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Fig. 1.1 Links between HIV patient monitoring and case surveillance
in a comprehensive strategic information system for HIV

. )
HIV patient monitoring system

ART wiral

suppression

Captures routine data for patient and programme management and monitoring

. =
1 5

- D4 itiati VL
diagnosis sSuppression

6 sentinel events

Case surveillance

Extracts data on individual sentinel events for disaggrégate reporting
-~

- -
Aggregate and disaggregate data reporting fi:u:llttj'. district and national
= 90—-90—90 targets = 18(35) key patient mnnitéring indicators = HIVDR EWIs

Strengthening HIV care and treatment cascade

Unique identifiers: link people o services within the HIV programme and to wider health services




3. HIV CASE SURVEILLANCE .
8 Key Recommendations

1. Standardization of sentinel events and Indicators. Countries should collect core O n H | V C a S e S u rve | | | a n C e

information on a standardized set of sentinel events and dicators, Incheding at a
milnimuwm, the six key cascade events described In these guidelines. WHO provides
guidance on key indicators for primarily paper-based patient monitoring systems and
additional indicators for electronic systems or periodic review, especially of patient
monitoring tools.

2. De-duplication of records to support facllitlies and Improve data quality.
HIV case survelllance should provide de-duplicated counts of diagnosed persons
and people on treatment for reporting, to be shared with fadlities. WHO provides
guidance on swch approaches.

3. Country shtuation analyslis. Improvements to HIV case survelllance, patient
mnitoring and unique identiflers should be based on a country sttuathon analysls

that identifies and costs incremental Improvements. WHO provides a toof for country 2 Invest In data systems and ensure Interoperability. Countries should Invest

situation analysis.
In robust and secure data systems. As this s done, strengthen the Interoperability

4. HIV diagnosis and bullding on patient monitormg. HIV case sureaillance should
start with a diagnasis of HIV infection and bulld on existing patient monitoring of electronic databases and elect open-source standards for data systems.

systams. WHO provides guidance on HIV case definitions. WHO recommends that 5-10% of programme budgets be used to strengthen

5. Key population (KP) data. Routinely collectad data can be used to describe access by monitoring and evaluation.
key populations to services; howewer, confidentiality and sacurty Esues are paramaont
wihen collecting data related to KP. whether In patient monttonng or case survelllance
systems. In most settings, patlent reconds should not indede the KP category and any
Information collected should be used to support patient managemant and refemral to
care. The probable route of transmisslon can be assessed at the point of diagnosis and
used to dlsaggmgate data in HIV case survelllance systems. WHO provides guidance
on how fo address isspes around KP dafa collection and reporting.

Additional recommendations relevant to this chapter

&. Transition progressively from paper-basad to electronic patient Information
systems. Countries should use a tlered approach to when and how patient and
case monltoring data from paper tools are entered electronically based on resource
avallability by site or setting, starting with high-wolume sites, e.g. with more than
2000 patients. WHO prowides an example of a tiered approach.

1. Strengthen and astablish different data security levels. Countries showld
assess and establish different securty levels for data elements, and invest in robust
databases and policies to protect sacurity and confidentiality based on nsks and
benefits In Individual settings. WHO provides the major headings to be incleded
and provides reference to additional specialized guidance.
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Summary of key recommendations in this chapter

1. Standardization of sentinel events and indicaters. Countries should collect core
information on a standardized set of santinel events and indicators, Incheding at a
milnimum, the six key cascade events described In these guidelines. WHO prowides
guidance on key indicators for primarily paper-based patient monitoring systems and
additional indicators for electronic systems or periodic review, espedially of patient
manitaring tools.

S e persuns
and people on trpatment for rep-:lrtlng to be 5hared mm facllitles. WHO provides
guidance an such approaches.

3. Country situation analysis. Improvements to HIV case survelllznce, patient
monitoring and unique Identiflers should be based on a country situation analysls
that Identifies and costs iIncremental iImprovements. WHO provides a tool for country
situation analysis.

4. HIV diagnosis and bullding on patient monoring. HIV case sureelllance should
start with a diagnosis of HIV Iinfection and bulld on existing patient monltoning
systames. WHO provides guidance on HIV case definitions.

