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Abstract

Abstract
Family health history is a well-established risk factor for many health conditions but the systematic
collection of health histories, particularly for multiple generations and multiple family members, can
be challenging. Routinely-collected electronic databases in a select number of sites worldwide offer
a powerful tool to conduct multigenerational health research for entire populations. At these sites,
administrative and healthcare records are used to construct familial relationships and objectively-
measured health histories. We review and synthesize published literature to compare the attributes of
routinely-collected, linked databases for three European sites (Denmark, Norway, Sweden) and three
non-European sites (Canadian province of Manitoba, Taiwan, Australian state of Western Australia)
with the capability to conduct population-based multigenerational health research. Our review found
that European sites primarily identified family structures using population registries, whereas non-
European sites used health insurance registries (Manitoba and Taiwan) or linked data from multiple
sources (Western Australia). Information on familial status was reported to be available as early as
1947 (Sweden); Taiwan had the fewest years of data available (1995 onwards). All centres reported
near complete coverage of familial relationships for their population catchment regions. Challenges
in working with these data include differentiating biological and legal relationships, establishing
accurate familial linkages over time, and accurately identifying health conditions. This review provides
important insights about the benefits and challenges of using routinely-collected, population-based
linked databases for conducting population-based multigenerational health research, and identifies
opportunities for future research within and across the data-intensive environments at these six sites.
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Introduction
Family health history is a well-established risk factor for many
health conditions, including heart disease, Type 2 diabetes,
some cancers, and some mental health conditions. Genetics
and shared environments are reflected in the family health
history, making it a valuable component of multifactorial
health risk assessments [1] from both clinical and public health
perspectives. Accordingly, systematic collection of family
health history information has been recommended [2, 3],
despite the associated costs, challenges of capturing accurate
and complete information, and privacy considerations.

Linked, routinely-collected electronic databases, which
were originally developed for government administration,
particularly for healthcare administration and management,
are a widely-used resource for population health research
[4, 5]. They have also been used in a select number
of sites worldwide to construct family health histories for
entire populations. Three European sites (Denmark, Norway,
Sweden) and three non-European sites (Canadian province
of Manitoba, Taiwan, Australian state of Western Australia)
have the unique capability to define familial relationships and
objectively-measured health histories from administrative and
healthcare electronic records. Studies from these sites have
made important contributions to understanding associations
between familial health histories and individual outcomes for
a broad range of health conditions or life events [6–14].

Routinely-collected electronic databases have many
advantages for constructing family health histories: they can
provide objective measures of health, complete or near-
complete coverage of the population of a country or region,
and span multiple decades, generations, and family members
[5]. The data afford researchers a unique opportunity to
investigate potential genetic and environmental effects at a
population level. However, these data have some limitations
because they were not originally intended to be used for
research.

This paper reviews and synthesizes published literature
to describe the attributes of routinely-collected, population-
based data for multigenerational health histories that are
available at these six sites. We examine the types of data
available and explore the challenges associated with using
routinely-collected, population-based electronic databases for
multigenerational health research. We also provide examples
of the types of studies and health conditions that have been
conducted to date across these sites. We conclude this review
by describing potential opportunities for future research within
and across the data-intensive environments at these six sites.

Literature search strategy and
included sites
We searched published literature about the data available
and the multigenerational health research that has been
conducted using the following data sources at these sites:
the Civil Registration System in Denmark, the Norwegian
Family Based Life Course Linkage, the Multi-generation
Register in Sweden, the Manitoba Population Research Data
Repository in the Canadian province of Manitoba, Taiwan’s
National Health Insurance Research Database, and the

Western Australian Family Connections Genealogical Project.
We searched PubMed and Google Scholar for articles published
up to October 2020. The search was conducted using terms
(and their variations) such as “multigenerational”, “parent
offspring”, “chronic disease”, “administrative health data”
electronic medical records”, “electronic health records”, “data
linkage”, and “data centre”. We also used the “similar articles”
feature in PubMed and manually searched the reference lists
of identified papers to identify additional publications. While
we initially focused on papers that described the methods
and data sources used to achieve familial linkages at the six
sites (12 papers identified in total), we also identified health
conditions and events that have been the focus of published
studies.

Table 1 provides summary information about the data
attributes at the six sites. Key characteristics are described
below.

