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Transcript

Male Voice: Welcome to the podcast of hoponinclusion.com.

Athena Kritikou: Hello, my name is Athena Kritikou, SKEP’s Founder and President of the Board.
Today | am hosting Tamara Diez Otero, a disabled activist, and a public speaker from Spain.
Tamara is diagnosed with Myalgic Encephalomyelitis.

Male Voice: Driving people towards an inclusive mindset.

Athena Kritikou: Tamara, good morning. Thank you so much for being with us today. Tamara,
who can get sick with ME?

Tamara: Unfortunately, there is not a specific group of people that get sick or does not get sick
with ME Everyone is acceptable to get this sickness, even children, no matter the gender or the
social status or the location where you live. This illness impacts everyone. Of course, there are
some different factors that can lead you to get sick with ME. But to your question, everyone can
get sick with ME.

- And how can ME be diagnosed?

- Well, nowadays we have this problem where we do not have any viral factor that can be traced
in order to easily diagnose ME, with blood test or with any other test. And this is what



researchers are looking for very strongly. What we have with ME, is that first we have to do a
differential diagnosis, which means that there are many, many illnesses that have to be ruled
out in order to achieve the diagnosis of ME. There are of course different tests, that everyone
with ME has had to go through in order to discover like traces of the illness and traces of the
impairment, let's say, of the disability even. There is a guide from the U.S. ME/CFS Clinician
Coalition which | recommend everyone to check with a big checklist of things that you should
check before you are diagnosed with ME.

- Ok. Is there a treatment or a cure for ME?

- There's no cure for ME. As long as we don't know what exactly is causing ME, there's not going
to be a cure. Doesn't mean that there are no people who have gotten better of ME, but we are
not able to assure that those people had ME in the first place. There are some treatments that
are used by doctors, most of them are not under clinical research because there's no money for
that, so doctors are recommending patients to try it and some treatments are quite wide known
and wide tried among patients. There are a lot of supplements that we take every day that can
help us to fight the symptoms, like for example vitamin B12 or magnesium or many others and
but there is no a consensus on a treatment, most of it because there's not enough of research.
Nowadays we are seeing an increase on the fundings for the research of ME in grounds of
COVID-19 happening and having long COVID patients who have very, very similar symptoms
with what we have.

- Ok. Could you describe your everyday life? The difficulties, the obstacles, some maybe good
moments, some worse.

- My status as a patient is moderate severe, which means that | can still get out sometimes from
bed, | can still do some physical or cognitive activities. But | have to be very careful with what |
do because of the marks in terms of ME that we call PEM - Post Exertional Malaise. So, anything
you do you will pay later, meaning like if | read a book, | will probably not be able to read
anything for a couple of days, weeks, months. You never know. And the same happens with
physical activity. So, in a normal day I'm very careful of resting as much as | can. Not that resting
makes my sickness better but resting makes my sickness not to get worse.

- Exactly.

- | try to communicate with my friends as much as | can, because | live very isolated and yeah,
try to eat well and to spend some time with my mom, who is my angel, the one who takes care
of me every day. Uh, but there's no big activities around my every day.

- What do you need to have a better life, what are your expectations and what do you expect
from people, from doctors, from your friends, from the society?

- The very first thing | need and everyone with ME needs, is recognition. We need society, we
need doctors, we need governments to recognize what is written in the World Health
Organization since 1969 in that's that ME is a neurological sickness. Of course, it's not only



neurological. It has to do a lot of with the immune system, and with mitochondrial cycles of
energy. It has many, many aspects. But we need recognition. We need to be ableto goto a
doctor and say hello, | am a patient with ME and to have someone say “Yes, | know what you
mean, | know what the treatments are. | know what we can do to help you ease your symptoms
instead of suffering medical gaslighting”. And we need money for research and governments
need to take this seriously. In few years we can be 86 million people in the world with the
sickness.

And from our environment, what we need is simply people just having the curiosity, friends, and
family to really hear and to really research what this sickness is about and to understand that we
are not the same people as before, not because we don't want to be the same people as before,
it's because something very bad has happened to us, and nobody seems to care.

- Tamara, thank you so much for being with us today. And you have another thought you would
like to share with us today.

- People with ME, we are very active among this, this mass lack of energy. We are a very active
community, we are very active activists. We will not stop until we have this recognition. So,
people can do two things, they can ignore us, or they can be on our side. And believe me, being
on our side is for everyone's best interest because this is going to keep happening and many
more people are going to get sick, and | think it’s enough. Especially for the young people, the
kids that are sick nowadays, we need to give them hope.

- How can somebody reach you?

- Ok, I'm a very active activist in Twitter. So, everyone can find in app @TamaraDNomad. They
can write me also to my e-mail health4mecfs@gmail.com.

- Thank you so much, Tamara, for being with us today. Keep going. Stay safe.

- Thank you very much for having me here today. It was a pleasure to be able to speak about
M.E. and | hope we can speak further in the future. Thank you.