5 Key population (KP) data. Routinely collected data can be used to describe acoess by
key populations to services; howewer, confidentiality and sacurty ESUes are paramaount
wihen collecting data related to KP. whether In patient monttorng or case survelllanoe
systems. In most settings, patient reconds should not indede the KP category and any
Information collected should be used to support patient management and referral to
care. The probable route of transmisslon can be assessed at the point of diagnosis and
used to -:Ilsaggmgate data in HIV case sumvelllance systems. WHO provides guidance
on how to address isswes around KP dafa collection and reparting.

Additional recommendations relevant to this chapter

6. Transition progressively from paper-based to elactronic patient Information
systems. Countries should use a tlered approach to when and how patient and
case monltoring data from paper tools are entered electronically based on resource
avallability by site or setting, starting with high-wolume sites, e.g. with more than
2000 patients. WHO provides an example of a tiered approach.

1. Strengthen and establish different data security levels. Countries should
assess and establish different securnty levels for data elements, and invest in robust
databases and policies to protect sacurity and confidentiality based on rsks and
benefits In Individual settings. WHO provides the major headings to be included
and provides reference to additional specialized guidance.

8 Key Recommendations
on HIV Case Surveillance

& Invest In data systems and ensure Interoparability. Countries should Imvest
In robust and secure data systems. As this s done, strengthen the Interoperability
of electronic databases and elect open-source standards for data systems.

WHO recommends that 5-10% of programme budgets be used to strengthen
manitoring and evaluation.



Common Misconception #1

* If we have a digital health information
system/application (e.g. electronic medical record or
individual level reporting system) which reflects the
complete patient monitoring system and metadata,

including PUID, then we have an HIV case surveillance
system.



HIV case surveillance focuses on a priority subset of
metadata, referred to as “sentinel events”, within the
care cascade. A critical aspect of the Program
Management data use-case which case surveillance
data address is their relative simplicity which facilitates
data management, analysis and use.



3. HIV CASE SURVEILLANCE

Summary of key recommendations in this chapter

1. Standardization of sentinel events and indicators. Countries should collect cone
information on a standardized set of sentinel events and dicators, Incheding at a
milnimuwm, the six key cascade events described In these guidelines. WHO provides
g':.lrﬂ'am:e on .lrey rnﬂ'.'c.an:l.rs for primarily paper- hased'patrgnt m:mrm-nr:g systems and

ecially of patient

2. De- dupll:atlnn of records to support facllitles and Improve data guality.
HIV case survelllance should provide de-duplicated counts of diagnosed persons

and people on treatment for reporting, to be shared with fadlities. WHO provides
guidance on swch approaches.

» e tion analysls. Irrprm'ernenu to HIV case sumig
rnnnltunng and unigue e . = country sltuatlnn Ell'lﬂ|j'5|5
that identifies and costs Irrcrprnental Irnprm'ernents WHO provides a tool for country

situation analysis.

4. HIV diagnosis and bullding on patient monitormg. HIV case sureaillance should
start with a diagnaosis of HIV Infection and bulld on existing patient monlitoning
systems. WHO provides guidance an HIV case definitions.

5. Key population (KP) data. Rowtinely collected data can be used to describe acoess by
key populations to services; howewer, confidentiality and sacurty Esues are paramaont
wihen collecting data related to KP. whether In patient monttonng or case survelllance
systems. In most settings, patlent reconds should not indede the KP category and any
Information collected should be used to support patient managemant and refemral to
care. The probable route of transmisslon can be assessed at the point of diagnosis and
used to dlsaggmgate data in HIV case survelllance systems. WHO provides guidance
on how fo address isspes around KP dafa collection and reporting.

Additional recommendations relevant to this chapter

&. Transition progressively from paper-basad to electronic patient Information
systems. Countries should use a tlered approach to when and how patient and
case monltoring data from paper tools are entered electronically based on resource
avallability by site or setting, starting with high-wolume sites, e.g. with more than
2000 patients. WHO prowides an example of a tiered approach.

