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PREFACE

A number of developing countries are now collaborating with organizations of the
United Nations system including WHO to develop national programmes of drug-abuse prevention,
treatment, and rehabilitation.l In the earliest stages of this collaboration a need was
recognized for sound epidemiological information on which to plan these programmes.
Inevitably, the question is asked whether an addict case register or some other system of
case reporting should be introduced. Indeed, some countries and territories in the
South-East Asia and Western Pacific Regions, including Burma, Hong Kong, Indonesia, Malaysia,
and Singapore, have already introduced reporting systems (see Annex 1).  Because several
other governments are considering similar action, a review of the technical, administrative,
and financial aspects of drug-abuse reporting systems appears timely, At a meeting of
participants in the WHO Research and Reporting Project on the Epidemiology of Drug Dependence
held in Penang, Malaysia, in October 19772, it was recommended that such a review should
be carried out. One of the collaborating institutions (Health and Welfare Canada) agreed
to conduct the review on the basis of published and unpublished documents, correspondence,
discussions with professionals in the field, and visits to selected countries to examine
their reporting systems, The review was carried out in 1978 and a draft report was sent
in January 1979 to persons experienced in the technical aspects of reporting systems for
their review and comments; the report was discussed in detail at the April 1979 meeting
of the WHO Research and Reporting Project. It was then revised to incorporate as many
of the comments as possible, and the final version is presented here,

It is hoped that this publication will be of practical assistance to those wishing to
establish reporting systems as well as to those who already have them. Of course, one
system is not necessarily better than another, and it is not suggested that all countries
need to establish reporting systems. It is up to each country to determine its own needs
for reporting systems or other approaches to obtain the epidemiological information needed
for the planning and evaluation of drug-abuse programmes, The information contained in
these pages may assist in making the appropriate decisions. On the other hand, it would
be desirable for countries to consider their needs for epidemiological information on drug
abuse in the context of their national needs for information on health and other matters,
In many cases, information on drug use and its consequences may be collected at the same
time as information for other purposes. This book therefore presents and discusses
examples of more general or nonspecialized reporting systems that could be used to obtain
needed information on drug abuse,

NOTES AND REFERENCES

1, WHO components of United Nations Fund for Drug Abuse Control country programmes are
being implemented: in Afghanistan, Burma, Egypt, Pakistan, Peru, and Thailand.

2. Epidemiological case reporting of drug use, meeting of collaborating investigators,
Geneva, 10-12 October 1977. Geneva, 1978 (unpublished WHO document 78.5).

3. Research and reporting project on the epidemiology of drug dependence, meeting of
collaborating investigators, Penang, Malaysia, 23 April-5 May 1979. Geneva, 1979
(unpublished WHO document MNH/79.18).
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1. INTRODUCTION

The initial phase of planning intervention programmes for any health disorder includes
an assessment of the extent and nature of the problem. The need for sound epidemiological
information for planning drug-abuse programmes is especially critical because drug use can
spread into new populations in epidemic fashion and patterns of drug use can change rapidly,
thereby requiring prevention and control strategies to be altered,

Various approaches are available to planners to meet their needs for epidemiological
information. These include: collation and analysis of existing data, surveys, intensive
case-finding, observations, and reporting systems. Although all these approaches will be
discussed here, the focus will be on reporting systems, since more detailed discussions of
the other approaches are available elsewhere,l-3

Reporting systems are particularly useful:

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

- to measure continuously the trends and consequences of drug use;
- to identify and describe groups at risk;

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

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

Perhaps in recognition of the usefulness of reporting systems, an increasing number
of countries are implementing such systems and planners in some countries are exploring
their costs and benefits (see Annex 1).

However, reporting systems can be expensive and technically complex, and decision-makers
and professional personnel responsible for implementing them should be aware of their uses
and limitatiomns, This publication attempts to provide the necessary background information
for planners and administrators by reviewing the different types of reporting system, their
benefits, and their limitationms. It also describes the main steps in the development of
reporting systems as well as the problems most frequently encountered and their possible
solutions.

1. Need for review of reporting systems

A number of Governments are developing national programmes of prevention, treatment and
control of drug abuse in collaboration with the United Nations, WHO and other specialized
agencies, In each of the countries concerned, a significant proportion of drug users are
in contact with treatment or law enforcement institutions and the question is inevitably asked
whether a case register or other type of reporting system should be established to record such
drug-user contacts, In countries where drugs are injected, planners may ask if there should
be a reporting system to monitor cases of serum hepatitis and drug-related deaths, The
decision to implement such reporting systems requires planners first to examine their
usefulness, technical complexity, and cost, and whether they are relevant to the needs of
developing countries, where resources are limited. The decision to develop a reporting
system for drug users may mean that other national priorities will receive less attention.
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In a number of countries with serious drug-abuse problems, the decision has already been
made to develop reporting systems. As expected, the developed countries, or areas under
their administration, provide some noteworthy examples, e.g., the Home Office Addicts Index
(United Kingdom), the Central Registry for Drug Addicts (Hong Kong), the Bureau of Dangerous
Drugs Drug Users Index (Canada), and the Drug Abuse Warning Network (USA). However, there
are also prominent examples in the developing countries, A national integrated data system
has recently been established in Malaysia; Burma and Iran have national registration
systems for opium users; and an opium registration and reporting system is being established’
in Pakistan, Decision-makers in these countries felt that the usefulness of drug-abuse
reporting systems outweighed their cost and -eomplexity. = But are reporting systems for
drug abuse appropriate to the needs of other countries with serious problems of drug
dependence? Before making this decision, planners must ask some of the following questions.

1, Usefulness, What information will a reporting system provide that we do not already
have? Will it help us to estimate the prevalence of serious cases of drug use and to monitor
the spread of drug use to new populations? Will it help in early identification of new
patterns of drug abuse? Will it help us to understand the etiology of drug dependence and

to plan prevention and intervention programmes better?

2. Alternatives., What are the alternatives? Can other types of epidemiological approach
give us equally useful or even more useful information?

3. Cost. How expensive is a reporting system? Can we afford it? Will the cost of
maintaining it be justified by the information obtained? -

4, Feasibility. What agencies or resources are available on which to base a reporting
system? Would they be willing to participate? )

5. Type of system. What types of reporting system exist? What type is most appropriate
for our drug problems and our particular circumstances?

6. Complexity. How technically complex are such reporting systems? Are they feasible
in our circumstances?

7. Degree of specialization. Should it be specialized for drug abuse only, or can it
be integrated into current plans for health, welfare, or law-enforcement information systems?

8. Confidentiality. How do we manage the issues of confidentiality? Is special legislation
required?

|
9. Institutional responsibility. Should it be developed in the health system, welfare
system, or criminal justice system? What agencies should report information?

It is.clear that each of these questions must be answered individually for each setting,
depending on national needs, drug problems, and resources, laws, and imstitutional
arrangements, Nevertheless, we shall attempt to review the major issues confronting the
planner who must examine these questions, as well as the technical matters that will be
the concern of those who may be asked to implement such systems. :

We shall also review examples of various types of drug-abuse reporting system, the
development and operation of such systems, and possible future directions, It is intended
to give a general overview for programme planners, administrators, and technical personnel
on the uses and major elements of reporting systems, rather than to examine the achievements -
of existing reporting programmes,



1,2 Characteristics of a reporting system

Before presenting examples, it would be helpful to consider what a reporting system is,
particularly in the drug~abuse field,

Perhaps the primary characteristic of such a system is that reports are sent to a
central body for collation, analysis, and presentation. This body may be a university
research team, a government agency, or some other group.

Another distinguishing feature is that it requires systematic reporting procedures,
That is, it must include explicit procedures for ensuring that reports are submitted in an
appropriate form to a designated person or persons, as well as for checking, analysis, and
presentation of data. ‘

As mentioned, reporting systems have certain advantages over other approaches to data
collection in the drug-abuse field, One of the main advantages is that they facilitate the
inclusion of information on heavier users of drugs - a group of persons often missed by
surveys. This is an important group, since it comprises the casualties of drug use and
consumes most of the treatment and rehabilitation resources, Another advantage is that
reporting systems can be built on existing record systems and so use data already being
collected by treatment or enforcement agencies.