Identifying family relationships and
structures

Population registries and health insurance registries are the
primary sources of information about familial structures at
these six sites. Denmark, Norway, and Sweden primarily use
population registries to determine family structures [15–21];
Manitoba and Taiwan use health insurance registries [8, 22–25]
to determine family structures. The Western Australian Family
Connections Genealogical Project uses linked birth, marriage,
and death registries to determine familial relationships [26].

Population registries contain information on residents
living in a catchment area. While the data in these registries
are collected and maintained for administrative purposes
such as tax collection, the registries also contain information
on familial relationships. For example, the Danish Civil
Registration System contains information on all permanent
residents of Denmark as well as children born in Denmark
[15, 16]. Individuals are assigned a unique identification
number (known as a CPR-number), which can be used to
identify family structures. Each individual’s registration record
contains the following information: sex; date of birth; legal
parents’ CPR-numbers, if applicable; spouse’s CPR-number;
place of birth; and place of residence, emigration, immigration,
or date of disappearance (i.e., current residence unknown)
[15]. Sibling information is not directly available, but linkages
can be established based on maternal and paternal CPR-
numbers [15]. Additional registries, such as the adoption
register and birth register can be used to ascertain parent
information, although these data sources do not have the same
temporal coverage as the Danish Civil Registration System
[17–19, 27].

In Norway’s National Persons Registry, permanent
residents are identified via a personal identity code [20]; this
code can also be used to establish linkages between parents
and offspring. The Norwegian Family Based Life Course
Linkage also uses census data, the Educational Registry, and
the Cause of Death Registry to identify familial relationships
and structures missing in the National Personal Registry
(i.e., in older cohorts before the personal identity code was
implemented) [20]. However, these familial relationships are
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Table 1: Characteristics of electronic health data for population-based multigenerational health research at six sites

Methods for
Name of determining

Site database or Source data family Linkable databases
registry structures and

relationships

Number of Family
generations relationships

European Sites
Denmark Danish Civil

Registration
System (CRS)

CRS
registration

Not reported Legal parent &
child
Siblings
(inferred)
Spouses

Previously:
families residing
at same
residence
(1968-1978)
1978 onwards -
legal parental
status

Linkable to Danish
National Health
Service Register,
Danish Cancer
Registry, Danish
Register of Causes of
Death, Danish
National Patient
Registry, National
Prescription Database,
Pathology Database,
Western Denmark
Heart Registry,
Danish Stroke
Registry, Medical
Birth Register, and
Adoption Register

Norway Norwegian
Family
Based Life
Course
Linkage

Statistics
Norway
National
Personal
Registry
Educational
Registry
Cause of
Death
Registry

Not reported Parent & child
Spouses

Household
information from
census for those
where
relationships
were not
indicated in the
National Persons
Registry

Linkable to Norway
Cause of Death
Registry, Medical
Birth Registry of
Norway, Sickness and
Disability Registry,
Cohort of Norway

Sweden Swedish
Multi-
generation
Register

National
registration
number
Total
Population
Register
Statistics
Sweden
Medical Birth
Register

Not reported Biological parent
& child
Adoptive parent
& child
Siblings

For married or
recently widowed
mothers,
husband is seen
as father.
Otherwise
paternity is
established by
acknowledgment
or by court order

Linkable to Swedish
Medical Birth
Register, Swedish
National Inpatient
Register, Swedish
Prescribed Drug
Register, Swedish
Cancer Register,
Swedish Cause of
Death Register

Non-European Sites
Manitoba,
Canada

Manitoba
Population
Research
Data
Repository

Vital
Statistics
Birth records
Health
insurance
registrations

Up to three
generations

Parent & child
Siblings

Family unit
registration
Birth records

Vital Statistics

Linkable to hospital,
physician, nursing
home, home care, vital
statistics, prescription
drug, cancer registry,
education, family
services, income
assistance, social, and
justice data

(Continued)
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Table 1: Continued

Methods for
Name of determining

Site database or Source data family Linkable databases
registry structures and

relationships

Number of Family
generations relation-ships

Taiwan National
Health
Insurance
Research
Database

Taiwan Birth
Registry

Health
insurance
registrations

Not reported Biological parent
& child
Siblings
Spouses

Identifiers in
database for the
insured
individuals and
their dependents
Children must
have birth
certificate or
DNA testing to
be considered
dependent

Linkable to
ambulatory care visits,
inpatient visits,
prescription data,
medical personnel
databases, use of
medical facilities,
health screening data,
welfare/society data,
birth, death, and
maternal data

