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Nordic welfare center’s preface

This report is the fourth report out of five within a Nordic project about the living
conditions of persons with disability and of Sami descent, the indigenous people
in Scandinavia, compared with the general population. It is an important
contribution to increased knowledge about the prerequisities for good living
conditions for people with disabilities and their enviroment in the Sami regions
in Finland.

There is a lack of knowledge about living conditions for people of Sami
background with disabilities. Furthermore there is also very little knowledge
about conditions for social inclusion for this group across the whole of the Sapmi
geographical area. This was acknowledged by The Norwegian Directorate for
Children, Youth and Family Affairs (Bufdir). For this reason the Nordic Welfare
Centre was enlisted by Bufdir to coordinate a Nordic project on the situation of
people of Sami background with disabilities.

The Nordic project is going on from 2014 through 2017. A central part of the
project for The Nordic Welfare Centre is to coordinate five different national
studies (two from Norway, two from Sweden and this report from Finland). An
important element of the work is to make sure the studies are rooted in the
Sami environment and that the results are usable in the context of Sami
communities. The aim of the project is to map out this sector's living conditions
within areas such as work, education, accommodation, social and health
services in the individual countries as well as in the entire region.

Results from the Nordic project are intended to contribute to create good
conditions to encourage political decisions concerning the group's rights and
public services, amongst other things. The project will present information on
how the countries live up to the UN Convention on the Rights of Persons with
Disabilities and how this work can be followed up in the future.

The Nordic Welfare Centre is an institution under the Nordic Council of
Ministers. Our mission is to enhance social policy work in the Nordic countries
through education, communication, research and development, networking and
international co-operation.



Researcher’s preface

The accompanying report is the Finnish contribution to Personer med
funksjonsnedsettelse med samisk bakgrunn, a joint Nordic research project
funded by the Norwegian Barne-, ungdoms- og familiedirektoratet (Bufdir) and
coordinated by the Nordic Welfare Centre. One of two Norwegian and both
Swedish studies have already been published. The funding received from Bufdir
has enabled what is very necessary research on a crucial topic. The Nordic
Welfare Centre has provided very professional coordination of the project; it has
been a pleasure working with the Centre’s Anna Dahlberg and Jonas Bergstrom.
I would also like to take this opportunity to thank the Norwegian and Swedish
researchers involved for fruitful collaboration.

The Finnish contribution to the project was carried out by the Department of
Social Work at the University of Lapland. In completing the research, | have
turned to many colleagues in the Faculty of Social Sciences for advice. |
appreciate the help you have given me and the discussions we have had. The
University is working to make research on the Sami one of the institution’s
spearheads, and this can be clearly seen in the enthusiasm for and commitment
to research efforts in this area.

I have had the pleasure and privilege of being able to tap the project’s expert
group for a wide range of guidance, brainstorming and support. Heartfelt thanks
go out to you all - Pia Ruotsala-Kangasniemi, Kalle Konkkola, Lahja Johanssen-
Lampsijarvi, Anneli Pohjola and Elsa Laiti-Hedemaki. Each of you, as a
representative of your particular organization, has kept me aware of the
extensive societal ramifications of the research topic. Elsa, who acted as cultural
interpreter throughout the course of study, helped me to understand many
things from fresh perspectives. Thank you, Elsa.

Reliable library, administrative and translation services are significant
components of any research effort. Without the guidance provided by Arja
Petajasuo and Richard Foley’s contribution in translating the report, | would
have had far less time available for the research work proper. Also valuable in
this regard has been the Sami Language Office of the Sami Parliament, whose



expertise made it possible to provide abstracts of the report in Inari, North and
Skolt Sami.

Reaching the people whom | ultimately interviewed would have been impossible
without the help of the numerous friends and acquaintances | have gained and
networks | have joined in the course of my career. | am not at liberty to mention
you by name here but | would like to thank those whom | contacted for advice
and support in carrying out the study.

The most profound contribution to the study has been that of the people |
interviewed, Sami living with disability. You have my gratitude for sharing your
experiences and lives. Without you, this study would not have been possible.
At the end of the day, however, the decisions and interpretations of results
made in the course of the research are my own and | bear full responsibility for
any shortcomings.

Rovaniemi, 19 September 2017

Liisa Hokkanen



Vuanos

Saa'm laa'mes oummi ki6¢émoé vuassadvuodast da
kaazzk66zzin Laa'ddjannmest

Taarrjannam Bufdir (Barne-, ungdoms- og familiedirektoratet) toi'mmepiijjmen
Ta'vvjannmallas pue'rrvadjjamkooskos lij koordindsttam Ta'vvjannmallas
ha'nkkd6zz, ko'st ¢idlgtet sda'mtudkksaz Iammsi jie'llem vue'jj (Bufdir 2013).
Projee'ktest taarr (Melbge et al. 2016) da rudcc (Uttjek 2016) vue'sstu'tkkummuz
lie valm3tddvvam aai'jben. Vue'sstu'tkkummsi metoodlaZ ¢duddmoozz lie
nuu'bbesnalléem ve'rddd6l1am didtt. Pukin lie 3nnum privatnii'kKi
mainstattmd5z7 da sii'ske analyys.

L&a'dd vue'sstu'tkkeem tu'tkkeemtuajjan $66ddi tu'tkkeed La&'ddjannmest
jalsteei sa'mmlai lammsi tobddam da kaunnam ¢arstummuz, si'jji pi'rggummuz
tudrjjeei se'lvvnemstrategiaid di pue'rrvaajjamkaazzkodzzi

~~~~~

~~~~~

teemamainstattmaossan. Tan rapoortast lie analysdsttum dau'c oummu
mainstattmo0zz, koi pesttmas ohttsi'zze lij nenmlo cCidssad. Mainstottum
oummu lie 20-80-ekksa da sooggbie'li mie'ldd sij juakka'tte tassa.
Mainsta'ttemaunstd5zzast lie jednab sda'm jie'nnkidlines mainsteei da
dommvuu'dest jalsteei gu modk Lad'ddjannmest aassi sdd'mnaroodast lie takai
vue'jjest. Mainstottum oummin ee'ttkosttum lammsijoouk lie tuarjj- da
liikkeemorganlaa'mesvuod, mattjemvaiggdozz, kognitiiviaz haai't di
vuodivasnlad'mesvuod. Aunstdozzast uu'ccben lie midl pudccmoozz, aiccvaad'jj di
vaigganji lammaz.

L3aa'mesvud'tte da saa'mvud'tte kooll takai a'ssen ¢arstummus, ha't kuhttuin
aa'$sin led't mdnnum &8udas. Skooulstroi'ttel konkretisasttnam
assimilaatiopolitiikk seu'rrj3dzzi teevvmd$ da saa'mkidli jealltummus lie
kdoskraa'jest. Aai'jab pudlvvddggi tobddam kérr rajjaz meéldlaZ ¢arstummus
veekk vudamms006zz da cagg vuammse'men tan poddsaz uu'ccben kuasttjeei
carstummuz.

Lammsi ¢arstummus lij takai eettmos pirr maai'lm da kuaskk Se sa'mmlaid.
Cérstummus kdunnai $kooulstroi'ttlest, tudjjmarkknin, dhttsallas da privat
jie'llmest. Uu'cces 6httd6zzast lammsi saa'j da vudiggadvuddid kuoskki tead



tarbb lij Cuu't vaaznai. Lammsi lokku valddmos saa'mpolitiikkast da
sda'msagstoolimoozzast lij pad3zam vannsen. Lammsi vudiggadvuott

tiuddu.

Tu'tkkumms3est pua'tte |33'mesvudd da sda'mvudd 14a'ssen 6u'dde Se jee'res
carstemtuejjeei, toi koskknaz vuarrvaaiktds di toid vaaikteei jie'llemjad'ttma da
pirrd'sse kuulli tuejjeei. Carstummus ¢ua'jtaatt intersektionaal’laz da
kontekstuaal’laz eettmossan. Tot lij prosessuaal’laz, vuarrvaaikteei da pooddast
kidd 3&rrai di mottstddvvi. Tobddmddzzin puisttad 43'nnmest lij Shttvudtt
oummu moontddlima, sij va'lliummsid jie'llmest di identitee'tt Soddma.
maangbeallsaz vuammsummuz.

Mainstdttum oummu kovvee jie'llmes jiocc rajjum jie'llmen. Tat pohtt du'dde sij
naanas jii'jjes maainain vuo'lggi toi'mmjemvuod, koozz ko'lle vdimmsosvudtt,
mea'rmeadldlaz ouddnummus da ¢duddmo6zz koskksaz sad'jest.
Toi'mmjemvuddas tuarjjossan sij taarbse sosiaal’laz sdi'mmodzzid da midllsaz
toimmjummuz. Tobddm&6z2 hue'nnen 43'nnmest le'be keeu'summsest cdu'nne
manggsin haal vaaikted le'be va'ldded bed'l vaaiktummsa.

tudrjjad cduddmo6zzi kaunnmoozz va'33los jie'llempooddin. Saa'mvudtt lij
privat 8'SSen jijstes se'lvven vue'ssen jie'llmest da |d&8'mesvudod kompensd'stti
viokk. Saa'mvudd mie'ldd kaaunat normaalvudd da jou'kke kuullmd6z%, koon
|ad'mesvudtt lij va'33tam. Tot jadrgal carstem-madinast jednab vidgg uvddjen
da viogsmo'tti tue'jjee’jen mainstottum oummi jie'llmest.

Lakka kee'rjuum vudiggadvudd 48'nned saa'mkidl kadzzkddzzin jed't du'kkuku.

saa'mkidl pue'rrvaajjamkadzzkodzzin. Pue'rrvaajjamkaazzkddzzin ij Se ledkku
kulttuursaz fi'ttjos saa'mvuodast le'be [d8'mesvudd miarkt66zzast saa'm
kontee'kstest. Kulttuurvuod lokku va'lddi pue'rrvaajjamkaazzkodzzin raaj lie
dommvuud ouddpeamm- da skooultoskaazzkdozzin. Kulttuurlanji adekvatt
kadzzkoo6zz vudllitummus sosiaal- da tidrvasvuottkaazzkoozzid da lammsi
taarbsem spesiaalkaizzkozzid 66lgat ku'kesdiggsaz skooultddzz,
resursasttmoozz da taatt.

Alggmeerai ¢60dt60zz oudldem lammsid jed'rben lokku valddmos sudppmoozz
piijee'n lij padccam tén réjja vaa'ldkani lokku. La4'ddjdnnam teimma
ratifia'sttem meeraikdskksaz lammsi vudiggadvuodi sudppmas dudldastt
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implementa'sttemvud'jjid oo3z3een.
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Cuakankiasu

Sammilij vadulij vuattamus uvasalasvuodast ja palvalusain
Suomast

Taaza Bufdir (Barne-, ungdoms- og familiedirektoratet) tooimanaddelmist Tave-
eennamlas pyereestvaijeemkuavdas (Pohjoismainen hyvinvointikeskus) lii
koordinistam Tave-eennamlii haava, mast selvatteh tagarij vadulij eellimtile,
kidin lii samituavvas (Bufdir 2013). Proojeekt taaza (Melbge et al. 2016) ja
ruatalas (Uttjek 2016) uasitutkdmus 13a valmastum ovdalist. Uasitutkamusai
meetoodliih cuavduseh 133 nubijdis nalasiih, vai taid puahta verdidid. Puohain
|33 kevttum ovtaskas ulmui sahhiittalmeh ja siskaldasanalyys.

Syemmilii uasitutkamus tutkampargon Soodai tutkad olgoStem, mon Suomast
assee sammiliih vaduliih 134 feerim ja kuahtam, cevzimstrategiaid, moh tuarjuh
sii pyereestvaijeem sehe vuattamusaid pyereestvaijeempalvalusai kevttimist.
Amnastah nurrui muotapalluvuovvijn (lumipallomenetelmad). Sahhiittalmijd
tohhii narratiivlas teemasahhiittalmin. Taan raportis Ida analysistum oovce
ulmuu sahhiittalmeh, moi ohtsaspistem lii neljinubaloh tijmed. Sahhiittallum
ulmuuh 134 20-80 ihasiih ja suhapeelijyehim lii taassiv.
Sahbhiittallamamnastuvast 1aa eenab samikiela eenikiellan sarnooh ja
samikuavlust asseeh ko Suomast dssee samiaalmugist tavalavt. Sahhiittallum
ulmui peht ovdastum vaddujuavhuh 133 tuuvda- ja lihdademvaaduh,
oppamvaigadvuodah, kognitiivliih vaaduh sehe vuoinasvaaduh. Amnastuvast
vyeliovdastum laa mield puacuvuodah, aiccavaaduh sehe eromas vaddasavt
vaduliih.

Vadulasvuotan ja sammilasvuotan lahtoo almolavt olgostem, veika kuohtuin
aasijn lii tdbahtum ovdanem. Skovlalajadasan konkretisistum
suddaluttempolitiik cudvdusij tivvoom ja samikielai idlaskittem laa kooskan.
Ovdebij suhapuolvai feerim noona raahtuslas olgostem valda huammasume ja
iasta vainimist taan adigi eenab ciehhum olgostem.

Vadulij olgostem lii maailmvijdosas almoon, ja taat kiardu meid sammilij puota.
Olgostem tabahtuva skovlalajadasast, pargomarkkanijn, siarvuslii ja priivaat
elimist. Ucca sidrvusist vadulij sajattahan ja vuoigadvuodaid kyeskee tiadu tarbu
lii eromas tiaduttum. Vadulij vuotanvaldim samipolitiikast ja — savastalmist lii



paaccam uccen. Vadulij vuoigadvuota jieijaskielalii teika kyevtkielalii
vadulaspalvalusan ja vajoiditman ij olasuu.
Tutkamusast puatih oovdan vadulasvuoda ja sammilasvuoda paaldast eres

A

olgostemtahheeh, toi koskasas vuaruvaikuttas sehe eellimjoteman ja pirrasan
kullee tahheeh, moh vaikutteh toid. Olgostem caittasuva intersektionaallas ja
kontekstuaallas almonin. Tot lii prosessuaallas, vuaruvaikuttaslas ja tilan
connum sehe ddigi mield muttojeijee. Pudstukohtalem vuattamusast lii
ohtavuota ulmui lattiiman, sii eellimvaljiimijd sehe identiteet hammiiman.
Palvalusai hammim ja ¢udvdusij kavnam vaatih tiilij maangapialasii aiccam.
Sahbhiittallum ulmuuh kovvejeh sii eellim, ete tot lii jieS rahtum. Taat tiddut sii
noona jieSradalii toimamvuoda, moos lahtojeh sinne, ulmetiadulasvuota ja
cuavduskuavdaslasvuota. Toimamvuodas toorjan sij tarbaseh sosiaallijd
vidarmaduvaid ja jiarmalii tooima. Vuattamusah puastud feerejum kohtalmist
teika kiivsedmist ravkkih mangasist haalu vaikuttid teika valdid pele
vaaikutman.

Sammilasvuota persovnlii identiteet uassin Caittasuva kievravuotatahhen, mii
tuarju Cuadvdusij kavnam hastulijn eellimtiilijn. Sammilasvuota lii priivaat assin
jieSmeidlist cielga uasi eellim ja vadulasvuoda tassejeijee nahca. Sdmmilasvuoda
peht jukseh normaalvuoda ja juavkun kullum, mon vadulasvuota lii hastam. Tot
muttoo olgostemtahhest vudimasmittee ja valdasmittee tahhen sahhiittallum
ulmui elimist.

Laaham callum vuoigadvuota kevttid samikiela palvalusain ij onnuu. Sehe
vaduliih jiejah ete virgeomahaah [3a suddaluttempolitiik cuavumussan ja
kyevtkielalasvuoda vuaduld valdudasist luoppam keccalmijn kevttid samikield
pyereestvaijeempalvalusain. Pyereestvaijeempalvalusain ij lah meid kulttuurlas
ibardas sammilasvuodast teika vadulasvuoda merhasuumeest sammilii
kontekstist. Pyereestvaijeempalvalusah, moh valdih vuotan kulttuur, rajasuveh
samikuavlu araSoddadem- ja skovlapalvalussaid. Kulttuurlavt aasimialdasas
palvalus vijdedem sosiaal- ja tiervasvuodapalvalussaid ja vadulij tarbasem
sieranaspalvalussaid vaata meritiatulii Skovlim, resursij lasettem ja taatu.
Algaaalmugij julgastus vaattam vadulij eromas vuotanvaldim sopamus
oladsutmist lii taan rdi padccdm hudmmasumettaa. Suoma moonnam ive
ratifisistem aalmugijkoskasas vadulij vuoigadvuodai sopamus vaata vadulij
ulmui kielatuavvaa vuotanvaldim talle ko olasuttoo sii oovtviardasas uasalistem
ohtsaskoodan ja olgoostmettumvuota puoh eellimsuorgijn. Aalmugijkoskasijd
sopamusaid kalga luuhad paldluvai ko oceh assikiirjij olaSuttemvuovijd.

12
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Coahkkaigeassu

Sapmelas lamisolbmuid vasahusat oasalasvuodas ja
balvalusain Suomas

Norgga Manaid-, nuoraid- ja bearasdirektorahtta (Bufdir) mearridii
Davviriikkalas buresbirgejupmeguovddaza (su. Pohjoismainen
hyvinvointikeskus) jodihit Davviriikkalas proseavtta, man ulbmilin lea ¢ielggadit
sapmelas [amisolbmuid (davvisamegillii maid doaibmahehttejuvvon olmmos)
eallindili (Bufdir 2013). ProSeavtta norgalas (Melbge et al. 2016) ja ruottelas
(Uttjek 2016) oassedutkamusat leat valbmanan juo ovdalis. Oassedutkamusaid
metodologalas vuogit leat sullasaccat, vai daid lea vejolas veardadallat
gaskaneaset. Buot oassedutkamusain leat atnan ovttaskas olbmuid
jearahallamiid ja sisdoalloanalysa.

Suopmelas oassedutkamusa guovddas dutkancuolbman hapmasuvai
guorahallat vealaheami, man Suomas assi sapmelas lamisolbmot leat vasihan,
sin buresbirgejumi ovddideaddji ceavzinstrategiijaid ja lassin sin
buresbirgejupmebalvalusaid geavahanvasahusaid. Dutkanmateriala
coggojuvvui muohtaspabbametodain (su. lumipallomenetelma). Jearahallamiin
geavahuvvui narratiiva temajearahallanmalle. Dan raporttas analyserejuvvojit
ovcci olbmo jearahallamat, maid guhkkodat lea oktiibuot njealljenuppelohkai
diimmu. Jearahallojuvvon olbmot leat 20-80 ahkasaccat ja leat sihke nisson- ja
dievdoolbmot. Jearahallanmaterialas leat eanet olbmot, geat hubmet samegiela
iezaset eatnigiellan ja asset Samiid ruovttuguovllus go Suomas assi
sameservodagas dabalacéat. Jearahallon olbmot ovddastit cuovvovaslagan
vattuid joavkkuid: dakte- ja deahkkevattuid, oahppanvattisvuodaid, kognitiiva
vattuid ja vuoinnasvahaguvvamiid. Materialas unnitlogus leat sihke
ieSgudegelagan mielladearvvasvuhtii laktaseaddji vattut dahje buohcuvuodat,
aiccuide laktaseadd;ji vattut ja olbmot, geain leat olu vattut dahje buohcuvuodat.
Lamisvuohta ja sapmelasvuohta leat ain dabalas vealaheami sivat, vaikko sahtta
gal namuhit ahte daid eastadeamis leat ovdanan. Skuvlalagadusa systemahtalas
assimilerenpolitihka ¢uovvumusaid divvun ja samegielaid ealaskahttin leat ain
hui gaskan. Ovddit buolvvaid vasihan garra rahkaduslas vealaheapmi doalvu
fuomasumi ja maiddai gokca dala aigge eanet Cihkkojuvvon vealaheami.



Lamisolbmuid vealaheapmi lea mailmmiviidosas albmoneapmi, ja dat
dahpahuvva maid samiid guovdu. Vealaheapmi dihtto skuvlalagadusas,
barggus, searvvuslas ja privahttaeallimis. Ldmisolbmuid sajadaga ja
vuoigatvuodaide guoskevas diedu juohkin lea unna servosis erenomas dehalas.
Lamisolbmot eai leat baljo valdojuvvon vuhtii samepolitihkas dahje almmolas
sagastallamis. Lamisolbmuid vuoigatvuohta ieZasgielat dahje guovttegielat
lamisolbmuid balvalusaide ja veajuiduhttimii eai ollasuva.

Dan dutkamusas bohtet ovdan lamisvuoda ja sapmelasvuoda lassin maid eara
vealaheami sivat, daid gaskasas$ vuorrovaikkuhus ja maid eara bealit, mat
laktasit olbmuid eallimii ja birrasii. Dutkamus ¢ajeha ahte vealaheapmilea
intersektionala ja kontekstuala albmoneapmi. Dat dahpahuvva proseassaid,
vuorrovaikkuhusaid ja ieSgudegelagan dilalasvuodaid ja aiggiid mielde. Olbmo
vasahus eahpevuoiggalas lahttenvuogis vaikkuha su lahttemii,
eallinvalljejumiide ja maid identitehta hapmasuvvamii. Balvalusaid huksen ja
covdosiid gavdnan eaktudit dilalaSvuodaid sihke fiinnadovddolas ja
manggabealat geahcadeami.

Jearahallon olbmot govvidit ieZaset eallima dakkarin ahte sii leat “daid ieza
huksen”. Dat Cuvge sin nana iesradalas doaimma, masa laktasit sidnaivuohta,
ulbmildidolasvuohta ja cuolmmaid coavdin. Doaimma doarjjan sii darbbasit
ieSgudegelagan sosiala fierpmadagaid ja miela miel bargguid. Vasahusat
eahpevuoiggalas Iahttemis dahje givssideamis boktet mangasis halo vaikkuhit
dahje oassalastit vaikkuheapmai.

Dutkamus ¢ajeha ahte sapmelasvuohta persovnnalas identitehta oassin lea
dakkar dahkki, mii veahkeha olbmuid ¢oavdit cuolmmaid hastaleadd;i
eallindiliin. Persovnnalas assin sapmelasvuohta lea olbmuid eallima lunddolas
oassi ja lamisvuoda geahpedeaddji dahkki. Sapmelasvuohta duddjo olbmui
dabalasvuoda ja servosii gullevasvuoda dovddu, maid lamisvuohta lea hastan.
Sapmelasvuohta, mii lea leamasan vealaheami okta sivva, badjana jearahallon
olbmuid eallimis nanosmahtti dahkkin.

Lahkii merkejuvvon vuoigatvuoda geavahit samegiela ieSqudet balvalusas eai
geavat. Sihke l[amisolbmot ieza ja maid virgeoapmahacdat leat
assimilerenpolitihka dihte ja guovttegielatvuhtii dorvvasteami geazil eanas
luohpan viggamusain geavahit samegiela buresbirgejupmebalvalusain. Dasa
lassin buresbirgejupmebalvalusain ii leat kultuvrralas ipmardus sapmelasvuodas
dahje lamisvuoda mearkkasumis sapmelas konteavsttas.
Buresbirgejupmebalvalusat, mat valdet vuhtii kultuvrralas beliid, radjasuvvet
ruovttuguovllu arabajasgeassin- ja skuvlabalvalusaide. Kultuvrralaccat
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7

assaigullevas balvalusa ollasuhttin sosiala- ja dearvvasbalvalusain ja
lamisolbmuid darbbasan sierrabalvalusain gaibida mearredidolas skuvlema,
resurssaid lasiheami ja dahtu.

Eamialbmogiid julggastus, mii eaktuda ldmisolbmuid erenomas vuhtiivaldima
soahpamusa ollasuhttimis, ii leat dassazii ozzon baljo fuomasumi. Suoma
ratifiserii diilbma riikkaidgaskasas lamisolbmuidsoahpamusa, mii eaktuda
lamisolbmuid gielladuogaza vuhtiivaldima dalle go leat ovddideame sin
ovttaveardasas oassalastima servodahkii ja eastadeame sin vealaheami buot
eallinsurggiin. Riikkaidgaskasas soahpamusaid galggalii lohkat seammas go leat
planeme buoremus vugiid ollasuhttit daid.



Tiivistelma

Saamelaisten vammaisten kokemus osallisuudesta ja
palveluista Suomessa

Norjan Bufdir:n (Barne-, ungdoms- og familiedirektoratet) toimeksiannosta
Pohjoismainen hyvinvointikeskus on koordinoinut Pohjoismaista hanketta, jossa
selvitetddn saamelaistaustaisten vammaisten eldamantilannetta (Bufdir 2013).
Projektin norjalainen (Melbge et al. 2016) ja ruotsalainen (Uttjek 2016)
osatutkimus ovat valmistuneet aiemmin. Osatutkimusten metodiset ratkaisut
ovat toistensa kaltaisia vertailtavuuden mahdollistamiseksi. Kaikissa on kaytetty
yksilohaastatteluja ja sisallonanalyysia.

Suomalaisen osatutkimuksen tutkimustehtavaksi muotoutui tutkia Suomessa
asuvien saamelaisten vammaisten kokemaa ja kohtaamaa syrjintaa, heidan
hyvinvointiaan tukevia selviytymisstrategioita seka hyvinvointipalvelujen
kayttokokemuksia.