1.3 Definitions

On the basis of the discussion in the last section, a reporting system might be
defined as "an information system based on reports submitted to a central body using systematic
reporting procedures', An alternative term might be "notification system", although this
implies compulsory reporting. This in turn differs from a "registration system", which
usually implies that an individual is entitled to something by virtue of being registered,

The term 'drug abuse'" is a rather imprecise term and, as noted in another WHO publication,
there is no universal agreement on its definition. Nevertheless, the term is used here
as a convenient descriptor for referring to the adverse consequences of nonmedical drug use
or to problems associated with such use, ‘

For the purposes of this book, a drug is taken to mean: '"Any substance that, when taken
into the living organism, may modify one or more of its functions."® Nonmedical use of
drugs is defined as: '"The use of dependence-producing drugs ... other than when medically
indicated,"6 Although alcohol was considered a dependence-producing drug by a WHO expert
comittee, the present report will focus primarily on the "narcotic'" and "psychotropic"
drugs.

1.4 Related work by WHO

This study takes place within a broader WHO concern for health information systems,
For additional background information, the reader is referred to other WHO publications that
review the use of registers in health information systems,7 the use of statistical indicators
for the planning and evaluation of public health programmes,8 and computer applications in
medicine.? In recent years WHO has concerned itself increasingly with the development of
national health information systems and with the mental-health component of these
systems.los11

These WHO reviews of information systems for general health and mental-health planning
complement the present report, which considers the more specialized issues confronting
drug-abuse programme planners.
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2. TYPES OF REPORTING SYSTEM

Drug-abuse reporting systems vary considerably, though they have the common characteris-
tics of central pooling of data and systematic reporting procedures, This chapter reviews
examples of three main types of system: event-reporting systems, case-reporting systems, and
case registers,

Although all reporting systems are based on reports of "events'" such as the transfer of
a patient to hospital, a death, or the prescription of a drug, these reports can be handled
in various ways, For example, they can be received, analysed, and presented as single events
Some systems are capable of describing only the number of drug-related hospitalizations,
arrests, seizures, deaths, prescriptions, or serum hepatitis cases occurring during a given
period. The total number of these reported events (with the exception of deaths) does not
necessarily equal the number of individuals in contact with the reporting agencies during that
time, because the same individual may be treated more than once for the same problem and may
be in contact with more than one agency. Thus one individual may account for several event
reports during the period concerned. Event-reporting systems, then, report only events and
do not necessarily reveal the total number of individuals involved.

Alternatively, systems may be capable of linking different events for the same individual
in the same reporting institution. For example, two hospitalizations of the same individual
within a given reporting agency represent only one case. If the same individual were
reported by two reporting institutions, he would be considered as two cases. Systems
enabling multiple events for the same individual in the same institution to be identified as
a single case are called case-reporting systems.

Finally, systems may be capable of linking events that occur in different settings for
the same individual. Thus reports on a person who is arrested, is hospitalized, and visits
a clinic may be brought together and analysed as the related experiences of one individual
with different reporting institutions. An individual who is reported separately by
several institutions can be identified as one case rather than several cases, Systems
capable of doing this are called case registers,

Table 1 illustrates the differences between the three types of system, It shows
hypothetical contacts of 2 individuals with 5 different institutions over a period of 1 year
for drug-related events, If an event-reporting system were in existence, 10 separate
events could be reported by the 5 institutions, With a case-reporting system, 7 cases could
be described, person 1 having had one or more contacts with 3 reporting institutions and
person 2 with 4 reporting institutions. 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 distinctions in
describing drug-abuse reporting systems,

While case registers are capable of describing individuals in contact with a variety of
institutions, they can also describe cases in contact with single institutions as well as
unique events. That is, a case register 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 single events.
Thus, case registers have the greatest flexibility and analytical capability, and event-
reporting systems have the least.

The typology presented here is not rigid. Some systems combine elements of all three
types -~ for instance, a limited case register that receives and collates reports from only
one type of service (e.g., mental health, drug abuse,~ or police).



TABLE 1, DIFFERENCES BETWEEN TYPES OF REPORTING SYSTEM

A. CHRONOLOGY OF EVENTS . MONTH
Source of J F M A M J J A s 0 N
report

Hospital A Person 1 Person 2 Person 2 Person 2

hospitalized hospitalized hospitalized hospitalized
Police : Person 1 Person 2 - Person 2
Dept. B ) ) arrested . arrested arrested
Clinic C ‘ Person 1

treated

Hospital D Person 2

hospitalized
Police Person 2
Dept. E arrested
B. COLLATION OF EVENTS
Event-reporting system Case-reporting system Case register
5 hospitalizations Hospital A reports 2 cases 3 events reported for individual 1
4 arrests ' Hospital D reports 1 case 7 events reported for individual 2

1 clinic admission Police Dept, B reports 2 cases
: Police Dept., E reports 1 case
Clinic C reports 1 case

10 events 7 cases

2 individuals

Source: A. Richman, personal communication to I,.Rootman, 1979.

—Z'[-
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A distinction should be made between systems that are "specialized" for the exclusive
use of drug-abuse programmes and those that are "nonspecialized" - i,e., systems that monitor
a wider range of phenomena (such as crime or mental disorders) but at the same time permit
the monitoring of some aspects of drug abuse. The decision to establish a specialized or
a nonspecialized system has significant administrative, financial, and policy implications.
For this reason. examples of both specialized and nonspecialized systems will be presented
for each of the three major types of reporting system,

2.1 Event-reporting systems

In their review of the literature on event-reporting systems, the authors were able
to find examples only in developed countries. This should not suggest that such systems are
unsuitable for developing countries. On the contrary, they can be the least expensive type
of reporting system, It is hoped that the present study may stimulate more reports from
planners and researchers who have experience with this type of drug-abuse reporting system
in developing countries,

2.1.1 Specialized type. The Drug Abuse Warning Network (DAWN), USA. This system was
initiated by the United States Drug Enforcement Administration (DEA) in 1972. The original
objectives of the programme were:

- identification of drugs currently being abused and/br associated with harm to the
individual and society;

- determination of existing patterns of drug abuse in selected metropolitan areas
and national monitoring to observe changing trends, including detection of new abuse
entities and new combinations;

- provision of data for the assessment of the relative hazards to health and relative
abuse potential of substances . . .;

- provision of data needed for regulatory control and scheduling of drug abuse.2

These objectives have not changed substantially, though the US National Institute
on Drug Abuse (NIDA) subsequently became a joint sponsor of the programme ,

The programme currently obtains two types of data from two major sources: adverse
reactions to drug use from emergency rooms in general hospitals, and information on drug-
related deaths from county medical examiners or county coroners.

In the early phase of development, reports were obtained also from general hospital
inpatient units, from student health centres, and from crisis centres, but these sources
were eliminated because they did not yield sufficient reports to justify the cost
involved.

Originally, 39 Standard Metropolitan Statistical Areas (SMSAs) representing all 13 DEA regions
were selected for the sample. Subsequently 23 SMSAs were continued in Phase VI of the programme
(May 1977 - April 1978) and one more was added. The SMSAs were not chosen randomly, but
were selected to account for about 30% of the population of the USA in geographically
diverse locations.

In Phase VI - the last for which information was available to the authors - an attempt
was made to involve all eligible emergency rooms and medical examiners in 21 of the
selected SMSAs, and a 50% random sample in the remaining three, This resulted in the
participation of 579 emergency rooms and 104 medical examiners. In addition, 191 emergency
rooms and 8 medical examiners from outside these SMSAs participated,
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The following definitions were used during Phase VI:

Drug abuse. "the nonmedical use of a substance for any of the following reasons:
psychic effects, dependence, or self-destruction (attempt or gesture), i.e., the
use of: (a) prescription drugs in a manner which is inconsistent with accepted
medical practice,or (b) over-the-counter drugs (OTC) contrary to approved
labelling, or (¢) any other substance (heroin, marijuana, glue, aerosols, etc.)

for the reasons above."

Drug-involved death, Either (a)drug-caused, involving a drug ''Over -dose"
where a toxic level is found or suspected, or (b) drug-related where, the drug
usage is a contributory factor but not the sole cause (i.e., accidents,
diseased state, withdrawal syndrome, etc.).3

Reporting forms include both person-specific information (e.g., age, race, sex, and employment
status) and drug-specific information (e.g., drug name, dosage, and route of administration).
They do not, however, request any information that could be used to identify a specific
individual (see Annex 2).

