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(Recent) Status Quo

§ Research Ethics Versus Surveillance Ethics …
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Cases

n MDRTB Surveillance Surveys

n Post Marketing Surveillance

n Outbreak Investigations and/or Emergency “Research”

n Name Based Reporting
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Health Surveillance: Ethical Issues

n Standards of care (justice)

n Privacy/confidentiality 

n Informed consent?

n Risk to subjects (e.g., confinement, stigmatization, 
experimental medical interventions)

n Conflict between individual and collective interests

n Ethical imperative:  equity, advocacy, priority setting
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How should public health surveillance ethics compare with 
research ethics?  

Ø (How) should requirements be similar or different?



6

Question

1.  What is technical distinction between research and 
surveillance (that is nonresearch)?
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Standard Definitions

Research:

“a systematic investigation ... designed to develop or 
contribute to generalizable knowledge”

(US Federal Policy for Protection of Human Subjects)
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Standard Definitions

Public Health Surveillance:

“the ongoing systematic collection, analysis, and 
interpretation of health-related data essential to the 
planning, implementation, and evaluation of public health 
practice, closely integrated with the timely dissemination 
of these data to those who need to know”

(US CDC)
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Crucial Distinction?

CDC:  primary intention (1999) or purpose (2010) of the 
activity in question.

Is it:
1. To generate generalizable knowledge?
2. To reduce disease/improve health?
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CDC:
“The ultimate decision regarding classification lies in the 

purpose of the project.  If the purpose is to prevent or 
control disease or injury or to improve a public health 
program, and no research is intended at the present time, 
the project is nonresearch.  If the purpose changes to 
developing or contributing to generalizable knowledge, 
then the project become research”
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BIG Problems

1. Verification of purposes/intentions?

2. False dichotomy r/e generalisable knowledge (as 
generalisability is a matter of degree)

3.  Counterexamples
• Prototypical cases of “research” where:

- Ultimate aim is reduction of disease
- Knowledge sought is local rather than general
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Key Question

2. What, if any, are the morally relevant differences between 
“research” and “surveillance”?

Note key similarities:

Ø Both (standardly) involve study/investigation aimed at 
generation of information in order to improve health.

And doubts about appealed to difference:
Ø What is so special/problematic about generalisable 

knowledge?  Why should this be considered morally 
relevant difference?
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Proposal:

Research and surveillance should be treated the same in 
cases when risk/benefit profiles are the same.

à Like cases should be treated alike.
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Need

à Guidelines/oversight mechanisms for surveillance
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Note

Reflection on surveillance ethics may reveal need for 
significant revision of research ethics.

Declaration of Helsinki (2018):

“While the primary purpose of medical research is to 
generate new knowledge, this goal can never take 
precedence over the rights and interests of individual 
research subjects”
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June 2017, https://www.who.int/ethics/publications/public-health-surveillance/en/

§ Project of Global Network 
of WHO Collaborating 
Centres for Bioethics, 
launched 2014.

§ First international 
guidelines.

Ø Aim to fill key gap in 
public health policy and 
ethics.
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Guidelines

1.  Countries have an obligation to develop appropriate, feasible, 
sustainable public health surveillance systems.  Surveillance systems 
should have a clear purpose and a plan for data collection, analysis, use 
and dissemination based on relevant public health priorities.

2.  Countries have an obligation to develop appropriate, effective 
mechanisms to ensure ethical surveillance.

3. Surveillance data should be collected only for a legitimate public 
health purpose.

4.  Countries have an obligation to ensure that the data collected are of 
sufficient quality, including being timely, reliable and valid, to achieve 
public health goals.
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Guidelines

5. Planning for public health surveillance should be guided by 
transparent governmental priority-setting.

6.  The global community has an obligation to support countries that 
lack adequate resources to undertake surveillance.

7.  The values and concerns of communities should be taken into 
account in planning, implementing and using data from surveillance.

8.  Those responsible for surveillance should identify, evaluate, minimize 
and disclose risks for harm before surveillance is conducted.  Monitoring 
for harm should be continuous, and, when any is identified, appropriate 
actions should be taken to mitigate it.



19

Guidelines

9.  Surveillance of individuals or groups who are particularly susceptible 
to disease, harm, or injustice is critical and demands careful scrutiny to 
avoid the imposition of unnecessary additional burdens.

10.  Governments and others who hold surveillance data must ensure 
that identifiable data is justified.

11. Under certain circumstances, the collection of names or identifiable 
data is justified.

12. Individuals have an obligation to contribute to surveillance when 
reliable, valid, complete data sets are required and relevant protection is 
in place.  Under these circumstances, informed consent is not 
necessarily required.
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Guidelines

13. Results of surveillance must be effectively communicated to relevant 
target audiences.
14.  With appropriate safeguards and justification, those responsible for 
public health surveillance have an obligation to share data with other 
national and international public health agencies.
15.  During a public health emergency, it is imperative that all parties 
involved in surveillance share data in a timely fashion:

• “clinical and research data that are crucial for emergency response should also 
be shared”

16.  With appropriate justification and safeguards, public health 
agencies may use or share surveillance data for research purposes.
17.  Personally identifiable surveillance data should not be shared with 
agencies that are likely to use them to take action against individuals or 
for uses unrelated to public health.
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Needs moving forward and/or unresolved Issues:

§ Implementation of Guidelines
– Interpretation thereof
– Creation of ethics oversight mechanisms

§ Application/development regarding emerging/new 
technologies
– Big Data
– Genetic fingerprinting of pathogens in outbreak investigations

§ Data Sharing
– Research Data        Surveillance Data

§ Informed Consent
– Conditions under which might be needed/appropriate

§ Research-Surveillance Distinction
– What principles/oversight mechanisms apply to which activities??
– Why have two sets of guidelines and/or why/how should they differ?
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Public health ethics frameworks:

Principles for use of coercive public health measures:
1. Need for evidence
2. Least restrictive alternative
3. Proportionality
4. Equity
5. Minimally burdensome
6. Compensation
7. Due (legal) process—right of appeal
8. Democratic/transparent policy making