Aineisto kerattiin lumipallomenetelmalla. Haastattelut toteutettiin narratiivisina
teemahaastatteluina. Tassa raportissa on analysoitu yhdeksan henkilon
haastattelut, joiden yhteiskesto on neljatoista tuntia. Haastateltavat ovat 20-80
vuotiaita ja sukupuolijakauma on tasainen. Haastatteluaineistossa on enemman
saamea didinkielenaan puhuvia ja kotiseutualueella asuvia kuin Suomessa
asuvassa saamelaisvaestossa yleensa. Haastateltavien kautta edustettuja
vammaryhmia ovat tuki- ja liikuntaelinvammat, oppimisvaikeudet, kognitiiviset
hairiot seka aivovauriot. Aineistossa aliedustettuina ovat mielen sairaudet,
aistivammat seka erityisen vaikeasti vammaiset.

Vammaisuuteen ja saamelaisuuteen liittyy yleisesti syrjintaa, vaikka
molemmissa asioissa on tapahtunut edistysta. Koululaitokseen
konkretisoituneen assimilaatiopolitiikan seurauksien korjaaminen ja
saamenkielten elvyttaminen ovat keskeneraisia. Aiempien sukupolvien kokema
vahva rakenteellinen syrjinta vie huomiota ja estaa havaitsemasta
tamanhetkista hienovaraisempaa syrjintaa.

Vammaisten syrjinta on yleismaailmallinen ilmig, ja tama toistuu myos
saamelaisten kohdalla. Syrjintaa esiintyy koululaitoksessa, tyomarkkinoilla,
yhteisollisessa ja yksityisessa elamassa. Pienessa yhteisdssa vammaisten
asemaa ja oikeuksia koskevan tiedon tarve on erityisen korostunut. Vammaisten
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huomiointi saamelaispolitiikassa ja -keskustelussa on jaanyt niukaksi.
Vammaisten oikeus omakieliseen tai kaksikieliseen vammaispalveluun ja
kuntoutukseen ei toteudu.

Tutkimuksessa tulee esiin vammaisuuden ja saamelaisuuden ohella muita
syrjintatekijoita, niiden keskinaista vuorovaikutusta seka niihin vaikuttavia
elamankulullisia ja ymparistollisia tekijoita. Syrjinta osoittautuu
intersektionaaliseksi ja kontekstuaaliseksi ilmidksi. Se on prosessuaalista,
vuorovaikutteista ja tilannesidonnaista seka ajassa muuntuvaa. Kokemuksella
vaarasta kohtelusta on yhteys ihmisten kayttaytymiseen, heidan
elamanvalintoihinsa seka identiteetin muotoutumiseen. Palvelujen muotoilu ja
ratkaisujen |0ytaminen edellyttavat tilanteiden monipuolista havaitsemista.
Haastateltavat kuvaavat eldmaansa itse tehdyksi. Tama korostaa heidan vahvaa
omaehtoista toimijuuttaan, johon liittyy sinnikkyytta, paamaaratietoisuutta ja
ratkaisukeskeisyytta. Toimijuutensa tueksi he tarvitsevat sosiaalisia verkostoja
ja mielekasta toimintaa. Kokemukset vaaraksi koetusta kohtelusta tai
kiusaamisesta herattavat monissa halun vaikuttaa tai ottaa kantaa
vaikuttamiseen.

Saamelaisuus henkilokohtaisen identiteetin osana osoittautuu vahvuustekijaksi,
joka tukee ratkaisujen 16ytamista haasteellisissa elamantilanteissa.
Saamelaisuus on yksityisena asiana itsestaan selva osa elamaa ja vammaisuutta
kompensoiva voimavara. Saamelaisuuden kautta saavutetaan normaaliutta ja
ryhmaan kuulumista, jota vammaisuus on haastanut. Se kaantyy
syrjintatekijasta voimaannuttavaksi ja valtaistavaksi tekijaksi haastateltavien
elamassa.

Lakiin kirjattua oikeutta kayttaa saamenkielta palveluissa ei hyodynneta. Seka
vammaiset itse etta viranomaiset ovat assimilaatiopolitiikan seurauksena ja
kaksikielisyyteen nojautuen paaasiassa luopuneet yrityksista kayttaa
saamenkielta hyvinvointipalveluissa. Hyvinvointipalveluissa ei ole mydskaan
kulttuurista ymmarrysta saamelaisuudesta tai vammaisuuden merkityksesta
saamelaisessa kontekstissa. Kulttuurisuuden huomioivat hyvinvointipalvelut
rajautuvat kotiseutualueen varhaiskasvatus- ja koulupalveluihin. Kulttuurisesti
adekvaatin palvelun ulottaminen sosiaali- ja terveyspalveluihin ja vammaisten
tarvitsemiin erityispalveluihin vaatii pitkajanteista koulutusta, resursointia ja
tahtoa.

Alkuperaiskansojen julistuksen edellyttama vammaisten erityinen huomiointi
sopimuksen toimeenpanossa on jaanyt toistaiseksi huomiotta. Suomen viime
vuonna ratifioima kansainvalinen vammaisoikeuksien sopimus edellyttaa



vammaisten ihmisten kielitaustan huomiointia toteutettaessa heidan
yhdenvertaista osallisuuttaan yhteiskuntaan ja syrjimattomyytta kaikilla
elamanalueilla. Kansainvalisia sopimuksia tulee lukea rinta rinnan asiakirjojen
implementointitapoja haettaessa.
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Summary

Experiences of inclusion and welfare services among
Finnish Sami with disabilities

The Norwegian Directorate for Children, Youth and Family Affairs (Bufdir) gave
the Nordic Welfare Centre the task of coordinating an overall Nordic project to
gather more information about the living conditions of persons with disabilities
and of Sami descent as compared with the general population (Bufdir 2013). The
Finnish Study has adopted the similar methodological solutions as Norwegian
(Melbge et al. 2016) and Swedish (Uttjek 2016) in order to ensure comparability.
All' have used individual interviews and content analysis.

The ultimate focus of the Finnish study was to investigate the discrimination
experienced and encountered by Sami with disabilities living in Finland, as well
as the individuals’ coping strategies and experiences as users of welfare services.

The research data were collected using snowball sampling. The interviews took
the form of narrative theme interviews. The present report analyses interviews
with nine persons totalling fourteen hours of material. The interviewees ranged
in age between 20 and 8o years, with a reasonably equal balance of the genders.
The interview data have a greater proportion of native Sami speakers and
residents of the Sami homeland than in the country’s Sami population at large.
The categories of disability among the interviewees include musculoskeletal
disabilities, learning difficulties, cognitive disorders and brain injuries.
Underrepresented conditions are mental disabilities, sensory disabilities and
particularly severe disabilities.

Disability and Saminess are common causes of discrimination although progress
can be cited in combatting both. Efforts are being made to rectify what was
systematic assimilation in the school system and to revitalize the Sami language
but this task is far from complete. The manifest structural discrimination seen in
the past is distracting in that it prevents one identifying the more subtle forms of
discrimination at work today.

Discrimination against persons with disabilities is ubiquitous globally and the
Sami are in no way spared the phenomenon. Discrimination occurs in the
schools, the job market and public and private life. In a small community the



need for knowledge on the situation and rights of persons with disabilities is
more pronounced than elsewhere. Sami policy and discussion of the Sami have
paid scant attention to persons with disabilities. The right of persons with
disabilities to services and rehabilitation provided in their own language or
bilingually is not realized.

The present study reveals factors other than Saminess and disability that lead to
discrimination, the interaction of these factors as well as the related elements in
people’s life courses and environment. Discrimination proves to be an
intersectional and contextual phenomenon. It is processual, interactional and
situational and changes over time. The experience of unfair treatment impacts
people’s actions, the life choices they make and the shape their identity takes.
Finding solutions and designing services require a fine-grained and
comprehensive observation of people’s situations.

The interviewees describe their lives as “self-made”. This description highlights
their strong personal agency, characterized by perseverance, determination and
a focus on solutions. To support their agency they need social networks and
meaningful activity. Experiences of unfair treatment, bullying in school and
harassment have aroused in many a desire to engage in advocacy or to take a
stand on the issue of advocacy.

Saminess as an element of an individual's identity proves to be a factor that
supports people in finding solutions in challenging life situations. As a personal
matter, Saminess is self-evidently part of people’s lives and a source of strength
that helps make up for their disability. Through Sdminess one can achieve the
sense of normalcy and belonging that disability has compromised. In the lives of
the interviewees, Saminess is transformed from a cause of discrimination to an
empowering element.

People do not invoke the statutory right to use the Sami language in services. As
a consequence of assimilation and a reliance on bilingualism, both persons with
disabilities and officials have given up attempts to use the Sami language in
welfare services. Moreover, the welfare services have no cultural understanding
of Saminess or the implications of disability in the Sami context. Welfare
services that attempt to take culture into account are confined to early
childhood education and the schools in the Sami homeland. Extending culturally
adequate provision to the social and healthcare services and the special services
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that persons with disabilities need would require long-term training, provision of
resources and political will.

The special consideration for persons with disabilities required by the
Declaration on the Rights of Indigenous People in implementing the instrument
has thus far been neglected. The Convention on the Rights of Persons with
Disabilities, ratified by Finland last year, requires that the linguistic background
of persons with disabilities be taken into consideration as part of the effort to
promote their equal inclusion in society and to protect them from discrimination
in all areas of life. One should consult all the relevant conventions
simultaneously when seeking the best ways to implement them.



1 Introduction

1.1 Background of Nordic project

The Norwegian Directorate for Children, Youth and Family Affairs (Bufdir) gave the
Nordic Welfare Centre the task of coordinating an overall Nordic project to gather more
information about the living conditions of persons with disabilities and of Sami descent
compared with the general population. The name of the project is "Knowledge
Situation: People of Sami background with disabilities”. Such a project was considered
necessary because there was a lack of knowledge about the conditions under which
Sami with disabilities live. Moreover, there was very little knowledge about the
opportunities for social inclusion of this group across Sapmi, the collective term for the
areas in the North with large Sami populations. The project seeks to contribute to
creating favourable conditions that will encourage sound political decisions regarding
the group’s rights and public services. The project will report on the extent to which the
countries observe the provisions of the UN Convention on the Rights of Persons with
Disabilities and how compliance can be monitored and improved in the future (see also
About the project 2017).

The project began in 2014 with a study on Sami with disabilities in Norway. The
Norwegian team has completed its contribution proper, which has spawned a number
of follow-on projects. The team has published a research report in Norwegian on their
work (Melbge et al. 2016a), an article in English on the methodological solutions they
adopted (Melbge et al. 2016b) and another article about the democratic participation of
people with disabilities and Sami background (Fedreheim, Melbge & Opsal 2017). They
also have a forthcoming publication, to come out later this year. The Swedish
contribution to the project was begun in 2015; its results have been published in a
research report in Swedish by Margaretha Uttjek (2016) and a report on the cultural
knowledge of workers in the Sami region (Edin-Liljegren & Flykt 2017). The last phase of
the project, begun in 2017, was the Finnish component, the subject of the present
report. The Norwegian study formulated a set of research questions for the project,
which the Swedish and Finnish studies have adapted to their particular subprojects,
conditions and resources. The Finnish study has been carried out by the Department of
Social Work in the Faculty of Social Sciences at the University of Lapland.
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1.2 The Sami in Finland

According to the records of the Samediggi (Sami Parliament) in Finland, the country’s
Sami population in 2015 was 10,643 persons. Russia is estimated to have a Sami
population of 2000, Sweden fewer than 20,000 and Norway between 40,000 and
60,000 persons. As ethnic background is not recorded in Finland or other Nordic
countries, population statistics do recognize Saminess. In 2016, some 2000 persons
reported in the population register that their native language was Sami.

Today there are Sami living throughout Finland. Approximately half of the population
lives in the province of Lapland, but outmigration from the Sdmi homeland and Lapland
at large is rather intensive. Some one-third of the country’s Sami population live in what
is known as the Sami homeland. The homeland is defined in legislation as the
municipalities of Utsjoki, Enonteki® and Inari as well as the area of the Lappi Reindeer
Herding Cooperative (the village of Vuotso) in the northern part of the municipality of
Sodankyla. With the exception of Utsjoki, the Sami are a minority even in the
municipalities in the homeland. Most of the Sami living outside of the homeland live in
the capital of Lapland, Rovaniemi, in the national capital, Helsinki, or in other large
cities in the southern parts of the country (Heindmaki 2017a; Lehtola & Ruotsala 2017).

Most Sami today do not speak Sami as their native language, a situation attributable to
the very poor situation and status of the language in Finnish society and the school
system. The position of the language has improved in recent decades, particularly in the
elementary schools in the homeland. Efforts to revitalize the language have succeeded
in some locations elsewhere in Finland through language nests and opportunities to
study the language and culture in various educational institutions. This positive
development is the outcome of long-term national and international efforts as well as
of legislation safeguarding the position of the language. Fewer than half of the Sami in
Finland speak Sdmi (Heindmdki 2017a). According to information gathered by the Sami
Parliament in 2015, some 25 per cent of Sdmi spoke one of the Sami languages. Three
Sami languages are spoken in the country: there are some 1700 speakers of North Sami,
400 of Inari Sami and 340 of Skolt Sami (Lehtola & Ruotsala 2017). Efforts to revitalize
the languages began at the eleventh hour, as it were, as the languages, in particular
Inari and Skolt Sami, are still critically endangered and continued progress will require
that opportunities to study and use the languages be expanded.

Revitalizing Sdmi culture and the Sami languages, as well as maintaining the vitality of
Saminess otherwise, requires special consideration of the Sdmi and positive
discrimination on their behalf (Heinamaki 2017a). Legislation has been enacted
nationally to safeguard the status of the Sami as an indigenous people, the Sami



language and culture and self-government. In addition, Finland is a party to a number of
international conventions that apply to the Sami. According to the Finnish Constitution
(sec. 17, subsection 3), as an indigenous people the Sami have the constitutional right to
uphold and develop their own language and culture. The legislation on Sami self-
government, the Act on the Sadmi Parliament (974/1995) and the Sami Language Act
(1086/2003), which safeguards the status of the language, obligate authorities to
protect the Sami language and guarantee Sami the right to use the language before
authorities.

A number of international conventions place obligations on Finnish legislation,
examples being the UN human rights agreements (International Covenant on Civil and
Political Rights, ICCPR, and International Covenant on Economic, Social and Cultural
Rights, ICESCR) and the Declaration on the Rights of Indigenous Peoples (UNDRIP).
Also relevant are the Convention concerning Indigenous and Tribal Peoples in
Independent Countries (ILO 169), which Finland has yet to ratify, as well as the Nordic
Sami Convention, negotiations on which are still in progress. For purposes of the
present study, Article 22 of the UNDRIP has particular significance, as it requires states
parties to pay particular attention to the rights and special needs of indigenous elders,
women, youth, children and persons with disabilities in the implementation of the
Declaration.

Also of central importance for the present project is the UN Convention on the Rights of
the Persons with Disabilities (CRPD), which Finland ratified in 2016. According to the
Convention, the state is to promote, protect, and ensure the full and equal enjoyment
of human rights and fundamental freedoms by all persons with disabilities. This entails
prohibition of discrimination on the basis of disability. The aim is full and effective
participation, inclusion in society, equality of opportunities, and accessibility on an
equal basis with others to an adequate standard of life, independent living in the
community, and a possibility to participate in political, public and cultural life. The
states parties are entitled to collect information on the situation of persons with
disabilities and report regularly to the CRDP Committee through the Secretary-General
of the UN.

The point of departure in the UNDRIP is to protect an indigenous people as a group,
whereas international human rights agreements such as the ICCPR, the ICESCR and the
CRPD focus on the protection of individuals. According to Heindmaki (20173, 23), there
is no conflict between group and individual rights, because individual rights place
constraints on the application of group rights. Group rights cannot result in
discrimination against individuals; rather such rights apply equally to all members of the
focal group.
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International instruments and national legislation do not guarantee that all law-drafting
will take into account the obligations imposed by previous agreements, such as the
UNDRIP (Heindmaki et al. 2017, 516-517). Constant efforts are needed that are geared
to influencing decision-makers, monitoring compliance with agreements and
researching issues relating to the subject matter of the agreements.

1.3 Disability and Saminess in the Study

The issue of disability has been approached from a variety of perspectives, being seen
as a question of, among other things, charity, morality, illness, medicine, handicap,
social policy, human rights, social work and rehabilitation (Jarvikoski 1994, 30-60;
Kivistd 2014, 57-69). The two extremes seen in today’s debate are the medical and
social conceptions of disability. The medical model emphasizes disability as medically
identifiable physical features through which an individual deviates from the average
and which are considered shortcomings. Disability is then interpreted primarily as a
characteristic of the individual. The model is a static one and fails to resonate with
society, the environment or changes taking place in them. The social model of
disability, developed originally by persons with disabilities in Britain (Oliver 1996), is a
widely used point of departure today in social scientific research. Its most extreme
interpretations view disability as an instance of the normal variation associated with
humanity and interpret it as a product of the community and the environment. In other
words, disability is a condition created by society. The social conception of disability
radically transformed the understanding of disability. It is rare today to find anyone who
adheres to the most extreme form of the social model of disability. In general,
understandings of the concept of disability and of disability are products of reconciling
the two extreme models. Development based on the social model has emphasized the
diverse elements, processual nature and interactive nature of factors relating to
disability and its manifestations.

The present study has committed itself to the relational model (Melbge et al. 20163;
Melbge et al. 2016b), which seeks to combine a view of disability as a characteristic of
the individual and as a product of the environment and society. Disability is shaped in
the interaction between the individual, society and the environment. The physical
dimension of disability is recognized but the significance of physical features is seen as
a product of societal and community practices. The model makes it possible to
recognize the wide range of interpretations of disability in societies and communities. It
helps to understand the social, linguistic, cultural, temporal, local and contextual
dimensions of disability as well as the joint impacts of and changes in these dimensions.
A different context may produce a different significance and interpretation for the same
physical condition.



As compensation for the hindrances associated with disability, the medical model
primarily puts forward measures affecting individuals and designed to restore their
functional capacity to a level as close to that defined as normal. By contrast, the social
conception of disability enables compensation based on changes in communities,
society and the built environment. The relational model recognizes the importance of
both of these perspectives in enabling persons with disabilities to enjoy life on an equal
basis with persons who do not have disabilities. A classic example of the social
conception of disability is the replacement of stairs with a ramp. Stairs often make it
impossible or difficult for many groups of people to get around. A ramp does not
prevent “persons without a disability” from doing so, yet it removes or reduces
obstacles hindering “persons with disabilities”.

The societal debate also offers interpretations of Sdminess. The definition of the
concept has been the subject of spirited discussion on many occasions in Finland, and
the public debate even after the most recent elections to the Sdmi Parliament has
occasionally taken on extreme tones (Valkonen 2016). The disputed issues relating to
the definition of Sdminess have recently been examined as part of an extensive study
on the realization of Sami rights (Heindmaki et al. 2017). The research also explored the
origin of the supposedly conflicting interpretations of Saminess and the relevant case
law; it appears that logical explanations can be found for the conflicting views to be
seen in the case law (Heinamaki, 2017b).

The present study does not focus on the definition of Saminess. However, readers
might be interested in the Saminess of the interviewees in light of the present
legislation. When we were soliciting interviewees, they identified themselves as Sami
through their participation in the research. According to the Act on the Sami Parliament
(17.7.1995/974), the fact that a person considers him- or herself a Sami is one
requirement for Sdminess, with this complemented by the requirement that a person
have a Sami background in respect of language, livelihoods or official records. The
question of Saminess was taken up in the interviews. Although it was not possible to
determine in advance whether an interviewee met the criteria in the Act on the Sami
Parliament substantiating self-identification, the interviews revealed that all of the
interviewees could be defined as Sami in terms of the Parliament’s criteria.

No research has been done in Finland on Sami with disabilities. In the period 1994-1997
the Sami Parliament and the association Kynnys ry-Threshold Association compiled a
report on the situation of Sami with disabilities, elderly Sdmi and Sami with chronic
illnesses (Magga 1997). The report noted that the position of the three groups was
affected not only by the special circumstances relating to the remote and northern
location in which the members of the groups lived but also, and especially, their being
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members of a linguistic and cultural minority and of an indigenous people. The report
put forward recommendations on how the position of persons with disabilities and the
availability of services could be improved in concrete terms and how more attention
could be paid to the creation of services that are better attuned to Sami culture and
language.

In the same year as Risten-Rauna Magga'’s report came out, a report on social and
healthcare services for Sami was published, funded by the Ministry for Social Affairs
and Health (Valimaa & Laiti-Hedemaki 1997). The latter took up the position of persons
with disabilities. It highlighted the need to provide social and healthcare services for the
Sami based on their circumstances and in their language. It also emphasized that
legislation should be enacted ensuring provision of such services and appropriation of
the required resources.

The factors affecting the position of Sami and persons with disabilities have changed
since the two reports were published. There is no more recent information on Sami with
disabilities, but we do have information on the wellbeing and the use of welfare services
among the Sami (Heikkil3, Laiti-Hedemaki & Pohjola 2013). A study carried out in the
Sami homeland by Lydia Heikkild, Elsa Laiti-Hedemaki and Anneli Pohjola has shown
that Sami have less access to welfare services and are less satisfied with those services
than are Finns at large. In addition, the Sami have very limited access to services in their
own language. Corresponding study of Sami living outside the homeland is close to
completion (https://saradutkan.fi/) and similar results have been obtained in studies of
Sami in Norway (e.g. Nystad, Melhus & Lund 2008).



2 Methods

2.1 Focus of Study and Support in the Research Process

The focus of the Finnish study was originally narrower than that of the overall project
due to constraints imposed by research resources and the timetable. In keeping with
the Norwegian approach, we concentrated on persons with disabilities, their self-
perceived quality of wellbeing, everyday life and opportunities to participate in society,
with special emphasis on social and healthcare services. In the present study
participation means an opportunity to be heard and treated as a citizen, as a Sami and
as a person with disability. The study investigated the nature of the obstacles and
linguistic and cultural barriers that the Finnish welfare system and service delivery may
pose — or the opportunities they may offer — that affect people’s daily life and the equal
availability of services. In looking at obstacles, the study focuses on discrimination as a
factor detracting from opportunities to participate and in examining opportunities it
concentrates on coping strategies.

The research task of the present study as ultimately defined was to investigate
discrimination experienced and encountered by Sami with disabilities living in Finland,
as well as their coping strategies and experiences of using welfare services.

In the chapter that follow the focus of study and methodological decisions adapted are
discussed as well as data of study is descripted (Chapter 2). To facilitate comparison
with the corresponding Norwegian and Swedish studies, the chapter on discrimination
is subdivided into sections on school, working life and everyday life (Chapter 3). The
coping strategies identified include social support, meaningful activity, advocacy for
oneself and others and Sami agency (Chapter 4). While the findings here are
comparable to those in the national studies that have been completed, the Finnish
material also exhibits certain special features. Where services are concerned, the
emphasis is not only on experiences of services in general but also school, health and
social services that are provided in the Sami language and give due consideration to
Sami culture (Chapter 5). The study concludes with a chapter summarizing and
discussing the results in order to provide a comprehensive picture of the issues and
make it possible to better target measures that will improve the situation of Sami with
disabilities (Chapter 6).

A decision was made that the joint Nordic studies would involve interviews of Sami with
disabilities. This is a sound point of departure given that very little information is
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available on that group. Recent research has highlighted the value of personal and
experiential knowledge in the planning, evaluation and development of welfare
services. (e.g. Barnes & Cotterell 2012; Hokkanen et al. 2016; Pohjola et al. 2017). Social
and healthcare services in Finland are currently undergoing a radical reorganization,
which makes an approach eliciting the views of clients a good basis for designing new
services.

Originally, plans called for applying the interview frame used by the Norwegian
researchers to Finnish needs and resources. Initially, the Finnish study, like the
Norwegian, formulated a carefully structured frame and had it translated into North
Sami (Appendix 1). As the collection of data began, however, we received preliminary
information about the course of the Swedish study and this prompted us to change the
Finnish interviews to make them more open-ended and narrative-oriented theme
interviews like the Swedish. Despite the change, the themes were the same as in the
structured framework, that is, Saminess, offering and receiving help, solving problems
and dealing with difficulties, welfare service experiences, experiences of discrimination
and social participation (Appendix 2). During the interviews, the interviewees had an
opportunity to look at a list of the themes and thus an opportunity to orient themselves
to the situation.

In the planning stages, the study was linked to two national ESF-funded projects run by
the Department of Social Work: *The Wellbeing and Equality of the Sami” (SARA)
(2015-2018) and “Strengthening Participation and Preventing Marginalization in the
Social Work Processes of Disability Services” (VamO) (2016-2019). The aim of linking
the projects was to achieve synergies by tapping mutual expertise. The collaboration
sought to use and reflect on the knowledge and expertise concerning participation of
persons with disabilities in services and society (VamO), combining it with the expertise
on Sami wellbeing and use of welfare services (SARA). However, each project had
separately defined aims, timetables, activities and budgets.

The responsible manager of the Finnish study is Anneli Pohjola (Prof. Social Work) and
the project researcher is Liisa Hokkanen (PhD Social Work, University lecturer). In
addition, Elsa Laiti-Hedema&ki (MA Social Work, Researcher) from the SARA project
acted as cultural interpreter and interviewer. Consultations with the Norwegian and
Swedish researchers helped to clarifying the interviewing methodology.