At each participating institution, a trained reporter or alternate is responsible for
completing a standard form for each drug-abuse event occurring during the reporting period.
Completed forms are sent regularly to the data-processing centre, where they are checked
for missing or false information and inconsistencies. Any problems are followed up by
project monitors either by telephone or by visits. 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.

Several types of report on analysed data are produced regularly. These include annual
reports,3 quarterly reports,4 and summary reports for each participating city.

As a specific example of the usefulness of this system, Table 2 presents a news release
based on data collected from DAWN. It shows national estimates of drug-related deaths
and emergency-room visits for the 26 most abused drugs in the USA according to data gathered
between May 1976 and April 1977. The information is of obvious importance to planners in
documenting the large number of deaths related to specific drugs and in particular to heroin/
morphine, alcohol in combination, the barbiturate group, and dextropropoxyphene,

The information emerging from the DAWN system has been used by DEA in its enforcement,
compliance, and scheduling activities, and NIDA has used it in its forecasting, education,
prevention, treatment, and rehabilitation projects.5‘7 In addition, other federal, state,
local, and private organizations concerned with drug abuse have used the information in
their programmes, These organizations pinpoint the specific drugs that are causing serious
public health problems and for which additional controls may be required, and they warn
physicians and medical societies to exert additional caution in their use of some drugs.

Although the DAWN system is an excellent example of a specialized drug-abuse-event
reporting system, it has the limitations characteristic of event-reporting systems. For -
example, the system canmot produce an unduplicated count of individuals coming in contact,
with emergency rooms, since the same person may be counted more than once if reported more
than once during a given period. Moreover, the system does not permit follow-up of cases
beyond the initial contact. DAWN has other limitations arising out of its unique design
and not necessarily characteristic of all event-reporting systems. First, the large number
of reporting facilities involved, and their geographic dispersion, make it difficult to
maintain good-quality controls on the data submitted. Secondly, the definition of a “drug-
involved death" is vague. It is not clear whether "use of the drug" refers to past use
or only present use. It is conceivable that a person might die of liver failure or other
long-term effects of intravenous heroin use, even though the drug was not found at autopsy.

It can be extremely difficult to determine when use of a drug "contributes" to death.

Thirdly, the cost of the system is considerable. Finally, the system has been implemented

in a technically advanced country, It might require considerable modification and might even
not be feasible in less developed countries or in smaller countries where the cost would have+
to be borne by a smaller population.
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THE TOP 26 ABUSED DRUGS IN THE USA

On the basis of statistics gathered in 24 cities between May 1976 and April 1977,

the National Institute on Drug Abuse (NIDA) has developed the following national
estimates on drug-related deaths and emergency treatment for the 26 most abused
drugs. Prescription information is included to put these statistics in perspective.

Estimated Estimated
No, of Total No. of No. of
Drugs emergency - . .
room visits drug-related prescriptioms total pills
deaths

Heroin/horphine 17 ooo 1 680 - -
Methadone 4 500 310 - -
Codeine 2 700 420 744 000 24 960 000
Marijuana 5 700 10 - -
Phencyclidine 4 100 80 - -
Alcohol-in~combinations 47 700 2 530 - -
Secobarbital sodium 7 400 780 1 507 ouo 67 096 000
Pentobarbital 2 900 640 1 702 000 81 860 000
Secobarbital 7 300 530 1 173 000 54 348 000
Amobarbital 400 290 375 000 34 013 000
Phenobarbital 7 700 460 7 910 000 784 409 000
Diazepam 54 400 880 57 084 000 2204 062 000
Chlordiazepoxide 9 300 170 15 340 000 923 642 000
Meprobamate 3 200 200 9 151 000 612 509 000
Thioridazine 5 300 150 7 187 000 473 398 000
Doxepin 3 300 200 4 072 000 193 830 000
Chlorpromazine 6 100 140 4 749 000 270 951 000
Flurazepam 11 500 130 12 795 000 401 709 000
Methaqualone 5 500 140 1 352 000 50 221 000
Ethchlorvynol 5 000 310 1 878 000 59 234 000
Glutethimide 2 000 230 2 195 000 86 613 000
Dextropropoxyphene 10 800 1 0% 19 488 000 703 409 000
Acetylsalicylic acid 17 600 390 - -
Paracetamol 4 700 120 - -
Phenytoin 5 300 110 8 571 000 986 286 000
Amitriptyline 7 500 680 8 838 000 488 229 000

Sources: Drug Abuse Warning Network V (DAWN V), funded by NIDA and the Drug Enforcement

Administration (DEA)

National Prescription Audit, IMS America Ltd.
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Nevertheless, the DAWN system illustrates some of the characteristics of specialized
drug-abuse-event reporting systems and provides a useful model for consideration by planners
in other settings. Of course, each team of planners will have its own purposes and resource
limitations, so that the system developed may differ from DAWN in various ways - e.g., in
the number of reporting institutions, sampling procedures, and forms., Fur thermore, planners
in some settings may not have access to emergency rooms or coroners' laboratories. In such
circumstances, it may be more justifiable to develop event-reporting systems based on other
institutions, such as poison-control centres, or law-enforcement agencies. The latter in
particular, may be a useful basis for establishing an event-reporting system, since enforce-
ment agencies are commonly in contact with drug abusers and often collect information about
them that could be systematized and made part of a reporting system as described in the
next section, :

2.1.2 Nonspecialized type. Uniform Crime Reporting System, Canada. In 1962, Statistics
Canada, the national central statistical agency, collaborated with the Canadian police forces to
establish a Uniform Crime Reporting System. This system is based on monthly reports sub-
mitted to the agency by police forces using a standard form developed by Statistics Canada
with the cooperation of the Canadian Association of Chiefs of Police (see Annex 3). The
form requests information on offences, including violations of federal drug statutes,
reported or known to the police. Since 1971, drug offences have been covered by four
subclassifications: (1) addicting, opiate-like drugs; (2) cannabis (marijuana);

(3) controlled drugs; and (4) restricted drugs.

The summarized data reports are submitted to Statistics Canada monthly by most police
agencies in the country by means of the form or computer printouts or tapes in the same
format, Statistics Canada checks for accuracy and uniformity of reporting, collates and
tabulates the data, and publishes tabulations. The most recent publication covers the
year 1977.8

The potential usefulness of this system is illustrated by Fig. 1, which presents the
rates of violations of the federal drug statistics in each Canadian province. It shows
certain provinces to have disproportionately high violation rates, One cannot determine from
these data alone. whether these provinces actually have more drug use, since the arrests may
be caused by various factors, including the zeal with which enforcement is carried out,
However, the system has been useful to police, policy-makers, and the public.

The system has limitations by virtue of the fact that it is an event-reporting system -
i.e., it does not produce an unduplicated count of individuals, since a person may be
reported more than once, In addition, a drug offender may not even be counted if the
offence is less serious than another committed at the same time,

With this system, reports are not limited to "addicts", nor are they all-inclusive.
Thus, an "addict" who is convicted of a mugging, but not of a drug-related offence, would
not be reported, while a "non-addict" pusher would be reported, Finally, as pointed out by
the Director of the programme:

"The police in Canada have considerable discretion in the action they may take
(i.e., which charge(s) to lay, and the number of charges actually laid) in drug
incidents, and they also have considerable discretion in how they classify their
actions for statistical purposes. The published statistics are therefore not a
‘pure’ measure of the drug offence phenomenon, but are instead a mixed measure of
'occurring' activity, 'defining' activity, and ‘enforcing’' activity. It is
impossible to separate these components without very careful evaluation and audit
studies, This means that the validity and reliability of the published figures
on drug (as well as other) offences are to some extent unknown."?
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FIG. 1. RATE (PER 100 000 POPULATION) OF REPORTED DRUG OFFENCES
IN CANADA, 1977
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National Arrest Reporting, Japan. Another dramatic example of the usefulness of

a national arrest reporting system can be seen in Japan, which has had such a system in
operation for many years., As illustrated in Fig. 2, this system was used by authorities

to monitor the magnitude of the serious problem of stimulant abuse in Japan in the 1950s

and to evaluate the impact of counter-measures., As can be clearly seen, there was a dramatic
increase in stimulant-drug violations in the early 1950s. Convictions declined precipitously
after the introduction of counter-measures in 1954 and 1955, suggesting that they had an
impact. Furthermore, increases in violations in the late 1960s alerted authorities to a
possible revival of stimulant abuse and led to additional counter-measures.

