so

1. No
2. Yes

S5.2d  On how many days during the past 30 days have you taken sedatives without a doctor
telling you to do s0?

0. None

1 On 1-2 days
2. On 3-5days
3. On 6-9 days
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4, On 10-19 days

5. On 20 or more days

OR days (WRITE IN) WRITE IN OO = IF YOU DID NOT TAKE ANY
SEDATIVESIN THE PAST 30 DAYSWITHOUT A DOCTOR? SINSTRUCTIONS.

5.2e  What ways have you taken sedatives in the past 30 daysACIRCLE ALL THE WAYS
YOU HAVE USED IT)

1. Eating/Swalowing
2. Injecting
3. Other ways (WRITE IN)

S5.2f  If you have ever taken sedatives, write in the types used below:

Amphetamines and amphetamine type simulants

The following questions are about amphetamines or stimulants which can be prescribed
by doctors to help people lose weight or to give people more energy. They are sometimes called
(give locd examples, eg max Egypt, speed) and dso include: methamphetamine, MDMA  (ecstasy)
and other amphetamine ana ogues.

S5.3a Have you ever taken amphetamines or other stimulants without a doctor telling you to do so?

1. No
2. Yes

S5.3b How old were you when you firg took amphetamines or other stimulants without a doctor
telling you to do s0?

years old (WRITE IN) WRITE IN 00 = IF YOU HAVE NEVER TAKEN
AMPHETAMINES OR OTHER STIMULANTS WITHOUT A
DOCTOR'S INSTRUCTIONS

S5.3c  Have you taken amphetamines or other stimulants in the past 12 months without a doctor
telling you to do s0?

1. No
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2. Yes

S5.3d  On how many days in the past 30 days have you taken any amphetamines without a doctor
telling you to do so

0. None

1. On 1-2 days

2. On 3-5 days

3. On 6-9 days

4, On 10-19 days

5. On 20 or more days

OR days (WRITE IN NUMBER OF DAYS) WRITE IN 00 = IF YOU DID

NOT TAKE ANY AMPHETAMINES OR OTHER STIMULANTS IN THE PAST 30
DAYSWITHOUT A DOCTOR'S INSTRUCTIONS.

S5.3e  Inwha ways have you taken amphetamines or other simulantsin the past 30 days?
(CIRCLE ALL THEWAYSYOU HAVE USED THEM)

Eating/Swalowing

Smoking

Siffing

Injecting

Other ways (WRITEIN)

s owdNE

S5.3f If you have ever taken amphetamines or other stimulants, write in the types used below:

Cannabis

The following questions are about cannabis such as marijuana, hashish, (give loca examples as
appropriate, eg ganja, bhangi, bango, marihuana, grass).

S5.4a Have you ever used/tried cannabis?

1. No
2. Yes
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S5.4b  How old were you when you first used cannabis?

yearsold (WRITE IN) WRITE IN OO = IF YOU HAVE NEVER USED
CANNABIS

S5.4¢c Have you used cannabis in the past 12 months?

1. No
2. Yes

S5.4d  On how many daysin the past 30 days have you used cannabis?

0. None

1 On 1-2 days

2. On 3-5days

3. On 6-9 days

4, On 10-19 days

5. On 20 or more days

OR days (WRITE IN)WRITE IN OO = IF YOU HAVE NEVER USED
CANNABIS

S5.4e In what ways have you used cannabis in the past 30 daysACIRCLE ALL THE WAYS
YOU HAVE USED IT)

1 Eating/Swvalowing

2. Smoking
3. Other ways (WRITE IN)
Halucinogens

The following questions are about hallucinogens such as LSD, mescdine, peyote, pslocybin
mushrooms, (give local examples, eg. myzepete Zimbabwe, mescdine Mexico, acid c.)

S5.5a Have you ever used/tried hallucinogens?