An expert group was designated for the study comprising Pia Ruotsala-Kangasniemi
(Samediggi — Finnish Sami Parliament), Lahja Johansen-Lampsijarvi (Kela — Social
Insurance Institution), Kalle Kénkkéla (Kynnys — Threshold Association), Elsa Laiti-
Hedemaki (University of Lapland) and Anneli Pohjola, (University of Lapland). Three of



the members are Sdmi and two Finnish. Disability was familiar to most of the members
either personally or through a member of their family. As the project researcher Liisa
Hokkanen is Finnish, the Sami members of the expert group played an important role in
providing cultural guidance for the work. The expert group met four times, in addition
to which the researcher consulted members for advice as necessary. Elsa Laiti-
Hedemaki acted as cultural interpreter for her throughout the course of the study.

The overall budget for the study was 21,000 euros. It was carried out between January
and September 2017. In keeping with the informant agreements, plans call for using the
data later such that it will benefit research beyond the present study.

2.2 Snowball sampling

Snowball sampling was chosen as the data collection method. The method is also
known as chain referral sampling or respondent-driven sampling. Snowball sampling is
based on the idea that when the first informants have been located, they guide the
researcher in finding new interviewees. The method is well suited to contexts where
there is reason to believe it will be difficult to reach the target group, where there is no
straightforward access to the group or where networking among the group is
fragmentary. Also cited as advantages of the method are speed and economy
(Heckathorn 1997).

The weakness of the method is that each informant can only guide the researcher
forward to people the informant knows and that she/he can determine who the
researcher contacts next. The result may be a one-sided and selective picture of the
phenomenon under study. In order to avoid this shortcoming, efforts must be made to
find a number of informants who do not know each other and find contacts belonging
to different networks, for these will yield a richer picture of the focal phenomenon than
a single network (Heckathorn 1997). The researcher’s networks and the networks of her
first-hand intermediaries differ a great deal from one another, whereby tapping these
reduced the risk of skewing the outcome. Mainly the networks did not include Sami
with disabilities but people through whom it was assumed that informants could be
located or people who would know suitable informants.

The snowball technique distinguishes various procedures that differ depending on how
many of the people mentioned by the previous informant are contacted and on
whether the researcher deliberates whether she/he will contact the people suggested
(Heckathorn 1997). On the basis of the experiences in the other countries, we
determined that we would contact all the informants suggested to us. We also were
prepared to be selective so that the group of 10 interviewees that we sought would
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represent different forms of disability, age groups, places of residence, as well as
different backgrounds where Saminess was concerned.

2.2.1 Choice of data collection method

One factor affecting the choice of data collection method was the difficulty of reaching
the target group through official channels or associations. First, as authorities in Finland
do not register people’s ethnic background, sources of information on persons with
disabilities contain no information on ethnic background. The Sami Parliament has
information on those eligible to vote in elections to the Parliament but these records
have no indication of the people’s state of health or disability.

Secondly, we were aware that there is no specific association of Sami with disabilities.
They may be members of Finnish disability associations, which do not distinguish
members on the basis of ethnic background, or they may be members of Sami
associations, which do not distinguish members on the basis of disability.

The Sami’s own general association in the area of social and healthcare, Sami Soster ry,
works to comprehensively promote the status and rights of Sami as an indigenous
people in the areas of social services, health, wellbeing and culture. The scope of the
association’s activities is broad and, among other things, it has collaborated with
Kynnys ry-Threshold Association to improve the situation of Sami with disabilities, one
outcome of this work being the report mentioned above (Magga 1997). Sdmi Soster
does not have any project under way focusing on persons with disabilities. Many of its
activities nevertheless involve disability issues and through them the association
provides advice to persons with disabilities on services to the extent its resources
permit it.

Thirdly, difficulties were anticipated in reaching informants because a considerable
amount of research has been done on the Sami and much of this has used questionable
research designs and had dubious motives (e.g. Drugge 2016). Our assumption was that
finding people willing to be interviewed would not be easy. When starting the study we
knew that similar research in Norway (Melbge et al., 2016a) and Sweden (Uttjek, 2016)
had encountered difficulties in reaching Sami with disabilities — despite the fact that
both countries have larger Sdmi populations than Finland.

When the present study began, we had no information on how well Sami with
disabilities were networked. Our supposition was that they would have met one
another and would know each other, for example from using health and welfare
services relating to disability, becoming disabled and rehabilitation. On the global level,
organization and networking among persons with disabilities has been hampered by



the secrecy and discrimination involved. Now that the dignity and rights of persons with
disabilities is being recognized internationally and nationally, persons with disabilities
have formed networks and associations (Oliver 1996; K6kkold & Saraste 1996; Clay et
al. 2006). It was also a reasonable assumption, given that no specific association had
been established, that networking among Sami with disabilities might have taken place
within Sami or disability associations. In addition, authorities and service providers may
have come by information on the Sami background of clients even though such
information is not officially recorded. By choosing the snowballing technique we sought
to gain access to any networks that had formed as well as to fragmented, unofficial
information.

Fourthly, the research project had a strict timetable and limited resources and one of
the benefits that had been appended the snowballing method is economy.

In anticipation of the difficulty of reaching interviewees, we began looking for people
who might know potential informants even before the final decision had been made on
funding for the project. The project researcher told people in her various networks
about the study. The networks were located for the most part in Finnish Lapland but it
was assumed that through them information on the project would spread readily to
other locations in Finland. The project aroused interest and many of the professionals in
the networks noted that they found the study necessary. They had experience of the
need and difficulty of tailoring services and rehabilitation to give due consideration to
Saminess.

2.2.2 The role of public and organizational service providers in locating
interviewees

A bilingual brochure on the project was made to aid in the search for informants
(Appendix 3). Potential informants received the brochure through intermediaries. The
researcher contacted, by phone or in online meetings, people who might know Sami
persons with disabilities. They then asked around in workplaces and on their own
networks in order to locate potential interviewees.

Authorities were reluctant to inform their clients directly, as authorities do not officially
have information on their clients’ ethnic background. The matter was taken up in staff
meetings, for example. The places contacted were the disability services in one
municipality, a network consisting of social workers from a number of municipalities, a
federation of municipalities and a network of social workers involved in a national
project on disability (VamO). These contacts prompted two responses that ultimately
yielded two interviews. In both cases a member of staff acted as an active intermediary.
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Other replies were that the people asked had no interest, did not have the stamina to
participate or had no desire to be involved in Sdmi affairs any longer.

Organizations were approached as peer networks and as service providers. There were
fewer intermediate levels of communications to deal with in organizations than in the
public sector. Two organizational service providers yielded a total of five interviewees.

2.2.3 The role of private contacts, active members of organizations, and
projects in locating interviewees

Staff at and active members of organizations other than service providers approached
potential interviewees through email lists, online newspapers and closed Facebook
groups as well as through personal contacts. In the case of each organization, the
contact persons mentioned that their notice would reach between 50 and 200
members, some of whom might be Sami with disabilities. The online notices sent out
by the organizations did not yield any informants at all but the direct contacts
undertaken by members of the organizations yielded two. One informant was located
through the contacts undertaken by private individuals.

The staff of two projects with which we had collaborative arrangements (SARA and
VamO) did not identify any persons who directly fulfilled the criteria of being Sami and
having disabilities, or the people they suggested had been reached through other
contacts, or reaching them did not succeed. The information session on the VamO
project provided a presentation of the project and secured some contacts. In addition to
the use of researchers’ networks an opportunity presented itself to attach a request for
an interview to a questionnaire being used by the SARA project (https://saradutkan.fi/).

The questionnaire was sent to all of the Sami on the electoral roll of the Sami
Parliament who were living outside the Sami homeland; in keeping with a decision of
the Executive Board of the Parliament researchers had no access to either the
information in the electoral roll or the information on whom the questionnaires were
sent to. The survey took place close to the time when data in the present study were
being analysed. Most of the interviews had been conducted when the questionnaire
was sent out and made available in Webropol. The questionnaire was sent to 2910 Sami
and yielded two contacts — a surprisingly small number indeed. A researcher on
disability cannot help thinking that the lack of contacts is related to the nature of
disability as a taboo. Collaboration with other projects yielded less in the way of
synergy than expected.

Simultaneously with the present project a research project began at the University of
Lapland, funded by the human rights division of the Ministry for Foreign Affairs and


https://saradutkan.fi/

titled “The Rights and Multiple Discrimination of Minorities within Minorities: Sami
persons with disabilities and sexual and gender minorities”(Olsén, Heindmaki &
Harkoma 2017). The project examined the position of minority groups within the Sami
minority and the situation with regard to fundamental and human rights. The research
focuses on the position of not only persons with disabilities but also members of sexual
minorities. Initially the two projects had no knowledge of one another but the
researchers met when the projects were being carried out.

2.2.4 Informants located by informants

In keeping with the snowball technique, informants were asked if they knew of other
Sami with disabilities whom we might contact. The informants knew persons with
disabilities and had connections with other Sdmi but could rarely — or rarely wanted to —
name other Sami with disabilities. Two of the names we did get yielded interviews.

2.2.5 Keeping the snowball rolling

Making use of the researchers’ networks proved to be a good solution in looking for
informants although the informants could not be approached directly this way. Most of
the contacts and discussions did not lead me to potential interviewees. The contact
persons told me of other organizations through which they thought informants might
be located. Most often they were referring to SamiSoster and councils for persons with
disabilities that operate in the municipalities in the Sdmi homeland. Despite the
substantial effort involved, the contacts undertaken through the researchers’ networks
yielded the best results. The networks allowed us to proceed via authorities,
organizations and private persons alike, which prevented the sample from being
skewed. In looking for informants the researcher had an opportunity to talk with people
working with Sami and persons with disabilities and to meet Sami with disabilities
whom she did not interview. These discussions formed a secondary set of data that
served to contextualize the results obtained in analysing the primary data. Despite the
variety of channels through which we located the informants, they cannot be
considered a representative sample of Sami with disabilities.

Looking for informants through varied channels proved to be beneficial for the study. It
is very likely that Sami with disabilities have no official or unofficial network. Building
such a network would make it possible to provide peer support for people with
“multiple minority” status and support should be provided for forming such a network.
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2.3 Carrying out the interviews

2.3.1 Prior to the interview sessions

Where it was possible, informants were sent an e-mail or a letter with the themes to be
taken up in the interview as well as written material regarding the study. The
informants also received information in advance face to face or over the phone from the
project researcher in addition to what others had told them about the study. It is the
researcher’s impression that written or spoken information is important because
persons with disabilities vary in their ability to prepare themselves for interviews. The
informants had gone over the details themselves and decided, in a manner of speaking,
what they wished to bring up in the interview. Two of the informants had notes with
them at the interview to help them remember. In retrospect it would have been
beneficial if the basic information on the study had been made available to the
informants ahead of time in the form of an audio recording, as several of them find it
easier to understand speech than written text.

The informants chose the interviewer and the language in which the interview would be
conducted. There were two interviewers available, of whom one is a native speaker of
North Sami (See Appendix 3). As most of the contacts were handled by a researcher
who only knew Finnish, the interviewees generally chose Finnish as the language of the
interview even where they had a sound command of Sami. Two of the interviews were
conducted in North Sami and the rest in Finnish.

At the interview it turned out that one of the two Sami did not fall within the target
group and the translation of the second interview was not completed in time for
inclusion in this report. Thus all of the interviews analysed here are interviews
conducted in Finnish and by the same interviewer. There was no need for interviews in
the other Sami languages.

There were also situations in which efforts were made to support the choice of Sami as
the language of the interview. In two of the sessions where information on the study
was presented, Sami was the primary language used and both interviewers were
present. In these sessions some of those who spoke North Sami fluently opted for the
Finnish interviewer. One thing that contributed to this was the difficulty of talking
about disability, a matter that will be taken up in the chapter discussing the results. The
sensitivity and taboo nature of disability are associated with disability in general and are
not particular to Sami. In a small community discussing a matter that is taboo with
other members of the community may be trying (see also Wallenius-Korkalo 2013).
Presumably, before persons with disabilities can muster the courage to discuss their



disability they need more time and more discussion of the topic in the community, as
well as more support for such research on disability. A similar conclusion has been put
forward in the recommendations of the Plan for Suicide Prevention among the Sami
People in Norway, Sweden and Finland (2017). Discussing matters with professionals,
local communities and among Sami is one means to improve the position and life of
those who are living in demanding life situations. The ongoing project “The Rights of
Minorities within Minorities” has achieved success in dealing with taboo matter using
online focus group. An online focus group allows people to participate anonymously but
does not force them to do so (Olsén 2017).

A number of the interviews were conducted in the premises of service-providing
organizations; three took place at the interviewee’s home, one in a library, one at the
university and one online. The interview conducted online was not entirely successful,
as the interviewee's difficulty in expressing her/himself orally combined with a poor
connection to make it difficult to hear what the interviewee had to say.

With some of the informants the interview was a clearly delimited situation. Most often,
however, it was preceded or followed by informal discussion as the interviewee and |
walked from the library to the train station, when | offered the interviewee a ride home
or we had a snack or a meal together.

The interviews were recorded. None of the informants seemed uncomfortable being
recorded. The duration of the recorded interviews varied, with most lasting some two
hours. The shortest lasted approximately half an hour and the longest over two hours.
The course of the interviews also varied. Most of the interviewees went straight to the
point and spoke the whole time with emotion and commitment. As disability is a
sensitive matter, some spent the beginning of the interview getting to know the
interviewer. Toward the end of the session, they then brought up more sensitive and
silenced matters. This can be seen in the fact that in the beginning, some of the
interviewees, for example, said that they had never felt a need for therapy, but laterin
the interview they mentioned counselling that they had received as well as counselling
that they had sought but were denied.

2.3.2 Theme interviews with a narrative orientation

The readiness and desire of interviewees to share experiences surprised the researcher.
Most of the interviews ultimately took the form of narratives, which were primarily
guided by information the interviewees had received in advance. The specifying
questions and thematic guidance presented by the interviewer generally ended up
playing a rather minor role. In general, the interviewees had a strong desire to be heard,

36



37

to share their experiences and to have an impact on the future by bringing their
experiences to the fore. Had the timetable been different, it would have been desirable
to interview some of the informants on two separate occasions. Two hours was
probably the longest time that any of interviews could speak at one go and the longest
period of time the researcher could maintain a focused presence.

The impetus for applying a narrative approach in theme interviews stemmed from
discussions with persons familiar with the field and researchers as well as from findings
in the research and methodological literature (e.g. Melbge et al. 2016b; Drugge 2016). |
felt that the narrative orientation would respect the Sami narrative culture and way of
communicating, in which questions dealing with difficulties are not given direct answers
(e.g. Jarvensivu, Pohjola & Romakkaniemi 2016). Research in the social sciences on
interviewing offers more of an approach which considers it ethically appropriate in the
case of difficult and silenced matters to proceed slowly and to listen attentively, to
bring out things openly and to respect the interviewee’s style of narration (e.g. Granfelt
2009; Hurtig 2013; Souto, Honkasalo & Suurpda 2015; Mikkonen, Laitinen & Hill
2016).Through the narrative approach to interviewing | was able to give space to the
interviewee’s personal narrative preferences such that she/he could talk about and
examine different aspects of the topic at hand.

“l will say quite a lot about this because it cannot be [explained briefly, LH]:
there’s no sense in looking at the time right away...otherwise some of my
points will be lost...and will be [misunderstood, LH] in the end.”

If necessary, | pursued the themes through topics the interviewee brought up rather
than directing the discussion to a fresh topic. Often the material sent out in advance
helped the informants take up the interview topics on their own initiative.

Disability could be seen in the course of the interviews in that the interviewees took
medicine during the session or took a short break. Some of the informants mentioned
the cognitive challenges they face or difficulties they have in concentrating, producing a
logical narrative or speaking clearly. In such situations it was helpful to recall what had
already been discussed and for the researcher to confirm her interpretation by
repeating what she thought the interviewee had said, giving the interviewee a chance
to correct anything that the researcher might have heard or understood incorrectly.
Before beginning the interviews, | was hesitant about applying narrativity due to my
position as a researcher who is not Sami and has no disability. In the first interview
narrativity proved to be the appropriate orientation for a theme interview. My coming
from outside the Sami community defined my role and | acknowledged this as an
explicit standpoint. Accordingly, my point of departure was to act as the informant’s



audience and recipient of what they had to say. | am deeply grateful to interviewees for
their willingness to share their life experiences with me.

2.4 Data and analysis

In the initial stages of the study, the researchers attached to the project at the
University of Lapland engaged in intensive and time-consuming collaboration in
formulating the frame for the interview and the interviewee agreements. The
researchers with a knowledge of Sdmi (Elsa Laiti-Hedemaki and Tuuli Miettunen from
the SARA project) also translated the bulletin (Appendix 3), the structured interview
frame (Appendix 1) and the interviewee agreement (Appendix 4) into North Sami. The
researcher with funding from the project then went on to collect data and analyse and
interpret it. Facilitating the implementation and analysis were discussions with the
study’s expert group as well as with researchers and experts on disability and Saminess.
A total of twelve interviews were conducted, of which nine have been analysed. The
transcription of two of the interviews had not been completed before the analysis was
carried out. One of the interviewees did not identify as a person with a disability. From
this point on in the study “interviewees” will refer to those informants whose interviews
were analysed. The interviews analysed were all conducted in Finnish.

2.4.1 Description of the informants

Two of the informants are young adults, two middle-aged persons, and four persons of
retirement age. The youngest is over 20 and the oldest under 8o years of age. This age
distribution means that the all of the data on childhood and early youth in the study
have been produced retrospectively. Four of the informants are women, and five men.
Five of the informants live in the Sdmi homeland, two elsewhere in northern Finland
and two in the southern part of the country. One of the informants has lived her/his
entire life in the south. The others who live outside the Sami homeland lived there at
one time. Those living in the homeland have essentially lived there continuously, with
the exception of being evacuated during the war and periods of study or work
elsewhere. The majority of Finnish Sdmi, who live outside the homeland, are
underrepresented, which should be taken into account in interpreting the results of the
study.

Most of the interviewees learned Sami as their first language. One has beenin a
Finnish- and Sami-speaking environment since early childhood but the language used in
her/his home was Finnish. One of the informants is a native speaker of Finnish. The data
is skewed in the sense that exclusively Finnish-speaking Sdmi are underrepresented.
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| did not ask the informants what disability they had been diagnosed as having other
details of their medical condition. They talked about the medical background of their
disabilities and illnesses to the extent that they wanted to. They mentioned
musculoskeletal disabilities, learning difficulties, sensory disorders and brain injuries,
a wide variety of syndromes affecting them neurologically or cognitively, or ilinesses
impacting their functioning. In addition to what they related directly the rehabilitation
facilities and services they mentioned, as well as observations during the course of the
interview, yielded details of the individuals’ disabilities. Almost all of the interviewees
cited more than one disability that they lived with. Three had had disabilities since
childhood. For the others disability had come later in life, after they had reached
adulthood.

None of the informants uses a wheelchair at present nor did any need assistive devices
for the interview. In all cases the informants’ physical, mental and cognitive health
permitted them to participate in the interview, a situation to be taken into
consideration in interpreting the results of the study. The informants are survivors,
most of whom were recounting retrospectively the most strenuous times in their lives
as they adjusted to becoming disabled and to disability.

| carried out the analysed interviews between January and May of 2017. There were
phases in the collection of data when the interviews | had conducted yielded details that
corroborated one another. However, as the interviews progressed, it became apparent
that there would be room for additional analysis and research. In fact even in the last
interviews new information emerged on the extent to which the rights of Sami living
with disabilities had been realized and on the group’s experiences of services.

The interview data ultimately comprised 14 hours and 17 minutes of material. The
interviews were transcribed verbatim, with the transcriptions totalling 244 pages.

In addition to the interviews, | used secondary sources of data consisting of a research
diary and the conversations | had while looking for informants, of which | kept no
written record. | contacted many people involved with disability and Saminess in their
work and civic activities as well as public service providers. In these interactions | was
able to form not only a general picture of the phenomenon but, through individual
cases, deeper insight into the need for services occasioned by a particular form of
disability and the means for addressing that need.

2.4.2 Thematic analysis of the data

The analysis phase of the study overlapped with the networking required by the search
for informants, conducting interviews and familiarizing myself with additional
literature, this last being a need prompted by the interviews. | first analysed data based



on what | could remember and by listening to the recordings and later by reading the
transcriptions. | analysed the interviews both individually and thematically. Summaries
of each interview helped me to manage and delimit the rich narrative data. Examining
the data thematically made it possible for me to better identify phenomena amid what
was multifaceted, free narration.

The research task and the interview themes served to guide the thematic analysis. The
themes which emerged were Sdminess, disability, agency, discrimination and services.
These can be elaborated as follows. Discrimination was referred to as discrimination,
bullying, treatment perceived as unfair and feelings of injustice. It encompassed
discrimination relating to disability and Saminess as well as the special case of
discrimination associated with time spent living in school dormitories. Saminess was
associated with language, one’s extended family, traditions and customs, as well as
identity. Accounts of disability mentioned identifying as having a disability, becoming
disabled, living with disability and attitudes toward disability. The topic of services was
taken up somewhat unevenly in the interviews. Interviewees emphasized the difficulty
of receiving services and highlighted good service. Services in Sami were generally
brought up only when the interviewer mentioned them first. Agency was a theme that
seemed to run through all of the narratives. The interviewees produced themselves as
actors as well as the context of their agency. | will present the results in this report in
terms of the research task and the thematic categories. The material collected is richer
than this research report can do justice to; there is thus a need for additional work.

2.4.3 Ethical choices and position of the researcher

The study observed the ethical guidelines for research in the social sciences and took
account of the ethical practices for research on indigenous peoples. There is no
separate set of ethical guidelines for Sami research that would cover the particular
challenges of indigenous research and Saminess, but such guidelines are currently
being drawn up (e.g. Nygard & Saus 2016). The practices for agreements and
procedures in ethically sustainable research are being formulated in discussions among
a broad base of researchers, research institutes, influential figures and other actors, as
Ethics in Indigenous Research edited by Anna-Lill Drugges (2016) effectively shows. It
has been established that the interaction, inclusion and holistic approach required by
the ethical code for indigenous research requires more time and resources than
traditional research (e.g. Heikkila 2016). In the present study, the tight schedule
determined the extent of interactivity possible. The search for ethically sustainable
practices in indigenous research is akin to the discussion in circles doing research on
disability. The guiding principle of the movement for persons with disabilities “Nothing
about us without us” has been applied in some cases not only to the production of
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services (e.g. Solomon & Draine 2001) but to research activities and there have been
calls for research that is defined, directed and carried out by persons with disabilities
(e.g. Beresford 2008).

As researcher my aim has been to recognize my place as a researcher on disability and
Saminess but as one who is not Sami and has no disability. As noted earlier, my position
was that of outsider and active listener. | pointed out to the informants that they had to
explain things to me in somewhat more detail than they ordinarily would and that they
even had to explain things that were self-evident so that | would be sure to understand
what they wanted to say to me. My position did not make it possible to adhere to all of
the principles of the ownership of knowledge and self-definition that have been set
down for indigenous research (for more e.g. Juutilainen & Heikkild 2016). | have
presented tentative results of the study at conferences in order to fulfil the expectation
of indigenous research that the knowledge gained in the research is returned to those
who have participated in it.

As the Sami population is small and people know one another well, and those with
disabilities are a minority within this minority, the study had to pay particular attention
to protecting the anonymity of the informants. For this reason, | will not be mentioning
their exact ages, diagnoses, places of residence or other people, places or particulars
they mention that might provide details making it possible to identify them. | have
replaced the words referring to such details with some other expression, indicated in
the text by enclosing it in square brackets followed by my initials (LH), as in the
following excerpt.

“*What does it require to be a Sami? Let’s say that if both parents are Sami,
Sami-speaking or have a Sami background or at least one does then you're a
Sami. So [name, LH] had heard that my [relative, LH] has a Sami background
and called me.”

I have had to choose the excerpts | use carefully so the anonymizing doesn’t make them
too difficult to read. One factor contributing to anonymity is that a distinctive way of
expressing oneself is lost in the process of translation.

Three dashes in an excerpt (---) reflect a situation where the interviewee is formulating
and looking for the right words to express his/he thoughts due to challenges of
producing speech. An ellipsis (...), for its part, indicates that text has been removed
from the excerpt. | use short excerpts as part of the effort to ensure anonymity. An
expression in square brackets without my initials indicates emotions, as in the
following.



"l get a chance...to learn...even the university is sort of an institution full of old
fogeys [laughs].”

| wanted to use excerpts from the interviews because these play a significant role in
conveying the informants’ voice - even though | have had to scrupulously anonymize
and otherwise redact them. To ensure anonymity | have decided to present all excerpts
in this report without identifiers of any sort, which is a departure from what is
considered sound practice in the social sciences. | have opted for this solution so that
the reader would not be able to connect the excerpts to one another. If a reader feels
that she/he can identify the informant from a particular excerpt, she/he cannot connect
that information to excerpts marked as those of the same interviewee elsewhere in

the study.

All of the informants are adults and consent forms were drawn up and signed that were
in keeping with the informant agreement (Appendix 4), which is based on the written
and oral information given on the study and on the use of the data. The informants
themselves chose whether they wanted the agreement to be in Finnish or Sdmi. One
wanted the version in North Sami. In one case the consent of the informant’s guardian
was also required and was obtained. The informants each received a personal copy of
the informant agreement as well as the description of the personal data file for the
study required by the Personal Data Act (523/1999).

42



43

3 Discrimination

[ will begin my discussion of the results with discrimination. It was discussed in all the
interviews and the narratives provided justification and context for the cases cited. This
does not mean that discrimination figures prominently in everyday life or that it is
consciously present. Nevertheless it affects the informants’ world of experience,
formation of their self-image as well as their relation to the community and society. The
diversity of experiences of discrimination makes it easier to understand the chapters
that follow this.