Western
Australia,
Australia

Western
Australian
Family
Connections
Genealogical
Project

Birth, death,
and marriage
registrations
Midwife
records
Hospital
records

Up to three
generations
A limited
number of
four-
generation
linkages are
available

Biological parent
& child
Siblings
Spouses (not
divorces)

Primarily birth
registrations
supplemented
with information
from death,
marriage, and
midwife
registrations

Birth, death and
marriage registrations,
electoral roll, hospital
morbidity, emergency
department
presentations, mental
health information,
midwives
notifications, and
cancers

primarily inferred based on household information, rather than
direct relationship linkages [20].

In Sweden, residents are assigned a national registration
number, which is maintained in the Total Population Register.
The Multi-generation Register uses information from the
Total Population Register, Statistics Sweden, as well as
information from additional studies undertaken to improve
parent-offspring linkages [21], in order to identify family
relationships. The Multi-generation Register contains the
following data on registered individuals: registration number,
sex, country of birth, biological parents’ registration number,
biological parents’ date of birth, and biological parents’
country of birth. As well, this register contains the adoptive
parents’ registration number, date of birth, country of birth,
date of immigration, and date of adoption [21]. The total
number of children linked to the registered mother and father is
also available, as well as the registered individual’s position in
the mother’s family (e.g., first child, second child) [21]. In non-
adoptive cases, paternity is determined through the national
register, where if a mother is married or recently widowed
at the time of birth, the husband is determined to be the
father [21]. For other cases, paternity is determined through
acknowledgement or via court order.

Health insurance registries contain information on
individuals eligible to receive healthcare coverage, often from
publicly funded sources. In Taiwan, spouses and blood relatives
such as parents, grandparents, children, and grandchildren can
be claimed as dependents of an insured person [8, 22]. Thus,
sibling and parent-offspring linkages can be determined from

these health insurance registration files. In the province of
Manitoba in Canada, a health registration number is given
to all immediate family members residing in the province,
including the registrant, spouse (or common-law spouse), and
all children who are dependent on the registrant, including
child, step-child, incapacitated child (i.e., dependent beyond
the age of 18), and grandchild [25]. Familial relationship
information is also supplemented using birth records [24].

In contrast to the databases described above, the
Western Australian Family Connections Genealogical Project
determines family relationships and structures by linking and
cross-referencing birth, death, and marriage registrations,
as well as midwife and hospital records [26]. Biological
relationships and degree of relatedness can be determined from
these data sources.

Data coverage for family relationships
and structures

Based on our literature review, we ascertained that all six
sites have linkable records that extend at least 25 years. A
timeline of data coverage across sites is provided in Figure 1.
Denmark’s Civil Registration System was first introduced in
1968 [15]. However, data related to parental links in the system
are considered to be virtually correct since 1960 [15, 16].
Norway’s personal identity code was introduced in 1964;
however, the Norwegian Family Based Life Course Linkage also
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Figure 1: Temporal coverage of linked electronic health data for population-based multigenerational health research at six sitesa,b

aRed arrows indicate start of data temporal coverage
bBlue arrows indicate that the site reports having data coverage extending prior to the collection of familial relationships

uses information from additional data sources (i.e., census,
Educational Registry, and Cause of Death Registry) and
therefore contains information on individuals born as early as
1900 [20]. The national registration number in the Swedish
Multi-generation Register was implemented in 1947 [21]. With
supplemental data sources, records are available for individuals
born from 1932 onwards and those alive on January 1, 1961
[21]. Taiwan’s National Health Insurance Research Database
has the most limited temporal coverage with data extending
back to 1995 [22]. The Manitoba Population Research Data
Repository contains data from 1970 onward [25], and the
Western Australian Family Connections Genealogical Project
contains data from 1974 onward [26].

Temporal coverage is crucial for identifying multiple
generations. Western Australia reported being able to identify
up to three generations in their database, and up to four
generations for some individuals [26]. Manitoba reported
identifying up to three generations [24]. Given the years of data
available, it is reasonable to assume that two generations (i.e.,
parent-offspring) are identifiable in Taiwan’s data, and three
or four generations are identifiable in the Nordic countries,
although we did not find any studies that explicitly stated the
number of identifiable generations in these sites.