Thus, nonspecialized event-reporting systems can be extremely useful to policy-makers
concerned with drug abuse and should be considered among the alternatives when systems are
being selected. Although we have chosen to present an enforcement-based system as an example,
health-based systems -~ e.,g., serum hepatitis monitoring -~ might also be considered. Such
programmes have been developed and are described elsewhere,”? 0 Similarly, many countries
already use the International Classification of Diseases (ICD) to code and report deaths,ll
Some of these codes pertain to drug~related deaths and can be used as at least a crude measure
of the extent of such deaths in a country.

2.2 Case-feporting systems

2.2.1, Specialized type, The Client Oriented Data Acquisition Process (CODAP). This
system was designed in 1972 and is administered by NIDA, Its purpose is "to provide current
information, which describes clients and the treatTgnt given to them in order to aid in
planning, management, and evaluation activities".

FIG. 2. STIMULANT AND NARCOTIC VIOLATIONS IN JAPAN, 1951-1976
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All programmes that receive United States Govermment funds for drug~abuse treatment and
rehabilitation services must participate in CODAP. At the present time this includes about
1800 clinics with about 40000 client admissions and discharges per month.

The CODAP system uses four basic forms for data collection: the admission report, the
discharge report, the client flow summary, and the client progress report (see Annex 4). The
admission and discharge reports are used to collect individual client data. They are the key
elements in the system and are completed for each client admitted to and discharged from each
clinic. Thus, CODAP data reflect all clients treated at CODAP reporting units, not just those
who are specifically supported by federal funds. The client flow summary, which is used to
collect clinic data monthly, and the client progress report, which is used only by the Bureau
of Prisons clinics quarterly, are the remaining forms in the CODAP collection system. The
responsible staff in each clinic are trained to complete the forms and submit them monthly
either direct to NIDA or through the responsible state.agency., NIDA then prepares the follow-
ing files on the basis of the reports and descriptive information on each clinic contained
in a master unit identification file which is updated monthly: cumulative admission and
cumulative discharge files, which contain the admission and discharge reports, respectively;
the Clients in Treatment File, which contains records for all clients admitted but not yet
discharged; the Client Flow Summary File, which contains all data submitted on the Client
Flow Summary reports; and the Historical Matched Pairs File, which contains all data on
discharged clients whose admission and discharge records are matched and stored on this file
to allow for analyses of discharge data as a function of admission data. The matching of
admission and discharge records involves the following items: clinic identifier, client number
assigned by the clinic, date of admission to the clinic, sex, and date of birth.,

The accuracy of the system is monitored continuously with tests of internal validity to
make certain that the responses are within acceptable ranges defined by the CODAP instruction
manual and with tests of internal consistency to ensure that the reported data items are
consistent with one another. The system also contains safeguards for protecting the confiden-
tiality of the information. For example, only the clinic maintains detailed files that permit
cross-reference between client numbers and individuals, It is also not possible to link CODAP
data to other federal data because they do not contain names and the coded data describing
the client are not sufficient to match records.

The system is used for several purposes, as stated by the Acting Director of the Programme:

"The data are used federally or internally by the National Institute on Drug Abuse,
to evaluate drug abuse treatment. Some examples of NIDA's use are by the Division
of Community Assistance to monitor utilization, by the Office of Program Develop-
ment and Apnalysis which receives reports on third party (insurance) payments, and
by the Criminal Justice Branch which receives reports on source of referral to the
drug abuse treatment units and the number of arrests the client had 24 months
prior to admission. State and local level data are used to determine utilization
of available treatment resources, to identify the types of current drug problems
showing up at clinics, and to see if treatment is reaching special target popula-
tion groups such as youth, minorities, or women. The States use these data in
preparing annual State drug abuse plans which include such areas as needs assess-
ment and setting priorities for the next year. To facilitate use of the data by
the clinics themselves, NIDA supplies each clinic with tables showing its own
data. Aggregate national data are disseminated to a broad readership through the
NIDA Statistical Series, which publishes quarterly and annual reports. In
addition to the published reports, limited CODAP data are available to users at

a nominal cost either on data tapes or tabulations as requested by the user."

Examples of potential applications of CODAP data to the management of drug-abuse preven-
tion, treatmf t, and rehabilitation programmes are presented in official US Government
publications as well as elsewhere,l> Fig. 3 and 4 are presented as examples of possible
tabulations. Fig. 3 shows the distribution of clients admitted to federally funded drug-abuse
treatment programmes in the USA in 1977 according to the primary drug used at the time of
admission. As can be clearly seen, the majority (55%) were reported to be using heroin. This
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information is certainly useful to programme planners, especially when it is collected during a
long period, since, it permits treatment-programme needs to be anticipated. Fig. 4 shows the
distribution of clients discharged during 1977 according to their reasons for discharge. As
can be seen, almost one-half left before completing treatment., Such information has important
implications in assessing the effectiveness of programmes,

Thus, a specialized case-reporting system such as CODAP can be extremely useful for
persons working in the drug-abuse field at several levels., However, it has certain limita-
tions. For example, it is not possible on the basis of reported data alone to follow up a
cohort of admissions to determine what contacts have been made with other agencies, the
mortality rate, or treatment status on anniversary dates. 16 The system also has certain
unique limitations, such as a continuous change in the composition of reporting clinics owing
to the creation of new clinics and the closing of old ones. In some regions of the USA,

CODAP excludes large programmes not funded by the Federal Government. For example, in New York
City, over 20 000 patients on methadone maintenance and 20 000 admissions to the Ambulatory
Detoxification Program are excluded annually. Finally, CODAP is expensive to operate,

Planners in other countries may therefore wish to consider the use of nonspecialized case-
reporting systems as an alternative. Such a system (operating in Indonesia) is described next.

2.2.2, Nonspecialized type. The National Mental Health Reporting Programme, Indonesia.
Work to develop this nonspecialized case reporting system was started in 1968 as a cooperative
venture between the Directorate of Mental Health, Ministry of Health, Indonesia, and the
Inter??tional Committee Against Mental Illness. It was established on a national basis in
1972.

Information on all patients admitted to 35 mental care institutions in Indonesia is
recorded on a 1l0-page multiple-choice questionnaire known as the General Purpose Psychiatric
Questionnaire. Demographic data are entered, as well as data on psychiatric history,
criminality, diagnosis, prognosis, and use of selected drugs. The questionnaire is completed
by a senior nurse and a psychiatrist or attending physician on admission of the patient.
Completed questionnaires are mailed fortnightly or monthly to the Directorate of Mental Health,
Jakarta, where the data are processed. A clinical report is printed by the computer for each
patient and is mailed to each hospital for further use. In addition, periodic statistical
reports are 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
at an early stage a serious outbreak of morphine and heroin use among middle-class and upper-
class young people in the major cities during the early 1970s. Although only a portion of
the total numbers involved sought treatment in mental hospitals, the reporting system permitted
planners to observe quickly their age, sex, socioeconomic status, and drug-using patterns,
and the geographical regions involved. A national prevention, treatment, and law-enforcement
programme was thus initiated at an early stage in the course of the epidemic.

Fig. 5 is another example of the potential of the system for monitoring changes in the
characteristics of patients entering treatment. As can be seen, there is a progressive
reduction in the number of drug users of both sexes admitted from 1973 to 1977 and, provided
that other trends are in the same direction, the data may suggest a possible reduction in the
number of drug users in the population, perhaps in response to the government'’s programme,

While a case-reporting system of this type provides useful information to planners, it
does not permit conclusions to be reached on drug abusers outside hospitals. 17 As a nonspecia-
lized mental-health reporting system, it cannot be expected to obtain as much information on
drug abuse as a specialized system would. Finally, a case-reporting system takes up 10-15
minutes of a physician's time to provide a diagnosis and other observations on each patient;
thus it requires better trained professional personnel than most specialized drug-abuse
reporting systems., Despite these limitations, the National Mental Health Reporting Programme
of Indonesia provides one of the few international examples of a reporting system that detected
a serious national drug-abuse epidemic at an early stage, and monitored what would appear to
be a successful response by the Govermment to control it,
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SEX DISTRIBUTION OF DRUG ABUSERS ADMITTED TO PSYCHIATRIC

FIG. 5.
HOSPITALS IN INDONESIA, 1972-1977
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2.3 Case registers

2.3.1. Specialized type., The Addicts Index, United Kingdom.18 The Dangerous Drugs Regula-
tions 1968,* require all doctors to notify the Home Office of persons whom they suspect of
addiction to certain narcotic drugs and to cocaine., Notification is defined as "the reported
use of particular drugs". The three major sources of notification are clinicians at drug-
treatment centres, general practioners, and prison medical officers. "When any of these
sources is confronted by a person who wishes to receive a legal opiate prescription, who

claims to be using an opiate, who shows evidence of recent needle marks and/or provides a

urine test which is opiate positive, the doctor will submit to the Home Office the required
written notification". Before submitting a notification, the doctor may, and usually does,
telephone the Home Office to inquire if the patient is already known to them. The notification
includes the following information: patient's name, address, sex, date of birth, National
Health Service number, date of attendance, and name(s) of drug(s) concerned. The standard

form used for notification by prison medical officers and treatment centres is found in Annex 5.
Doctors usually notify the Home Office by letter, In addition to information obtained from
formal notifications, information of a variable nature is often obtained from police reports,
Home Office inspectors, or other sources.