One of the informants had not encountered discrimination. Others connected
discrimination or mistreatment to one, two or three factors. For the most part,
treatment perceived as unfair was linked to being Sami and living with a disability,
which is to be expected given the focus of the study. Generally there is one form of
discrimination that dominates experientially and others appear, if they do, in its train.
The experiences of discrimination among the younger informants differ from those of
the older. The experiences of older informants are most closely associated with being
Sami and those of the younger with disability. The core of older informants’
experiences of discrimination is found in the policy of assimilation directed against the
Sami in the schools. The younger informants’ experiences of discrimination associated
with disability are more wide-ranging, affecting many areas and phases of their lives.
When older informants talked about their childhood, their accounts rarely mentioned
discrimination based on disability, because they became disabled or became aware of
their disability later in life. Most experiences of unfair treatment due to disability that
older informants mentioned occurred when they were in working life.

The discrimination associated with Saminess that younger generations experienced
took on more subtle forms than that experienced by the older generations. More subtle
discrimination is harder to recognize and in the case of the younger informants is
overshadowed by the discrimination they experience due to disability.

In the sections that follow | first deal with discrimination related to Sdminess and then
discrimination related to disability. In both instances | follow the division into school
and working life used in the other Nordic reports, replacing the topic of free time with
that of everyday life. After discussing disability and Saminess, | take up discrimination
as an intersectional and contextual phenomenon, as this is how it appears in the
informants’ experiences.



3.1 Discrimination based on Saminess

3.1.1 School as a site of assimilation

Research has been done in Finland on the assimilation of the Sami that occurred
through the school system (e.g. Aikio-Puoskari 2014). Mention of assimilation policy in
the interviews is most often most closely associated with the Fennicization that
occurred in the school, in particular elementary school, which was compulsory, and the
dormitories in which the pupils lived. Nearly all of the elder or middle-aged interviewees
who spent their childhood in the Sami homeland had experiences of living in the
dormitories and of being taught and having to learn in a foreign language. The reason
why pupils had to live in dormitories was not always the distance from their homes; the
distance might have been difficult to cover. At their longest, these trips to school could
take several days in autumn and spring. In some cases, during the school year the
informants only spent time at home during long holidays; for some it was possible to go
home for the weekend depending on the season and the weather.

Having to live in dormitories while attending school did not affect Sami pupils only.
Dormitories were necessary in many locations around Lapland, where distances are
considerable and there are many large rivers. Even though experiences of dormitories
vary widely, today it is generally acknowledged that it is not good for children’s
development if they are separated from their parents for long periods of time at
elementary school age.

Memories of life in dormitories are more positive the more they are associated with
Saminess. Life in the dormitories seemed easier if one could use one’s own language, if
one knew the others in the school and the dormitory and if the attitude towards one’s
cultural background was positive. Where this was the case, the dormitory and school
became part of a community that was supportive of a child.

“The textbooks were in Finnish...But our community was strong... The teachers
who came to the school adjusted to the fact that we were all Sdmi and many of
us were related... Everyone there was Sami and the dormitory supervisors...we
spoke Sami when we lived there.”

As living in the dormitories involved rejecting one’s native language and a change of
community, it was a very different experience. Entering an environment where a
foreign language was spoken and not being able to speak one’s own language were
described as a considerable culture shock. It generally took years to learn Finnish. The
interviewees pointed out that children had no other choice than to submit to the
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situation, controlled by adults, and to adjust to it using the means available to them.
When starting school, children are not ready to look out for their interests, take care of
themselves or stand up for their rights. In general the informants did not tell even their
parents about the problems and treatment they encountered. They noted that they
could not, did not dare to or did not want to tell their parents that things were difficult
for them. The parents had no knowledge of what going to school was like; this
remained the children’s secret. Even though one of the informants decided to tell
her/his parents, the problems were not corrected, so the informant stopped doing so.

“Yes, the time in school, it was awful. All of a sudden a Sami child ends up in
places like that not knowing the language, it's absolutely...”

The accounts of forced language shift stress the loneliness the children experienced.
Where informants had sisters or brothers or relatives or there were children from the
same village in the same school, these provided for some an experiential safety net
even when it was not allowed to speak. Some of the children came up with various
solutions so that they could speak Sami for at least a minute in order to get through a
difficult situation.

“We tried to go off somewhere a bit farther away so that the supervisor
wouldn’t hear us but...”

It was common to try to be as inconspicuous as possible and to put up with the
situation. In the interviews there is an alternation between a need and desire to speak
about becoming the targets of discrimination and avoidance of what is a sensitive
subject. Life in the dormitories also involves many painful memories, referred to in the
interviews but with the comment that the interviewee still cannot or does not have the
courage to deal with them. With the learning materials in Finnish and not being allowed
to speak Sami, the first years at school were difficult.

"l determined that | would speak only if asked something, would learn the
assignments backwards and forwards even though | didn’t even understand all
the Finnish words... In the third grade we were allowed to say something in
Sami if we didn’t know what it was in Finnish.”

The interviews indicate that the practices of the schools, teachers and other staff
varied. There might have been different rules in different schools and dormitories.
Several interviewees said that it was forbidden to speak Sami both in the dormitories
and the school, that this ban was monitored and violations were punished. In some



instances, the dormitory supervisor knew Sami and one of the teachers allowed pupils
to speak some Sami.

“Yes, life in the dormitory wasn't like that but the school...it was torture...most
of us were Sami-speaking [pupils, LH].”

“The Finnish-speaking [teacher, LH] didn’t speak any Sami to us. You got hit
with the pointer and she/he said ‘Don‘t you...understand?’ but | didn't
understand what she/he was saying at all. ”

“[As punishment, LH] we didn’t get anything to eat. We had to stand in the
corner during the lunch break and for another hour on top of that.”

According to the informants no attention was paid to eliminating bullying in the
dormitories. The interviewees mentioned other forms of bullying, in addition to the
structural violence in the form of not being allowed to speak Sami. They identified the
bullying as caused by family, extend family or home background or some personal
characteristic. Tensions within the community and between extended families spilled
over into the children’s lives and the world of the school.

“There was no bullying. Maybe others had it... It wasn’t between Finns and Sami
but between extended families, that can happen too.”

“The village community was strange, the name [surname, LH] meant quite a lot
there and told you a lot...you had better believe what they said.”

School experiences differed given that local and individual circumstances varied as well.
One of the older interviewees did not live in a dormitory and she/he had no unpleasant
memories of the time in school. In her/his school it was allowed to speak Sdmi and
allowance was made for the conception of time and practice of the livelihoods
associated with the Sami way of life.

Some of interviewees attended schools when teaching in Sami came to the schools.
They noted that at first there were occasional lessons in Sami. Sdmi-speaking children
found the lessons childish or odd. They had a better command of their language than
the teacher did. The children were not taught to write Sami at that time nor was the
skill learned later, a fact which many of the older interviewees found regrettable. Where
interviewees did know how to write and read their native language, they described their
skills as limited. The younger interviewees who attended Sami-medium schools
mentioned that they had an opportunity to learn how to write the language and this
seemed to them to be a right, one with which they are satisfied and of which they

are proud.
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Although it is very challenging to demonstrate the existence of an intergenerational
trauma in the case of indigenous peoples in research, its existence is obvious. As Amy
Bombay, Kim Matheson and Hymie Anisman (2009, 7) observe, if cultural practices and
competence are transferred from generation to generation, then presumably the
impacts of difficult experiences are too.

A collective intergenerational trauma does not mean that everyone experiences a
traumatic event in the same way. A collective trauma means a greater likelihood that
there will be factors and ways of doing things that diminish wellbeing in an individual’s
life. A historical trauma indicates a higher probability that the impacts of traumatic
events will be transferred to the next generation as a result of the patterns of behaviour
and education adopted as well as shared environmental factors (for more see Bombay,
Matheson and Anisman, 2009).

The spectrum of consequences of historical trauma on the individual level is reflected in
how the interviewees’ experiences of structural discrimination while in school affected
them as parents when they guided their own children’s language choices. Several had
the opportunity to affect their children’s choice of language of instruction in school.
Some of the children have attended Finnish-medium schools, some Sami-medium.
Those who opted for Finnish mentioned that they did not want their children to
encounter discrimination and wanted to give their children a better starting point in life
than they themselves had. Those who chose Sami indicated that their experiences
prompted a need to see to it that their children would be ensured a chance to be taught
in Sami.

“If I live to adult age, | am going to work actively to see that my children will
have the chance to speak Sami freely.”

“If | ever have children I'll never speak Sami... | suffered so much that there is no
need for the children to suffer.”

“It's good that my children have the chance to learn Sami, as | never had
teaching in my native language.”

The foregoing experiences date from the time that the older informants were in school.
Choosing Sami as the language of instruction has become easier and more acceptable
over the years. The consequences of a historical trauma is not a given. Through
collective action it has been possible to begin restoring the culture and making it whole
again. In the families and the environment of several interviewees, the Sami language
had been lost during the previous generation or the generations before it but the
interviewees, their parents or their children had studied the language and brought it



back. The younger generations are proud of the Sami language skills they have
acquired.

Where Saminess is concerned the younger informants encountered unfair treatment
when studying in vocational school. Although it is no longer forbidden to speak Sami in
school, Saminess in school still leads to discrimination. One of the young interviewees
noted that she/he later found out that the unfair treatment experienced at the hands of
the dormitory supervisor had to do with the employee’s generally racist attitude
toward Sami.

It was noted that the situation in the schools has improved but that progress has been
rather recent and there is work left to be done. It is not acknowledged in decision
making and allocation of resources that work to revitalize the language is a long-term
effort. The realization of linguistic rights varies greatly from one locality to another,
little provision has been made for the resources this requires and knowledge of the
language and culture is inadequate.

3.1.2 Working life as an arena of discrimination

The interviewees rarely took up discrimination in working life based on Saminess. This
can probably best be explained by the fact that there is no need to bring out one’s
Saminess in the workplace. Occasionally, however, the informants mentioned that they
had a need to hide their ethnic background. This is a sign that structural discrimination
still exists. It is difficult to recognize that the need to conceal one’s ethnicity is caused
by discrimination because what is involved is the adoption of an agency required by
one’s environment as a way of acting that is no longer questioned.

“[In the workplace, LH] | was never referred to by my first name or last name. |

T/

was always just called ‘the Laplander’.

In the interviews it was seen as self-evident that Finnish was spoken in the workplace
and no one expected that their culture would be given consideration. Exceptions were
tasks where Saminess and the use of Sami were integral parts of the job. In such
situations it became apparent that bringing out one’s Sdminess in the workplace
requires quite a bit of practice. The interviewees describe how Sami speak Finnish with
one another in the workplace or how hard it is to try and get service in Sami when one is
not used to doing so. When work involves having a knowledge of the Sami language
and culture it is hard to determine the boundaries involved. The need for services
delivered by Sami becomes visible when, contrary to expectations, such services are
made available.
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“Hey, you know Sami. | said, ‘yes, of course’, since | was born a Sami...
the client was happy but there was doubt as to whether a [professional,
LH] could speak Sami.”

Researcher: “But don't all the others there know Sami as well?”
Informant: “Well, every one of us there does but how do you revitalize the
language such that [it is used, LH].”

It was brought out in several interviews that the opportunity to get a vocational
education was not always a given for the older generations. The family objected to its
young members leaving to live in another culture. The vocational backgrounds of the
interviewees vary widely. After compulsory schooling some have done various courses
or completed part of programmes of study. Others spoke of long educational paths
through which they tried to achieve and maintain the competencies needed in working
life. The interviewees had also encountered situations where Sami considered work
associated with Sami culture more suitable for Sami than occupations where they
worked for others and which they acquired through education. This the interviewee
found offensive.

“*What are you doing...you don’t have to do [this kind of work, LH].”
“l am from a family which has a long history in [a traditional livelihood, LH] but |
don't have [equipment needed in practicing the livelihood, LH].”

In the above situation the interviewee also brought out that disability is part of the
reason she/he do not do traditional work. Here one sees the intersectional nature of
discriminatory factors, which we will take up in chapter 3.3. Several of the interviewees
discuss the course of their children’s education or their attitude towards young people’s
educational choices. In these cases, too, one can see, on the one hand, the interviewees'
own experiences reflected in the value they ascribe to education and, on the other,

encouragement for solutions that improve the position of the Sami.

"l have tried to say to many young people that if you want a guaranteed job,
you should specialize in these [types of work among Sami, LH].”

The interviews with younger informants suggest that discrimination encountered in
working life was more often and more closely associated with disability than with
Saminess. By contrast, the narratives of older informants indicate that Saminess
prompted more discrimination than disability. In any event, it appears that where one
encounters an extreme form of discrimination based on one factor, this experience
tends to obscure more subtle discrimination based on another.



3.1.3 Discrimination in everyday life

Experiences of unfair treatment related to Saminess are not confined to education and
working life. In the interviews, discrimination in everyday life was dealt with mainly
when talking about language. The interviewees related that by the end of their
compulsory schooling at the latest they had a solid command of Finnish and also used
the language. It was common that they confined their use of Sami to situations where
they know others would look upon it favourably. Previously Finnish was the language
used everywhere in services and extensively outside the home. It was pointed out that
one could not speak Sami in shops, the bank, the post office or in official contexts.
Today it is possible to do so in the Sami homeland but the language is still generally
ascribed a secondary status. In particular the older generations became accustomed to
using Finnish in public contexts and it is not easy to unlearn such a habit.

Informant: “Well of course at least in those public offices and bars, shops. It
wasn't appropriate to go in there and speak Sami. That's the way it was.”
Researcher: “Do you have an idea when or if a change has taken place?”
Informant: “There certainly has. They started talking constantly about Saminess
and gradually, gradually in public offices, shops there were local salespeople
and employees and that’s how Sami started to be spoken in those shops.”

Anneli Pohjola (2016) has discussed the central importance of language for culture and
identity. She observes that the language used in welfare services is a powerful tool in
implementing assimilation and that bilingualism exposes a minority culture to
colonialism, which endangers their cultural identity because language not only reflects
but also constructs culture and life. Bilingualism figured prominently as a topic in the
interviews. The fact that the Sami Language Act (1086/2003) guarantees a person the
right to use the Sdmi language before authorities in the Sami homeland even when the
person knows Finnish prompted surprise and confusion but also understanding and
respect among the interviewees. They interviewees recognized the importance of
language for the survival of Sdmi culture and the courage some have to insist on their
right to use the language in services is considered crucial for efforts to revitalize the
language.

"I have not demanded [service in Sami, LH]. | do understand Finnish... But it
[service in Sami, LH] is good, because it helps the language survive.”

Young adults and middle-aged persons are more aware of their rights and exercise their

right to use Sami more determinedly and consciously. Their more open use of the Sami
language can be seen as associated with a mission to preserve the language and
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culture, acknowledge their roots, show respect for the previous generations and
exercise the rights now enshrined in laws and international agreements. Rights become
rights only when people begin to exercise them.

Family life is another domain that has become Finnish speaking or is bilingual. Finnish
has become the dominant language in life. Living in a bilingual environment is
perceived as both demanding and enriching. Preserving one’s own culture requires
constant effort but then again the anonymity offered by the majority culture might
make it easier for people to deal with the rejection that comes with being different that
they encounter in a small community.

Outside of the homeland knowledge of Sami culture is less common and revealing one’s
culture requires courage or daring. One generally needs to arrange situations involving
the Sdmi language and culture oneself or seek them out; one also has to be prepared for
a wide variety of reactions.

“We have sometimes [spoken Sami, LH] while having a coffee at a petrol
station and when there aren’t too many people around...yes, it makes them
wonder... But it hasn't bothered me. The fact that | keep up my [language skills,
LH]— I like that much more. | don’t care about others, don't worry about them.”
"I have sometimes [spoken Sami, LH] just on a lark; it's a language like any
other [laughs] and sometimes | have clowned around by speaking Sami.”

Outside of the homeland, people limit the extent to which they bring out their
Saminess in everyday life and in this way do not encounter discrimination. Sdminess
represents difference, which prompts fear and curiosity. Prejudices and stereotypes
have not disappeared. The interviewees related how sometimes they may talk in Sami
and they notice that others present are somewhat puzzled. Another source of wonder
is celebration of the Sami national day by dressing in traditional Sdmi costume (jdkti).

"l have a jakti on and | haven’t been treated badly exactly but people have
wondered why that person is wearing Sami dress. They just dont understand...
On the Sami national day | wear my jakti the whole day, just as one is supposed

i

to.

The difficulty in tolerating difference reflects a broader cultural shift, one which occurs
slowly. Finland has long been a country striving to have a uniform culture, a trend which
requires life in diversity to have the courage to adopt a new orientation (Pohjola 200g;
Souto, Honkasalo & Suurpda 2015; Witkin 2017, 73-92). The special nature of indigenous



peoples encounters the same curiosity, prejudice and reluctance to change as diversity
more generally.

3.2 Discrimination based on disability

The aspects of a person’s life impacted by having a disability or becoming disabled are
largely determined by the phase of life in which she/he becomes disabled and the form
of disability in question. In the case of the three younger interviewees, disability has
been part of their lives since childhood. For two others their disability was only
established when they had reached adulthood. When the disability was noticed and
named, they received an explanation for the symptoms, ailments and difficulties that
they had been having since childhood. In three cases the disability was the result of an
accident orillness. For one interviewee the situation was a very recent development.
Four of the interviewees, drawing on their work experiences or personal contacts in
addition to personal experiences, mentioned the experiences of disability of other Sami
with disabilities.

3.2.1 School and difference

For those who have lived with a disability since childhood acknowledging their disability
has been a long process, one with many different phases, of which a crucial one is the
first years of school. It is a time when the attitudes of society and the community are
concretized. The interviewees reported cases of discrimination and bullying in school.
The interviewees have had experiences of special needs classes and schools as well as of
tailored teaching. Occasionally these arrangements were associated with foster homes,
children’s homes and living with acquaintances. Their experiences varied and the crux of
the matter is the ability of a child’s environment to see her/him as a person with a
particular background and yet as a unique individual and to take this into account when
making particular arrangements for her/him.

Experiences of a special needs school were positive when the change of environment
and locality brought an end to bullying. Disability might be a wholly alien phenomenon
to one’s friends and family, making it easier for a child to live surrounded by people who
understand disability. Yet, bullying occurred in special needs classrooms as well, as the
following excerpt indicates. However, the special needs teacher intervened and put an
end to it.

Researcher: “And why do you feel that you have been discriminated against?”
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Informant: “Well, it's because | have this [disability, LH]---when | was in that
school and in the upper grades, in a special needs class --- the others, my
classmates --- the ones behind the bullying.”

Researcher: “Did it go on for a long time?”

Informant: “A year —the teacher there then intervened.”

The other interviewee who had lived with a disability since childhood told how bullying
ended thanks to an active parent. Seeking out learning and studying solutions that
compensate for disability requires active pursuit of rights throughout one’s school
years. The interviews indicate that realization of the rights of a child with a disability
requires the parents or a parent with the opportunity, skill and desire to pursue the
child’s case as well as teachers and officials who invest time and effort in the situation
and finding solutions.

At a later age, a young person’s own tenacity takes on an important role. If she/he has
had a model in her/his parents of how to insist on one’s rights and work to find
solutions, it is easier to develop these skills further in one’s youth and adulthood. If
one’s support networks in childhood are poor, no one intervenes to stop bullying or
succeeds in stopping it, one sees no models for how to pursue one’s rights and a young
person doesn’t develop the skill to find solutions either.

"l was bullied at school for a very long time, from second-third grade on till |
finished school.”

The advantages of special arrangements in the school are obvious, where these are
successful but, on the other hand, the special needs schools were located far from the
Sami homeland. Families and professionals face a demanding situation when weighing
the advantages and disadvantages of special needs schools. Even today a special needs
school entails a change of language for children, as well as long distances from close
family and their culture.

“I'd say that if I had been transferred back then to that [special needs school,
LH] it [Saminess, LH] is the biggest thing that would have been taken away
from me.”

In the schools discrimination was also caused by teachers who did not have sufficient
competence or interest to invest themselves in the schoolchildren’s situation.
Discussions with the interviewees and with service providers reveal that the problem
was a shortage of assistive devices and insufficient efforts to see if such devices were
available. Other aspects of the work of teacher commanded teachers’ attention, taking



it away from looking into assistive devices. Even today devises easily obtainable via the
Internet may fail to be used.

“[There is a shortage of, LH] devices and staff... | suggested to the school that [a
device, LH] be acquired and even the school was surprised that it [existed, LH].”

All three informants who had lived with disability since childhood have attended
vocational school, one or more courses in their entirety or in part. In each case the
education took place at most ten years ago. In vocational school as well, the importance
of support compensating for disability is obvious. One of the interviewees attended a
school preparing her/him for vocational school in which her/his needs could be
addressed. Elsewhere schools failed to take the special situation of the interviewees
into account unless the student and her/his support network showed particular
initiative. Initiative was rewarded in that in later stages of schooling the arrangements
were easier. If the student’s special needs were not acknowledged, it led to a weakening
of motivation in school. Finding solutions requires the courage to bring out one’s special
needs and competences as well as efforts to ensure that one is heard.

"It was mind-numbing... | am from the Sami area and there these basic tourism
things come up naturally, so | fell asleep most readily in those classes. Then the
math classes — | said to the teacher that | don’t know math very well and this is
where I'm likely to have the most problems. It was no big deal, though, and |
passed the class easily.”

“You have to know the legal end of things pretty darn well when you start
pursuing benefits and services for persons with disabilities.”

“The school was —and | was surprised — used to working with persons with
disabilities...they began to experiment.”

The lack of educational opportunities in the Sami homeland is one factor which still
steers young people in a very early stage of their lives into study settings where it
becomes difficult to maintain the use of Sami on an everyday basis.

3.2.2 Working life and disability

No research has been done on the position of Sami with disabilities in the job market
but features of the Finnish job market affect opportunities for employment for Sami
with disabilities. Finnish working life discriminates against disability. This characteristic
is not national but rather international. In Finland persons with disabilities are less likely
to be members of the workforce but those who are part of the workforce are less likely
to be employed. Breaking into the job market takes longer, the importance of
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education is greater and salaries are lower than for Finns at large (Suikkanen et al.
2006). Similar findings have been obtained in international research (Nevala et al. 2017),
but in Finland, for example, three per cent of working-age persons with disabilities are
working whereas in the United States and Great Britain the corresponding figure ranges
from five to ten per cent. The benefit of work activities has been criticized because it
has proven to be a poor route to getting a job on the open labour market without any
customized vocational training (Nevala et al. 2017). In labour market-oriented research
the other benefits of rehabilitative work activities — improved participation and quality
of life —tend to be overlooked (Klem 2011). Such studies fail to notice that the
alternative to work activities is not employment on the job market but exclusion from it.
Where persons with disabilities are viewed as a single group, opportunities are
overlooked for accommodating their needs in the workplace or for their entering
working life at all.

A focus on the job market was clearly seen in the interviews. Work is meaningful both
for those who have worked in traditional Sdmi livelihoods and for those who had
educated themselves for and were working in other occupations. The many meanings
of work and activity came out in the interviews. Working was an economic
consideration but there were clear indications as well of its value in terms of
participation, equality and fulfilment of one’s role as a citizen. The value ascribed to
working hard has been transferred from generation to generation.

“We were involved as soon as we could stand up. [As children, LH] we were
taken along to work and taught how to do it. And | have [taught, LH] my
children the same thing, and they have worked.”

The interviewees noted, however, that working life has changed and work is not as easy
to find as it once was. Disability and becoming disabled usually mean a lengthy wait
before one can enter the job market. On the one hand, one has to find a place to study
where studies are possible and, on the other, a job that one can work at. Young people
are just beginning to get an idea of what kind of an occupation might be most suitable
for them. A person’s own view of what work would be enjoyable was not the first thing
that guided the course of her/his education or work.

“When they say, you won't learn [the skills required for studying and working,
LH] you are beaten, beaten, and you pick any occupation around and try to see
how it turns out.”

A choice of what to study and of occupation that is fraught with numerous uncertainties
will not be successful, and not surprisingly the young adults tried out a number of



different schools and jobs. The attitude they encountered on the chances of persons
with disabilities to get a job on the job market is a significant factor. Encouraging
feedback may be decisive in seeking out a new career and, by the same token, the
discouraging effects of a dismissive attitude are obvious. If young people do not have
the support of persons or organizations willing to invest effort in their situation, if the
training they end up getting is for occupations that they are not interested in or which
they feel unable to handle, or if they become preoccupied with coping with the burden
of earlier phases in their lives, they may have difficulty entering working life.

Work that accommodates the situation and abilities of a person with disabilities
provides a strong bond to the community and society (Kivisto 2014, 88-97). This is how
a person who has had a disability from birth describes it as well. She/he has experiences
of work and day activities in an activity centre as well as work in a workplace. Work in a
true work environment is very meaningful. This the interviewee calls “work” and
describes in detail the tasks, responsibilities and, in particular, theirimportance to other
members of the workplace community. One can sense the pride in her/his voice at
having had a chance to do work in varying circumstances and to take the responsibility
for doing her/his share. On the other hand, where social relations and comprehensive
self-actualization are concerned, the varied programme at the activity centre
guaranteed both meaningful activities and a richer social life outside of the centre

as well.