1. No
2. Yes
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S5.5b How old were you when you first used halucinogens?
yearsold (WRITE IN) WRITE IN 00 = IF YOU HAVE NEVER USED
HALLUCINOGENS
S5.5¢ Have you used halucinogensin the past 12 months?
1. No
2. Yes
S5.5d  On how many days in the past 30 days have you used halucinogens?
0. None
1 On 1-2 days
2. On 3-5days
3. On 6-9 days
4. On 10-19 days
5. On 20 or more days
OR days (WRITE IN) WRITE IN OO = IF YOU DID NOT USE
ANY HALLUCINOGENSIN THE PAST 30 DAY S
S5.5e In what ways have you used hallucinogensin the past 30 days?
(CIRCLE ALL THEWAYSYOU HAVE USED THEM)
1. Eating/Swalowing
2. Smoking
3. Sniffing
4. Injecting
5. Other ways (WRITE IN)
S5.5f If you have ever used halucinogens, write in the types used below
Cocaine
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The following questions are about cocaine, including dl the different forms of cocaine such as
powder, "crack,” free base, and coca paste. Cocaine is sometimes caled (give loca examples, eg
coke, snow, nieve, eic.).
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Sb.6a Have you ever used/tried cocaine?

1. No
2. Yes

S5.6b How old were you when you first used cocaine?

years old (WRITE IN) WRITE IN OO = IF YOU HAVE NEVER USED
COCAINE

S5.6c Have you used cocaine in the past 12 months?

1. No
2. Yes

S5.6d  On how many daysin the past 30 days have you used cocaine?

0. None

1. On 1-2 days

2. On 3-5 days

3. On 6-9 days

4, On 10-19 days

5. On 20 or more days

OR days (WRITE IN) WRITEIN OO =IF YOU DID NOT USE

ANY COCAINE IN THE PAST 30 DAY S

S5.6e In what ways have you used cocaine in the past 30 days?
(CIRCLEALL THEWAYSYOU HAVE USED IT)

Eating/Swalowing

Smoking

Shiffing

Injecting

Other ways (WRITEIN)

s owbdpE

S5.6f If you have ever used cocaine, write in the used below (e.g., powder, crack free base, coca
paste, €tc.)
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Heroin

The following questions are about heroin. Heroin is sometimes caled (give loca examples, eg.
brown sugar, €tc.).

Sb.7a Have you ever used/tried heroin?

1. No
2. Yes

S5.7b  How old were you when you first used heroin?

yearsold (WRITE IN) WRITE IN 00 = IF YOU HAVE NEVER USED
HEROIN

S5.7¢  Have you used heroin in the past 12 months?

1. No
2. Yes

S5.7d  On how many days in the past 30 days have you used heroin?

0. None

1 On 1-2 days

2. On 3-5days

3. On 6-9 days

4, On 10-19 days

5. On 20 or more days

OR days (WRITE IN) WRITE IN OO = IF YOU DID NOT USE ANY

HEROIN IN THE PAST 30 DAYS

S5.7e In what ways have you used heroin in the past 30 days?
(CIRCLEALL THEWAYSYOU HAVEUSED IT)

Eating/Swvdlowing

Smoking

Shiffing

Injecting

Other ways (WRITEIN)

s owdNE
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Opium
S5.8a Have you ever used/tried opium?
1. No
2. Yes
S5.8b How old were you when you firgt used opium?
years old (WRITE IN) WRITE IN OO = IF YOU HAVE NEVER USED
OPIUM
S5.8c  Have you used opium in the past 12 months?
1. No
2. Yes
S5.8d  On how many daysin the past 30 days have you used opium?
0. None
1. On 1-2 days
2. On 3-5 days
3. On 6-9 days
4, On 10-19 days
5. On 20 or more days
OR days (WRITE IN)WRITE IN OO = IF YOU DID NOT USE ANY OPIUM
IN THE PAST 30 DAYS
S5.8e Inwhat ways have you used opium in the past 30 days?
(CIRCLEALL THEWAYSYOU HAVE USED IT)
1. Eating/Swalowing
2. Smoking
3. Other ways (WRITEIN)
Other Opiate Type Drugs

