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About
HDNS

An agent of the Nova Scotia Department of
Health and Wellness (DHW)

Department of Community Health and
Epidemiology, Dalhousie University

Partnered with the Maritime SPOR
SUPPORT Unit (MSSU)

HDRN Canada member organization
Facilitate research and innovation
linking data
performing analyses
secure environment

protecting privacy and confidentiality




Who are we?
HDNS Team

Dr. Samuel Stewart, PhD
Director, HDNS

Lindsay Stewart, MSc
Manager, HDNS

Sandra Pauls, DipBA
Regulatory Compliance and Finance
Administrator

Katelyn Frizzell, MSc
Data Navigation Manager

Yoko Ishigami-Doyle, PhD
Research Analyst/Documentation Specialist

Lihui Liu, PhD
Senior Research Data Analyst

Yan Wang, MCS
Senior Research Data Analyst

Yves Ibeme, BAS, MTEI
Senior Research Database Administrator

Xuyuan Zhang, MPH, DSc
Research Data Analyst/Data Navigator

Consultants

Jordan Farrell, MHI -
Systems administration

Akash Rupareliya,
MACS -Website
development

Sam Tung, MPH - Data
analysis



Medical Services

Insurance (MSI)
Physician Billings

= Contains
administrative records
for each health
service rendered by a
physician and paid for
by the provincial
government

= Utilizes ICD-9
diagnostic and
procedure coding

*Includes
approximately 35
variables

*Note: A separate
database containing
records on dental
services covered by
M5l is also available
at HDNS

HDNS Provincial Healthcare Utilization Databases

CIHI Discharge
Abstract Database

+ Contains information
on each hospital
admission recorded
in a Nova Scotia
hospital

*Includes inpatient
services

*Includes diagnoses
and procedures
performed, types of
services, and service
transfers

+ Utilizes ICD-9 coding
prior to March 31,
2001, and utilizes
ICD-10 coding from
April 1, 2001 onward
for diagnoses and
procedures

*Includes
approximately 600
variables

CIHI National
Ambulatory Care
Reporting System

» Contains information
on all types of
ambulatory care
including day
surgery, outpatient
and community-
based clinics and
emergency
departments

+Includes diagnoses
and procedures
performed, types of
services, service
transfers and
specialty of service
praovider

*Includes
approximately 410
variables

*Note: Level of
reporting varies
based on the facility

Family/Seniors'

Pharmacare

= Contains information
on prescriptions paid
through provincial
prescription drug
pragramming
(e.g., Seniors'
Pharmacare)

» Utilizes the WHO,
Anatomical
Therapeutic Chemical
(ATC) classification
system and the Drug
|dentification Number
to categorize drugs

= Quantity of drug
dispensed (dosage)

*Includes
approximately 30
variables

Drug Information
System

* Contains information
on all prescriptions
filled In a community
pharmacy in Nova
Scotia

+ Contains prescription
dates, drug codes,
drug strength, drug
type, quantity, length
of prescription, efc.

+«Utilizes the Drug
Identification Number
to identify specific
drugs

+Note: Drug
information is not
available from hospital
pharmacies or other
institutions not
serviced by
community
pharmacies
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Contact a Data Navigator
Consultation
Help with forms

Data Access - -  Review data availability
Where to start* (https://dictionary.hdns.dal.ca/)

*Process is different
for multi-regional
projects



https://dictionary.hdns.dal.ca/

What next?

Feasibility and Cost Estimate form

« Submitted with a project proposal or
summary

« Senior Analyst reviews

Apply for funding
or
Move on to the next step




The Full
Submission

« Data Access Committee (DAC
Submission

* Data Access Request (DAR)

* Full submissionto DAC

DAR form and appendices
REB full submission
Proposal

List of Variables by Project Objective
Please complete this table as per the examples provided below. Depending on the nature of the study methods and the
data being requested, it may facilitate the work of the Data Access Committee to create separate tables for specific
study objectives or research questions. Alternatively, the table(s) may be completed in a separate file and attached as

Appendix 4.

For information on HDNS datasets and variables, refer to the HDNS Data Dictionary

Objective X:

Source Dataset

Variable
(identify whether
HDNS or derived
variable)

Level of
Identification

Time Span (full
date)

Why is this
element
required in the
analysis?

Why is this level of
identification
required?