Becoming disabled brings either sudden or gradual exclusion from working life. Even
though one can return to working life soon, over time the challenge of work becomes
clear inasmuch as the work environment remains the same and one's physical
difficulties increase rather than decrease. Then again a person with a disability may end
his or her working career immediately and face a search for an entirely new one. One
interviewee who became severely disabled as an adult has a long and demanding
course of rehabilitation behind her/him, the goal of which now has become to go from
rehabilitative work activities to the open job market.

"l can see light in the thicket... Now they have started looking for a job for me
on the open market... | am not up to being a manager, no one would dare hire
me...when | get myself into shape where... | can still work somehow... I'll be
satisfied.”

“All this happened, a little “repair job” [chuckles] and then [just before going on
disability pension, LH] | was able to work with these shots to kill the pain. The
doctor wouldn't let it go on any longer. The pain was so severe.”
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Persons with disability try to get off pension for many reasons even though it provides
some level of income when the job market is inaccessible to them. Older persons with
disability ended up on a disability pension very much against their will. They tried out
different solutions and showed more flexibility than other employees but working life
did not prove flexible enough that they could keep working. In retrospect persevering in
working life involved unreasonable considerations. People made excessive demands of
themselves.

“*Which is of course dangerous [due to the disability, LH]... Later | have been
astonished; it is crazy to have done such work which is absolutely hazardous.”
“If I hadn’t been infirm | certainly would never have agreed to it [job description,
LH]... I'm sure | wanted to prove to myself that, yes, | can do it.”

“They told me, at the Social Insurance Institution, that there is no work for you
that you can do. Well, that made me cry. | of course had a tough time [at work,
LH] towards the end.”

What has been said above about discrimination against persons with disabilities and
disability on the job market reflects the general findings of research on working life. The
special nature of Sdminess appears in the fact that, unlike in the occupations learned in
school, the traditional Sami livelihoods are part of the people’s lives even where they do
not provide a living. The boundary between work and free time and between
occupation and civic activity is fluid. The special Sami livelihoods are still part of the
Sami way of life and contribute a great deal of meaning to it. People herded reindeer
and fished as much as they could and made handicrafts such as duodji as much as their
resources permit. They adjust the extent to which they can engage in traditional
livelihoods as a pastime to their functionality and such activity helps to maintain social
relations and membership in the community.

A similar fitting together of work and functioning was not possible in paid work in other
livelihoods. Noteworthy here is the increasing tendency of work to creep into free time.
The Sami community is able to make good use of the occupational skills of those who
are outside of working life, and those who are working use their free time to benefit the
community with the skills they have. The boundary between paid work and the
community is a tenuous one in what is an economy where services are bartered.

3.2.3 Discrimination in everyday life

Persons with disabilities commonly encounter discrimination. According to a report by
the Non-Discrimination Ombudsman (Yhdenvertaisuusvaltuutettu 2016), some one half
of persons with disabilities feel that attitudes towards persons with disabilities are



negative. Attitudes vary, however, and are assumed to be linked to the extent of
people’s experiences of difference. Discrimination is a self-perpetuating spiral. People
who are discriminated against avoid being visible and cover up their disability, with the
surrounding community then being less able to recognize them and their disability. It is
a fact that attitudes toward disability in the past were harsher than they are today.

“They thought that if someone has a [sensory, LH] impairment or some other
disability, she/he also has a mental disability.”

"It [disability, LH] is a sensitive subject...and it is quite rare that Sami have the
courage to make disability public... [When | was younger, LH], | was afraid to do
so and was ashamed of it.”

As can be seen from the excerpts, the situation is improving but there is still work to be
done. The expression “disability” itself prompts associations in the interviewees and
saying it aloud is often difficult for them. More often they are ready to use a more
specific term through which disability is delimited and distinguished from one’s
identity. A name of a diagnosed disease is felt to be more objective and by choosing
what diagnosis one mentions, one can choose what treatment and “label” one gets.

As the study progressed, it became abundantly clear that “disability” in the title of the
study and as a topic reduced people’s desire to take part in the research and
discouraged contact people from passing on information to persons with disabilities
they knew. One might say that the study itself encountered discrimination on a variety
of bases. On the one hand, the justification and ethicality of research on the Sami are
subjects being discussed intensively and, on the other, bringing disability to the fore is
still considered a very delicate matter. "Disability” is still used as a derogatory term,
which causes considerable damage to people’s self-esteem.

"l was tormented with that word — retarded...to me it's like pressing a button. If
you want to irritate me, | can deal with ‘disabled’ just barely but...”

Seeking services for persons with disabilities as well as special rehabilitative services
based on disability becomes difficult when a person has experienced bullying as a result
of disability.

Learning difficulties and cognitive impairments and symptoms are subjects which the
interviewees rarely if ever talk about with people and when they do they are very
selective about what they say. They are even more likely to remain silent in the case of
mental health problems. Indeed, in the interviews the informants focused for the most
part on somatic problems, and mental health problems were dealt with circuitously,
after the interview had gone on for quite a while or when it was not being recorded. The
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point was made that mental health issues in particular are difficult to address and
accept. Earlier, the solution was to send a person with mental health problems off to a
hospital. Now, it is more likely the case that the person’s abilities are questioned due to
her/his mental illness. For some interviewees their experiences as persons living with
disabilities have given them greater tolerance towards mental illnesses and problems.
They noted that anyone can suffer a mental breakdown. Nonetheless, they were
hesitant and evasive when the topic was broached.

In addition, interviewees found it difficult to bring up various cognitive impairments or
illnesses and factors limiting functionality that were not readily visible. Somatic
ailments and doctors’ diagnoses were the primary focus and were felt to be more
acceptable than experiences of mental breakdowns and cognitive difficulties.

“There’s a tendency to cover up the mental illness with booze.”
“Of course, | had a slight urge | should tell so they would know what has
happened to me. But anyway | haven't said anything if they ask.”

Then again, lessening the stigma associated with disability can be seen in the interviews
in the interviewees’ emphasizing that several of the interviewees wanted to be heard
specifically in their special situation as a person with a disability and as a Sami. The
interviewees thus represent people who have the readiness and courage to bring out
their disability. Three of the interviewees said that the reason why they took part in the
interviews was to improve the position of other persons with disabilities.

"l have a desire to influence thing, yes. That’s why I've come here as well,
precisely because my experiences might have something to tell.”

Generally one sees an emphasis on the communal nature of Sdmi culture and the
significance of the concept of family as extending beyond the immediate family. This is
also reflected in the interviews. When talking about their family and those closest to
them, the interviews talk about closer and more distant relatives, those engaged in the
same livelihood and a livelihood typical for the extended family. They recognize
community norms and ways of acting. They know what things one may talk about, how
and with whom. This also means that the extent to which disability is discussed is
restricted. On the one hand the community might serve as a source of support; on the
other it might not necessarily be prepared to deal with disability and the particular type
of difference it entails. The community has expectations with regard to its members
and fulfilling those expectations is no easy task. Living when shunned by the
community is painful.



“But above all what has affected me is that my relatives have let me down... |
have got so many, ultimately judgemental looks there that ‘[interviewee’s
name, LH] is again doing nothing, she/he is unemployed again... there at home,
doesn’t even do [his work, LH], even though she/he is part of that family’
[derisively imitates].”

“Somehow | [covered it up, LH] now and again because they don’t understand
the reality, what has happened to me.”

“Although | was once stigmatized as the stupidest person in the village.”

Then again the strong sense of community means that relations with relatives may
replace relations with parents. An extensive family creates security as well as insecurity.
The interviewees refer to living with grandparents and serving as models for cousins
and to aunts and uncles as people providing security, finding solutions and putting the
punishments in to practice. One point they made was that even distant relatives may be
significant figures in their lives whom they rely on for advice sooner than their
immediate family or close relatives.

Among the interviewees who were living with their parents or alone, mention was made
twice of finding a partner, establishing a relationship, starting a family or fulfilling their
sexuality. Having a disability since childhood makes it difficult to have an intimate
relationship with new people, in particular people other than persons with disabilities.
There is an assumption that a relationship or sexuality is not part of life for a person
with a disability (Eriksson 2015; Teittinen 2017). Research on people belonging to sexual
minorities and living in sparsely populated regions, on the restrictions on sexuality in
Lestadianism and on the position of Sami women suggests that Saminess in
transformation has involved denial or concealing of sexuality and covering up of sexual
abuse even more extensively (Kuokkanen 2004; Peltomaa 2013; Wallenius-Korkalo
2013).

Becoming disabled or falling ill changes people, relationships and the functioning of the
family, at which point a relationship may either become stronger or fail. The
importance of spouses for people’s life courses, participation as persons with disabilities
and rehabilitation is considerable. In addition to the companionship they offer, spouses
try to sort things out, improve the family’s economic prospects, provide transportation
and establish relationships outside the world defined by disability.

3.3 Intersectional discrimination and contextuality

Discrimination has been studied and interpreted to an increasing extent as an
intersectional phenomenon. An intersectional perspective takes into account that
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discrimination may occur on many bases and the dynamic that obtains among the
factors that affect what discrimination is directed against (e.g. Valkonen & Wallenius-
Korkalo 2016; Olsén, Heinamaki & Harkoma 2017). On the individual level life situations
are involved a complex of different positions, roles and identities. If one examines a
question in terms of a single factor, the result is an inadequate picture of how
discrimination takes shape as well as of the means for preventing it (Kuokkanen 2004).
When discrimination emerges in a particular situation, the shape it takes is determined
by not only individual factors but factors relating to the environment, community and
the given situation. In this respect, intersectionality fits in well with the relational model
of social disability, which deepens the social understanding of how the

phenomenon occurs.

The study highlights the contextual, processual and interactive nature of discrimination.
It does not take the same shape for people who share the same characteristics; rather it
is also determined by structures in the environment, attitudes and ways of doing things
as well as the individuals’ other characteristics, how they interact with each other and
over time, and changes in the interaction. Contextuality is particularly meaningful when
examining a phenomenon from the standpoint of individuals, as in the present study.
The approach is not blind to the fact that intersectional discrimination comprises a
variety of factors, and social measures to eliminate discrimination are generally
directed against each factor separately. In international human rights agreements
intersectional discrimination is recognized in the special attention paid to children,
persons with disabilities and women and in the reference to the special protection they
require, one example being the Declaration on the Rights of Indigenous

Peoples (UNDRIP).

The point of departure in the present study is the simultaneous occurrence of two
things causing discrimination — being a member of an indigenous people and living with
a disability. The factors prove to be separate in the sense that encountering
discrimination caused by one of them does not mean that one encounters caused by
the other. There is a cumulative aspect to the factors although the interviewees said
very little of the joint impact of discrimination connected with Sdminess and disability.
Yet, both forms of discrimination are present in the lives of the interviewees, tending to
occur in different areas of life.

“Because | have a [disability, LH] | cannot necessarily do everything and people
don’t really like that, people who are used to working constantly and so forth;
and then as a Sami | have had to be a bit careful about what all | say.”

“You are a Sami, a minority and then if on top of that you have a disability then
you are even more of a minority.”



It becomes apparent in the interviews that there are additional factors affecting the
occurrence and experience of discrimination in the lives of Sami with disabilities. These
factors are not associated with disability or Saminess as such but they cause
discrimination, affect the shapes it takes and form part of the lives and experiences of
the interviewees.

Previously | dealt with the challenge, cited in indigenous research, of producing
evidence of intergenerational and historical trauma. The existence of the connection
seems likely in light of how several of the interviewees described their childhood and
experiences of the previous generation as well as the hardships they have encountered
or the environment in which they grew up. Being a parent is very demanding under
traumatizing circumstances. Older people convey not only knowledge that sustains the
culture but also knowledge of injustices that could not be averted. The
intergenerational dimension can be seen in the risk factors associated with the
interviewees’ childhood, such as drinking problems of their parents’ or other people
close to them, the difficulty these people had in taking care of their children, or
violence. When these are combined with disability, they increase the likelihood of being
discriminated against and the feeling of ill treatment is intensified when a child is not
cared for properly or is exposed to violence.

“Yeah. | was lying on the floor and [relative, LH] put a [piece of clothing, LH] on
top of me and sat down, drunk...[another relative, LH] came over and said

rn

‘Don’t sit on her/him, she/he might suffocate’.

From time to time or for most of the time some of the interviewees had been placed in
foster homes. As such they had nothing negative to say about these placements but did
not really accept the particular reasons that had prompted them. They recognized not
only their disability but also their own behaviour as contributing factors, which reflects
children’s tendency to blame themselves for the challenges of their environment and
the behaviour of people close to them. After reaching adult age, the interviewees
recognized in some measure that their having to live outside the home was not solely a
consequence of their disability but also of other risk factors in childhood.

"It is not easy [for a parent either, LH]...seeing that | was a very energetic child
on top of it all...a little problem child...especially when [the parent, LH] was a
relatively heavy drinker.”

“The reason given [describing the reason for placemnet, LH]...and it is pretty
rich...and coming from [the parent, LH] but, but...wild youth | was a little child
then.”
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In listening to the interviewees, it is obvious that they have encountered challenging
intergenerational situations as well as a combination of special circumstances
associated with their disability. Occasionally they found a place to live within the Sami
community. Sometimes a placement meant being separated from their culture and
sometimes their culture has ended up having no significance in the situation.

The interviewees also recognize — or at least have an inkling — that their experiences are
intergenerational. Those who have been the objects of multiple discrimination react to
the treatment they have encountered in a wide variety of ways and preventing
repetition of the aggressive behaviour they experienced as children would require more
support than they have been getting. One of the interviewees, who experienced
violence and neglect as a child, describes her/his way to handle aggressive feelings

as follows.

"I screamed my frustration out into a pillow or pounded the wall or something,

o

but | tried to remind myself, ‘Don‘t do anything more than that'.

The interviewees' life courses also reveal factors intensifying exclusion. Drinking comes
up in some cases as a phase connected with adjustment to becoming disabled orto a
disability. In order to avoid stereotypical conceptions | should point out that, for some,
teetotalling is a self-evident choice (see also Orjasniemi 2011). Drinking indicates both a
search for inclusion and the challenge of gaining it. It may be linked to social situations
and personal relationships that one does not want to give up on despite one’s disability
or its related medication. It is associated with difficult phases in a person’s life as a
source of comfort.

“You could say | was sinking into depression, it would have taken me with it.”

The matters brought up by interviewees varied not only from individual to individual
but between the genders. Shared themes in the narratives of both genders are a focus
on working life and the overpowering need to find solutions to problems. However,
gendered expectations regarding one’s life course can be seen in the narratives. Men do
not emphasize their gender in the tight squeeze between their courses of action and
the constraints affecting their lives. They talk about the tight finances caused by their
becoming disabled and the significance of engaging in traditional livelihoods. They
point out the help they have received from their spouses and the importance of support
but they do not describe women'’s choices as constraining theirs.

The women'’s narratives reflect the strong and wide-ranging agency they require of
themselves as well as the difference in expectations placed on the genders. The



position of Sami women has generally been considered strong. The harshness of the
traditional way of life has required all members of the community to contribute to their
fullest to ensure the living conditions the community needs. The radical change in the
way of life, the shift to a money economy and the rise of Christianity have changed
traditional circumstances. The role of women has come to entail new and to some
extent conflicting expectations (Kuokkanen 2004). Other people’s conceptions of
women's role guide the course of their lives. Expectations linked to gender and
challenging those expectations have an impact on women'’s life choices. Parents had
influenced or tried to influence choice of spouse and decisions as to where to study.
When decisions had been made about matters affecting the entire family the family’s
choices had affected women'’s opportunities to choose. However, women had not
submitted but rather created their own position. Some of the women challenge the
position designated for them and take a different course of action (see also Rantala
2013). For others, the courage to make the choices they want becomes stronger as they
get older or in situations where they receive support from other women (also
Kuokkanen 2004). Women come up with their own ways of negotiating difficult
situations and claiming their rightful place. Women noted that carrying out solutions
contrary to the expectations made of them demands more effort from them than it
does from men.

“But | never finished my education. My father thought ‘Just get married’.”

“[A parent said, LH] ‘She doesn’t have to leave, girls don’t go anywhere’ [to
school, LH].”

“Listening to those old geezers just toughens me up; no way will they crush
me... | sometimes went off [to be alone, LH] and cried at all the unfairness there
was and then | just went back there.”

“They thought they could go ahead and beat me and oppress me. Well, I've
shown everyone it doesn’t work that way [laughs]. And | am now perfectly
happy with the situation here.”

One aspect of a community-oriented culture is that the community creates a picture for
individuals of how to live acceptably and properly. The older interviewees described
situations, changes and choices in life in which the way they led their lives differed from
the conventional one. They said that one just had to have the strength to continue and
swallow one’s sorrow and anger.

“There was never any mention of what happened at home.... | think that they
will remain hidden, those particular things.”
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The private nature of setbacks and difficulties was mentioned by younger interviewees
as well. The younger ones have perhaps not developed the tenacity nor is their
confidence in their ability to survive as strong as the older ones’. Living one’s own life
seems to be the only option but this does not necessarily meet with the approval of the
local community. This is one factor which makes it attractive for younger people to
change the environment in which they live, to choose with whom they communicate
and to limit the contacts they have with the community around them.



4 Coping strategies

4.1 Social support

Social support is constructed in personal relationships and communities. Networks of
social support refer to people and organizations from which a person can seek
assistance relating to knowledge, services and help or look to for emotional support
(Cohen, Underwood & Gottlieb 2000; Kumpusalo 1991). The opportunity to receive
support is a feature associated with networks but networks can just as readily provide
ways of living which are not considered suitable or can reject their members. Networks
comprise close relationships as well as people and organizations that one may
potentially contact. It may be meaningful in a relationship that it involves a particular
person or that it involves occupational or religious support, in which case the
personality of a single individual is not as crucial for the support. Social support is
known to entail a buffer effect, which means the support has the effect of protecting a
person from the negative consequences of a hardship she/he has encountered; for
example, social in support in the case of illness is associated with successful
rehabilitation (e.g. Kumpusalo 1991; Somerkivi 2000).

Social support networks are not static. Research has been done by the Finnish
Federation for Social Welfare and Health (nowadays SOSTE Finnish Federation for
Social Affairs and Health) on how people in general and certain groups of persons with
disabilities produced social support (e.g. Eronen et al. 1999; Wikman 2000). The studies
observed that the networks used by persons with disabilities differed from those used
by the population at large as well as between groups with different disabilities. The
importance of family relationships as sources of support figured prominently and living
with disabilities created a need for official and peer networks. Disability posed a risk of
falling outside networks that offered social support.

A study done by Petri Kinnunen (1998) divided users of social support networks into five
categories: those who rely on (1) theirimmediate family, on (2) the immediate family,
friends and close relatives, on (3) public officials and on (4) a broad-based group
consisting of family, friends, the extended family and public officials, referred to as a
welfare mix network. Lastly, category (5) consisted of people who reported having no
support networks. | will be drawing on this categorization in the analysis that follows.
Social support networks underwent dramatic changes as a result of becoming disabled
or in the course of a person’s life. The change in networks is a natural consequence of
changes in one’s life situations but disability or becoming disabled exerts a particular
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pressure that tends to change networks. For most of the interviewees, their present
situation was far less anxious than earlier phases in their lives.

“[sighs] Well, in the beginning there was nothing. | was high and dry... It
requires money and a lot to go off and get rehabilitation... But | felt all alone.
My friends left me and | ended up [relying on, LH] my family...that’s when all
hell broke loose, when | became disabled...but I have made a lot of progress
since then.”

The informants’ present support networks feature their immediate and extended
families, relatives, other close persons, friends, organizations, professionals and social
media. For half of them their networks include all of these. This result cannot be
generalized as applying to all Sdmi with disabilities. Many of the informants mentioned
that they were far more isolated in earlier phases of their lives and that they had
experienced loneliness. They speculated that at that time they would not have had the
courage to take part in the study.

"If you had asked me [earlier, LH] to take part, | would not necessarily have
been answering my phone.”

The extensive support networks generally included both Sami and Finnish contacts and
relationships. The informants with such networks consciously seek out networks and
invest effort in maintaining them. Getting services, achieving a meaningful life and
making progress in life are not possible without extensive support. Every contactin a
network is asked for help, support and information for particular aspects of life and
particular needs. Where a person has an extensive network, the depth of the
relationships with her/his contacts will naturally vary. The buffer effect that shields
people from setbacks on such a network is beneficial. The networks described here fall
into the category of welfare mix (4) in terms of Kinnunen’s model. One difference,
however, is the particularly broad interpretation of “extended family”. The notion
covers the place where one lives as well as one’s language group or people engaged in
the same livelihood. The informants with such networks had relatively sound social
capital to begin with and have built it up during their working career and through their
previous networks.

“[Former colleague, LH] called me and said ‘Now there’s some help [available,
LH] here. ['Are you intrested?’, LH] | said, ‘Certainly’.”
" have developed a [way to cope, LH] myself, which [a relative, LH] suggested.”



None of the interviewees described situations in which public assistance was not used
at all. All of them needed public services relating to disability, becoming disabled or
rehabilitation. The support on the official level might well have been thin, with the
support network proper consisting of family and relatives. Even in such cases the
interviewees noted the need for support in the form of public services. The situations
most closely match the immediate family type (1) in Kinnunen’s categorization,
although again “family” might refer to a larger group than the immediate family (2).

"My family and relatives stand firmly around me. They won't abandon me.”

Some of the informants had less extensive networks and spoke more about the
problems with support networks, experiences of loneliness and difficulties that they had
not dealt with. Scant contact with family and relatives was associated with feelings that
they had received too little official support. Confining relationships to individual
relatives or one’s immediate family was linked to earlier experiences of negative
feedback from networks and becoming alienated from members of one’s family and
relatives. Networks were built with new friends and acquaintances who had not played
any part in the informant’s earlier life or local community. Networks comprised selected
contacts, with new ones not added until the need arose.

"l have great friends...we write, we call. But | don’t go out and visit anyone
around here... | don’t spend time with them [family, LH], they are like strangers

to me.”

Where the networks are limited, the contacts in them take on greater importance. If
such a relationship breaks off, it is challenging to overcome the loss. Often the
informants brought out either directly or suggested that their situation could be better
if they had a chance to be heard in public services or if they had some trustworthy
contacts with whom they could share the painful experiences in their life. Where
networks are limited, they produce too little social capital to recognize or realize

one’s rights.

When a person had scant contact with family and relatives or the support they offered
was conflicting, interviewees received or at least sought help from professionals. These
networks correspond to Kinnunen'’s category (3) — those who rely on officials — or who at
least desire more extensive official support.

“Well, what | need most of all, is some company now and again...only checking
how everything is going, so | remain in good shape mentally, then of course a
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shop where | can get food and then blood tests and medicine have to be taken
care of too.”
“[I'd need, LH] counselling so | could talk about things confidentially.”

Several interviews clearly highlight the tendency to keep to oneself difficult matters
relating to the immediate family, violence or disability. In some instances dealing with
things alone is a habit adopted in childhood — partly as a result of separation from one’s
closest family members. In these cases, one can see a connection to the
intergenerational traumatization and intersectionality of traumatic experiences,
discussed in previous sections. Disappointment experienced in relationships with other
people and in the community makes people cautious and distrustful.

“l am a very cautious person and | don't trust others. | have been beaten so
many times... If | think of myself, | have very few people | trust.”

On a more general level, the interviews revealed that sharing one’s problems was not a
familiar way of acting. Many linked the feature to the traditional Sami style of living and
mentality. Presumably, another consideration is the risk of being misunderstood in
one’s immediate community, given that it has not developed an understanding of
disability. Experiences of alienation or ill treatment by the immediate community result
in withdrawal or escape. This describes the situation of those who fail to receive
support, those in category (5).

"I noticed that [a significant relative, LH] was going to come and help me but
then didn't.”

Almost all of the interviewees mention organizations for persons with disabilities as one
source of support. They provide information, rehabilitation and peer support. Peer
support organizations play a role in learning to live with disability, improving one’s self-
esteem and the shaping of one’s identity. The role of the organizations in networks that
produce support is more visible in the present study than in Kinnunen’s, and
corresponds better to the findings of studies done on the social help received by
different groups of persons with disabilities (e.g. Somerkivi 2000).

The organizations for persons with disabilities do not recognize the special nature of
Sami culture. This highlights the need, mentioned earlier, to support the creation of a
network among Sami with disabilities. The study suggests that this network should
have close connection with organizations for persons with disabilities so that the
knowledge they have accumulated could be made available to Sami more easily.
Dealing with disability and Saminess at the same time would be productive in terms of



increasing knowledge both in Sami communities of the rights of persons with
disabilities and in the disability organizations of the rights of indigenous peoples.

4.2 Meaningful activity

The means adopted by the interviewees for dealing with the hardships of their daily
lives were situation- and individual-specific in nature. In addition to support from other
persons, meaningful activity is important. This takes the form of work, study or work
activities as well as physical exercise, being outdoors in nature and hobbies.

On the one hand, the importance of exercise and sport lay in physical rehabilitation and
maintaining one’s functionality. Interviewees who improved their quality of life through
exercise demonstrated control and a willingness to challenge themselves as well as
tenacity in long-term continuous rehabilitation. Disabilities restrict exercise but
assistive devices allowed interviewees to overcome and even defy obstacles. Moreover,
they recognize the psychological boost provided by exercise, which encourages them to

continue with it.

“Yes, anyway |, using a roller-walker, went out for a walk... And | do all the work
that has to be done around the house.”

“There you can find them, things where you control yourself and your body,
those positive thoughts, that you're not thinking the whole time about this
rehabilitation and nothing but rehabilitation.”