The following questions about certain other opiate/opiod type drugs which doctors sometimes
prescribe to relieve seven pain prevent coughing, or to control diarrhea. These drugs include
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morphine, codeine, demeral, talwin, and laudanum (give loca examples as gppropriate, eg. Tidigesc
India
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S5.9a Have ever taken any opiate drugs without a doctor telling you to do so:

1. No
2. Yes

S5.9b How old were you when you first took any of these opiate drugs without a doctor telling you
to do so?

years old (WRITE IN) WRITE IN OO = IF YOU HAVE NEVER
TAKEN ANY OF THESE OPIATE TYPE DRUGS WITHOUT A
DOCTOR? SINSTRUCTIONS.

S5.9c  Have you taken of these opiate drugs in the past 12 months without a doctor telling you to

do so?
1. No
2. Yes

S5.9d On how many daysin the past 30 days have you used other opiate type drugs?

0. None

1 On 1-2 days

2. On 3-5days

3. On 6-9 days

4, On 10-19 days

5. On 20 or more days

OR days (WRITE IN)WRITE IN OO = IF YOU DID NOT TAKE ANY OF

THESE OPIATE TYPE DRUGS IN THE PAST 30 DAY S

S5.9e Inwhat ways have you taken any of these opiate drugsin the past 30 days?
(CIRCLEALL THEWAYSYOU HAVE TAKEN IT)

Eating/Swvdlowing

Smoking

Shiffing

Injecting

Other ways (WRITE IN)

s owdNE

S5.9f If you have even taken any of these opiate drugs, write in the types used below:
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Volatile Inhdants

The following questions are about volatile inhalants (such as fluids and gases, aerosol sprays, glue,
etc.) that people sniff or bregth in to get high or fed different.

S5.10a Have you ever sniffed glue, or breathed the contents of aerosol spray cans, or inhaed any
other gases, orays, or fumes from substances such asliquidsin order to get high?

1. No
2.Yes

S5.10b How old were you when you firgt sniffed or inhaled something to get high?

yearsold (WRITE IN) WRITE IN 00 = IF YOU HAVE NEVER
SNIFFED OR INHALED SOMETHING TO GET HIGH

S5.10c Have you sniffed or inhaed something to get high in the last 12 months?

1. No
2. Yes

S5.10d On how many daysin the past 30 days have you sniffed or inhaled something to get high?

0. None

1 On 1-2 days

2. On 3-5days

3. On 6-9 days

4, On 10-19 days

5. On 20 or more days

OR days (WRITE IN) WRITE IN OO = IF YOU HAVE NOT
SNIFFED OR INHALED SOMETHING TO GET HIGH IN THE PAST 30
DAYS

S5.10e If you have ever sniffed or inhaed something to get high, write in the types of things sniffed or
inhaled below
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S5.10f Arethere other drugs not mentioned above that you have used in the past 12 months without
adoctor teling you to do s0?

1. No
2. Yes

If yes, please write the names of those drugs

SECTION 6: DRUG INJECTION/SHARED USE OF INJECTING EQUIPMENT
Thefollowing questions are about injecting drugs. By thiswe mean (describe local practices)

S6.1 Haveyou ever used a needle to get any drug injected under your skin, into a muscle, or into
avein without a doctor or hedth worker telling you to do so?

1. No
2. Yes

$6.2  When was the most recent time you used any drug with a needle without a doctor or hedth
worker telling you to do so?

Today

Y esterday

In the past week

In the past 30 days

More than 30 days and less than 12 months ago

More than 12 months ago

Have NEVER used a drug with a needle without a doctor's ingtructions

Noaks~wbdrE

S6.3  Which drugs have you ever used with a needle without a doctor telling you to do so?
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"Sharing a needl€' means using a needle for injecting drugs when you know or suspect that
the needle has been used by someone se. It dso means someone e se injecting drugs with
aneedle you have used. (thisis just an example; fidd investigators should define "sharing” as
appropriate for their context)

S6.4 Haveyou ever used a needle for injecting drugs when you knew or suspected that the needle

had been used by someone ese?
1. No
2. Yes

S6.5 Hassomeone else ever injected drugs with a needle after you used the needle?