Male Voice: To keep up with all the episodes of the Hop On Inclusion podcasts follow us at
Spotify, Google Podcast, Apple Podcast, Podbean and of course, at hoponinclusion.com.

Anopayvntodpwvnon

Avbpikn dwvn: KaAdwg oploate oto podcast tou hoponinclusion.com.

ABnva Kpntwkou: leta oag, ovopdlopat ABnva Kpntikou, eipat toputpla tou 2.K.E.M. -
YUvbeopog Kowvwvikng EuBuvng yia Madid kat Néoug Kat tpoedpog Tou SLotknTikou
oupBouliou. ZApepa dhofevw tnv Tamara Diez Otero, aktiBlotpla pe avannpia kat Snuoola
opAATpLa amno tnv lomavia. H Tamara €xet StayvwoTel e puadyikn eykedaopuelitda (ME).

AvSpikni dwvr: OSNywvTog Toug avBpwItoug TPOC LLOL VOOTPOTLa XWPIE AmOKAELGHOUG.
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ABnva KpntwoL: KaAnuépa Tamara. 2 euxaplotw ToAU Tou eloal poli pog onuepa. Tamara, o
Tolov pnopel va epdaviotel n ME;

Tamara: AuoTUXWG SV UTLAPXEL CUYKEKPLUEVN OUASO ATOUWY TIOU VOooUV 1} 8V voGouv amod
ME. OAol prmopoUv va voGricouv armo autr Tty aoBévela, akopun Kal ta matdld, avefaptnta ono
To PpUAO N TNV KOWwWVLKNA B€on i TN TonoBeaia 6mou Jouv. Auth n acBévela unopel va
EMNPEAOEL TOV KaBEva. YTapxouV pucLkd opLopévol SLadopeTIKOL TapAyoVTEC TTOU HopoUlV va
o6nynoouv KamoLlov va voornostL arnd ME. AAG yLa va amavtow aTthv EpWTNor oou, 6AotL
umopouv va voorjocouv amno ME.

- Kot mwg pmopet va dtayvwotei n ME;

- UG MEPEG LG UTIAPXEL TO TTPORANUA OTL Sev £XOUE KAVEVAV LOYEVH TIAPAYOVTO TTOU Va
umopet va avixveuBel yia va Stayvwotel eUkoAa n ME, pe e€€taon aipatog f Le onoladnmote
AAAN e€€taon. Kat autd eivat mou avalntolv SLakows oL EpEVVNTEC. AUTO TTOU cUMPBAIVEL Pe TN
ME, gival OTL TpwTa TIPETEL VO KAVOUE pta Stadopikr] Sldyvwaon, Tou onpaivel OTL UTTAPXOUV
TIOAAEG, Apa TTOANEG 0lODEVELEG TIOU TIPETEL VO OITOKAELOTOUV TIPOKELUEVOU Va. ETLTEUXOEL

n Stdyvwon tng ME. Yiidpyxouv BERata Kat SLadopeTIKEG EEETAOELS, TG OTIOLEG ETIPETIE VOL KAVEL O
KaBévag pe ME yla va avakaAU el ixvn Tng acBEévelag Kal (xvn Tou poBARUATOC, 0.C TTOULE,
OKOUN KOl TNG avamnpilog. YIapxeL €vog odnyog amo tov uvaoTiilodo KAikwv latpwy twy HMA
(U.S. ME/CFS Clinician Coalition), Tov omolo cuviotw o€ 6Aoug, e ULa LEYAAN AloTa pe
TPAYHOTA TTOU TIPETEL Vo eEAEyEete pLy Slayvwoteite ue ME.

- Ok. Ymapyet aywyn 1 Bepaneia yia tn ME;

- Aev untdpyel Beparneia yia tn ME. Epooov Sev yvwpiloupe TL akplBwg mpokaAet tn ME, dgv
TpOKeLTalL va umtapEel Bepareia. Auto dev onualvel 6tL §gv UTIAPYOLV ATOUA TTOU EUdAvVIcAV
BeAtiwon tng ME, aAAd Sev pmopol e va StaBeBalwooupe OTL autol ol avBpwrol eixav OVIwg
ME. YIdpXouVv 0pLOMEVEC DEPATIEVTIKEG AYWYEC TTOU XPNolpomolouvtal anod Latpous. Ot
TIEPLOOOTEPEG ATIO AUTEG SV UTIOKELVTAL O KALWVIKA £pEuVa, eMELSH €V UTTIAPXOULV XPAUATA YLa
0UTO, EMOUEVWG OL LATPOL CUVLOTOUV OTOUG aloOEVEIC va T SOKLLAOOUV KoL OPLOMEVEC QY WYEC
elval 0pKETA YVWOTEC Kal €X0UV SOKLUOOTEL eUpEwC og aoBeveic. Maipvoupe MOAAG
CUUITANPWHATA KAONUEPLVA TTOU HItopoUuV va. poc fonbrnoouy vo KOTAMOAEUNCOULE Ta
CUUTTTWHOTA, OTWC yla tapadstypa Brrapivy B12 rj payvnolo kat moAA& dAAa, aAld Sev
UTTAPXEL MLOL YEVIKA OUVOIVEDH yla La aywyn, KUPLWG eMELSr) SV UTTAPXEL APKETH EPELVA.
Ynuepa BAEMoupE pa avénon Twy Xpnuatodotnoswy yla thv épsuva yia tn ME Adyw tou
COVID-19 kot pe pokpoxpovioug acBeveic pe COVID mou £xouv oAU TAPOOLO CUUTITWHUATA UE
OLUTA TIOU €XOUE EUELG.