It is well known that the Sami have a special relationship to nature and that this is a
crucial element of the culture. The traditional relationship to nature is characterized by
activity. In the case of several interviewees, disability posed a challenge to this
relationship, for they recognized how demanding and harsh nature and nature-based
livelihoods are as well as the challenges posed by their own disability for maintaining
their relationship to nature. In the Sdmi homeland people are out in nature to the extent
it is possible under the conditions in the north. In cities nature and outdoor life are very
different than in the homeland. The conditions make it possible to spend more time
outdoors. Getting around in the city is comparatively barrier-free and help is nearby if
needed.

"l have a habit of always walking down to the shore or into the woods and that'’s
where | let out my worries, the woods."”

"l have to say it’s not the same as living in the forest... | don't like it, when here
walking and exercising has not real point. | have to have some reason before |
leave the house to go [into nature, LH].”
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“Here [in the city, LH] | have had a chance to walk around, different places, to
look around and get to know a lot of new people... | walk a lot more here than in
[the country, LH]... It is very likely that if | [need help, LH] then I'll get some.”

Paid work is highly valued and sought-after as a form of meaningful activity. People are
reluctant to go on pension and living without income from a job means living on a tight
budget. The significance of work goes beyond its financial importance, however. It
brings content to daily life, contact with people, as well as status in the community and
society. These meaningful aspects of work carry over into the time when one no longer
has paid work. Previous experience in working life plays a role in improving self-esteem
and one’s participation in community life.

Rehabilitative work activity is ascribed meanings somewhat akin to those associated
with paid work. The value of both paid work and work activity is obvious, also when one
has to give them up. Rehabilitative work activity and work placements form entryways
via which one expects access to the labour market. On the other hand, work activity
pilots reveal the limitations imposed by one’s functional capacity and the labour
market. According to the interviewees, in light of their experiences, the ability of the
open job market to accommodate workers based on their capacity to work is poor.

When disability causes one to become excluded from the job market, one has to
develop a suitable style of living through activities normally associated with free time.
Volunteer work, work in associations and hobbies serve to bring meaning to a person’s
life. The choice of hobby reflects a person’s attitude towards people and communities.
Those who enjoy the company of others seek out group-oriented activities outside the
home. They draw strength from doing things and pursuing hobbies together.
Communal activity helps people stay on track with time and yields relationships
through which one can perhaps get help when it is needed. People look for hobbies
they can pursue alone if the company of people in the immediate community is not
perceived as promoting their welfare. In such cases, activities such as property
management, housework, handicraft, watching TV and using the Internet are
considered entertaining and beneficial ways of spending one’s time. Observing nature
and pursuing nature-oriented hobbies is a source of pleasure and heartening. When
people adjusted to the fact that they are no longer part of the labour market, their
quality of life improved markedly.

“You go to a pleasant event, [meetings of hobby groups, LH], the neighbouring
village, and have fun chats...if you stay and listen to the aches and pains, it'll
break you.”



“You might get too interested in watching TV or knitting, doing handicrafts... |
have often thought that | like to be alone and then | read a lot and listen to
music... | like to listen to music.”

For many of the interviewees social media and the Internet offered meaningful activity
and contacts with other people, when the immediate community and activities
available nearby did not provide them with a feeling of wellbeing or caused feelings of
being different and of rejection. Contacts with distant friends or relatives also became
easier. Moving no longer hampered maintaining relations with other people as much as
in the past. The Internet also makes it easier to create and maintain friendships with
people outside one’s immediate community. Enthusiasm about the Internet could also
be sensed in the comments of older persons once they had gotten over the threshold of
starting to use it. Contrary to the conventional view, the contacts that older people had
were not confined to children and grandchildren; rather, social media helped them form
friendships with people outside their own locality.

Researcher: “Do you ever experience loneliness?”
Informant: “No... With the kids as far away as they are it is lonely, but we have
Skype.”

The sense of community on the Internet takes on a dimension that is felt to be
personally enriching. Social media offer opportunities for intimacy, normalcy and
belonging, which persons with disabilities found lacking in their lives. On social media
one can keep disability to oneself as much as one wants. The games and arenas on
social media offer forums where a person can be just anybody. No one can see a
person’s disability and she/he has better control over the limitations it imposes. The
world of games was appreciated particularly by the younger generations since it gave
them a chance to be “normal” or in fact to be a victorious conqueror or team leader.

"It improved self-esteem when | got to be a hero and...got to hide...nobody can
see your disability and then you find these [people, LH] and you learn English.
People communicate better there because they don't see the reality... | stayed
in [a game, LH] for a long time...and was the best.”

“For me what's therapeutic is to go to the game store...and I'm there among all
the games, because games were a big deal to me. And there it felt like | could

|n

relax there and could breathe, | could be norma
The world of games and social media are not sufficient sources of support in their own

right but gave the interviewees some breathing room in a community they found
oppressive or represented a way to detach oneself from the daily routine. In a variety of
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ways, the Internet and social media offered new support networks for the wellbeing of
persons with disabilities in what is a geographically rather far-flung Sami community.

4.3 Advocating for oneself and others

The interviewees’ experiences of discrimination and injustice awaken in them a desire
to change things. They advocate for change in the position of Sami and persons with
disabilities and, in particular, Sami with disabilities, but also in other matters where they
have encountered injustice. Advocating and trying to make a difference alone are not
enough to enable one to adjust to a difficult life situation but it is an effort to change
one’s circumstances.

A desire for change was reflected in the language choices made for children by older
people, as has been discussed above. The aim was to prevent a repetition of
discrimination, regardless of whether their preference was that their children would
become Finnish speaking or Sami speaking. The interviewees’ own experiences have
made them quite sensitive when it comes to recognizing difficult life situations. The
show a special empathy and readiness to help in their behaviour towards others who
are going through difficult situations.

"l tried to work things such that everyone could come and see me and that no
one would experience the loneliness | had, due to the discrimination.”

“The fact that you recognize that someone has is worried, is afraid,
disappointed...but afterwards they feel really good about themselves because
someone cred and sorts things.”

The interviews show that living as a member of a minority entails a demand that one
should try to make a difference beyond one’s own situation. All of the interviewees had
reflected on their own attitude towards advocating. The choices they made were
individual. Three chose working through a political party or municipal politics. Others
became involved in organizations in the field of social and health care, as active
members of the parish or as ordinary members. For some this advocacy took the form
of helping individual people going through difficult situations through their own
networks. Looking at the way in which the interviewees took part in promoting social
solidarity, one sees a spectrum of the operation of democracy from decision making to
implementing decisions all the way to being ordinary good citizens.

" was the member of [the committee, LH].”



“It's never been my style to rise up in protest and start making a fuss. | go like...
which just goes where it is headed. | don't start making a lot of noise because
confrontation only produces conflict. It irritates those who think differently.”
“I'm not involved in anything else but the Sdmi association... | do vote.”

The interviewees include people well-versed in the whole range of popular democratic
involvement. They represent a broad range of fields and arenas. Their work has also
provided arenas for advocacy.

All of the interviewees pointed out that advocacy is necessary, at least in principle. If
they feel they are not the right people to bring about a change they hope that others
will. This appears for example as a desire to take part in research and the hope that their
voice might help others in a similar situation. Two of the interviewees pointed out that
they had taken part in other studies relating to Sdminess. One found participating in the
studies tiring but even she/he found them necessary as a form of advocacy. The
interviewees feel that their voices as persons with disabilities were not heard in the
studies on Sdminess.

The public debate on Saminess has seen rather extreme tones and as well as conflicting
opinions, which have attracted publicity and some of the interviewees find these alien
to Sami decision making. The image that spreads in the media of the Sami community
as a discordant one discourages visible political activism. Although they understand the
need for political activity aimed at realizing Sami rights, they have sometime
internalized experiences of discrimination to the extent that they have developed an
aversion to issues relating to Saminess.

"l ended up with the nagging feeling that after all | had go through [in the
dormitory, LH]...it leaves you disgusted... | have never really gotten too excited
about any Sami celebrations or festivals and stuff like that; I've steered clear of

them."
“With all due respect, they spoil some good things with their extreme
positions."

"l don't really pay attention to the debates about Saminess...because | don't
think they are really part of what it means to be a Sdmi... I'm used to arguments
being settled by the people involved talking things over, with no one making a
big deal of things. They settle things between themselves and then everyone’s
talking to one another again and working together.”
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Even though they are seriously committed to advocacy and spend time on it, the
present social atmosphere brings on a certain fatigue. The interviewees feel that there
is again less acceptance of diversity and that the Sami are once again objects of racism.

“There has been a clear increase in racism...diversity is not as readily accepted
as it was 10 years ago.”

4.4 Agency and Saminess

Advocacy requires courage and strong agency. A robust self-image is by no means self-
evident for persons with disabilities. People who have lived with disability since
childhood or those who have suffered a serious injury speak quite a bit about accepting
themselves and the identity work involved in accepting that their basic circumstances in
life are different and that they have to live with their own special situation. For those
who have been living with disability since childhood this phase lasts well into adulthood.
In the case of those who become disabled, identity work has an intense initial phase
which usually lasts several years, sometimes longer. Any significant changes in one’s life
after that phase require a rebuilding of one’s identity on changed bases.

“Pretty certainly up to the age [in adulthood, LH ], I had to learn myself... |
accepted myself the way | am. After that life started getting easier somehow.”
“[The new, LH] diagnosis, it was humbling, on top of everything else.”

Finding one’s own place is a matter of giving something up; it's more and very much a
matter of building something new. The accounts of the interviewees stress a self-built
life. This does not mean a life one has built alone. One’s circumstances are so different
that one has to craft one’s life differently from the way most people do. There are many
situations calling for choices and decisions, and accomplishing things requires more
work than it ordinarily would.

"l have invested so much effort in getting my life back [recovery, LH]...what if it
had failed after all that.”

"l was thinking, ‘I have to get out of here’... | was wondering whether | wanted
to and so on... | doubted whether | could make it, whether it was the right
decision. Ultimately, | have to say that it was the right decision to come here.”

Disability creates special needs and requirements in life for which solutions have to be
found. Sometimes the interviewees’ situation involves a total change of environment,
as above. They are in different phases in their search for solutions. Their narratives
mention situations which have required them to have the courage to seize new



alternatives. Most interviewees could have died, lost their desire to live or ended up in
even more difficult situations than they are presently in. They said that things could
have turned out differently if they had not changed their environment or their living
habits or come up with appropriate solutions where rehabilitation and assistive devices
were concerned. An equitable life is in no way a given or guaranteed for persons with
disabilities — regardless of the international conventions and national legislation.
Rather, achieving equality seems to be a struggle for survival in which one encounters a
constant stream of surprising challenges.

Finding solutions appropriate to one’s own life through experimentation and setbacks is
rewarding. Belief in one’s own agency is strengthened. As a rule, the interviewees’
accounts emphasize an active search for ways out of a situation. Although the realities
imposed by disability and one’s environment are restrictive and the means of coping
limited, one finds appropriate and feasible solutions. The informants recognize the
limits of their agency even though these limits and the environment are tested.

A number of interviewees discovered qualities in themselves which they found closely
associated with Saminess. A reluctance to mention difficult matters and problems as
well as a tendency to deal with them alone are connected with Saminess in some
contexts (e.g. Jarvensivu, Pohjola & Romakkaniemi 2016). In other instances, these
tendencies are associated more closely with small communities than with Saminess as
such, and the interviewees emphasize a desire and ability to share difficult matters with
their family and others they are close to. Avoiding mention of one’s problems is not
always viewed as promoting coping; rather, efforts are made to overcome this
tendency.

"l had to learn to unlearn a tendency where | kept everything inside, all possible
sadness, anger, frustration and...then [| met a new person, LH]. | mean they’re
easy to talk with.”

Other qualities associated with Saminess are tenacity, perseverance, persistence and
being solution oriented, all of which are perceived as supporting a person’s ability to
cope (also Miettunen 2013). Nature-based livelihoods and living in harmony with nature
are underlying factors in the development of these qualities. Tenacity is a facet of the
persistence and perseverance required to find solutions. The interviewees want to hold
on to these qualities. They are coping resources.

"l am so tenacious, | don't know if it is genetic, part of the Sami genetic
heritage.”

“One thing that has also helped me to cope and go on is that | haven’t stopped
and dwelled on matters, depressing matters.”
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“And | have never given up such that | can’t take it anymore and do anything. |
didn’t have a whole lot of energy of course when you think of what the situation
was.”

Saminess as a personal identity experience is profoundly present in all the interviews.
Saminess is an experience in its own right regardless of how the interviewees relate to
the way Saminess is featured in activities advocating for the Sami in society at large, in
their community or in their lives in relation to other people. Saminess is something that
simply exists and that no one can take away.

"l was born a Sami and am a Sami. Full stop.”

"I know someone who has gone so far as to lie and say she/he is not a Sami. |
said, ‘For goodness’ sake, | have never once thought that | should say I am
something other than what | am’.”

"My style of living is 100% the Sami style.”

“Even though we were oppressed and they tried to make us, it was, | guess,
they tried to make us Finns [laughs]. But we have Sdminess there inside us —no
two ways about it.”

“l am a Sami, and I'll do fine with that, | don’t have to ask anyone anything.”

Even where Saminess did not figure prominently in the lives the informants live today,
its existence or revitalization as a personal experience was part of their lives.

“I'm very proud of Saminess but | am not proud of my relatives.”
"l at least try as hard as | can to engage with my Saminess.”
“Saminess is important. It is pretty important here.”

The previous chapter, chapter 3, dealt with rather intense experiences of discrimination
associated with assimilation policy. The last eight interview excerpts show profound
experiences of Sdminess as an element of one’s identity. This seems to be associated
with recovery from assimilation policy, difficult events in life, such as coping with
becoming disabled and creating a life with disability for oneself. A personal experience
of Saminess reinforces one’s identity and provides strength for coping with hardships.
Other research has yielded similar indications that belonging to an indigenous people
may act as a resource compensating for disability (King, Brough & Knox 2014; Uttjek
2016).



5 Service experiences

In the interviews we concentrated mainly on the interviewees’ own experiences of
welfare services. Occasionally we also mentioned service experiences of their
acquaintances and, in particular, of experiences offered in Sdmi. Welfare services
offered in Sami came up to the extent that the interviewees had experiences of them.
The results of this study are not comprehensive from the standpoint of the welfare
service system; they provide a picture of the experiences of a particular group. The
results do not describe the provision of welfare services in the Sami language as a whole
in Finland; a study of welfare services in the Sami homeland was carried out several
years ago (Heikkild, Laiti-Hedemdki & Pohjola 2013) and a corresponding one of Sami
living outside the homeland is close to completion (https://saradutkan.fi/). Research has

also been done in Finland on the meanings given to social work tailored to Sami needs
by the social workers in social services offices in the Sdmi homeland (Jarvensivu,
Pohjola & Romakkaniemi 2016) and on the experiences of staff in the Lapland Hospital
District of taking Saminess into account in health care (Kinnunen & Kitti 2013). These
studies did not deal with the position of persons with disabilities or with their service
experiences.

5.1 Sami-oriented school services

Of the services provided in Sami, the interviewees mainly cited educational services.
The availability of early childhood education and other educational services for children
in the Sdmi language has improved in the Sdmi homeland; elsewhere in Finland
availability is haphazard.

There were two older interviewees who had an opportunity to use Sami in schools but
in their school, like others, the teaching and learning materials were in Finnish. In the
case of the other older interviewees, the use of the Sami language was forbidden and
they were afraid of being punished if they broke this rule. After such experiences, one
feels no need to be able to use one’s native language in welfare services, nor is it
possible in all contexts without a sufficient command of the written language. The use
of Finnish is an automatic habit learned when one was forced to speak it as a child.

“Yes, at home | speak Sami for the most part and Finnish when | have to... If we
had had a Sdmi-speaking teacher, we would have studied Sami [in school, LH],
we would have learned to write Sami. We didn't learn anything. | can't read or
write Sami, it's so hard. And | don't even like to, for the most part what I do | do
in Finnish and write.”

78


https://saradutkan.fi/

79

The interviewees are satisfied with the development that has taken place in the schools
and in opportunities to learn the Sami languages. But there is still work to be done;
opportunities are limited to the homeland and bilingualism has resulted in pupils
speaking Finnish during recess, when involved in traditional livelihoods and in

their families.

“The boys speak Finnish to the reindeer.”
“At first | wanted us to start speaking Sami to [person, LH], and [other persons,
LH] said, ‘You can’t because that will leave us out’—so then | couldn't do it.”

Even in the homeland, the experiences of the younger interviewees are confined, with a
few exceptions, to the schools. Their significance in potentially preserving and
revitalizing Saminess and the Sami language is beyond dispute. School services make
the learning of Sdmi possible for those who for the most part have spoken Finnish at
home or in whose home no one knew how to read or write Sami.

“Then it got so quiet in the classroom that no one even took a breath...then
everybody I'm sure, thought, now there’s going to be a war [laughs]... In
situations like this you notice that [the right to Sdmi-medium instruction, LH] is
a hotissue.”

Interviewees living outside the homeland had had no experience with public-sector
school services. They worked on revitalizing the language in the activities of Sami
associations, at their own expense, among friends and on studying the language on
their own.

With one exception, school gave all of the younger interviewees an opportunity to learn
to read, write and speak Sami. However, the school services in Sdmi do not meet the
special needs of pupils with disabilities. Elementary school lacks the equipment and skill
—or the understanding — needed to take into account the special situation associated
with their disability or they are offered a place in a special needs school. Teaching in
special needs schools is in Finnish and the support materials for pupils with learning
difficulties are in Finnish.

“The proposal was that they would send me to a school for pupils with
disabilities... | would have become completely Fennicized there.”

The interviews indicate clearly that the interviewees are aware that a good deal of
progress has been made in the homeland since they were in school in accommodating
pupils who need special support. However, this support is still contingent on the



awareness that individual workers have of the special needs of pupils with disabilities
and on their desire to help pupils and guarantee them an equal right to Saminess. As far
as the interviewees were aware, in the homeland the special needs of children with
disabilities are still not addressed systematically nor are services for the purpose
adequately funded.

In principle the younger interviewees had an opportunity for vocational education in
Sami at the secondary level at the Sami Education Institute. For the most part,
however, vocational education has been provided in Finnish. As all of the interviewees
know Sami and Finnish at least, this is not considered a problem. However, they do
mention that attending school in a less familiar language is particularly demanding
when the teacher does not invest time in the special needs of Sami students with
learning difficulties.

5.2 Sami-oriented social and health services

The interviews indicate that the provision of social and health care services in the Sami
language is poor. Two could cite situations in which they received health care or
rehabilitation services in Sami. No one had used an interpreter to receive services. The
interviewees used Finnish in dealing with officials because they were used to doing so,
through force of circumstances. Using Finnish is the most convenient option, since
other alternatives require special arrangements. It is hard for the interviewees to
imagine things being otherwise although they remember how grim things were in the
past when no interpreters were available. Nevertheless, they note that services in Sami
are a sign of respect and good client service; they are also important for preservation of
the language (see also Pohjola 2016).

“Nowadays they use an interpreter as a matter of principle. Some do... Too bad
there weren’t any when they were really needed... The [service in Sami, LH]
feels good even though you understand Finnish... ‘It's wonderful’ that we are
being acknowledged.”

"l do understand Finnish. It doesn’t seem that it [provision of services in Sami,
LH] is absolutely essential. But it's good of course, because the language is kept
alive.”

The again, the interviewees recognize that there can be situations where Finnish, if
learned as a second language, is not sufficient for taking care of one’s affairs verbally. In
addition, several of the interviewees identified a need for services in Sami in situations
where they had to deal with sensitive and intimate matters (see also Jarvensivu, Pohjola
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& Romakkaniemi 2016). At such times a worker is needed who knows Sami. Using an
interpreter is not appropriate in such situations.

“[Services in Sdmi is needed, LH] I don’t know...the psychological...maybe the
medical end... | can't say.”

“Yes, the doctors could [speak Sadmi, not Finnish, LH]; [with Finnish, LH] you
end up thinking, ‘What did that mean?’ It would be a lot easier to talk about
things in Sami.”

Numerous studies have observed that among Finns the threshold for seeking help in
difficult life situations is generally quite high (see e.g. Rantalaiho 2006; Torma 2009).
For many of the interviewees in the present study living in a small community raises this
threshold even higher. Members of the community who seek help are easily identified
and they are not necessarily convinced that their privacy will be protected. Another
thing that was seen as possibly limiting the use of a Sami worker was that people did
not want to share their affairs within what is a small community. The interviewees in
fact noted that in the case of sensitive matters it is easier to seek services from farther
away rather locally. The services located farther away are also often special services,
and the interviewees have more confidence in the support these offer than they have in
local basic services.

“The problem with the officials in [own community, LH] is that most of them
are relatives, so | don't really have confidence.”

“These, you know, are ones that will really look into things, some of the
specialists or some special, disability [services, LH], they really understand right
away how hard things are for us, but a normal doctor doesn’t, no way.”

Previously it was pointed out that talking about difficulties, problems or things that
revealed any kind of weakness is not considered natural for Sami, which might make it
difficult for them to seek services more generally as well. Within the community this
characteristic becomes readily visible. Nevertheless they recognize that seeking and
receiving help is important for one’s wellbeing.

A number of the interviewees have acted as support persons for Sami in service
situations or offered services in Sami in the homeland. Those who have done so
describe situations where a Sami-speaking client’s or patient’s situation was incorrectly
interpreted before a support person was involved. The crux of the matter was both
linguistic difficulties and the cultural distance between the Sami client and Finnish-
speaking worker. Stereotypical conceptions of Sami might prevent people from seeing
the true situation. A patient might receive an incorrect or incomplete diagnosis when



she/he understands the things that are asked differently from the professional doing
the asking. The client does not always receive sufficient care or her/his need for
rehabilitation is not recognized. Even though the client has a fluent command of Finnish
for everyday matters, she/he does not understand the language used in services. The
service providers do not realize this and the client may leave a situation without having
understood what happed (also Miettunen 2013). This may be as difficult for the worker
as it is for the client.

“The [worker, LH] called and said ‘Won’t you come, this just isn’t working ..."
The client says [later on, LH] ‘Oh, it's great that you exist, | was already
panicking”.”

"l was with [client, LH] there [with a special expert, LH]... With [the client’s, LH]
Finnish skills...that would have been a complete disaster.”

“[I made a suggestion, LH] as to whether it would be possible... l interpret [the
matter, LH] for this [person, LH]... This is what we did and [the diagnosis
changed, LH].”

“Then a nurse came to apologize, asking what you thought when they asked
you such...a things. | said it’s not anything for me to be ashamed of, it didn't
bother me.”

When a person becomes disabled, a person who was bilingual may lose one of her/his
languages and the language lost might be Sami even if Sdminess remains a significant
part of the person’s identity. Disability and rehabilitation services have failed to notice
the opportunity of using the study and recovery of Sami as a form of rehabilitation. One
gets the impression from the interviews that language skills have a beneficial effect on
self-esteem and thus on rehabilitation as well.

“And Sami...it disappeared altogether [upon becoming disabled, LH]... Nothing
but a few bits and pieces left... | am working hard to get to the point where |
have the courage to start speaking it again...and | would be able to bring out my
Sami identity for myself from that.”

Being bilingual does not mean that one can engage with services in both of the
languages. In particular, in life’s crisis situations and in using special services a client’s
bilingualism requires more focused work on the part of the service provider than usual.
One should make a special effort to determine in which language the service in question
should be provided. If the service cannot be provided in the desired language,
opportunities to use an interpreter or a support person of one’s own choosing should be
ensured. Sometimes a support person is a preferable as a solution to an interpreter,
since the support person may help out in both linguistic and cultural interaction.
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In several interviews we referred to support persons using the term “cultural
interpreter” and the interviewees found the expression to be a better description than
“support person” or “interpreter”. Support persons who have been interviewed note
that they acted more as interpreters of culture and ways to communicate than of
language. Crucial to the role of support person is consideration for the special nature of
the culture involved.

"“It's easier for me because | also know these families... When people are talking,
a Finn starts interpreting incorrectly right off the bat [even though she/he
knows Sami, LH]... You [a Finn, LH] have the language but the other half is
totally missing. | grew up [a Sami, LH]... The trust comes right away and you
know that you belong this family, you have the knowledge. And then thereis a
certain hierarchy, you could say it is admirable, sort of democratic in a way.”

The cultural interpreters had known their clients for a long time and they had other
information about the clients’ life history and situation, information on which they
based their expertise. Three of the support persons interviewed had at some point
received payment or some form of compensation for their work but monetary
compensation covers only a fraction of the work they end up doing. Cultural
interpreters have knowledge based on training, experience of how the system of
services works and a mastery of the language the system uses.

"l understand both cultures pretty thoroughly.”

The Sami community makes good use of these cultural interpreters and the interpreters
are generous with their help. The interviewees noted that they were called on short
notice to help out in client situations where some form of crisis arose or in situations
where certainty was needed on what to do. Volunteer work is hectic and cultural
interpreters mentioned how they grew weary from time to time of their unpaid

“second job".

“I'm pretty tired right now in fact.”
“Much more is demanded of us than of so-called outsiders.”

People have confidence in the ability of cultural interpreters to help them. There is a
clear need for culturally adequate service guidance in the Sami language and from
within Sami culture, and it is also clear that this need must be officially recognized and
properly resourced.