1. Strengthen and astablish different data security levels. Countries showld
assess and establish different securty levels for data elements, and invest in robust
databases and policies to protect sacurity and confidentiality based on nsks and
benefits In Individual settings. WHO provides the major headings to be incleded
and provides reference to additional specialized guidance.

8 Key Recommendations
on HIV Case Surveillance

& Invest In data systems and ensure Interoparability. Countries should Imvest
In robust and secure data systems. As this s done, strengthen the Interoperability
of electronic databases and elect open-source standards for data systems.

WHO recommends that 5-10% of programme budgets be used to strengthen
manitoring and evaluation.



Common Misconception #2

* If we have a digital health information system which
includes longitudinal data capture and PUID which is
specific to the health facility-level (but not unique at
higher administrative levels) then we have an HIV case
surveillance system.



Ability to de-duplicate client-level records at all relevant
administrative levels (facility to national) is the single
most essential characteristic of case surveillance

functionality, enabled by a robust national health PUID
standard.
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8 Key Recommendations
3. HIV CASE SURVEILLANCE on HIV Case Surveillance

Summary of key recommendations in this chapter

1. Standardization of sentinel events and indicators. Countries should collect core
information on a standardized set of santinel events and indicators, Incheding at a
milnimum, the six key cascade events described In these guidelines. WHO provides
guidance on key indicators for primarily paper-based patient monitoring systems and
additional indicators for electronic systems or periodic review, espedially of patient
manitering tools.

3 De-dunlication of i 1o ot Facilit il dat y & Invest In data systems and ensure Interoparability. Countries should Imvest

- De-dup on of records to supp acllitles amd Improve data quality.

HIV s sunvesliane should provise de-dupicried et of diageases persoos In robust and secure data systems. As this Is done, strengthen the Interoperability
and people on treatment for reporting, to be shared with facllities. WHO provides of electronic databases and elect open-source standards for data systems.
guidance on such approaches. WHO recommends that 5-10% of programme budgets be used to strengthen

3. Couniry shtuation analysis. Improvements to HIV case survelllance, patient monitoring and evaluation.
mionitonng and unique dentiflers should be I:uased on a country situation analysis
mat Idenufles and Costs InCrement: ides a tool for country

4. HIV dlaglnsls and bullding on patient monitoring. HIY case sureeillance should
start with a diagnosis of HIV infaction and bulld on existing patient monitoring
Systame. WHO provides guidance on HIV case definitions.

kE'!.'[:I:pIIEIﬂﬂI'E O SETVILES, T EELIEs Are pararmunt
wien collecting data related to KP, whether In patluent rmrlltnrlng or caso survelllance
systems. In most settings, patient reconds should not indede the KP category and any
Information collected should be used to support patlent management and referral to
care. The probable route of trarsmission can be assessed at the point of dizgnosis and
used to disaggregate data in HIV case survelllance systems. WHO provides guidance

o how to aoldress isspes around KP dats collection and reporting.

Additlonal recommendations relevant to this chapter

&. Transitlon progressively from paper-based to elactronic patient Information
systems. Countries should use a tlered approach to when and how patient and
case monltoring data from paper tools are entered electronically based on resource
avallabliity by site or setting, starting with high-wolume sites, e.g. with more than
2000 patients. WHO provides an exasmple of a tiered approach.

1. Strengthen and establish different data security levels. Countries showld




Common Misconception #3

 If my system employs patient unique identification
(PUID) and captures longitudinal clinical data - for
example, starting at treatment initiation - then this
represents HIV case surveillance functionality.



Case surveillance functionality is DEFINED by the
inclusion of case reporting of new HIV diagnoses. Any
system that does NOT include case reporting of new HIV
diagnosis does not reflect case surveillance
functionality.



3. HIV CASE SURVEILLANCE

Summary of key recommendations in this chapter

1. Standardization of semtinel events and indicators. Countries should collect core
Information on a standardized set of sontinel events and Indicators, Incheding at a
milrilrmem, the six key cascade events described in these guidelines. WHO provides
guidance o key indicators for primarily paper-based patient moniforing systems and
additional indicators for electronic systems or periodic review, especially of patient
monitermg tools.