When a valid notification is received, the person's name is entered in a nominal index.
The purpose of this index is to provide a way of checking immediately whether a person is
already known to the Home Office in connexion with drugs of addiction or whether he is a
confirmed addict. In an attempt to confirm the case, the Regional Medical Officer then
visits the notifying doctor. Where notification comes from a treatment centre or prison
medical 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
personal files and index cards are updated to include any changes. If no notification is
received on an individual 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 confidential, 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 eliminate duplicate counting - i.e., the counting of the
same individual as two or more addicts. Specifically, doctors may check with the Home Office
before submitting a report, in order to determine whether or not a patient is already known.
In addition, the reports that are received are carefully checked (name, date of birth, and
any other particulars) against those for individuals already listed. However, the doctor is
usually required to submit a formal notification even if the patient is already known to the
Home Office.20

On the basis of the information in the addicts' index, the Home Office prepares regular
tabulations of known addicts and of "new addicts" (or those not previously notified to the
Home Office). The tabulations have been used to monitor changes in the number and characteris-
tics of known addicts, determine clinic attendance patterns, and prepare reports for inter-
national agencies. In addition, the index has been used for other purposes, including enforce-
ment, treatment, planning and research.

The potential 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 notification, 1969-1976. As can be seen, the number of new cases remained
relatively stable during that period, although there was a steady yearly increase from 1970
onwards (the 1969 total probably reflects the establishment of the clinic system in 1968).

*
Superseded by the Misuse of Drug Regulations 1973.



TABLE 3. PERSONS NEWLY NOTIFIED AS ADDICTS TO THE HOME OFFICE (UNITED KINGDOM) , 1969-1976, ACCORDING
TO SOURCE OF NOTIFICATION* (MALES AND FEMALES)

Year Hospitals Fenal . General practitioners Tota}
establishments and other doctors (100%)
No % No % No % No
1969 468 45 398 39 164 16 1030 '
1970 308 43 293 41 110 16 711 G
1971 404 52 264 34 116 13 774 l
1972 466 58 228 29 105 13 799
1973 430 53 218 27 159 20 807
1974 436 50 229 26 209 24 874
1975 398 43 274 30 250 27 922
1976 416 42 290 30 279 28 985

* These figures relate to the United Kingdom and exclude foreign nationals who were temporary residents.

Source: Home Office Statistical Department, London, 1979.
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There was also an overall decline in the number and proportion notified by hospitals and penal
establishments and a corresponding increase in the number and proportion notified by general
practitioners. Other data show a decline in the proportion of new notifications under the
age of 20 years. This information and similar information resulting from the index has
alerted policy makers to possible trends in the nature and treatment of addiction in the
country.

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 attentionm,
who themselves are only a subsample of drug users in the community. Thus, as suggested by
Blumberg,21 there may be a substantial number of reasonably regular users unknown to the Home
Office. For example, an intensive case-finding study carried out in Oxford?2 revealed that
20% of 63 "certain" cases of opiate use had not been notified to the Home Office, and that
none of the 111 "very probably, probably, or suspected" cases had been notified. A similar
study in Crawley, a town of about 60 000 people near London, showed a rate of 8.5 per 1000
confirmed cases of heroin addiction compared with a rate of 1.4 predicted by the addicts'
index.?3  On the other hand, in a study of 138 addicts narcotic-related deaths in 1969-1970,
only 24 were unknown to the Home Office, which suggests a relatively complete coverage of long-
term daily users of heroin and methadone by the index. ‘

Other drug-abuse registers do not appear to have quite as high a coverage as the Addicts'
Index. In the case of the New York City Narcotic Register, for instance, only about half of
the overdose deaths were known,24 and in the Canadian equivalent about 60% of such deaths in
Vancouver were known.25 In addition, if cases in which the formal verdict does not mention
drugs are considered, the coverage may appear even lower. Thus, caution should be exercised
in extrapolating register data to the community as a whole, even though these data may provide
a firmer basis for extrapolation than event-reporting or case-reporting systems do. Such
extrapolation is discussed in section 4.3.5.

Another possible limitation of the Home Office addicts' index is that the practice of
"confirming" addicts before they are included in the index may well exclude most early cases.
Visits by regional medical officers to notifying doctors to confirm cases may also. be
impracticable when more than a handful of "addicts" is involved. Finally, the "removal" of
cases from the index, as opposed to an internal analytical procedure for considering certain
individuals "inactive" if they have not been reported within a specified period, may be a
limiting factor. .

In addition to_the Unitedzgingdom, several countries or territories, including
Australia,2 Burma, 7 Canada, Hong Kong, 9 and the USA,3O either possess or are in the
process of developing national or local drug-abuse case registers. Each of these registers,

although similar in many respects to the Home Office addicts' index, has certain unique
features,

The Hong Kong register, in particular, has some interesting features distinguishing it
from the United Kingdom Home Office index. For one thing, it is not the people reporting the
contact but the system itself that determines if an individual is already known. To avoid
duplicate counting of the same individuals, the computer system performs sophisticated matching
procedures using combinations of identifying and demographic data.3l  such procedures are, of
course, not feasible in all countries, for technical or administrative reasons (e.g., in
countries where names can be and are easily changed officially and where identification numbers
are valid for only a few years). However, where such problems do not exist, it may be
desirable to provide some way of matching data.

The Hong Kong register also differs from the British index in greater coverage. In
addition to medical sources, the Hong Kong system includes law enforcement and welfare
agencies. This feature, along with the compact size and homogeneity of the community, may
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permit extrapolation to the addict population as a whole with greater confidence than is the
case in the United Kingdom. For instance, it enabled planners to suggest with some confidence
in 1979 that the extent of heroin and opium dependence might not be as great as had been
feared. Formerly, it was believed that the territory had about 100 000 addicts, but, with an

unduplicated list in 1979 of 30 992 identified addicts, current informal estimates are fewer
than 50 000.32

Figure 6, taken from the third report of the Hong Kong Central Registry,33 also
illustrates the use of the register for evaluating drug-abuse prevention and treatment efforts.
Specifically, it shows the likelihood of an individual's being reported again after being
reported for the first time by a law-enforcement or treatment agency. As can be seen, addicts
reported by the police are more likely to be reported again within 3 months than are those
reported by treatment agencies. However, over the longer term, those reported by treatment
agencies are more. likely to be reported subsequently (81%, compared with 70% for law enforce-
ment, were reported again within 30 months). Further analysis showed that younger "addicts"
were more likely to be reported again than older ones, This type of information has helped
the Hong Kong authorities to assess the impact of contact with various institutions, and as
such has been useful in planning future responses (Annex 6 shows the form used in Hong Kong).

FIG. 6. LIKELIHOOD OF BEING REPORTED SUBSEQUENTLY AFTER A PREVIOUS CONTACT
WITH A SPECIFIC AGENCY
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2.3.2 Nonspecialized type. Psychiatric Patients Register, Australia. An example of a
psychiatric case register that can identify drug abusers is to be found in the State of
Victoria, Australia, This register has been in operation since 1961, when all residents of
psychiatric institutions in Victoria were given a permanent identification number. All sub-
sequent patients have also been allotted a number, Information on each patient consists of

& summary record, which is updated after each contact with a psychiatric institution, and
chronologically recorded reports of all contacts with psychiatric inpatient, day-care, and
outpatient institutions (see Annex 7). The data are collated by computer with confidentiality
safeguards built in. The computer data basis consists of an active file containin§ all data
on patients under care in a given year and a historical file on all other patients. 4

Although not designed specifically to monitor drug abuse, this register and others like
it have the potential of being used for this purpose, since they use the ICD codes to classify
diagnoses. The ICD provides specific code numbers on drug dependence and nondependent abuse
of drugs, and subcodes are provided for the major types of dependence-producing drugs.
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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 alcohol and drugs were analysed to detect
localities with varying abuse patterns. The analyses were used as a basis for preliminary
planning estimates and programme evaluation.

