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What is record linkage?

more existing databases

their community records

Community databases

Matches (or “links”) an individual’s records between 2 or

In Kisesa, we want to link a patient’s health facility records to

Health facility databases
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Notes: DSS = Demographic Surveillance System; CTC = HIV care and treatment centre; HTC = HIV testing and counselling;

ANC = antenatal clinic; PMTCT = prevention of mother-to-child transmission




Why is record linkage important?

* Access to HIV services has risen over the years, but still
remains low (~“55% ever tested; 30% ART coverage)

e Currently, we can only research those who access the
services, like testing and treatment

* With linked records, we can now know about those
who do and do not access HIV services

* Knowing which individuals do not access health
services will help us to find out why they do not attend
and allow us to better design local health systems and
simple interventions to improve HIV service access




Why is record linkage important?

* With linked records, we can also examine how well HIV-
infected individuals navigate the HIV care continuum

— We can detect differences in the duration of time in between each
stage and how this differs by location of HIV diagnosis

The HIV care continuum
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How does record linkage work?

NEW PATIENT (only with patient; not treatment supporter):
Introduce self and project, input personal identifiers into DSS
search facility, and verify if correct person found.

a. If found, ask patient if s/he consents to linking her/his health records to
her/his census records.

i. If yes, perform informed written consent, collect clinic identifiers, and assign match to
DSS with date of visit. Give individual a study information sheet and thank them for
their time.

ii. If no, give individual a study information sheet and thank them for their time.

b. If not found, store personal identifiers, search criteria, and notes
detailing the likely reasons why not found (i.e., just moved to Kisesa,
etc). Additionally, if the individual declares to be a resident of the DSS
coverage area, ask patient if s/he consents to linking her/his health
records to her/his census records.

i If yes, perform informed written consent, collect clinic identifiers, and assign match to
DSS with date of visit. Give individual a study information sheet and thank them for
their time.

ii. If no, give individual a study information sheet and thank them for their time.




How does record linkage work?

RETURN PATIENT (either patient or treatment supporter):
Introduce self and project. Ask attendee if s/he has already
participated. If yes, enter the individual’s clinic identifier (personal
identifiers will automatically be populated in the software)

a. If previously consented to link records, store new visit date

b. If previously did not consent to link records, ask again

a. If yes, perform informed written consent and assign match to DSS with date of visit.
b. If no, thank them for their time.




Patient registration/follow-up visits
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Search and linkage with DSS
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Resulting database
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Results from pilot (% matched)

Overali
62% (13/21)
CTC HTC ANC
56% (5/9) 100% (4/4) 50% (4/8)
Reasons for no match found:
Resides outside - Only moved
of Kisesa into Kisesa
Multiple names recently to be
Uses different near family
name in village during

pregnancy

Notes: CTC = HIV care and treatment centre; HTC = HIV testing and counselling; ANC = antenatal clinic




Challenges

No centralized patient registration

— Multiple record linkage points in one health centre

Health facility identifiers sometimes assigned
after record linkage

Past and future mobility
— Internal migration

— External migration

Paper-based medical records




Future visions

e Capacity development

— Data manager
e Continuation of studies in computer programming

— Data clerks
* Research ethics and patient interactions

* A centralized patient registration system

— Unique patient IDs that travel with the patient
between clinics in Kisesa...in Tanzania??

* Asingle electronic medical record system???




Questions or comments?

Christopher.Rentsch@Ishtm.ac.uk
TZ #:07 67 98 57 95
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