2. De-duplication of records to support fadllities and Improve data guality.

HIV case survelllance should provide de-duplicated counts of diagnosed persons
and people on treatment for reporting, to be shared with facllitles. WHO provides
guidance on swch approaches.

3. Country shuation analysls. Improvements to HIV case survelllance, patient
mionttoring and unique ldentiflers should be based on & country siuathon analysis
that Identifies and costs incremental Improvements. WHO provides a tool for country
situation analysis.

4. HIV diagnosis and bullding on patlent montoring. HIV case surealllance should
start with a diagnasis of HIV infection and build on existing patient monitonng
systems. WHO provides guidance an HIV case definitions.

L. Key population (KP) data. Rowtinely collected data can be used to describe access by
k=y populations to serices; however, confidentiality and secunty ksues are paramownt
wihen collecting data related to KP. whether In patient monttonng of case survedllanos
systems. In most settings, patient records should not indede the KP category and zny
Informatien collected should be used to support patient management and refemal to
care. The probaible route of tranemission can be assessed at the point of dizgnosis and
used to disaggregate data in HIV case survelllance systems. WHO provides quidance
on how ro address isspes around KP dars collection and reporting.

Additlional recommendations relevant to this chapter

&. Transttlon progressively from paper-basad to electronic patient Information
systems. Countries should use a tlered approach to when and how patient and
case monltoring data from paper tools are entered electronically based on resource
avallabdlity by site or setting, starting with high-wolume sites, e.g. with more than
2000 patients. WHO prowvides an example of a tiered approach.

1. Strengthen and establish different data securlty levels. Countries showld
assess and establish different secunty levels for data elements, and invest i robust
databases and polides to protect security and confidentiality based on risks and
benefits In Individual settings. WHO provides the major headings to be inclwded
and provides reference to additional specialized guidance.

8 Key Recommendations
on HIV Case Surveillance

& Invest In data systems and ensure Interoparability. Countries should Imvest
In robust and secure data systems. As this s done, strengthen the Interoperability
of electronic databases and elect open-source standards for data systems.

WHO recommends that 5-10% of programme budgets be used to strengthen
manitoring and evaluation.




Common Misconception #4

* If my digital health information system with HIV case
surveillance functionality includes a PUID which
represents a national standard then my HIV case
surveillance solution is sufficiently “interoperable”
with regards to broader health information exchange
needs and requirements.



HIV case surveillance solutions, like all digital
solutions, are ideally based on the most generic
and universal data standards, e.g. HL7 FHIR, ICD,
etc., in order to enable robust health information
exchange within a health information system

architecture.




Configuration of DHIS2 Tracker capture for HIV Case

Patient Registration
ase based surveillance

Register Diagnosed
HIYV Patients

Enroll patient in

the Program

Program Stages

tep 1
Initial case report

Step 2
Follow Up case
report
Follow Up case
report
FLITOW U DS

report

Death

surveillance

Data Collected




“Added Value” of HIV Case Surveillance

e De-duplication provides enhanced data quality over aggregate data
e Key clinical outcomes can be more effectively assessed, e.g. cohort analyses
 Added epidemiologic utility due to case reporting

* In LIC settings, may represent an elegant solution to support the program
management data use-case in a robust manner but without the data

management burden posed by complete patient monitoring metadata



ADAPTING AND IMPLEMENTING NEW
RECOMMENDATIONS ON HIV CASE
SURVEILLANCE

2017

The tools and
recommendations
for HIV case
surveillance in

the 2017 WHO
Consolidated
guidelines on
person-centred HIV
patient monitoring
and case
surveillance should
be adopted and
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Fig. 4.7 Internal and external attributes of system architecture

Mational health information systems blueprint (the ardchitecture)

A health information exchange (HE) makes the sharing of health
data across information systems possible
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Adoption of HIV-specific Individual-level
Information Systems in WHO AFRO Region

Read more on dhis2.org/inaction and
facebook.com/dhis2



https://www.dhis2.org/inaction
https://www.facebook.com/dhis2
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