All sites have near complete capture of residents in
their catchment area. In Denmark, Norway, and Sweden,
registration is required by law, ensuring all residents (past and
present) are captured in the data [15, 20, 21]. In Manitoba
and Taiwan, registration is required to receive health insurance
coverage. These sites have universal and publically funded
healthcare systems; therefore, most residents are contained
within the database (i.e., >99%) [22]. Coverage in Western
Australia is slightly lower as individuals are required to have
healthcare records in at least one of the linked databases to
be included. These limitations appear minimal however, with
about 94% of the population having familial links [26].

Identifying health histories via data
linkage

Based on our literature review, numerous routinely-collected
health databases can be used to construct family health
histories in the six sites. The International Classification of

Diseases (ICD) is used to record diagnoses in many of these
health databases.

Multiple healthcare registers are available in Denmark,
Norway, and Sweden for linkage to familial information.
In Denmark, these include the Danish National Health
Service Register, Danish Cancer Registry, the Danish Register
of Causes of Death, Danish National Patient Registry,
National Prescription Database, Pathology Database, Western
Denmark Heart Registry, the Danish Stroke Registry, the
Danish Medical Birth Register and the Danish Adoption
Register [17, 18, 28–30]. Data in the Norwegian Family Based
Life Course Linkage can be linked to the Norway Cause of
Death Registry, the Medical Birth Registry of Norway, the
Sickness and Disability Registry and the Cohort of Norway,
which is a collection of health surveys [20]. Linkage to census
data is also possible. The Swedish Multi-generation Register
can be linked to Sweden’s Medical Birth Register [31], National
Inpatient Register [32], Prescribed Drug Register [33], Cancer
Register [34], and Cause of Death Register [35]. In addition,
linkage to more than 100 Swedish healthcare quality registers
is described in published literature [36], although the data in
each of these registers do not cover the entire population of
Sweden. Multiple versions of ICD are used to capture diagnosis
information in these European databases, given that they span
multiple years of administrative health and clinical data.

In the Canadian province of Manitoba, linkable databases
include physician billing claims, hospital discharge records,
emergency department records, prescription medication
dispensations, electronic medical records, cancer registry
data, home care data, and long term care (i.e., nursing
home) data. Social databases, which capture information
on income assistance for low-income individuals and child
welfare data are also available, as are justice data. Physician
billing claims and hospital discharge abstracts extend
back to 1970, but other data have a shorter period of
availability. A complete list of databases is provided online
(http://umanitoba.ca/faculties/health_sciences/medicine/
units/chs/departmental_units/mchp/). Hospital data are
coded using three different ICD versions (ICDA-8, 1970-
1979; ICD-9-CM, 1979-2004; ICD-10-CA, 2004 onward) [25].
Physician data are coded using two ICD versions (ICDA-
8, 1970-1979; ICD-9-CM, 1979 onward) [25]. Prescription
medication dispensations are coded using the Anatomical
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Therapeutic Chemical (ATC) Classification System developed
by the World Health Organization [25].

Health databases available in Taiwan encompass ambulatory
care visits, inpatient care visits, prescription dispensations at
contracted pharmacies, health service utilization at medical
facilities, medical personnel registries, a medical facilities
registry, and a registry for catastrophic illnesses. Screening
data, birth and death records, disease and injury databases,
and social data are also available. A listing of databases is
provided by Hsieh et al. [22]. In Taiwan, health data before
2016 are coded using ICD-9-CM, whereas data from 2016
onward are coded using ICD-10 [22]. Prescription medications
are coded using a system developed specifically for Taiwan;
however, researchers have mapped these codes to ATC system
codes [22].

Nine different datasets are linkable in the Western
Australia Data Linkage System: birth, death and marriage
registrations, electoral roll, hospital morbidity, emergency
department presentations, mental healthcare contacts, midwife
notifications and cancer registrations [26]. Additional datasets
are listed as linkable on the linkage system website, including
data from the health and wellbeing surveillance system,
the monitoring of drug dependence system, the infectious
disease database and registers for development anomalies. ICD
codes are used to record diagnoses in health databases. For
example, in the hospital mortality database, four ICD versions
are used (ICD-8, 1970-1978; ICD-9, 1979-1987; ICD-9-CM,
1988-1999; ICD-10-AM, 1999 onward). Data dictionaries for
the databases are available online: https://www.datalinkage-
wa.org.au/resources/dataset-information/.