Categorized age

e.0. Age Age of each Apr. 1, 2003 — To calculate age- | variable cannot be
MASTER -g- A 9! March 31, 2023 | adjusted used for calculating
(derived) person >65 s .
incidence rates age adjusted
incidence rates
Urban/rural flag B B
. A flag is sufficient
CIHI DAD e.g. Postal code baged qiSBeoRd Y Apr. 1, 2003 — To adjust for for adjusting for

digit of postal
code

March 31, 2023

rural residence

rural residency




Tips for a
Successful
Submission

**No direct identifiers™*

Become familiar with datasets and
variables

Detailed objectives/methodology

Common mistakes

« Saying there are no risks involved

« Justification for not obtaining consent
« Variable lists

 Describing how data will be accessed
« Describing linkage




The HDNS Data
Access

Committee
(DAC)

Purpose: to review requests to conduct
secondary data analysis for research or quality
assessment purposes using the administrative
databases held by HDNS for privacy, security,
and confidentiality concerns

Membership: reflects expertise in data
management, secondary use of data, health
services research methods, privacy and
Patient/Public Partnership

DAC Meeting

* Monthly

* Research team member attendance required
® Project overview

Answer questions

* Clarification request




What happens
after the DAC
meeting?

Address DAC comments and re-
submit for approval

Sign approved DAR
REB approval letter
Sign

- Confidentiality Agreements (CA)

= Contractual Agreement for Data Access and
Management (CADAM)

HDNS Privacy Training
CVs
Project charter




Data Storage
and Access

Privacy training first!

The secure data platform, Citadel,
provides a data storage and
analytical processing environment

Windows front-end accessed
through remote desktop connection

using Dalhousie Netl|D
Dalhousie VPN connection

SAS, Stata, R Studio and Python




For more information:

Contact: kfrizzell@dal.ca
Visit: http://medicine.dal.ca/hdns

Data Services at HDNS


http://medicine.dal.ca/hdns

2025-11-12 ® Meaghan Pike & Afton Lavigne





















https://www.unb.ca/datanb/data/access/

DataNB We recommend you read the Guide to Data Access Requests which outlines the process for
requesting access to data on our platform.
About »
Research > Feasibility Request Form > Data Access Request >
Data ~

Data Access

How to request access to data

User Requirements »

Amendments » I
v 1. Feasibility Regquest

Data Vetting and Embargo >

Project Closure 3 v 2. Data Access Request

Frequently Asked Questions » .
4 < . Data ~Access Reguest Reviews

(Y]

Data Holdings >

Data Partners » v 4. Research Ethics Board (REB)

Data Privacy »
= v 5. Data Access Agreement

Data Services »

b 5
Contact » 6. Access to data


https://www.unb.ca/datanb/data/access/




Navigation

Search document

Headings Pages Results

Instructions

Multi-Regional Study Request™ 4 Section 2: Safe People

Project Title & Resource Management Principal Investigatar (P1) Information™
Funding™* 4 Section 3: 5afe Project
Analytical Senvices” Project Type™

Patient/Public Engagement* Project Topic*

4 Section 1: Safe Data® Preliminary Project Summary™

Qualitative Data Preliminary Cohort Description™
Platform Data 4 Section 4 Safe Output
Data Importation Timelines™

Indigenous Data™ Other







Navigation

Search document

Headings Pages Results

= ]

Instructions
Affirmation
Praject Title & Resource Management
Funding®™
Analytical Services™
4 Section 1a: Safe Data
1.1 Project Scope
1.2 Data Importation
1.3 Geocoding
4 1.4 Open-Source Data
1.4.1 OSD #1
1.4.2 OSD #2
143 05D #3
1.5 Requested Data

Section 1b: Safe Data (Variables)
4 1.6 Requested Variables
1.6.1 Data Set #1
1.6.2 Data Set #2
1.6.3 Data Set #3
Section 2: 5afe People
2.1 Principal Investigator (PI)
4 2.2 Research Team Members
2.2.1 Research Tearn Member #1 Details:
2.2.2 Research Team Member #2 Details:
2.2.3 Research Team Member #3 Details:
Section 3: Safe Project
3.1 Consent | Linkage
3.2 Project Summarny™
3.3 Research Question(s)*
34 Methodology™®
Section 4 Safe Output
4.1 Research Consultation®
4.2 Research Output®

4.3 Special Terms and Conditions















mailto:DataNBdar@unb.ca
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https://www.unb.ca/datanb/data/holdings/



https://www.unb.ca/datanb/data/holdings/

B Demographics
(3%)
m Education (24%)

B Environment
(12%)
m Health (51%)