Such nonspecialized case registers have all the limitations of specialized registers.
In addition they have limitations arising out of their nonspecialized nature - e.g., the
amount and quality of information obtained on drug abuse are limited because of competing
priorities and the data obtained may also not be comparable with drug-abuse data obtained from
other sources.

2.4 Advantages and limitations of each type of system

Some of the advantages and limitations of the three types of reporting system have already
been mentioned, However, it may be useful ‘to review and summarize them in one place to aid
planners in making appropriate choices. Each type of system will be discussed separately,
followed by a summary of its relative merits.

2.4,1 Event-reporting systems. One potential advantage of such a system is that it can
alert programme staff and policy-makers to emerging drug-abuse phenomena such as new adverse
reactions to drugs, new routes of administration, the use of new combinations of drugs, and
new substances abused. For example, the DAWN system developed an "Emergence Index" for
monitoring the appearance of new drugs.

Another possible advantage of an event-reporting system is that the direct costs may be
lower than those for a case-reporting system or case register, since less collation and
matching of reports is required. This is particularly true if only aggregate data are
received from reporting agencies, as is the case with the Uniform Crime System in Canada.
Where this is done, the cost per case of pooling the data should be lower than with the other
two types of system. On the other hand, the costs of collation are passed on to the local
agencies, and this may raise the indirect costs.

A third potential advantage of an event-reporting system is that confidentiality problems
may be dealt with relatively easily. This is especially true if aggregate data are reported,
which means that no identifying information has to be passed on to the central agency.
Finally, an event-reporting system may entail fewer maintenance problems than other types of
system, because it may not require as highly trained and specialized staff as case registers
or case reporting systems do.

One of the major limitations of an event-reporting system is that it is not possible to
determine how many individuals are involved in a given set of events - i.e., individuals are
not identified in the reports, so it is not possible to determine whether several hundred
reports involve several hundred drug users or a small number of individuals who are reported
many times. It is also extremely difficult to determine whether one is dealing 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 system, for example, the immediate outcome of an emergency-room visit may be ascer-
tained, but there is no provision for following up the individual subsequently. In the

Canadian Uniform Crime Reporting System, it is possible to determine immediate outcome at the
aggregate level, but not for particular individuals.

A third limitation of event-reporting systems is that it is usually not possible to link
information obtained from one type of institution to that obtained from another. For example,
information from the emergency room about a particular episode cannot be linked with data from
the coroner about the same episode. Similarly, the Uniform Crime System cannot link police
data with court data. This makes it difficult to develop a coherent picture of related
events, and the consistency of information from one source cannot be checked against that
obtained from another.
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The latter issue points to a fourth limitation - i.e., that the validity 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 individual or
aggregate reports on the basis of the information it receives, Special studies are therefore
required if information on reliability and validity is needed.

A fifth limitation of an event-reporting system is that it may be less amenable to
scientific research thau the other two types of system, This is due to the tendency to obtain

less information than with the other systems. In addition, when aggregate data are reported,
data analysis is very limited,

2.4.2 Case-reporting systems. One advantage of such a system is its potential for describ-
ing the characteristics of persons who develop particular types of drug problem. This
enhances the ability of such systems to identify high-risk groups.

One advantage that a case-reporting system has over an event-reporting system is that it
is better able to determine outcomes for individuals, Such outcomes are generally limited,
however, to one set of events, such as those occurring during a hospital admission. Thus, it
is not as effective as a case register in permitting a cohort of admissions to be followed for

subsequent contacts with other agencies, their mortality, or treatment status on anniversary
dates,

A case-reporting system may not be as efficient as an event-reporting system in quickly
alerting planners to changing patterns of drug abuse, but it may be more helpful in inter-
preting the meaning of changes by virtue of collecting more information on the individuals
involved. For the same reasons, a case-reporting system may have an advantage over an event-
reporting system in terms of the validity and reliability of the information collected, since
it is possible to conduct more checks when more information is available.

2.4,3 Case registers. As indicated earlier, case registers have greater analytical capa-
bility and flexibility than either of the other types of system - i.e., they can analyse and
present data in terms of events, cases, or individuals.

Case registers also are capable of following an individual'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 registers obtain information from a variety of sources and are capable of linking
it to individuals, they are more capable than the two other types of system are of checking
the reliability and validity 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. For example, the New York City Registry inspired
numerous research_studies, some of which are reported in a recent book by the former director
of the programme.

On the other hand, registers may have more problems in maintaining confidentiality than
the other two types of system. They also need better trained and specialized staff over a
long period. They may also entail higher direct costs, because of the need to link all
reports for each individual for a longer time.

2.4.4 Summary comparison. Table 4 was prepared to summarize the relative strengths of the
three types of system. Each system type has been ranked as 1, 2, or 3 by the authors,
depending on its relative strength in a number of dimensions. Event-reporting systems appear
to be the most advantageous in terms of early warning, direct costs, confidentiality, and
system maintenance, Case registers appear to be the most advantageous in terms of analytical
capability, flexibility, follow-up, interpretation, validity checking, reliability checking,
research, and estimating incidence and prevalence. Case-reporting systems seem to fall

in between in all dimensions. Although these ratings represent the personal judgements of
L:be authors, they may be of some use to-planners wishing to choose between types of system.
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RELATIVE STRENGTHS* OF THREE TYPES OF REPORTING SYSTEM
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2.4.5 Specialized versus nonspecialized. Finally, the distinction between specialized and
nonspecialized reporting systems should be kept in mind by the planner, To develop a
comprehensive reporting system exclusively for drug abuse may be quite expensive and, when
drug abuse declines, it may not be possible to justify the continued expense, On the other
hand, a specialized 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.

Nonspecialized reporting systems are less expensive because the costs are shared with one
or more agencies. They are also more likely to survive when drug abuse receives a lower
priority for government funds. The problem with the nonspecialized 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 data items on drug abuse is generally permitted, since the
system must serve the needs of other users as well. The planner must weigh in his individual
setting, whether the compromises and advantages of the nonspecialized system counterbalance the
advantages and disadvantages and the higher economic cost of the specialized system.
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3. STAGES IN THE DEVELOPMENT OF REPORTING SYSTEMS

Considerations in the development of certain reporting systems have been discussed in
other WHO publications, the most pertinent of which is "The current and future use of
registers in health information systems", by E. Brooke. In order not to duplicate that
effort, the present text will emphasize considerations unique to the development of drug-
abuse reporting systems. This will be done in terms of four stages of development through
which a reporting system should pass: (1) initial planning, (2) design, (3) testing, and
(4) implementation. Each of these stages consists of relatively distinctive activities,
outlined in Figure 7.

Although these stages are not the only way to conceptualize the process, they provide a
framework for discussing the development of reporting systems. Accordingly, they will
" provide the basis for this chapter. It should also be noted that, in practice, the stages
and activities do not always follow the sequence in which they appear below.

3.1 Initial planning

3.1.1 Identification of need. Recognition of the need for drug-abuse reporting systems and
the decision to implement one generally involve a complex political and technical process.

The existing specialized drug-abuse reporting systems were mainly developed in times of crisis.
The decision to set up such a system is often made when the government is confronted with an
acute drug-abuse epidemic or has to deal with serious endemic drug-abuse. One reason for
anxiety on the part of policy-makers and administrators 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. Despite the crisis atmosphere that often
prevails, a technical group should review the need for a reporting system and consider alter-
native data-collecting possibilities, taking into account relative costs as well as resources
and expertise available.

One other observation on the need for a reporting system is that all specialized drug-
abuse reporting systems that have come to the attention of the authors exist in countries
where the abuse of heroin, opium, and intravenous stimulants has been a dominant part of the
drug problem. This is merely an observation, however, and does not suggest that, for other
drug problems, surveys or other data-collecting activities are preferable. However, the
decision 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 social and public health problem may find less expensive and more
practical mechanisms for assessing it.