Data quality

Misclassification of family relationships was identified in the
published literature as a common concern in several sites. For
example, parental linkages in Danish data are based on legal
status and not on biological relationships [16]. In contrast,
dependents identified in Taiwan’s health insurance registry
must be blood related, as determined by a birth certificate or
DNA test [8]. While maternal relationships can be determined
based on birth certificates and health records, assumptions
may be made about paternal relationships. As the traditional
family unit becomes less prevalent in all countries, the ability
to identify paternal relationships may not be consistent over
time [24]. Moreover, differentiating between half-siblings and
full siblings and ensuring proper handling of sibling data in
analyses (i.e., accounting for different degrees of relatedness)
presents additional challenges, especially as sibling-comparison
designs can help reduce confounding in observational research
[37].

Across the Nordic registers, information about data linkage
accuracy is noted to be limited for early years of data.
In the Danish Civil Registration System, the accuracy of
parental links is somewhat variable over time due to changes
in methodology. Family linkages were originally determined
based on residence (i.e., those living at the same residence
were considered a family unit) [16, 27]. Linkages were then
removed once an individual moved away, or a child in the
home had a child of their own [16]. In 1978, parental linkages
were establish based on legal status and retained permanently;

previously-removed linkages have since been added and verified
[16]. The estimated accuracy for linkages of children born in
Denmark to legal mothers and legal fathers is 98.7% and
95.7%, respectively for data from 1960 to 1968. However,
linkages from 1969 onward are considered to be 100% accurate
[15, 16, 27]. Given that parental links are based on legal
status [15], this may pose problems for researchers interested in
studies about disease heritability. Biological parentage can be
determined using Denmark’s Medical Birth Register; however,
linkages for biological mothers and biological fathers are only
available from 1973 and 1991 onward, respectively [17]. It is
estimated that complete sibling linkage is possible for children
of women born after 1935 [15].

For Sweden, linkage to parents varies by year, with linkage
being more variable for those born outside of Sweden. In
2005, it was estimated that 97% and 95% of individuals in
the database who were born in Sweden could be linked to
their mothers and fathers, respectively [21]. Information on
both biological and adoptive parents is available. With respect
to biological fathers, it is assumed that the husband of a
married or recently-widowed mother is the father. Paternity
can also be established by acknowledgment or a court order.
For individuals with parents born in Sweden in 1915 or later,
information on sibling relationships is considered to be of good
quality [21]. The quality of the linkage is lower for those
who were born outside of Sweden. Only 27% and 22% of
individuals in the database who were born outside of Sweden
have information on their mothers and fathers, respectively
[21]. Sibling linkage is also less complete among individuals
whose parents were born outside of Sweden [21]. Thus, both
migrations out of and into the catchment area can influence
the ability to ascertain family relationships.

A similar phenomenon exists for Norway, where familial
links for those born outside of the country are missing at a
higher rate than for those born in Norway [20]. For the latter,
linkage if generally of high quality, with 100% of individuals
born in Norway after 1952 having links to their mothers
[20]. Supplementing the registry information with census data
increased linkage in older generations by a noticeable margin
[20]. Information about the quality of paternal linkage over
time was not reported in the published literature that we
examined.

The Canadian province of Manitoba reports accurate
linkage to family members, with individuals ages 35 to 39
years having linkage to an average of 5 family members
(including siblings, children, parents, and spouse) in 2014 [24].
However, similar to other data sites, the quality of familial
linkage appears to vary over time. Ability to link to siblings
decreases in older age groups compared to younger age groups;
paternal linkages are more difficult to ascertain for younger
generations [24]. We did not identify any studies that described
the accuracy of familial linkages for Taiwan or Western
Australia.

Examples of multigenerational studies
using routinely-collected data

Our review of published literature identified numerous
multigenerational studies using the routinely-collected
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population-based data from the six sites. These studies
had two main themes: (a) family health histories or family
relationships as predictors of a health condition, and (b) health
trajectories after a critical health event or diagnosis within a
family.