1. No
2 Yes
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ANNEX 8

WHO MODEL CORE QUESTIONNAIRE INTERVIEWER ADMINISTERED
FORMAT

SECTION 1: FRONT SHEET/ELIGIBILITY CHECK

READ OUT: "I would like to ask you some questions about your use of substances such as acohoal,
tobacco and other drugs. Your answers to these questions will help us find out about what
substances people are using these days. The information that you give is confidentia and you do not
have to answver the quedtions if you do not want to. The information you provide is of vitd
importance, so try to answer as sincerely and accurately as possible. Thisis not atest, there are no
"right or wrong" answers. What you tell us is completely confidentid and only the researchers will
have access to the form. Your name or address will never be linked to any of the information you
provide'.

"If you do not understand the questions please tdl me. If there is anything ese you would like to
know please ask me".

INTERVIEWER TO COMPLETE

S1.1 Interview Number (PRECODED)

S1.2 Country/city/area code (PRECODED)

S1.3 Dateof interview (WRITE IN) Day Month Year

S1.4 Where are you completing this Questionnaire (CIRCLE ONE CODE)?

In a school

Inahome

On the street

Inaprison

In atreatment centre (WRITE IN TYPE)
Other location (WRITE IN TYPE)

oOgkhwNE
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SECTION 2: SOCIO-DEMOGRAPHICS

READ OUT: "The following questions are about you - These questions are only asked to help us
andyse the realts of the sudy. The information that you give is confidentia and you do not have to
answer the questions if you do not want to. Your help is of vita importance to our research”.

S2.1 Istherespondent male or female? (AS OBSERVED BY INTERVIEWER)

1. mde
2. femde

S2.2 How old are you? years (WRITE IN)

S2.3 (OPTION) Which of the following ethnic groups do you consder yoursdf to be a member
of?

RESPONSE CODED AS LOCALLY APPROPRIATE (SHOW PROMPT CARD
LISTING MAIN ETHNIC GROUPS AND ENTER CODE)

S2.4  Where are you currently living?

RESPONSE CODED ASLOCALLY APPROPRIATE (SHOW PROMPT CARD
LISTING MAIN TYPES OF RESIDENCE AND ENTER CODE)

S2.5 How many years of formal education have you completed?
years (WRITE IN)

S2.6 For mogt of the last 12 months were you a full-time or part-time sudent (CIRCLE ONE
CODE)?

1. No - not a student
2. Yes- part-time
3. Yes- full-time
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S2.7

S2.8

S2.10

S2.11

For mogt of the past 12 months were you working on a pad job full-time or part time
(CIRCLE ONE CODE)?

1. NoO - not working-------=---====-==-mmmmmmmmmm oo GO TO 2.9
2. Yes- part-time
3. Yes- full-time

(IF WORKING) Wht type of work do you do (WRITE IN TYPE OF WORK)?

During mogt of the past 12 months, have you been living mostly in arurd areaor village, in a
town or inacity (CIRCLE ONE CODE)?

Rurd areaor village

Town

City

Other (WRITE IN )

A owbdpE

Which of the following best describes your current marital status?
(READ LIST AND CIRCLE ONE CODE)

Married

Widowed

Divorced or separated

Living as couple - may be ingppropriate in some cultures
Never married/single

s owdNE

Did you receive money from any of the following during the last 30 days? READ LIST
AND CIRCLE ONE CODE)

No source of money

Sday or wages from a job (induding self employment)
Wefare, government assstance, insurance, charities
Spouse or family

Friends

Illegd income - may be ingppropriate in some cultures
Other (specify)

oSOukwWwNEO
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SECTION 3: CIGARETTESAND OTHER TOBACCO USE

READ OUT: The following questions are about cigarettes and other tobacco use.