3.1.2 Clarification of purposes. Given the diversity of institutions and disciplines
involved, it is not surprising that reporting systems differ greatly in the purposes for which
they were established. Much depends on the agency that first identifies the need for a
system. A law-enforcement agency, for example, may want a reporting system in order to keep
track of offenders; a health 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 system.

Thus, in developing any kind of system, one of the first steps 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 is involved - e.g., agencies concerned with health, enforcement,
and welfare - there may be conflicting purposes.

For instance, a health agency may wish to establish a reporting system to plan more
effective treatment programmes, whereas an enforcement agency may seek to identify those in
contact with agencies, in order to place them under surveillance. It is necessary to make

such potentially conflicting purposes explicit; otherwise, impossible demands may be made on
the system.
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FIG. 7 STAGES® IN THE DEVELOPMENT OF REPORTING SYSTEMS
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The purposes of the reporting system should be clarified and agreement should be reached
on their order of priority. Disagreement may necessitate the choice of an approach other
than a reporting system.

3.1.3 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 institutions;

- to measure continuously the trends and serious consequences of drug use;
- to determine and describe groups at risk of those consequences ;

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

- to assess existing efforts to prevent'and treat drug abuse.
While all 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.

3.1.4 Choosing the type of system. Once agreement has been achieved on the objectives, it
is possible to choose the system that would‘be most appropriate to attain those objectives.

The type of system is determined also by the number and types of institutions in contact
with the drug-using population. In the United Kingdom, for example, all addicts have a right
to medical treatment for their addiction, there is uniform coverage of the populations with
medical services, and the addict is in no way punished when he applies for treatment.
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 institutional base for a reporting
system.

In other countries there may be too few physicians or medical coverage may be too umeven
for such a system to be feasible. In some, law-enforcement agencies may be the institution
in contact with the greater portion of the drug-using population, and may already have a
uniform system for reporting events and drug seizures, which would provide a logical basis
for drug-abuse reporting. Elsewhere, there may be well-developed national systems by which
coroners report deaths, health services report cases of hepatitis, and rehabilitation services
for addicts may be provided by a welfare ministry.

In rural areas of some developing countries there may be no infrastructure, so that
reporting may not be feasible at all. In short, planners must examine the institutional
infrastructure (if any) in the communities where drug use is a problem and the existing
pattern of institutional contacts with the drug-using population. The type and structure
of the reporting system may then become obvious.

Other considerations also enter into the choice of a system. These include the availa-
bility of funds and skilled personnel, the geographical area to be covered, the expected
number of reports, and the legislative context. For example, if funds and skilled personnel

are limited, if there is a large geographical area to be covered, if a large number of reports
are expected, and if the legislative context does not permit the identification of individuals,
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 instead. 1f,

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.
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In some cases, a nonspecialized system might be the optimum choice. This is particularly
true when resources for cortrolling drug abuse are scarce, and where such a system already
exists and could be adapted.

3.1.5 Determining feasibility. 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 Mental Health Authority, Australia, surveyed relevant agencies
to determine whether it was feasible to establish a register of drug users. In addition to
providing preliminary data on drug users coming to the attention of authorities in 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 inter-
nal statistical systems of the agencies involved. The survey also showed that data
available were sufficient for the major purposes of the register."2

This survey helped the authorities to determine how to proceed.

3.1.6 Soliciting agency cooperatijon. At this stage in the development of a reporting
system, it is important to solicit the cooperation of potentially participating agencies.
This is not only to determine the feasibility of establishing a system, but also to ensure
that the system will be compatible with the practices of participating agencies and to deter-
mine what kind of feedback would be useful for the agencies to obtain from the system. As
observed by a consultant to the Hong Kong register, "it is vital to have close contact with
reporting agencies through all stages of development".3 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 initial proposal stage up to the implementation
and operation of the system".3 Thus, during the initial stage, it is extremely important
for planners to lay the foundation for the kind of collaboration needed with participating
agencies through all stages of system development. In doing so, it is important for planners
to spend considerable time on meeting with agency personnel to determine their concerns,
their methods of operation, and the ways in which a reporting system could be of most benefit
to them.

3.2 Design
3.2.1 Specification of objectives. One of the first 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 illustrated by the experience
of one drug-abuse register, which found that its originally stated objectives were not
achievable. As a result, it was necessary to develop a completely new system based on
reformulated and achievable objectives Certainly all reporting systems go through a trial-
and-error period, and mistakes are inevitable. Nevertheless, it is important to spend time
on formulating realistic 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 Central
Registry of Drug Addicts in Hong Kong:

- to identify trends in the nature of addiction and the addict population in
Hong Kong 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 (e.g., law enforcement agencies and
treatment agencies).

The goals for the Registry during its development and initial period of operation are stated
in detail in a consultant's report.J
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3.2.2 Specification of outputs. It is important, at the design stage, to begin specifying
the data tables to be derived from the system. This will produce a concrete picture of what
might realistically be expected from any particular system, and will indicate whether the
objectives can be achieved.

The value of producing tabular skeletons may be illustrated by a consultant's report on
the Hong Kong register. A number of tables were presented to illustrate what could be
produced by the proposed system. An example of such a table is shown in Table 5. Such
tables allowed the Hong Kong authorities to determine quickly whether the proposed system
would produce the information they required. The discussions that followed permitted the
consultant and other technical personnel to identify more clearly the data to be collected by
the system.

It may be extremely useful, if not essential, to involve experienced staff or consultants
at this point. This is especially true if they are able to provide long-term assistance in
the analysis of data. ‘

3.2.3 Selection of data items. It is important in designing a system to select carefully
the data items to be collected.  ‘In doing so, it is necessary for planners to determine
explicitly what each item will be used for. Of course, it is not possible to anticipate all
potential uses of items of information, but the major ones can usually be determined. The
tabular skeletons described above are often useful in this respect.

It is also often helpful to consider itgms used in other systems. In this connexion,
the WHO Case-finding and Case-reporting Form  may be helpful in selecting a minimal set of
items to be included in a reporting system as well as having a format that permits comparison
with other systems. The report on the project from which this form emerged may also be of
some assistance in this regard. The items in this project have been tested in various ‘
countries and cultural contexts.

3.2.4 Design of forms. Once the data requirements have been identified, it is possible to
begin designing the forms to be used in the system, the object being to produce standard forms
suitable for collecting the basic data required, straightforward, and simple to complete. In
designing forms, an attempt should be made to relate them to. the basic record-keeping of the
reporting agencies, rather than having two separate, unrelated pieces of paper. Forms should
be printed on heavy paper, so that they can be filed vertically in the records of the partic-
ipating agency. As pointed out by the former Director of the New York City Narcotics Registry,
making forms consistent with the needs of reporting agencies "is not only more expedient for
the reporting agencies, but is also much more likely to result in timely, complete and accurate
reports. Redundancy spells waste and is inevitably going to have a negative impact on the
system".

Although there is merit in keeping the number of forms to a minimum, sometimes it is
desirable to design more than one form or to design the form in modules so that the minimum
essential data can be obtained from all agencies, additional or agency-specific data being
collected by those who require additional informationm. If the system is to use automatic
data processing, the form(s) should be precoded for key punching. When different formats are
to be used by different reporting agencies, it is essential for the purposes of efficient data
processing that the comparable data items and answers on the different forms be assigned
identical code numbers for key punching and data processing.

It is not possible to present a format suitable for all drug-abuse reporting systems,
since each system will have its own requirements. However, some ideas of what a basic form
might look like may be derived from the report on the WHO Research and Reporting Project on the
Epidemiology of Drug Dependence.

The precoded, one-page WHO Case-finding and Case-reporﬁing Form was designed for use by
staff from different disciplines and with little training. It requests minimal information,
and for many questions it requires only that the correct answer be circled. . The items are
structured to give data comparable with those generated by other WHO forms and by the UNDND
Individual Data Form on Drug Abuse - see Annex 8.



TABLE 5. TABULAR SKELETON FOR STATISTICAL SUMMARIES OF DATA FROM THE CENTRAL REGISTRY OF DRUG ADDICTS, HONG KONG
Date: Cereas cene Reporting SourcCe(8): cuiiititir ittt ettt nsesnnnnnnannannn, .o
Reportigg No. first Total First reported, Total Average No. of No. most
period reported reported as % of total reports reports per recently
person reported reported
]
w
O
I
Total

*

Adapted from:

Government of Hong Kong.