B Immigration (2%)






https://blogs.unb.ca/newsroom/category/datanb.php

https://gar.sh/sYW3

https://www.facebook.com/DATANB.UNB/?utm source=chatgpt.com

https://www.youtube.com/@datanb

http://datanb.bsky.social/

https://www.instagram.com/datanb.unb/?utm source=chatgpt.com

https://www.linkedin.com/company/datanb/%?20ca.linkedin.com



https://blogs.unb.ca/newsroom/category/datanb.php
https://gqr.sh/sYW3
https://www.facebook.com/DATANB.UNB/?utm_source=chatgpt.com
https://www.youtube.com/@datanb
http://datanb.bsky.social/
https://www.instagram.com/datanb.unb/?utm_source=chatgpt.com
https://www.linkedin.com/company/datanb/%20ca.linkedin.com

https://www.unb.ca/datanb/



https://www.unb.ca/datanb/
mailto:Services.DataNB@unb.ca
mailto:DAR.DataNB@unb.ca
mailto:Privacy.DataNB@unb.ca




Description, data availability & data access



Session
Overview

* Nov 12, 2025

* Presented by:
Robyn Kydd &
Alex Ouédraogo

Accessing Data at the Secure Island Data Repository (SIDR) - PEI
» Description
» Data availability

» Data access
= Who can access SIDR data?

= How does a researcher access SIDR data?

Multi-regional data projects
» Description
» Data availability at Maritime data centers

» Data access
= Health Data Research Network (HDRN) Canada
v/ Data Access Support Hub (DASH)



Secure
Island Data
Repository
(SIDR)

* Our Team

* Contact:

sidr@upei.ca

Director Manager
Mary-Ann Standing Robyn Kydd
Database Administrator Systems Administrator (UPEI

ITSS; In-kind support)
Derek Liu

Vacant

IDEA & Engagement Lead

Kate Kelly

Administrative Assistant
Kaleigh Duffy

Data Scientist
Alexandra Ouédraogo



A Atlantic Canada
ﬁ Opportunities
Agency

SFOR

Agence de
promotion économique
du Canada atlantique

Background

Secure Island Data Repository (SIDR)

Center for Health and Community
Research, UPEI Office of the Associate Vice
President of Research & Dean of Graduate
Studies

Data Custodian / Research Data Repository,
as defined in PEl's Health Information Act

First platform of its kind in PEI

Enables secure access to data and
analytical services to support research and
decision making that can improve health
and wellbeing




Data
availability

* Health PEIl data
holdings

e Annual data transfers
in November

Current data holdings

Note: Publicly-available area-based socio-economic measures are also available

https://sidrpei.ca/dataholdings/



Coming soon

Patient (Medicare)

What data
will SIDR

Registry

¢ Health PEI

hOId in the * Nov 1983 to FY 2022-23
future?

In jprogress

Atlantic Partnership for

Canadian Longitudinal Study on

: Tomorrow’s Health Drug Information System (DIS)
AeineiCEsA) (Atlantic PATH)
e Agreements underway e Agreements underway ¢ Department of Health &
Wellness

Future plans

Immigration, Refugees &

Citizenship Canada (IRCC) Local Researcher Data Other PEI Administrative Data

e Justice, Education, Housing,
Social development...

e Assessing legislation

® Assessing capacity e For linkage, storage and/or
future access




Who can Project data access

access SIDR > On-site data access only

= MSSU Privacy Training
data? I
= SIDR Security Training/Orientation

» Research Project team members

= Prespecified as requiring access to SIDR’s secure Research Centre

> SIDR staff (analytical services available)

Data uses

» Currently = Research projects

» Future = Non-research organizations




How does a Data Access Application Workflow

researcher A. Initial SIDR Research Consultation
access SIDR B. Research Application Review & Approval
dqtq? C. Project Initiation, Privacy Training & Orientation

D. Data extraction, Preparation & Account Creation

E. Data Analysis & Disclosure Requests

https://sidrpei.ca



https://sidrpei.ca/

How does a
researcher
access SIDR
data?

* |nitial SIDR Research
Consultation

G

Initial SIDR Research Consultation
» Research questions, methods, analyses

» SIDR data access & linkage processes

= feasibility form, data access application package etc.

= researcher responsibilities, agreements etc.
» SIDR data availability & limitations

> SIDR fees for data access/analytical services

-l

D




» Contact us by email: SIDR@upei.ca

https://sidrpei.ca



mailto:SIDR@upei.ca

Description, data availability & data access



Data Access Processes at Maritime Data Centres

DataNB



Selected Data Holdings at Maritime Data Centres

Patient Registry -- S Available

Inpatient Hospitalizations % Linkable dataset (held externally)

Z In progress
Q Upcoming

Physician Billing Claims
ED Visits
Day Surgeries

Notavailable

Socioeconomic Status (area-based)

Prescription Drugs
Provider Registry
Vital Statistics
Cancer Registry

Long Term Care

Home Care

Laboratory Tests

Canadian Longitudinal Study on Aging
Atlantic Partnership for Tomorrow's Health
Immigration (IRCC)