In discussions, welfare service professionals have mentioned how their organizations
are inadequately prepared to give due consideration to Saminess when providing
services. Maija Faurie (2011) has also noted that knowledge of Sami culture in decision
making on social security is inadequate. The attention given it has largely focused on
language, with the special nature of the culture not being recognized in client
encounters or in interpretations and decisions that have been made. In discussions, the
contact persons said that the organizations lack assistive devices that accommodate
the Sami language and that professionals need more knowledge on the special
characteristics of Sami culture. The various pieces of equipment used to facilitate
communication operate almost exclusively in Finnish and have to be tailored to the
needs of a Sami client each time. The resources available for such work are insufficient.
Many service providers admitted that Finnish is often used because the client speaks it
fluently. Where Sami clients have become accustomed to taking care of their affairs in
Finnish, professionals have become accustomed to Sami clients’ Finnish skills. Bringing
about any change in this situation would require efforts to undo routines and dismantle
colonialist structures (Pohjola 2016).

5.3 Universal Finnish welfare services

Even where provided in Finnish, public welfare services were perceived as essential to
the interviewees coping. Unfulfilled cultural and linguistic expectations aside,
shortcomings were noted in the client-orientedness of the services. Persons with
disabilities or their close networks did not have sufficient information about services or
their right to them, nor did they have the support structure for locating the services. A
number of other studies of services have reached similar conclusions (e.g. Jarvikoski,
Hokkanen & Harkapad 2009; Metteri 2012; Kivist0 2014; Martin 2016). The lack of
knowledge on disability in the welfare services results in clients not being treated as
they should be. There is a need for social advocacy both with and for persons with
disabilities (Hokkanen 2014). This means both advocacy for individuals with disabilities
resulting in their situations being considered holistically and more general, structural
advocacy relating to disability and the rights of persons with disabilities.

"But who do you ask for services when you don’t know, when nobody lets you
know what services you can get?”

Social and health services in general, and medical expertise and rehabilitative services
in particular, have proven to comprise one-off actions. On the one hand, they lack a
long-term perspective and, on the other, they fail to adequately comprehend the
patient’s situation as a whole. When a person becomes disabled or a disability is
detected what is required, in addition to an accurate medical diagnosis, is a correct
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social appraisal of the significance of the diagnosis for the person’s life, her/his
immediate environment and its implications for her/his need for help, support and
services. Becoming disabled, admitting that one is a person with a disability and
rehabilitation represent long-term processes in the interviewees’ lives. Disability is part
of life and its impact over the course of a person’s life changes as life situations change
and a person gets older.

"l have such a dread of Social Insurance Institution after dealing with them that |
am not going to ask them for a single euro. | have...paid for stuff out of my
pocket... I had to fill in the forms myself and they promise [service, LH], then
comes the decision that | have to [provide more information, LH], noting. They
bounce me around...no psychological support, nothing. | had to get through all
the paperwork the same as everyone else. ”

Informant: “Once | received [a period of care, LH]...now | have applied for two
years [for a continuation of the care, LH] but haven't received any reply from

[the municipality, LH]. The [professional, LH] recommended that the care be

continued, it was beneficial.”

Researcher: “Did you find it beneficial?”

Informant: “Yes, it was.”

Finding a solution that fits the situation of a person with a disability, realizing what
opportunities she/he has and supporting them requires experimentation and
determination. An individual’s resources and hidden skills are best found by working
together. Long and diverse paths of rehabilitation bring about significant progress and
assistive devices appropriate to a person’s situation enable her/him to enjoy equality.

“There | had the chance to gradually begin aquatic therapy and physical therapy
and...then [a third form of rehabilitation, LH] started and then along came the
[special, LH] department... Three years later came [the fourth form of
rehabilitation, LH] and then | spent time [in several periods of care in several
rehabilitation facilities, LH]...and | got the results there and the magnitude of
these disabilities and everything else that [earlier, in my home community, LH]
they didn't know.”

The interviewees spoke of the great significance the diagnosis takes on in the system of
services. Arriving at the right diagnosis might take years and getting it requires
resources and skill on the part of the person with a disability and those closest to
her/him or her/his support persons. A lack of a diagnosis is problematic in that without
one it becomes difficult to get services. Getting rehabilitation and services becomes a



hard and haphazard process, which compounds the consequences of the disability,
hampers efforts to devise compensatory services and reduces their availability. An
incomplete diagnosis may lead to unsuitable forms of care.

“Gradually all the pieces seemed to have sort of come together but it took
[many, LH] years. So | partly paid for it myself.”

“In my opinion what [the professional, LH] went ahead and did, it was a
mistake, | mean.”

Often disability involves medication in addition to services and rehabilitation.

A person’s attitude towards the medication she/he has been prescribed varies. There
are situations in which they mention unequivocally that they have stopped taking their
medication rather than put up with its side effects. Then again there are situations
where people emphasize decision making together with the care staff. The staff offer,
among other things, cutting-edge care or medication and in modern care methods one
is “dependent” on a client’s own assessment of the suitability of the care. Third,
situations occur in which people trust the doctors and the care decisions made by staff
because they are experts in their field.

“Sometimes there are more, sometimes fewer [side effects, LH]... | have been a
guinea pig — whenever there is a new drug out, we go ahead and give it a try... |
have had reactions right away... | have had to stop taking the medication right
then and there... Yes, the doctor is good. She/he has time to discuss things and
talk long enough that | can ensure | understand and...it takes a lot for the doctor
to listen and try to figure out how these [symptoms, LH] can be reduced.”

Many of the interviewees spoke about the appropriateness or inappropriateness of
medication. Looking for medication that is suitable is complicated and has an impact on
one’s life. Unsuitable medication reduces one’s functionality, causes health problems
and is harmful socially. From time to time working out the right medication becomes a
significant part of one’s life. Effective medication makes life easier.

Once made, a given diagnosis guides the interpretation of situations and the actions
taken. When disability changes over time, or a person develops a new health problem,
the service system has difficulty acknowledging the change. The diagnosis and the
assessment of a person’s situation seemingly accompany the person in the service
system as an identifier and determine the way in which she/he is viewed. Diagnoses are
static and their gaze is turned towards the past. The life of a person with a disability on
the other hand is directed forward and towards change.
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“"When | had these [earlier diagnoses, LH], they didn’t believe | had a problem
[elsewhere in my body, LH] as well.”

A diagnosis might also be a stigma which constrains a person’s life because it prompts
prejudices and ideas about what a person is capable of. In this way diagnoses can also
limit the possibilities that a person with a disability and the community envisions. This is
one reason why people sometimes do not disclose that they have a disability.

The interviewees included persons who consciously broke down the barriers imposed
by their diagnosis. It is possible that arriving at the correct diagnosis is particularly
challenging in multicultural situations. This can be seen as an indication of how
common it was in the case of the interviewees that their lives had not taken the course
that one might have assumed on the basis of their diagnosis.

“[The doctor asks, LH] ‘Have you been leading an orderly life?’ | said | have been
driving a snowmobile *You know you're not allowed to do drive a snowmobile’. |
said that | have driven one anyway.”

There are more shortcomings in services when it comes to giving due consideration to
culture than a lack of services in Sdmi. On a more general level, services lack an
understanding of Saminess, as well as the special style of communication and way of
life in Sami culture. The lack of adequate services seems at least in part to stem from
the inability of services to engage with people in their special, individual life situations
and to see the joint impact of this situation and disability.



6 Conclusion

6.1 Evaluation of the study

6.1.1 Methods and research practices

The material for the present study was gathered through interviews. There has been
very little research done to date on Sami with disabilities. As the study progressed, it
became clear that the members of the target group who ended up being interviewed
were people who had a readiness to act as informants. They were more ready to take
part and capable of taking part and had networks through which they found out about
the study. This should be taken into account when applying the results of the research.
People living in extremely serious situations are a minority in the material.

In doing research on persons with disabilities and members of a linguistic minority,
disseminating information, informant agreements and setting up interviews all require
a considerable investment of effort. Critical assessment of the research procedures
employed is needed when considering linguistic and cultural circumstances as well as
the situations of the individuals involved. The solutions are considered on a study-by-
study and situation-by-situation basis. The many implications of the solutions adopted
are reflected in the fact that the written materials of the present study have been
produced in two languages, a measure taken to acknowledge the right of Sami-
speaking informants to material in their own language. Producing the material in both
North Sami and Finnish was relatively straightforward thanks to colleagues who know
North Sami. If it had become necessary to accommodate all three Sami languages
spoken in Finland, the study would have been delayed and extra costs incurred. When
embarking on such a research project and applying for funding it is impossible to fully
anticipate the special circumstances that will emerge as it is carried out.

In principle, having material in two languages supports the status of the Sami language
but on the level of the individual interviewee, the use of both languages may take on
unintended meanings. Older Sami-speaking persons speak their native language but
can neither read nor write it well. For some of them the practice with regard to the
language was more of a reminder of skills they lacked than of skills they had. In
addition, many disabilities make it difficult to understand written text. Supplementing
information on the research by materials in plain language, pictorial aids, Braille and
sign language would have ensured more equitable treatment, but would have entailed
more time and expense; even then the special circumstances of many groups of persons
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with disabilities would have been overlooked. The arrangements were covered in the
interviews and in meetings preceding these, but people cannot revisit such orally
communicated material on their own. Compromises must be adopted on a study-by-
study basis. As regards follow-on research, multilingualism can be considered a sound
approach but the information could have been made available live in spoken form and
as a recording through email and the Internet.

The snowballing method is well suited in cases where the target group is difficult to
reach. Although the snowball did not roll too readily, trying to reach potential
informants through a number of different channels yielded a variety of views and
experiences. More time would have been needed for reaching the target group, given
that disability is known to be a sensitive topic. The timetable for the research was tight,
with the analysis of interviews taking place as new informants were sought.
Disseminating information quickly and through various intermediaries increases the risk
of the intermediaries or potential informants making flawed interpretations or feeling
that they have been bypassed. This makes implementation of the research more
difficult and may prevent a particular subgroup being reached.

The personality of the researcher also has a bearing on the implementation of the
study. | am not a Sami nor do | have a disability but | do have some familiarity with both
—more with disability, less with Saminess. The interviews were conducted in Finnish. In
some cases one could clearly see the influence of the Sami language, of disability and of
the mode of discussion characteristic of Sami culture. Taking these into account in
interpreting the data requires time and sensitivity. Every reading yields new meaning
for the matters discussed. The analysis of research material is always a matter of the
researcher’s interpretation. In the present study this consideration figures quite
prominently.

» Accommodating the linguistic, cultural and individual factors pertinent to the
target group involves a situation- and study-specific solution.

» Working out research solutions that respect and give due consideration to the
particular nature of disability and multilingualism requires an investment of
effort, interest and resources.

» Thediversity of disabilities poses challenges to research that in practice cannot
be addressed exhaustively.

» Acquiring comprehensive information using the snowballing method requires a
number of fresh starts and time.

»  Arisk of misunderstandings exists, particularly when doing research on value-
laden topics.

» The standpoint of the researcher as an insider and outsider with respect to the



phenomenon being studied is always partial and changes over the course of the
research.

6.1.2 Research data

All of the interviewees are over 18 years of age. Matters relating to their childhood and
youth came out through experiences heard from others or through personal
retrospection. The study deals partly with past experiences. The past is significant for
people’s experiences in the present; this particularly true for groups of people who have
experienced structural violence, as is the case with persons with disabilities and Sami.

Using snowballing that taps extensive networks reaches Sami with disabilities who are
living in a variety of situations. The method also yields information on the phenomenon
of interest that serves to complement the interviews. Reaching prospective
interviewees is easier in northern Finland than elsewhere. All in all, those who ended up
being interviewed were people who have or have had a strong attachment to Sdminess
in their everyday lives. The group of interviewees includes relatively many people who
live in the Sdmi homeland and speak Sami as their native language. The informants do
not represent Sami persons with disabilities at large in Finland. Sami who live outside
the homeland and are Finnish speaking are underrepresented.

Where disability is concerned, the interviewees represent a diversity of backgrounds.
Almost all have several disabilities and chronic illnesses. Well represented among the
interviewees are groups of persons with musculoskeletal disabilities, learning
difficulties, cognitive disorders and brain injuries. The material almost totally lacks
person with mental illnesses, sensory disabilities and very severe disabilities. These
disabilities are discussed largely through the experiences of acquaintances. Some of the
shortcomings in the material can be attributed to the interview and snowball method
chosen, the desire to speak primarily with the persons with disabilities themselves and
the use of the word “disability”.

» Allinterviewees are over 18.

» The material is rich in relation to its size; it exemplifies the views of different
age groups, both genders as well as people with a variety of disabilities.

» The material reflects in qualitative terms the diversity of the phenomenon
being studied, although it cannot be considered a representative sample of
Sami or of people with disabilities.

» Gathering a more comprehensive set of material would require a longer-term
study.
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6.2 Evaluation of results

Even as the snowballing proceeded, it became obvious that Sdmi persons with
disabilities are not well networked either officially or unofficially. Scattered groups can
be found among people in certain life situations and with particular disabilities,
especially in the Sami homeland, but these have only reached few people. The
interviewees feel that they have received support from Finnish disability associations
for building their identities and finding solutions. In these situations Saminess gets
overlooked in the peer support relating to disability. There is an obvious need to
support networking among Sami persons with disabilities as well as among disability
associations and Sami associations. Networks make it possible to take disability and
Sadminess into account at the same time in advocacy and providing support. In forming
networks, attention should be paid to the diversity of disability as well as the shared and
special needs of Sami living in and outside the Sami homeland.

It is surprising that a national survey (SARA project) yielded only two interviewees who
were willing to take part in a study dealing with disability. The interviews also indicate a
hesitancy and unwillingness to become defined through one’s disability. Disability still
brings with it Otherness and shame and people living with disabilities are discriminated
against. For this reason disability-related issues should be readily brought to the fore
and individual Sami should be supported to discuss their disability openly as examples
to others. In this way disability would become more visible, more accepted, more
readily noticed and better accommodated.

Both Sdminess and disability are complex issues. The Sami speak several different
languages. Among the other areas where diversity is found are special cultural features,
extended families and the traditional livelihoods of families, places of residence, and
relation to religion, political activity and multiculturalism. In the case of people with
disability, one sees diversity within the group caused by the consequences of different
kinds of disabilities in the community, society and life politics and the attitude of the
environment towards the consequences. Dealing with the Sami and with persons with
disabilities as distinct groups on the level of international agreements and legislation is
understandable. In the implementation of the agreements and in providing services,
acknowledging the heterogeneity within the two groups is a condition if services and
practices are to suit people’s life situations.

» Sami persons with disabilities lack a reference group or network through which
they can receive support attuned to their special needs and have influence on
matters that affect them.

» Therights of persons with disabilities have been largely overlooked in



discussions on the Sami although the Declaration of the Rights of Indigenous
Peoples requires that special attention be paid to persons with disabilities.

» The Sami are a people and as such an entity. The Sami languages and their
dialects, as well as Sdmi culture and changing ways of living, appear in forms
whose diversity is part of living Sdminess.

» Disability is a category that gives rise to many biases and much discrimination.
Implementing the rights of persons with disabilities requires advocacy that
pursue the shared interests of persons with disabilities and pursues the special
interests of different groups of persons with disabilities.

6.2.1 Discrimination

Both disability and Saminess still cause discrimination. At issue in the present case is
not only discrimination occurring today but the impact of past events on people alive
today. Recognizing and dealing with discriminatory practices from the past is one
aspect of eliminating their impacts from today’s practices as well as creating non-
discriminatory practices and seeing them become firmly established. Discrimination is
not necessarily recognized by those discriminated against any more than it is by the
people, organizations and services that perpetrate discrimination. Addressing the issue
requires opportunities to do so at the communal and individual levels (Herring et al.
2013). The opportunities available for this are insufficient and to some extent also
inappropriate for dealing with historical traumas.

Assimilation policies are also responsible for experiences of individual mistreatment
and experiences of violence, the processing of which requires particularly intense effort
due to the complexity of the experiences involved. The study revealed evidence of
experiences that had not been dealt with fully due to unclear boundaries between
organizations and the costs involved, resulting in a situation making life difficult for the
people affected. The system of services must exercise conscious, positive and
responsible discretion when putting together client-specific solutions for processing
difficult experiences.

Experiences of discrimination take on an individual character. Discrimination relating to
disability or Sdminess may become combined with other factors resulting in unfair
treatment. Experiences of discrimination in one aspect of life may make people
susceptible to it in others or in regard to another personal characteristic. The
intersectionality of different factors causing sustaining discrimination must be taken
into account in efforts to prevent it in dealing with and compensating for its impacts.
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Forms of discrimination based on different factors cannot be compared with one
another because the effects are felt in different ways and in different aspects of life.
Generally speaking, the impacts of discrimination associated with Saminess and
disability are wide-ranging and it is difficult to single out an area of life that they impact
in particular. Nevertheless, certain core affected areas can be identified. In this study
the principal manifestation of discrimination based on Saminess is the failure to realize
the linguistic and cultural rights of the Sami. Discrimination based on disability appears
most prominently in the realization of educational rights and the rights relating to
working life, mobility and care. Discrimination based on gender is most apparent in the
area of working and family life as well as in the failure to ensure physical integrity.

Discrimination based on disability is a global phenomenon, elimination of which has
been furthered by international cooperation, increased awareness and active efforts to
realize the rights of persons with disabilities. For Sami with disabilities the risk of being
discriminated against does not seem to be any lower than for other persons with
disabilities. Discrimination based on disability may be combined with the poor
treatment that Sdmi encounter, and in the homeland persons with disabilities must deal
with the particular challenges of receiving adequate services in a remote rural area.
Multiple discrimination makes Sami with disabilities susceptible to consequences that
are not related to either Sdminess or disability as such. Extending to Sami the measures
that have been taken to reduce discrimination of persons with disabilities and shaping
these measures to respect and promote the culture are a matter of utmost importance.

» The situation of and attitudes towards the Sami have improved, a fact which is
reflected in the experiences of the young people in particular.

» Historical experiences of discrimination impact Sami lives today.

» Structural discrimination increases the likelihood of tolerating unfair treatment
directed at individuals.

» Recognizing the intersectionality and contextuality of discrimination requires
particular perceptiveness and aids in fighting discrimination.

» Theimpacts on life of different factors leading to discrimination vary in relation
to one another.

> A serious experience or instance of discrimination may prevent one recognizing
a more subtle situation as a case of discrimination.

> The Convention on the Rights of Persons with Disabilities and the Declaration
on the Rights of Indigenous Peoples must be read side by side when looking for
ways to implement the documents.

» Therights safeguarded by international agreements and national legislation are
not rights until they are exercised in everyday life.



6.2.2 Coping

Factors that proved crucial to managing one’s everyday life and to realizing wellbeing
were personal relationships in the local community and the support received there in
the form of information, services and help, as well as emotional support. In many
instances, the local Sdmi community expands to cover not only the immediate family
but also the extended family, the area where the extended family has traditionally lived
and the family’s traditional livelihoods. The local community’s understanding of
disability and its implications supports the possibilities of persons with disabilities to
adjust to their disabilities and their life situations and to find their own way to live.
Implementing the rights of a person with a disability requires commitment, skills,
outspokenness and tenacity on the part of her/his immediate network. The local
community needs information and support in order to be able to offer persons with
disabilities support appropriate to their needs.

If persons with disabilities are to achieve a good life, they need societal services,
support and measures. Medical support is rarely sufficient as a service. In order to
ensure equal participation, a broad-based social view is needed on the implications of
disability and becoming disabled for life, participation and finding new opportunities. If
the support received from one’s close social network is insufficient or conflicting,
services and professionals are expected to provide a broader range of support than
usual. Professionals do not necessarily recognize the complexity and significance of
their role in the lives of persons with disabilities.

The work of disability organizations plays an important role in enabling participation for
persons with disabilities. The advice, guidance, services and peer support received
through the associations support people in forming their disability-related and in
finding ways to cope. The support that the associations provide is significant although
today it does not fully appreciate the special nature of Saminess.

Inclusion is realized in participating. For persons with disabilities participation on equal
footing means opportunities for meaningful activities. Study and work are considered
the primary arenas. They are perceived as ensuring communal and societal
participation. Because the labour market is discriminatory, other types of activities take
on heightened importance. The attitudes of the environment and the system of services
do not always show an appreciation of how important these arenas are in the lives of
persons with disabilities, contributing as they do to a broad range of needs, such as
maintenance of the home, housework, physical exercise, hobbies or social media.
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The Internet and social media offer arenas to Sami persons with disabilities that bring
to their lives participation, activities, personal relationships and a new agency. Social
support networks created through these channels enrich the persons’ lives. Internet-
based arenas will only grow in importance and they are likely to bring solutions to the
problems of receiving support although they cannot offer a comprehensive solution to
the need for support in everyday life.

Experiences of unfair treatment fuel the interest of Sami persons with disabilities in
advocacy activities. A person with a disability rarely musters the courage for visible
advocacy as a person with a disability but they embrace advocacy, ready to act as
supporting figures or work at the grassroots level or with individuals. Even if advocacy
does not prove successful personally, the need for it is recognized. This can be seen for
example in the fact that one hope where this study was concerned was that
participation in it would have an impact on the position in society of persons with
disabilities, Sami with disabilities in particular, and contribute to their having an equal
position as members of the Sami community.

Disability does not render life static; rather, life becomes more surprising, complicated
and dogged by setbacks than it is ordinarily. The interviewees exhibited a certain
tenacity that helped them in dealing with setbacks. This enabled them to pursue
matters with perseverance and resolve as they sought greater wellbeing and stronger
participation. One’s life is built of elements that are somewhat out of the ordinary; this
being the case, one’s own agency takes on heightened importance, even when support
is available through networks.

There is a clear difference between identifying as a Sami and as a person with a
disability. The Sdmi are a people and all the interviewees accept this form of
identification. Disability on the other hand was perceived more insistently as one
component of a person’s identity. Most of the interviewees showed a categorical
aversion to being called disabled and only several were ready to appear in public as
persons with a disability.

Saminess is strongly linked to personal agency and identity. Although one might
disagree with the work of the Sami Parliament or take no interest in the public debate
on Saminess, this does not undermine one’s Sami identity. The diversity of Sami culture
is seen as making room for difference as well. Sdminess is a supportive force for persons
with disabilities and a factor reinforcing their identities.

» When support from their closest network is thin, persons with disabilities
expect professionals to provide particularly broad-based support.



» Meaningful activity is the foundation for participation on equal footing. Work
and study are perceived as the principle means for enabling participation.
Where these are not available, other types of activities take heightened
importance.

» The arenas of participation and support provided by the Internet and social
media will grow in importance.

» Theinteraction between a person living with disability and her/his local
environment is a factor having significant influence on the impacts of disability.

» Discussions of Sdminess and Sami advocacy have largely overlooked persons
with disabilities.

» Life as a person with a disability requires a more conscious building of one’s life
than is ordinarily the case.

» The Sami identity is a strongly personal experience.

Y

The personal experience of Sdminess and a Sami identity support coping and
reinforce experiences of participation.

6.2.3 Services and shortcomings in them

The provision of services in the Sami language is an unfulfilled promise. In order to
revitalize the language services for persons with disabilities require solutions that
support the use of one’s own language and of two languages. The point of departure
should be to provide services in the client’s own language whenever the nature of the
service makes this possible. It is not acceptable, however, to offer Sami clients inferior
services by arguing that considerations of language so dictate. Competent services take
on heightened importance in the lives of persons with disabilities. Revitalizing the
language and culture requires the right to rehabilitation and service that takes
bilingualism into account. A person speaking her/his native language or a bilingual
person should have the right to revive her/his knowledge of Sami as part of the services
and rehabilitation he/he receives.

Services for persons with disabilities lack sufficient service practices and assistive
devices that would accommodate the Sami language and Sami culture. Developing
appropriate practices and services and tailoring them to individual needs requires
constant support. The conception of participation and a good life in Sami culture may
differ from that in Finnish culture, and this should be taken into account when making
decisions on what devices and services are considered acceptable. Examples that could
be mentioned are broadening the interpretation of “family”, the acquisition of devices
that support the culture and extending support for mobility not only to access services
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but also to spend time outdoors and to provide opportunities to be involved in
traditional livelihoods.

There is a shortage of Sami staff and staff with Sami skills in the social and healthcare
services, in particular in services for persons with disabilities. The availability of cultural
services is dependent on the efforts of individual people willing to invest time and effort
for the purpose. Implementing services in a culturally adequate manner always requires
special effort, a factor to be taken into account. One thing that would facilitate the
recruitment of staff with a knowledge of the Sami language and Sami culture would be
to earmark a sufficiently large wage supplement. In particular, attention should be paid
to the availability nationally of culturally, linguistically and professionally adequate
services and the extending of cultural competence to services for persons with
disabilities and different groups of persons with disabilities.

Given the complexity of Sdminess and the work left to be done in revitalizing the
language and culture individual professionals at the forefront of cultural services find
themselves in an onerous position. Networking among people familiar with the Sami
language and Sami culture would facilitate efforts to extend culturally adequate service
across the board into basic and special services both nationally and among the Nordic
countries. Networks would make it possible to strengthen professional and cultural
expertise as well as peer support, which in turn would help practitioners better handle
what is demanding work.

There would also be need to complement the network of professionals familiar with the
Sami language and Sami culture with similarly skilled support persons who could assist
persons with disabilities when using welfare services. The practices seen today are
scattered and temporary and based on either volunteer efforts or the occasional fee.
Permanent arrangements should be established for such work and national availability
of the network should be taken into account from the outset. Efforts to revitalize the
culture should be extended from early childhood education and the schools to social
and healthcare services and should encompass revitalization of wellbeing and
enjoyment of culture for people of all ages. There is a need for culturally adequate
welfare services and, in particularl, culturally adequate case management for Sami
clients. Genuine implementation of equality requires that general services are readily
available and to persons with disabilities as well.

