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Implementing participatory research in a
multiethnic landscape

The SAMINOR Study

Health research in an indigenous landscape
Health research in a rural landscape
Health research in the Arctic
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Why Is It necessary to focus on
Indigenous and Sami health and well-
being?

When did it start ?



Our historical heritage

Social Darwinism The Sami
1850 - 1960 1970 - Parliament
1989
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Centre for Sami Health Research (CSHR)

e Established in 2001

* Research and research
communication

 Data collection and og
administration/management

 Provide knowledge to the;
« Sami Parliament
« Health authorities
« Health institutions
« Counties and municipalities




The SAMINOR Study
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The SAMINOR Study

Defined as a Health Register

- adhere to the GDPR All use of data
need approval from

The overall aim
- study health and diseases In

relation to living conditions among s Regional | Commitee of
the Sami population Committees the Ethical The

_ for Medical Guidelines for SAMINOR
- to compare these with the and Health Sami Health [ Project Board

Norwegian population in the same Research Research and
Ethics (REC) Research on

aleas Sami Human
Biological
Material




Main focus areas

ldentifying the Sami
population

Measuring health and

disease
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'« Defining the Sami population

No information in National Registers

The total size of the Sami people Is unknown

Unknown In advance who are Sami

People have multiple ethnic backgrounds




Sapmi

One people

Four national states

ArcGis Pro, Geodata Norge.

red National Geographic Society.
. Stupforsmo, SSHF



The chosen approach for SAMINOR

Select Select geographic regions where we expect a high proportion of Sami

Invite Invite everyone within a certain age span

Ask about Ask about ethnic background and language

Combine Combine the information to define who we consider to be Sami




Ethnicity questions
In SAMINOR

Proportion with Sami affiliation in the three

SAMINOR surveys
Yr
2012-2014
Yr Yr 54%
2003-2004 2012

SAMINOR 1 Survey SAMINOR 2 SAMINOR 2 Clinical
Questionnaire Survey Survey

110. What language(s) do/did you, your parents and your
grandparents speak at home? (Put one or more crosses for each line)

Norwegian Sami Kven Other, describe:

Mother'sfather.. [ | [ [ [
Mother'smother [ | [ | [ | [
Fathersfather... [ | [ [ L[]
Fathersmother. [ | [ | [ | [
FatheY o D O O O o
Motbher............ O O
Myself..ooms I I I e N B

111. What is your, your father's and your mother's ethnic

backgrounds? (Put one or more crosses for each line)
Norwegian Sami Kven  Other, describe:

My ethnic background is................... I I I e I
My father's ethnic backgroundis.. [ | [ | [ [ ]
My mother's ethnic backgroundis [ | [ | [ | [

112. What do you consider yourself to be? (Put one or more crosses)
Norwegian Sami Kven Other, describe:

N I e I e



Known way of communicate
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Individual level

Society level

l1l. Authorities



Community- based participatory research

* Methodological choice-
planning, through the data
' collection until the final report

x * Equal cooperation and

x ‘ ‘ partnership between

researchers and target
groups for the research

SSHF/I.Finn



From participants in SAMINOR 2

More than 100 years of Norwegianization history
The legacy of World War |l

Conflict-ridden local communities - where respect
and dignity between ethnic groups had a way to
go

The shame and pride of one's background

Just being called "Centre for Sami Health

Research" was problematic but also great
Conclusion: SAMINOR 3 had to be anchored Iin a different

and innovative way




The effect of intergenerational trauma for individuals
and populations
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Detvarulovligavaere Levdei23armed
Samer har blitt kalt stygge, dumme og illeluktende. Na skal Agnete f'then for é bli aVSIort

Norge ta oppgjer med fortiden og den brutale

fornorskningstiden. Hun lot som om hun var norsk i 70 ar, for hun avslorte sin storste skam so sa e
9 til familien. m m

Motet med en norsk kvinne fikk Per Arnfinn Persen til a tro at det var mulig
bli elsket— selv om han var same.