< B0 0 0 I

Education
Social Services













How the Data Access Support Hub (DASH)
supports multi-regional data access

DASH simplifies the data access process by providing:

Navigational Centralized Information

Technological

. - r n vernan :
Support & esources and gOMENANCEND solutions

Coordination tools harmonize data

https://www.hdrn.ca/en/dash



Data Access Support Hub (DASH)

Coordination service for researchers requesting multi-regional health and health related data.

v Review online resources

and submit query [ 10-20 business days ]
v Consult with DASH team

v/ Consult with a Data

v Obtain funding confirmation

v/ Submit a Data Access
Request form (and additional
requirements)

g;'ﬁgé':'ts%frflﬂge ﬂgﬁr,: S-tep Z; Projec’g . \/Attgnd kick-off meeting and Step 4: Dat.a Release &
V Create a DASH Portal SIS WNRRENIIAY ~  onsoing meetings as required Invoicing

Account

Step 1: Query &

Consultation v Meet with DASH Request
representatives

V Receive a free feasibility

[ 1-5 business days ] assessment & cost [ 6-24 months ]

v/ Receive invoice for data

v/ Submit a project (DASH ;
project( Step 3: Data Access services

Intake Form)

v Access data and services
in trusted research
environment

estimate(s)



https://www.hdrn.ca/en/dash/
https://www.hdrn.ca/en/events/fall-office-hour/
https://www.hdrn.ca/en/events/fall-office-hour/

How can DASH make multi-regional research easier?



Innovative Resources

https://www.hdrn.ca/en/das



Regional Data Information

—

https://www.hdrn.ca/en/dash/requirements-services/



DASH Data Assets Inventory

Search

Filters Selected - 0

Alberta (AB)

British Calumbia (BC)
Manitoba (MEB)

Mew Brunswick (MB)
Mewfoundland (NL)

Morthwest Territories (NT)
Maova Scotia (NS)

Nunavut (NU)

Ontario (OM)

Prince Edward Island (PE)
Quebec (QC)

Saskatchewan (SK)

Clear Al
Q= Aal #] Qo= Al #] Qo= Al #]
- Continuing Care - Alberta SPOR SUPPORT Unit w L
@ Day Surgery Visits o . Canadian Institute for Health Information o
@@ Demographics L2 [ DataMB ] L7
D Diagnosis [ Health Data Nova Scotia ] o
(217 Drugs (Dispensed) @ Health Research Data Platform - Saskatchewan o
&= b Drugs (Prescribed) L2 b Institut de la Statistique du Québec o hd
o -~ Education wr -~ Institute for Clinical Evaluative Sciences wwr -~
= Emergency Visits o Manitoba Centre for Health Palicy @
&= Employment o ' MNewfoundland and Labrador Health Services Qo
=2 I Ethnicity/Race D Population Data BC &
@ Gender o Statistics Canada - Research Data Centres {190
1202 B 4 Geographic Location D -~ [ University of Prince Edward lsland ] 120 4

https://www.hdrn.ca/en/dash/inventory/



DASH Data Assets Inventory

https://www.hdrn.ca/en/dash/inventory/



DASH Data Assets Inventory

Data Level @ Individual

Collection Period Day Surgery (NACRS)
-t:;- (a) In-province: QEH & PCH from 2014-04-01 to 2024-03-31.
(b) Out-of-province: 2018-04-01 to 2024-03-31.

Emergency Department (NACRS)
(a) In-province: QEH Level 3 data from 2021-04-01 to 2024-03-31; PCH Level 1 data from 2008-04-01 to 2014-03-31 & Level 3 data from

2014-04-01 to 2024-03-31.

(b} Qut-of-province: 2018-04-01 to 2024-03-31.

*Note: collection period date ranges are based on patient registration dates.

https://www.hdrn.ca/en/dash/inventory/



Distributed Analysis Resources

https://hdrn.ca/en/distributed-analysis//



Distributed Analysis Resources

https://www.hdrn.ca/wp-



Data Access Processes at Maritime Data Centres

DataNB



Thank you! Any Questions?

HDNS
Contact: kfrizzell@dal.ca
Website: https://medicine.dal.ca/hdns/

DataNB

Contact: Services.DataNB@unb.ca - Request a consultation
For general questions (including those about Data Transfer)
Website: https://www.unb.ca/datanb/

PEI-SIDR
Contact: SIDR@upei.ca
Website: https://sidrpei.ca



mailto:kfrizzell@dal.ca
https://medicine.dal.ca/hdns/
mailto:Services.DataNB@unb.ca
https://www.unb.ca/datanb/
mailto:SIDR@upei.ca
https://sidrpei.ca/
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