As required - e.g., quarterly periods (01/36-03/56, 04/76-06/76, ete.).

Final report on the Central Registry of Drugs Addicts in Hong Kong, 1976.
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In preparing forms, planners might keep in mind that, in collecting social and demographic
data, there is considerable advantage in conforming to procedures used by the national census.
This permits comparisons of drug-use populations with the population of the country as a whole.
It might also be kept in mind that, 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 personal identifiers, national identity-card numbers are being
used in some countries, The collection of such information is, of course, contingent omn
legal provisions and requires the privacy and confidentiality of both clients and records to
be protected.

3.2.5 Development of instructions. Concurrently with the designing of forms, it is desirable
to develop detailed instructions for filling them in. These instructions should be designed
and then reviewed with the people who are likely to be completing the forms. There is no
point in preparing complex instructions suitable for a highly trained researcher if the forms
are to be completed by someone with an elementary school education. Examples of such
instructions were developed for the WHO Research and Reporting Project on the Epidemiology of

Drug Dependence6 and may be useful to planners. Of course, each system will have to design
its own instructions according to its own characteristics. The instructions may be made
available as a manual to accompany the form(s). In general, though, it is desirable for the

forms to be comprehensible enough to make separate instructions unnecessary, and for all
essential instructions to be printed on the form itself.

3.2.6 Selection of reporting agencies. During the design stage it is important to decide
which agencies are to participate in the system. .In addition to the fundamental consideration
of identifying agencies in contact with drug users, the selection depends on other factors,
including the type of system being designed, the resources available, the geographical coverage
of the system, and the likelihood that agencies will be willing to cooperate. Thus, it is
impossible to formulate any universal rules for making such selections.

Another consideration is the representativeness of the participating agencies and the
drug users with whom they are in contact. The DAWN system attempted to overcome biased data
by selecting geographically diverse committees and then attempting to involve all emergency
rooms and medical planners. Sampling of reporting agencies may be the appropriate choice
when a country has a large number of institutions to choose from and limited resources for
establishing a reporting system.

3.2,7 Establishing criteria for reporting. It is necessary to establish the criteria to
be used for determining whether or not a case should be reported. For example, should all
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 inclusiveness". He added that:
"If one really wants to get some idea of the natural history of addictions, I think all
suspected cases, and not just confirmed cases should be included".”

Once criteria have been established, it is desirable to develop a set of instructions
that clearly define them for participating agencies. The Addicts Index in the United Kingdom,
as described in section 2.3.1, provides an excellent sample 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 apply the same criteria consistently.

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. If too many agencies are involved, a sample of agencies representing the various
types may be sufficient. In this way, it is possible to determine when it would be most
convenient for agencies to report, whether the reporting system could be integrated easily
into the agency's own procedures, and whether the agency is likely to be capable of reporting
accurately and efficiently with its own staff. On the basis 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
desirable. This can be done by producing a set of instructions written as clearly and simply
as possible, bearing in mind those likely to be following them.
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Where reports must be transported over great distances, they may be lost. In developed
countries copies can be made by printing forms in duplicate on specially treated pages, but
this process is still too expensive for use in developing countries. Photocopying is also
expensive, and to make copies by hand is extremely time-consuming and conducive to errors.
Perhaps the least expensive and most practical method is to make carbon copies for safekeeping
by reporting agencies.

3.2.9 Development of data processing procedures. During the design stage, considerable
attention must also be given to the development of data preparation and processing procedures.
It is necessary to decide whether or not a computerized system is desirable. This will

depend primarily on the volume of reports expected and on the cost of skilled clerical personnel
in a given setting. If the volume is expected to be below a certain number (perhaps 5000
cases for a case-register) in a setting where labour costs are low, a computer system may not
be economical. Under these circumstances, an alternative to a computer may be a hand-sorted
punch-card (McBee) system such as was used very satisfactorily by the Canadian Bureau of
Dangerous Drugs for many years. On the other hand, computer technology is becoming increas-
ingly accessible through the development of mini-computers and, more recently, micro-computers.
It is therefore probable that, even in developing countries, most reporting systems will soon
be computer-based to some degree. It seems appropriate, therefore, to comment on the develop-
ment of data preparation and processing procedures for a computer-based system.

In this regard, it is useful to develop a flow chart to illustrate the design of the data
preparation stage of the proposed system. An example of such a chart is presented in Fig. 8.
The flow chart should be accompanied by detailed narrative descriptions of procedures at all
stages of data preparation and processing. Other considerations in the use of computers are
discussed in section 4.3.4,

3.2.10 Development of quality checking procedures. It is also important at this stage to
develop procedures for auditing and checking the quality of the reports submitted. Each
report should be checked for completeness, consistency, and out-of-range responses (e.g., when
a response of 4 is given to a question where the only possible answers are 1, 2, or 3). In
addition, there should be procedures to keep track of the flow of reports in order to detect
quickly any malfunction or interruption in flow. Procedures might also be designed to check
periodically a sample of reports against the agency's record for a particular case.

3.2.11 Development of analysis procedures. Finally, some attention should be given to data
analysis procedures in the design phase. Ideally, this should include the design of studies
that could be performed on the basis of the proposed system. For example, the Hong Kong
consultant's report identified a number of studies that could be conducted with the proposed
system, This helped to identify special analysis procedures that needed to be developed.
Input from researchers may be very helpful at this point, and might be obtained by forming a
technical advisory group.

This covers the main activities that must take place during the design phase of any
reporting system. There may be other activities as well, depending on the type of system
under consideration. Guidance on these additional activities might best be obtained by
referring to pertinent examples of systems cited in section 2. In any case, it should be
apparent that the design stage is critical 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.
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3.3 Testing

3.3.1 Pre-pilot testing. Before carrying out a full-scale 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 equivalent to those who will eventually be completing them to
fill them in and comment on any problems. Similarly, attempts might be made to test the

adequacy of data preparation and 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
actual pilot study.

3.3.2 Pilot studies. Before implementing any reporting system, it should be tested under
real conditions or as close to them as possible, This may be done in various ways including
tests of individual components and tests of the system as a whole through a pilot study using
potential participating agencies. This is frequently carried out in a single target community
or in a limited number of communities. It permits forms, instructions, reporting procedures,
and any other elements that may involve problems to be modified. The pilot study will also
familiarize 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 con-
tinuation of the system. At the minimum, it will help to determine their willingness to
cooperate. It may also result in improving the design of the system.

Pilot testing should be part of the plan from the beginning. It may not be possible to
involve all potential reporting agencies in the pilot study, but an attempt should be made to
include at least one agency of each type.

3.4 Implementation

3.4.1 Obtaining and maintaining agency participation. One of the first steps in implement-
ation after pilot testing is to solicit the participation of new agencies and to confirm that
those already participating will continue to do so. This is critical because the quality of
agency participation will determine the quality of the data produced by the system. Thus,
considerable effort should be devoted to obtaining and maintaining agency participation. This
includes explaining the purposes of the system and its forms and procedures, as well as
soliciting comments and recommendations. An example of how to go about this task is found

in a paper describing the establishment of a client monitoring system developed by the Alcohol
and Drug Commission of British Columbia.? It is helpful to provide the participating agencies
with as many incentives as possible. 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 is also helpful to assure participating agencies that they are

not violating their clients' ethical or legal rights, since provisions exist for protecting the
confidentiality of reported information.

Because the collecting and reporting of data utilize the resources of participating
agencies, informal and voluntary arrangements with these are successful for limited periods.
To ensure the long-term participation of the agencies, it may be necessary to obtain a
legislative mandate or a directive from a high government official, or to provide payment.

3.4.2 Training personnel. Once participation has been agreed upon, it is necessary to train

personnel who will be responsible for running the system. Such training includes a detailed
review of forms and procedures and could be accomplished in various ways, including workshops,
individual instruction sessions, and practical sessions. An example of how to conduct such

training sessions is contained in the paper describing the British Columbia system.

3.4.3 Maintaining the system. The next step is to provide the participating agencies with -
a sufficient number of forms and instruction materials to operate the system and to establish
an official starting date. Agencies might, however, be encouraged to begin earlier if they
wish to gain experience with the system.

The first year of operation is likely to be difficult, since many unforeseen problems may
be expected. Such problems should be accepted as inevitable and dealt with as quickly and
efficiently as possible.



