41-74% of cancer treatment toxicities go undetected by clinicians.

Oncoly captures what happens between clinic visits and standardizes it
to OMOP CDM v5.4, making the patient's lived experience a research asset.

From Lived Experience to Longitudinal Evidence: Designing an OMOP-Compatible Export Layer for
Prospective Cancer PRO, Caregiver Burden, and Hereditary Risk Data in Sweden

Background

Clinic Visit ) 2-4 weeks between visits | }

15-30 min Low observability of patient experience

Clinic Visit
15-30 min

Data missing between visits
PRO trajectories - Caregiver burden - Family history

Data available at visit
Lab results - Imaging - Patient recall

41-74% toxicity underreporting Caregiver burden not captured Missed hereditary cancer risk

Results

Family history
Hereditary cancer risk
Structured pedigree data

Caregiver
ZBl-6 burden scale
Coordination data

Patient
PROs - EORTC QLQ-C30
Symptom trajectories

Oncoly Platform

Prospective, consent-based data capture
Longitudinal - EU-compliant - Secure

Clinical value Research value

ETL pipeline -~ OMOP CDM v5.4
Data quality validation (DQD)
OHDSI network interoperability

Clinicians — monitoring & alerts
Patients — longitudinal self-tracking

Caregivers — care coordination

Methods

Oncoly Platform

PRO collection
EORTC QLQ-C30

ZBI|-6 caregiver

Family history

Consent mgmt.

Longitudinal capture

EU-compliant storage

No EHR integration

Standardization layer

OMOP CDM database
Observation domain - vb.4

Concept mapping
LOINC - SNOMED CT - RxNorm

OHDSI tools
DQD - Atlas - HADES

Vocabulary alignment

INPUT INSTRUMENTS

PROs - EORTC QLQ-C30
30-item multidomain instrument

OMOP vocabulary v5

ETL pipeline

Cancer registries
National - Nordic linkage

Caregiver burden - ZBI-6 ™
6-item Zarit screening

OMOP CDM v5.4 export

Research institutions

Family history - structured pedigree

DATA CAPTURE

Longitudinal capture
Between-visit data collection

STANDARDIZATION

Structuring & concept mapping
SNOMED CT - LOINC - RxNorm

Consent management
GDPR-compliant - Sweden

OMOP CDM v5.4 mapping
Observation domain - ETL

Secure EU storage - No EHR dependency

DQD (Data Quality Dashboard) validation

Interoperability without EHR Federated query-ready

required

Key Deliverables

2. Concept Mapping

Standard vocabulary alignment completed
SNOMED CT - LOINC - RxNorm - ICD-10
Gap identification for PRO-specific concepts

1. OMOP Schema Design

PRO + caregiver + hereditary data modeled
within OMOP CDM v5.4 Observation domain
Multi-domain instrument mapping approach
EORTC QLQ-C30 - ZBI-6 - pedigree data

o S

Completeness assessed post-ETL via DQD

4. Research Dataset

OHDSI-ready OMOP CDM export
Federated query compatible (Atlas / HADES)
Prospective PRO + caregiver + hereditary
First-of-kind integration in OHDSI landscape

o J L9 A

3. Data Quality Framework

PRO-specific validation rules defined
Data Quality Dashboard checks
Completeness - conformance - plausibility

Replicable across OHDSI network sites

Conclusions:

1., Addresses three major gaps in observational oncology data.

2., Demonstrates feasibility of integrating prospective PROs into OMOP.
3., Enables longitudinal, patient-centered research within OHDSI

4., Provides a replicable framework for digital health platforms

Limitation: Mapping completeness (EORTC QLQ-C30 — OMOP
Observation domain) under evaluation via DQD checks

OHDSI

Mate Bendeguz Horvath, Carlos Manriquez
Oncoly AB

Christian Hogberg

Passion 2 Improve Sverige AB

[.ars Halvorsen
edenceHealth