S3.1 Haveyou ever smoked cigarettes (including hand rolled cigarettes/ beedis)?
(CIRCLE ONE CODE)

No - Never smoked cigarettes-------------------==-------- GO TO S36
Yes- Once or twice only

Yes- Occasondly, but not regularly

Yes- Regularly in the past

Yes- Regularly now

ok owbdE

S3.2 How old were you when you first smoked a cigarette?

yearsold (WRITE IN)
S3.3  How many cigarettes aday did you smoke in the past 30 days (past month)?
(CIRCLE ONE CODE)

None at all

Lessthan 1 cigarette per day
1-5 cigarettes per day

6-15 cigarettes per day
16-25 cigarettes per day
26-35 cigarettes per day
over 35 cigarettes per day

N oA~ WDNRE

S3.4 Haveyou ever smoked cigarettes daily for 6 months or more? (CIRCLE ONE CODE)

(R N [ S GO TO S36

S3.5 For how many years did youw/have you smoke(d) cigarettes daily?

years (WRITE IN) 00 = NEVER SMOKED CIGARETTES DAILY
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S3.6 Have you ever smoked any form of tobacco other than cigarettes (e.g. cigars or pipe
tobacco, etc)? (CIRCLE ONE CODE)

NO - Never --------cemmome oo eeeeee GO TO S39
Yes- Once or twice only

Yes- Occasondly, but not regularly

Yes- Regularly in the past

Yes- Regularly now

s owdNE

S3.7 How old were you when your first smoked any form of tobacco other than cigarettes?

years old (WRITE IN)OO = NEVER SMOKED ANY FORM OF
TOBACCO OTHER THAN CIGARETTES

S3.8 Have you ever smoked any form of tobacco other than cigarettes dally for 6 months or
more (CIRCLE ONE CODE)?

1. No
2. Yes

S3.9 Haveyou ever used chewing tobacco, snuff or other smokeless tobacco (use local examples
eg 'jarda’ and "pan masad' India)? Only ask where this practice exists
(CIRCLE ONE CODE)

NO - NeVer-------mm oo GOTO S3.11
Yes - Once or twice only

Yes- Occasondly, but not regularly

Yes- Regularly in the past

Yes- Regularly now

s owbdpE

S3.10 How old were you when you first used chewing tobacco, snuff or other smokel ess tobacco?

years old (WRITE IN) 00 = NEVER USED CHEWING TOBACCO, SNUFF
OR
OTHER SMOKELESS TOBACCO
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S3.11 How many of these have you smoked (or used) on average per day in the past 30 days? (IF
NONE WRITE 00). Uselocal namesfor these or similar.

Manufactured/brand cigarettes
Hand-rolled cigarettes
Pipefuls of tobacco

Cigarsor cigarillos
Beedis/gozalhookahs

Pinches of snuff

Quids of tobacco

SECTION 4: ALCOHOL USE

The following questions are about dcohalic drinks, thet is beers, wines, spirits (such as give local
examples) and local (traditiona) drinks (such as give local examples eg: "samsu" Malaysia,
"tepache" Mexico, "arrack” India, sud Zimbabwe).

SA.1 Haveyou ever had an dcohalic drink (CIRCLE ONE CODE)?

/N S GOTO S5.1

4.2 About how old were you the firg time you had an acohoalic drink? (Do not include childhood
or medicind 9ps)

yearsold (WRITE IN) 00 = NEVER HAD AN ALCOHOLIC DRINK
SA.3  Whendid you last have an dcoholic drink (CIRCLE ONE CODE)?

Today

Y esterday

In the past week

In the past 30 days

More than 30 days (month) ago, but less than 12 months ago------ GOTO S5.1
More than 12 months ago-------------=--=--==-==--=--m--- GOTO $6.1

ok wbNE

.4 On how many daysin the past 30 days (past month) have you had an acoholic drink?

days (WRITE IN)
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A5 Think back over the last or 30 day, how many times have you had five or more drinks
inarow? (A drink is (loca definition eg "copas’ Mexico)) (CIRCLE ONE CODE)

None

Once

Twice
3-5times

6 - 9times

10 or moretimes

g owNPEO

SA.6  On the days that you drank during the last 30 days, about how many drinks did you usualy
have aday?