» Linguistically and culturally produced services must also be professionally
adequate.

» Services for persons with disabilities that are geared to revitalizing the language
can also be bilingual to accommodate those whose native language is Finnish.



Assistive devices and services should support maintenance and revitalization of
the culture.

Cultural expertise must be taken into account on the job market in terms of the
education, financing and working hours required.

Special consideration should be given to supporting the revitalizing all of the
Sami languages also in welfare services.

Networking among professionals highly competent in the Sami language and
Sami culture would improve opportunities to make use of and enhance the
expertise available.
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Appendixes

Appendix 1 The structured interview frame in North Sami
and in Finnish

Structured interview frame in North Sami

A: DU DUOGAS JA EALLINDILLI

1. Gii don leat ? Gos leat eret?

(ahki, bearas, orrun, skuvlejupmi/bargodilli/eard doaimmaide oassalastin/birgen ja
vejolac¢cat vaddu, buozalmas/ erenomas darbu)

B: SAPMELASVUOHTA

vvvvv

3. Mo sapmelasvuohta oidno du eallimis? (vai oidnogo?)
4. Maid sdpmelasvuohta mearkkasa dutnje?

C. ARGABEAIVI JA VEAHKEHEAPMI SIHKE CUOLMMAID JA VATTISVUOBAID
COAVDIN
5. Makkar lea du dabalas beaivi? Sahtasitgo muitalit omd. du ievtta beaivvi birra?

6. Mis lea buohkain sihke buorre ja heajos beaivvit. Makkar assit laktasit du mielas
erenomas buorre beaivai? Naba heajos beaivai?

vvvvv

Geat veahkehit du? Mo?

8. Dalle dus go dus leamas du eallimis cuolmmat dahje vattut, makkar covdosiid leat
gavdan?

9. Geaid don ies doarjut dahje veahkehat?
10. Leatgo muhtumin dovdan ahte leat okto? Haliidatgo hallat das eambbo.

D. VASAHUSAT (ALMMOLAS) BALVALUSAIN JA VEAHKIS
11. Makkar balvalusaid geavahat iezat drgabeaivvis? (almmolas/gieldda/privahtta)



Makkar vasahusat dus leat balvalusain?

(Huomioiden, mita aiemmin on tullut esiin: veahkkeneavvut,
fysio/doaibma/hallan/luondu/psyko/ dahje eara terapiija, bargonavccaid arvvostallan/
bargoiskadeapmi/ veajuiduhtti bargodoaibma/ bargui bagadeapmi dahje eara
heivehuvvon bargu, veajuiduhttinkurssat, veahkkebargi, corgen, biebmobalvalus,
ruoktoveahkki, ruoktobuohccediksun, johtin)

12. Leago dutnje goas nu dahkkon mii nu plana daid balvalusaid ektui maid oazzut?
(balvalanplana, veajuiduhttinplana, assehasplana, bargoohcanplana dahje mii nu eard
plana mii laktasa balvalusaid oazzumii)

13. Mo gulahalat go ohcat dahje geavahat balvalusaid? Addetgo olbmot du? (dalle go
ozat balvalusa, dalle go mearridit balvalusa birra, dalle rievdadit balvalusa ja go
geavahit balvalusa)

Mo leat gavdnan balvalusaid? Veahkehiigo soames du?

Leatgo sahttan valljet makkar balvalusa dahje veahkki oazzut ja mo dat ollasuvvo?
Makkar vattisvuodat dus leamas go leat ohcan balvalusa dahje veahki?

Leatgo ohcan veahkki, muhto it leat 0zzon dan?

Leatgo haliidan vaikkuhit dan veahkkai ja balvalusaide maid leat 0zzon? Leatgo
beassan vaikkuhit?

14. Dalle go dus leamas lossa aiggit eallimis, leatgo haliidan halestit geainna nu dan
birra? (joatkkagaZzaldat: geainna? Leago fallan dutnje veahkki)

E. VEAHKKI JA DOARJJA, MAT VALDET SAPMELASVUODA VUHTII,
VEALAHANVASAHUSAT.
15. Leatgo goas nu 0zzon man nu balvalusa samegillii? (man, makkar vasahusat)

Leago dus leamas samegiela dulkka veahkkin? (mii balvalus, vasahusat, addejitgo
olbmot du, mii samegielaid)

Leatgo ie$ leamas dulkonveahkkin dahje doarjjaolmmozin nuppi sapmelazzii? (mii
balvalus, vasahusat)

106



107

16. Leago sapmelasvuohta moge boahtdan ovdii go leat ohcan balvalusaid? (manin ii,
vasahusat)

17. Leago du sapmelasvuohta valdojuvvon vuhtii balvalusain? Leago dat vaikkuhan daid
balvalusaide maid leat 0ZzZon? Sahtasitgo muitalit, mo dat lea valdojuvvon vuhtii dahje
vaikkuhan balvalusaide? Mo livécet haliidan, ahte dat livcii valdon vuhtii dahje
vaikkuhan balvalusaide?

18. Makkar lea buorre balvalusa, mii valda sapmelasvuoda vuhtii? (almmolacdat ja iezat
eallimis)

18. Leatgo vasihan vealaheami dahje givssideami balvalusa dahje veahki oazzuma
oktavuodas? Vealaheapmi.

Gii vealahii/givssidii, mo?
Naba leamasgo diekkar dilit, ahte olbmot eai lean adden du?

F. OASSALASTIN SERVODATLAS ASSIIDE
19. Leatgo oassalastan searvedoibmii? Sdhtatgo muitalit masa ja mo?

20. Figgatgo man nu lahkai ovddidit sapmelaccaid, lamisolbmuid dahje eara sierra

joavkkuid assiid? Mo don doaimmat?
21. Man dehalazzan oainnat oassalastima servodatdoaimmaide?

G. MAHCAHAT JEARAHALLAMIS JA VEJOLASVUOHTA DIEVASMAHTTIT
22. Makkar vasahus dat jearahallan lea dutnje leamas?
Mo dat lei earalagan go ledjet ovddalgihtii vuordan?

vvvvv

sagastallan? (vasahusat balvalusain, sdpmelasvuodas, vaikkuheamis, veahki dahje
doarjaga darbu)



Structured interview frame in Finnish

A: TAUSTASI JA ELAMANTILANTEESI
1. Kukas sina olet? Kertoisitko aluksi itsestasi, taustastasi ja eldamantilanteestasi

B: SAAMELAISUUDEN MERKITYS

2. Mihin asioihin sinun elamassasi ajattelet saamelaisuuden vaikuttaneen?
3. Missa asioissa saamelaisuus nakyy elamassasi

4. Millainen merkitys saamelaisuudella on sinulle?

C. ARKI JA AUTTAMINEN SEKA ONGELMIEN JA VAIKEUKSIEN RATKAISEMINEN
5. Millainen on tavallinen paivasi? Voisitko kuvata vaikka eilista?

6. Meilld kaikilla on hyvia ja huonoja paivia.

- Mita asioita liitat erityisen hyvaan paivaan?

- Mita asioita liitat erityisen huonoon paivaan?

7. Millaisissa asioissa tarvitset eldamdssdsi apua tai tukea?

- Ketka sinua auttavat?

- Miten sinua autetaan?

8. Kun sinulla on ollut elamassa vammaan liittyvia ongelmia ja vaikeuksia, millaisia
ratkaisuja olet I6ytanyt?

9. Keta sina itse autat tai tuet?

10. Koetko joskus tai usein olevasi yksindinen? Haluatko kertoa siita lisaa?

D. KOKEMUKSET (JULKISISTA) PALVELUISTA JA AVUSTA

11. Millaisia palveluja (julkisia/kunnan/yksityisia palveluja) kaytat arjessasi?

- Millaisia kokemuksia sinulla on palveluista?

12. Onko sinulle joskus tehty joku suunnitelma saamaasi palveluun liittyen?

13. Miten tulet kuulluksi ja ymmarretyksi (palvelua hakiessa, siita paatettdessa, sita
muutettaessa, palvelun kuluessa)?

- Kuinka olet I0ytanyt palvelut? Auttako joku sinua?

- Oletko voinut valita, millaista palvelua tai apua saat ja miten se toteutetaan?

- Millaisia vaikeuksia sinulla on palvelun tai avun saamisessa?

- Oletko hakenut jotain apua, jota et ole saanut?

- Onko sinulla ollut tarvetta vaikuttaa saamaasi apuun tai palveluun? Miten se on
toteutunut?

14. Oletko saanut, onko sinulle tarjottu tai oletko halunnut keskusteluapua?

E. SAAMELAISERITYINEN AUTTAMINEN JA TUKI, SYRJINTAKOKEMUKSET
15. Oletko joskus saanut jotain palvelua saamenkielella?
- Oletko kayttanyt saamenkielen tulkkia palvelussa
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- Oletko toiminut palveluissa tulkkiapuna tai tukihenkilona toiselle saamelaisella?
16. Onko saamelaisuus tullut esiin palveluja hakiessasi?

- (Kylla > Millaiset ovat kokemuksesi? En > miksi et?)

17. Onko saamelaisuutesi vaikuttanut tai huomioitu joskus palvelussa jollain tavalla?
- Kertoisitko, miten se on huomioitu tai vaikuttanut palveluun?

- Miten olisit toivonut, etta se olisi huomioitu tai vaikuttanut?

18. Millaisista asioista muodostuu hyva, saamelaisuuden huomioiva palvelu? (yleensa ja
omakohtaisesti)

18. Oletko kokenut syrjintda tai kiusaamista palvelun tai avun saamisen yhteydessa?
- Voitko kertoa kenen taholta ja miten?

- Entd ymmartamattomyytta?

F. YHTEISKUNNALLINEN OSALLISTUMINEN

19. Osallistutko (tai oletko osallistunut) johonkin yhdistystoimintaan?

- Voitko kertoa mihin, miten?

20. Pyritko jotenkin muuten edistdmaan saamelaisten, vammaisten tai muiden
erityisryhmien asiaa?

- Miten toimit?

21. Kuinka tarkeana naet yhteiskunnallisen osallistumisen?

G. PALAUTE HAASTATTELUSTA JA MAHDOLLISUUS TAYDENTAA

22. Millainen kokemus haastattelutilanne on sinulle ollut?

- Miten tama tilanne oli erilainen kuin etukateen odotit?

23. Haluaisitko viela lisata tai korostaa jotain, asioista joista olemme keskustelleet?
(kokemuksesi palveluista, saamelaisuudesta tai vaikuttamisesta, omakohtainen
saamelaisuutesi, avun tai tuen tarpeeseesi)



Appendix 2 The themes for narrative-oriented interviews
in Finnish

TAUSTASI JAELAMANTILANTEESI

SAAMELAISUUDEN MERKITYS

AUTTAMINEN JA AVUN TARVE ELAMASSA

ONGELMIEN JA VAIKEUKSIEN RATKAISEMINEN

KOKEMUKSET PALVELUISTA

SAAMELAISERITYISYYS PALVELUSSA

SYRJINTAKOKEMUKSET

YHTEISKUNNALLINEN OSALLISTUMINEN JA OSALLISUUDEN KOKEMUS

PALAUTE HAASTATTELUSTA
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Appendix 3 The bulletin in North Sami and in Finnish

Leatgo berostuvvan oassalastit sami doaibmahehttejuvvon olbmuid sajadaga ja
vasahusaid guoskevas dutkamussii?

Mii dutkat Lappi universitehtas sami doaibmahehttejuvvon olbmuid vésahusaid eallimis
doaibmahehttejumiiguin, sapmelasvuodas, veahkeheamis ja oassalasvuodas ja das, mo
dat a3sit laktasit dasa, mo olbmot geavahit balvalusaid. Ulbmilin lea cielggadit, mo
doaibmahehttejuvvon ja sami olbmuid vuoigatvuodat ollasuvvet geavatlacéat. Miiohcat
dutkanjearahallamiid varas sapmelaccaid, geat haliidit muitalit sin vasahusaid ja
oainnuid birra.

Dutkamusas ii leat mearkkasupmi, makkar doaibmahehttejupmi dus lea. Dat sahtta leat
rupmasa, miela, diccu dahje neuropsykiatralas vaddu dahje diekkar dilli, mii vaikkuha du
doaibmanavccaide dahje oasalasvuhtii.

Dat dutkanproseakta lea Suoma bealde ollasuhtti oassi davviriikkalas proseavttas “The
Study about participation and social inclusion of the Sami with disabilities in Finland"
(1.11.2016-31.8.2017). Dan kordinere Nordens Valfdardcenter. Dutkamusa vastolas
jodiheadd;ji lea sosidlabarggu professor Anneli Pohjola. Jearahallamiid barget dutki Elsa
Laiti-Hedemaki ja universitehtalektor Liisa Hokkanen, geaid lassin proseavtta
dutkanjovkui gulla dutki Lydia Heikkild. Jearahallojuvvon olmmos sahtta ies valljet, leago
jearahallama giella suomagiella vai samegiella. Jearahallama geavahit dusse dutkamusa
varas.

Jearahallama ollasuhttin

Jearahallan ollasuhtto friija sagastallamin. Jearahallojuvvon olbmuin soahpat sierra, man
giela sagastallamis geavahuvvo, gii jearahalla, goas ja gos. Davvisamegillii jearahalla Elsa
Laiti-Hedemadki ja suomagillii Liisa Hokkanen. Sagastallan baddejuvvo vai dat seailu nu

eaktin go vejolas. Sagastallama guhkodat lea gitta das, maid assiid jearahallojuvvon
olmmos bukta ovdan. Dasa lea buorre varret guovtte diimmu.

Dutkanmateriala giedahallamis ja seailluheamis cuovvut dutkanehtalas ravvagiid.
Buohkain, geat giedahallet materiala, lea javohisvuoda geatnegasvuohta dain assiin, mat
dahket vejolazzan dovdat olbmuid. Dutkanraporttat callojuvvot diekkdr hamis, ahte

ovttaskas olbmuid ii sahte dovdat.

Valdde roahkadit oktavuoda midjiide vai oaccut lassedieduid ja sahttit soahpat
jearahallama birra.



Ustitlas dearvvuodaiguin

Liisa Hokkanen Elsa Laiti-Hedemaki
liisa.hokkanen@ulapland.fi elsa.laiti-hedemaki@ulapland.fi
040-4844242 040-4844162

universitehtalektor, Lappi universitehta  dutki, Lappi universitehta

Oletko kiinnostunut osallistumaan saamelaisten vammaisten asemaa ja
kokemuksia koskevaan tutkimukseen?

Teemme Lapin yliopistossa tutkimusta, jossa selvitetddan saamelaisten vammaisten
henkildiden kokemuksia saamelaisuudesta, vammaisuudesta, auttamisesta ja
osallisuudesta seka niiden yhteyksista palveluiden kayttoon. Tarkoitus on kartoittaa,
kuinka vammaisten ja saamelaisten oikeudet toteutuvat kaytdnndssa. Etsimme
tutkimushaastatteluihin  saamelaisia, jotka haluavat kertoa kokemuksistaan ja
nakemyksistdan. Vammaisuutta emme ole rajanneet vamman laadun tai lainsdadannon
mukaan. Kyse voi olla fyysisesta, psyykkisesta tai dlyllisesta vammasta, aistivammasta,
neuropsykiatrisesta oireesta tai muusta vastaavasta tilanteesta, jolla koet olevan
vaikutusta toimintakykyysi tai osallisuuteesi.

Suomessa toteutettava tutkimushanke “The Study about participation and social
inclusion of the Sami with disabilities in Finland" (1.11.2016-31.8.2017) on osa Norjassa,
Ruotsissa ja Suomessa toteutettavaa tutkimuskokonaisuutta, jota koordinoi Nordens
Valfardscenter. Tutkimuksen vastuullinen johtaja on sosiaalitydon professori Anneli
Pohjola. Tutkimushaastattelut tekevat tutkija Elsa Laiti-Hedemaki ja yliopistonlehtori
Liisa Hokkanen, joiden lisaksi hankkeen tutkimusryhmaan kuuluu tutkija Lydia Heikkila.
Haastateltava voi valita keskustelukieleksi pohjoissaamen tai suomen. Haastattelua
kaytetaan vain tutkimustarkoitukseen.

Haastattelun toteutus

Haastattelu toteutetaan vapaasti keskustellen. Keskustelun kieli, haastattelija, aika ja
paikka  sovitaan haastateltavan kanssa hdnen tilanteeseensa  sopivasti.
Pohjoissaamenkielinen haastattelija on Elsa Laiti-Hedemdki ja suomenkielinen Liisa
Hokkanen. Keskustelu nauhoitetaan, jotta tilanne tallentuu mahdollisimman aitona.
Keskustelun kesto riippuu haastateltavan esiin tuomista asioista. Siihen on hyva varata
kaksi tuntia.

Tutkimusaineiston kasittelyssa ja sailyttamisessa noudatetaan tutkimuseettisia ohjeita.
Kaikki aineistoa kasittelevat ihmiset ovat salassapitovelvollisia aineiston sisaltamista
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tunnistamisen mahdollistavista tiedoista. Tutkimusraportit kirjoitetaan sellaisessa
muodossa, ettd yksittdiset vastaajat eivat ole tunnistettavissa.

Ota rohkeasti yhteyttda meihin haastattelun toteutukseen liittyvista asioista sopimiseksi
seka halutessasi lisatietoja tutkimuksesta.

Ystavallisin terveisin

Liisa Hokkanen Elsa Laiti-Hedemaki
liisa.hokkanen@ulapland.fi elsa.laiti-hedemaki@ulapland.fi
040-4844242 040-4844162

yliopistonlehtori, Lapin yliopisto tutkija, Lapin yliopisto



Appendix 4 The interviewee agreement in North Sami and in
Finnish

SOAHPAMUS JEARAHALLANMATERIALA GEAVAHEAMIS DUTKANMATERIALAN

Addan lobi dasa, ahte mu jearahallama, mii guoska sami doaibmahehttejuvvon olbmuid
argabeaivvi ja sajadaga, oazzu geavahit dutkamussii Lappi universitehta
dutkanproseavttas”The Study about participation and social inclusion of the Sami
with disabilities in Finland / Selvitys saamelaisten vammaisten henkiloiden
osallisuudesta, 2017)". Dutkamus lea oassi davviriikkalas Nordens Valfardscentera
kordineren dutkanproseavtta “Personer med funktionsnedsattningar med samisk
bakgrund”.

Lassin jearahallanmateriala geavahuvvo guovtte Lappi universitehta proseavtta
analyseremis: "SARA - Saamelaisten hyvinvointi ja yhdenvertaisuus” (2015-2018) ja
"VamO - Osallisuuden varmistaminen ja syrjdytymisen ehkdiseminen
vammaissosiaalityon asiakasprosesseissa” (2016-2019). Jearahallanmateriala
anonymiserejuvvo nu, ahte olbmuid ii sahte dovdat. ProSeavttain ovttasbargguin
geahddalit Cieknudit gova sami doaibmahehttejuvvon olbmuid drgabeaivvi guoskevas
erenomas gazaldagain ja veahkehit buoridit sin sajadaga balvalusain.

Proseavttaid vasttolas jodiheaddjin doaibma professor Anneli Pohjola ja sami
doaibmahehttejuvvon olbmuid proseavtta geavatlas ollasuhttimis vastideaba Liisa
Hokkanen, Elsa Laiti-Hedemaki ja Lydia Heikkild. Lassedieduid dutkanproSeavttain
addiba Elsa Laiti Hedemaki (tel. 040 484 4162) ja Liisa Hokkanen (tel. 040 484 4242).

Jearahallanmateriala giedahallamis ja seailluheamis ¢uovvut heaggadiehtolaga
geavadagaid, mat gusket hearkkes assiid giedahallama. Dutkamusas ¢uovvut
dutkanehtalas ravvagiid ja ollasuhttit eamialbmogiid dutkanehtalas ravvagiid.
Dutkanmateriala geavahuvvo nu mo registtarcilgehusas lea govviduvvon ja dan
giedahallat dat dutkit, geat leat Cilgehusas namuhuvvon (registtarcilgehus mielddusin).
Baddit ¢allojuvvojit girjjalas hapmai ja samegielat materiala jorgaluvvo suomagillii.
Buohkain, geat giedahallet jearahallanmateriala, lea javohisvuohtageatnegasvuohta.

Materidla geavahuvvo ovdal mainnasuvvon proseavttaid dutkamusaide, mat cuvvot
proseavttaid dutkanplanaid ja bohtosat almmustahttet raporttain ja diedalas
artihkkaliin. Raporttat ja artihkkalat callojuvvot dakkar hamis, ahte ovttaskas
vastideaddji ii sahte dovdat njuolga iige eahpenjuolgat ja dutkit fuolahit, ahte dutkamus
ii stigmatisere sdpmelacéaid albmogin. Dutkanmateriala seailluhuvvo Lappi
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universitehtas. Jearahallojuvvon olbmos lea vejolasvuohta gaskkalduhttit jearahallama
ja raddjet, mo jearahallama geavahuvvo.

Vuollin ¢allojuvvot erenomas doaivagiid ja darkkastusaid, mat gusket soahpamusa.
Ovdamearkka dihte mo jearahallama oazzu geavahit ja seailluhit.

Beaivemearri: (Deavdit guovtte stuhka: okta

jearahallojuvvon olbmui ja nubbi dutkanprosektii)
Vuollaicallosat:

Jearahallojuvvon olmmos Jearahalli
Nama cielggadus:

SOPIMUS HAASTATTELUAINEISTON KAYTOSTA TUTKIMUSAINEISTONA

Annan suostumukseni siihen, ettd saamelaisten vammaisten arkea ja asemaa koskevan
haastatteluni aineistoa kaytetaan tutkimustarkoitukseen Lapin yliopistossa
toteutettavassa tutkimushankkeessa: “The Study about participation and social
inclusion of the Sami with disabilities in Finland / Selvitys saamelaisten vammaisten
henkiloiden osallisuudesta, 2017)". Tutkimus on osa pohjoismaista Nordens
Valfardscenterin koordinoimaa pohjoismaista tutkimushanketta ”Personer med
funktionsnedsattningar med samisk bakgrund ".

Lisaksi haastatteluaineistoa kdytetaan kahden Lapin yliopistossa hankkeen
analyyseissd: “SARA - Saamelaisten hyvinvointi ja yhdenvertaisuus” (2015-2018) ja
"VamO - Osallisuuden varmistaminen ja syrjaytymisen ehkdiseminen
vammaissosiaalityon asiakasprosesseissa” (2016-2019). Haastatteluaineisto
anonymisoidaan siten, ettd henkil6ita ei voida tunnistaa. Hankkeiden yhteistyon avulla
pyritdan syventamaan kuvaa saamelaisten vammaisten arkea koskevista
erityiskysymyksista ja edesauttamaan heiddn asemansa parantamista
palvelujarjestelmassa.

Hankkeiden vastuullisena johtajana toimii professori Anneli Pohjola ja saamelaisten
vammaisten hankkeen kaytdannon toteutuksesta vastaavat Liisa Hokkanen, Elsa Laiti-
Hedemaki ja Lydia Heikkila. Lisatietoja tutkimushankkeista saa Elsa Laiti-Hedemaelta
(p. 040 484 4162) ja Liisa Hokkaselta (p. 040 484 4242).



Haastatteluaineiston kasittelyssa ja sdilyttamisessa noudatetaan henkilotietolain
mukaisia tietosuojakaytantoja, jotka koskevat arkaluonteisten asioiden kasittelya.
Tutkimustoiminnassa noudatetaan tutkimuseettisia ohjeita ja sovelletaan
alkuperadiskansan tutkimuseettisia kaytantoja. Aineiston kasittely tapahtuu
rekisteriselosteessa kuvatuilla tavoilla ja siina mainittujen tutkijoiden toimesta
(rekisteriseloste liitteend). Nauhoitteet kirjoitetaan kirjalliseen muotoon ja
saamenkielinen aineisto kaannetdan suomen kielelle. Kaikki haastatteluaineistoa
kasittelevat henkilot ovat salassapitovelvollisia.

Aineistoa kaytetaan yllamainittujen hankkeiden tutkimussuunnitelmien mukaisten
tutkimusten tekoon ja tutkimustulokset julkaistaan raportteina seka tieteellisina
artikkeleina. Aineistosta tuotetut julkaisut kirjoitetaan sellaisessa muodossa, ettd
yksittaiset vastaajat eivat ole suoraan tai vilillisesti tunnistettavissa ja huolehditaan,
ettd saamelaiset eivat leimaannu kansanryhmana. Tutkimusaineisto sdilytetaan Lapin
yliopistossa. Haastateltavalla on mahdollisuus keskeyttaa haastattelu tai rajoittaa
haastattelun kdyttoa.

Alapuolisille riveille kirjataan sopimusta koskevat erityistoiveet tai tarkennukset
esimerkiksi haastattelun kayttoon tai sailytykseen liittyen.

Paivays: (Taytetaan kaksi kappaletta: haastateltavalle ja hankkeelle)

Allekirjoitukset:

Haastateltava Haastattelija
Nimenselvennykset:
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Nordic Welfare Centre

Box 1073, SE-101 39 Stockholm
Visiting address: Drottninggatan 30
Phone: +46 8 545 536 00
info@nordicwelfare.org

Nordic Welfare Centre

c/o Institutet f6r hdlsa och vélfard

PB 30, FI-00271 Helsingfors

Visiting address: Mannerheimvégen 168 B
Phone: +358 20 741 08 80
helsingfors@nordicwelfare.org

Nordic Welfare
Centre
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