Family health histories or relationships as
predictors

In one study we identified, Rom et al. [38] used multiple Danish
registries to test the association between autism spectrum
disorder (ASD) in offspring and maternal and paternal
rheumatoid arthritis. Linkages amongst family members were
established using CPR-numbers. The Danish Medical Birth
Register was used to create the initial cohort of children.
Parental rheumatoid arthritis diagnosis was determined using
the Danish National Patient Registry, and offspring ASD
diagnosis was determined using both the Danish National
Patient Registry and the Danish Psychiatric Central Research
Registry. Close to two million children were included in
the cohort [38]. Maternal rheumatoid arthritis diagnosis was
associated with an increased risk of offspring ASD diagnosis;
for paternal rheumatoid arthritis diagnosis, the relationship
was not statistically significant although the risk was
eleveated (maternal: hazard ratio [HR]= 1.31; 95% confidence
interval [CI]= 1.06–1.63; paternal: HR= 1.33; 95% CI=
0.97–1.82).

Cheng et al. [39] tested the association between a diagnosis
of schizophrenia in any first degree relative and an individual’s
risk of a psychiatric disorder (including schizophrenia, bipolar
disorder, major depressive disorder, ASD, and attention-deficit
hyperactivity disorder [ADHD]). Administrative health data
from the Taiwan National Health Insurance program were used
to determine individual and relatives’ health status, as well as
demographic characteristics. The family relationship groups
included in the study were parents, offspring, siblings, and
twins. Blood relatives were identified using the National Health
Insurance Data. Of the total Taiwanese population (more than
23 million), 227,967 individuals were identified as having a
first-degree relative diagnosed with schizophrenia. Having a
first-degree relative with schizophrenia was associated with an
increased risk of a psychiatric disorder; the strength of this
association was greatest for schizophrenia (relative risk [RR]
4.76; 95% CI = 4.65-4.88). There was also a dose-response
relationship; the risk of a psychiatric disorder was greater when
two first-degree relatives were diagnosed with schizophrenia,
compared to when only one first-degree relative was diagnosed
with schizophrenia.

Solberg et al. [40] used Norway’s population-based
registries to examine the risk of ADHD amongst offspring of
parents with ADHD, bipolar disorder, schizophrenia spectrum
disorder, or major depressive disorder. Data from the Medical
Birth Registry were used to build the cohort, while the
Norwegian Prescription Database and the Norwegian Patient
Registry were used to determine parental and offspring health
status, and the National Education Database and Statistics
Norway were used to identify demographic characteristics.
More than 2.4 million offspring were identified during the study
period (1967–2011); 79,719 were diagnosed with ADHD.
The RR of offspring ADHD was greatest when both parents

had ADHD (11.7; 95% CI= 11.0–12.5); maternal ADHD
diagnosis appeared to have a stronger association with
offspring ADHD diagnosis compared with paternal ADHD
diagnosis (maternal RR: 8.4; 95% CI= 8.2–8.6; paternal RR:
6.2; 95% CI= 6.0–6.4). Parental diagnosis of bipolar disorder,
schizophrenia spectrum disorder, and major depressive disorder
were also associated with an increased risk of offspring
ADHD diagnosis, although the strength of the association was
lower.

Health trajectories in families

Taipale et al. [41] used Swedish data to examine the
association of antipsychotic drug exposure in offspring who
had schizophrenia with subsequent parental health and work
disability. Data from the National Patients Registers and
Prescribed Drug Register were used to determine offspring
and parental health status; data from Statistics Sweden, the
Micro-data for Analyses of the Social Insurance Register, and
Cause of Death Register were used to ascertain demographic
factors, work sickness absences and disability, and cause
of death, respectively. Familial links were determined using
the Multi-generation Register. Overall, 10,883 offspring with
schizophrenia and 18,215 parents were identified. Offspring
exposure to first- and second-generation oral antipsychotic
medications was associated with an increased risk of parental
psychiatric healthcare use (RR range 1.10–1.29). Use of
oral medications was associated with an increased risk
of parental long term sickness absences from work; long-
acting injection medications were associated with a decreased
risk.

Bolton et al. [42] used Manitoba data to examine the
mental, physical, and social outcomes of parents who had an
offspring die in a motor vehicle collision. Data from the Vital
Statistics Registry was used to identify deceased offspring.
The Manitoban Health Insurance Registry was used to link
parents and offspring, while hospital records and physician
billing claims were used to identify health outcomes. Census
data were used to identify socio-demographic characteristics.
In total, 1,458 bereaved parents were identified and matched
to the same number of non-bereaved parents. The risks of
depression and anxiety disorders were higher in bereaved
parents than in non-bereaved parents in the two years
following the death of an offspring (depression prevalence
ratio: 2.85; 95% CI= 2.44–3.33; anxiety prevalence ratio: 1.45
95% CI= 1.26–1.67). There was also an increased risk of
cancer and hypertension. Compared to non-bereaved parents,
bereaved parents also had higher risks of marital break-up and
outpatient physician mental illness visits.