Photo: Vindern Laboratorium 1922 — lend by NRK Sapmi, NRK Sapmi,
Sverre Fjellheim, NRK S&pmi 24.06.2017 24.09.2018 04.05.2019



Impact of intergenerational trauma

In-utero conditions

N\

Childhood circumstances

* Adversities
«Standard of living
*Parents education

Health related behaviour
Alcohol, tobacco

Physical activity

Diet

Adult health & well-being

*Chronic diseases

*Pain & migraine

«Cancer

+CVO

*Diabetes

*Health related quality of life
*Subjective well-being

Subjective
social status

Income

Social relationships

Friends, family
Community participation
Neighbourhood




I SAMINOR 1, SAMINOR 2 - part 1, SAMINOR 2 - part 2, SAMINOR 3
[ SAMINOR 1, SAMINOR 2 - part 1, SAMINOR 3
[ SAMINOR 2 - part 1, SAMINOR 3

I SAMINOR 3

4 .
Russia

Unique design
« User - and reference groups - 200

Finland

* Quantitative interviews — 70
« Epidemiological research

SAMINOR 3
* 40 municipalities in

» Finnmark, Troms, Nordland og Trgndelag
« 80 000 invited

« 50 000 participants




SAMINOR 3

Part 1 almost finalized

Part 2 under planning

Start Sept 2023

The SAMINOR 3
Focus Group

Interviews
(2020-2022)

-12 groups

- 70 participants

- Various regions

- Group interviews

4 )
The SAMINOR 3

Clinical Survey

(2023-2025)

N VAN
4 e N

- 40 municipalities
- 40-79 years

- Questionnaires

- Clinical measures
- Blood samples

o AN

J

- 20 schools

- 5t and 9t grade

- Questionnaires

- Clinical measures
- Blood samples

4




Design of SAMINOR 3

Three main principles of extended user participation in SAMINOR 3

Qualitative Dialogue
meetings

. . Users- and ref gr
Interview

Sami gr
en ar Research s _
Individ g Other Municipali Sami  Health

Other gr County Parli Auth




Part 1. Qualitative, exploratory study

“If you want to know how
people perceive the world and
life, why not ask them?”

(Kvale &Brinkmann, 2009)

Inger Dagsvold 1’
Prmect_&edder Part 1 1



Main aim — learn from people

* the multi-ethnic population's view of which important topics
a health and living conditions survey should we focus on

« Gain more knowledge about what the multi-ethnic population
experiences as

« good health/a good life, health challenges/problems, access to and
use of support systems and health services




Design

Interview: individual and focus
70 individuals group

» Focusgroups Language: Sami, Norwegian,

Analysis: Thematic text analysis
of the interview material

« Sami, Kven and Norwegians




Reference - and usergroups | SAMINOR 3

B SAMINOR 1, SAMINOR 2 - part 1, SAMINOR 2 - part 2, SAMINOR 3
I SAMINOR 1, SAMINOR 2 - part 1, SAMINOR 3
] SAMINOR 2 - part 1, SAMINOR 3

« User groups in the different areas; -
* North, Lule - and South Sami area + Kven

Russia

Finland

Sweden

Arctic Circle

 Professional reference groups

« Advisers and guides

24



Weave together - into a good product

 Contribute to the development of
the questionnaire in SAMINOR 3

 Use in further qualitative research

* Are we able to document whether
our user contributors actually
have an influence on the
guestionnaire?




Employees

A A

Ann Ragnhild Marita Susanna Eqil Iselin Gunnhild
Academic leader Engineer Researcher Adm. Project co-ord Project co-ord.
70 % 100 % 100 % 60 % 100 % 100 %
Jon Petter
Marja-Kristin
Siv Merethe

Bjarne Astrid Inger Anne Kirsti

Anna Rita
Professor Post.doc. Projectleader Researcher Researcher Researche
100 % 100 % 100 % 10 % 20 % 10 %




www.saminor.no

https://uit.no/research/sshf-no
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