Usud number of drinks: (WRITE IN) 00 = DID NOT HAVE ANY
ALCOHOLIC DRINKSIN LAST 30 DAYS

SECTION 5: OTHER DRUG USE

READ OUT: "Now | am going to ask you some questions about drugs you may have used or tried.

For each drug | mention, | am going to ask you if you have ever at any time used the drug. | am then
going to ask you how old you were when you first used it. Then when the lagt time was that you
used the drug, how often you have used the drug in the past thirty days and how you have used the

drug'.

FOR EACH DRUG ASK:

S5.1 Haveyou ever useditried NAME DRUG, E.G. cannabis such as marijuana, hashish, grass,
bhang, ganja, etc.)?

[IF NEVER USED CODE AGE FIRST USE 00 AND GO TO NEXT DRUG]
[IFEVERUSED GO TO S5.2]

S5.2  How old were you when you first used NAME DRUG)? [WRITE IN AGE FIRST
USED]

S5.3 Have you used any NAME DRUG) in the past 12 months? [F NO GO TO NEXT
DRUG]
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S5.4  On how many daysin the past 30 days have you used any (NAME DRUG)?
[CIRCLE ONLY ONE CODE FOR EACH DRUG AS FOLLOWS]

0. No, did not use it in past 30 days------------------ GO TO NEXT DRUG
1 On 1-2 days

2. On 3-5 days

3. On 6-9 days

4, On 10-19 days

5. On 20 or more days

OR days (WRITE IN NUMBER OF DAYS)

S5.5 In what ways have you used NAME DRUG) in the past 30 days? [CIRCLE CODES
FOR EACH DRUG AS FOLLOWS]

Eating/Swvalowing

Smoking/"chesng’

Shiffing/*snorting”

Injecting

Other ways ) (WRITEIN)

AP oODNPE

5.6  Are there other drugs not mentioned that you have used in the past 12 months without a
doctor telling you to do SOACIRCLE ONE CODE)

1. No
2. Yes

[IFYES, ASK THE NAMES OF THOSE DRUGS AND WRITE BELOW]

SECTION 6: DRUG INJECTION/SHARED USE OF INJECTING EQUIPMENT

READ OUT: The following questions are about injecting drugs. By this we mean (describe local
practices)
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CHAPTER 10 - FIELD ASSESSMENT OF M ODEL CORE QUESTIONNAIRE

$6.1

Have you ever used a needle to get any drug injected under your skin, into a muscle, or into
avein without a doctor or health worker telling you to do so (CIRCLE ONE CODE)?

R N [ S GO TOEND

How old were you when you first used any drug with a needle without a doctor or hedth
worker telling you to do so?

yearsold (WRITE IN)0OO = NEVER INJECTED A DRUG
When was the most recent time you used any drug with a needle without a doctor or hedlth
worker telling you to do so (CIRCLE ONE CODE)?

Today

Y esterday

In the past week

In the past 30 days

More than 30 days and less than 12 months ago

More than 12 months ago

Have never used a drug with a needle without a doctor or health worker's
indructions

NooaswWDdDRE

Which drugs have you ever used with a needle without a doctor or hedth worker telling you
to do so? (WRITE IN RESPONSE)

"Sharing a needle" means using a needle for injecting drugs when you know or
suspect that the needle has been used by someone else. It also means someone else
injecting drugs with a needle you have used. (this is just an example; field
investigators should define "sharing" as appropriate for their context).

Have you ever used a needle for injecting drugs when you knew or suspected that the needle
had been used by someone else (CIRCLE ONE CODE)?

1. No
2. Yes
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GUIDE TO DRUG ABUSE EPIDEMIOLOGY

S6.7 Has someone dse ever injected drugs with a needle after you used the needle (CIRCLE

ONE CODE)?
1. No
2. Yes