Morris et al. [43] characterized adolescent and young adult
(ages 12-24 years) offspring in Western Australia between 1982
and 2015 whose had at least one parent with a cancer diagnosis
during the offspring’s lifetime. Data from the Cancer Registry
were used to identify parents with an incident malignant
cancer diagnosis as well as parents’ demographic data, cancer
information, and cancer-related death data. Offspring were
identified using the Family Connections database. Information
on offspring demographic factors and mortality came from
birth registrations, the Midwives Notification System, and the
mortality registry. In total, 57,708 offspring were linked to
34,600 parents who had an incident cancer diagnosis. The
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authors found that 0.46% (95% CI= 0.43–0.49) of offspring in
Western Australia were affected by an incident parental cancer
diagnosis on an annual basis.

Discussion

This review paper provides an overview of routinely-collected
data available at six international sites that have the capability
to conduct multigenerational health research by defining
familial relationships and objectively-measured health histories
from linkable administrative and healthcare electronic records.
Our review found that multiple sources of health data, as well
as data from other sectors such as education and employment,
have been linked to information about family relationships and
structures.

In the European sites included in our review, the population
register is central to the identification of family relationships
and structures. Previous research describes the establishment
of population registries in multiple European countries their
importance for describing the demographic characteristics
of a country’s population [44]. We did not identify any
other European countries that had linked their population
registries with routinely-collected healthcare data to conduct
multigenerational studies. However, for Finland, we did find
studies describing the use of routinely-collected data for birth
cohort studies [45] and the Finnish Twin Cohort Study [46, 47];
these cohorts use population registration data and a variety of
healthcare administrative databases, as well as follow-up with
primary data collection.

In the non-European sites included in our review, health
insurance registration files from universal healthcare systems
were central to constructing family relationships and structures
in both the Canadian province of Manitoba and Taiwan
for their entire populations. While many other countries
or jurisdictions have universal healthcare, not all have the
capability to identify family members through registration
numbers [48].

We note that several prospective cohort studies have
been used to conduct multigenerational studies, including the
Framingham Heart Study [49, 50], Norway’s HUNT study
[51, 52], and the Victorian Family Heart Study [53]. These
studies have relied primarily on survey data to compile family
health histories, which are prone to recall and self-report
biases. However, cohort studies that rely on primary data
collection can provide information that routinely-collected data
cannot, including biological and health behavior information.
As such, muligeneration studies using primary data sources
have also made considerable contributions to understanding
the impact of the family on health outcomes [3].

Our review of the literature did not identify any
multigenerational health research involving two or more sites.
Distributed networks that have recently been established to
conduct pharmacoepidemiology studies [54] could be used as a
model for multi-site multigenerational studies. In a distributed
network, the same analysis is conducted at multiple sites; this
approach does not involve data sharing across sites, which
helps to ensure data privacy. Benefits of distributed networks
include the ability to conduct studies on very large populations,
which can benefit the investigation of rare health conditions

or events and the ability to assess the generalizability of
single-site research findings, which can reduce bias.

Conclusion
In conclusion, while the literature we reviewed demonstrated
the extensive work that has been undertaken to establish
familial linkages, additional research opportunities exist.
To address the current challenges and limitations of
multigenerational health research, future research could
validate methods for identifying familial structures and explore
the use of new data sources, such as electronic medical
records, for constructing health histories of family members.
Polubriaginof et al. [55] identified familial structures using
emergency contact information in electronic medical records,
but no formal validation of the method was undertaken. In a
recently-funded study in Denmark, church records will be used
to build a multigenerational registry with family relationships
for those born as early as 1920 [56]. Methods involving the
use of church records to identify familial relationships could
be validated in other sites where linkage of these data with
population registries and health insurance registries is possible.
Such linkages may make it possible to increase the number
of generations that can be identified in routinely-collected
data and to ensure the accuracy of identification of family
units. As well, linkage of new data sources will increase the
range of research questions that can be asked and contribute
to the generation of new knowledge about family health
histories. Finally, establishing a research network would help
to facilitate multi-site multigenerational studies and sharing
of methodological expertise.
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