- Ok. @a punopouoec va neplypaelg Tnv kabnuepvotntd cou; Tig SuokoAieg, Ta eunodia, lowg
KATTOLEG KOAEG OTLYUEC, KATIOLEG XELPOTEPEG.

- H kataotoon pou wg acBeving ival pétpla cofapr], TOU ONUALVEL OTL UITOPW AKOUA VO
ONKWVOLOL LEPLKEC POPEG ATIO TO KPEPATL, UIMOPW OKOUA VO KAVW KATIOLEG CWHOTLKEG N
YVWOTLIKEG 5paoTnpLOTNTEC. AAMAQ TIPETEL VAL (AL TTIOAU TIPOCEKTIKN HE O,TL KAVW AOYW TwV



evbeifewv oxetika pe Tn ME mou ovopaloupe Kakouyla petd tnv acknon (PEM - Post Exertional
Malaise). Etol, 0,TL KAVELG TO TTANPWVELC PeTd, dnAadn av StaBdow va BLBAio, mBavotota dev
Ba propw va dlafacw timota yla HEPKEG LEPEC, EfSopadeg, unveg. MNote dev E€petg. Kat to idlo
CUMBALVEL KAL LE TN CWHATLKA §pactnplotnta. ETol, 08 ULla KOVOVLKI LEPA TIPOTEXW TIOAU va
Eekoupalopal 660 propw. OxL otL n EekoUpaon KAAUTEPEVUEL TNV AoBEVELD Hou, OAAG n
EekoUpaon Sev emOEIVWVEL TNV a.0B€VeLd pou.

- AkplBwcg.

- Npoomabw va eMKOWVWVW UE TOUC GIAOUC LOU 000 TIEPLOCOTEPO UTOPW, YLOTL {w TTOAU
QTTOUOVWHEVA KL VAL, TIPOOTIA0W VO TPWW KOAQ KOL VA TIEPVAW XPOVO HE TN LAA LOU, TIOU
gival o ayyeAog pou, o avBpwrtog rou pe ppovtilel kaBnuepva. AAAG SV KAVW UEYAAES
SpaotnploTNTEC KABE pépa.

- Tuxpelaleoal yla va £XLC pa KaAUTepn {wr), TIOLEC Elval oL TTPOoOOKIEG GOU KOL TL TIEPLUEVELG
oo Toug avBpwIoug, amno Toug ylatpoug, amno toug Gpiloug cou, amo tnv Kowwvia;

- To MpwTto MPAyKO ToU Xpeldlopal kat xpetdletal o kabévac pe ME, eival n avayvwplon.
Xpelalopaote n Kowwvia, xpelalopaoTe oL ylatpol, XpelalopooTe oL KUBEPVNOELS vV
avayvwpioouv auto mou ypadetat atov MNaykdopto Opyaviouod Yyeiag amod to 1969, otL n

ME elval pa veupoloytkn acBévela. Duotkd, dev elval povo veupoloyikr). EXeL va KAveL TTIOAU
LLE TO AVOOOTIOLNTIKO CUOTNHA KOL LE TOUC HLTOXOVEpLaKkoUG KUKAOUC evépyelag. EXeL Ttapa
TLOAAEG TTTUXEG. AMA XpelalOMaoTe avayvwpLlon. OEAOULE Vo UTTOPOUE VO TIALE O€ EVaV YLATPO
Kat va oV pe «lela oag, sipatl aoBeviig pe ME» kat vo pog riet «Nau, E£pw TL evvosite, £€pw
TtoLEG lval oL Bepareieg. Z€pw TL UMOpoUE va KAVOULLE yLa Vo oag BonBrnooupe va
avakoUdIoETE TO CUPMTWHATA o0G avti va udilotacBe Latpikn MAUCH eykedaiouy». Kat
XPEL{OUAOTE XPHLATA VLo £PEUVA KOL OL KUBEPVNOELG TIPETIEL VOL TTAPOULV To B€pa ota coBapa.
Ye Aya xpovia pmopei va sipaote 86 ekatopplpla AvOpwoL 6Tov KOGUO LE TNV aoBEveLa.

Kat amo to meptBAANOV pag, UTO TTOU HOVO XpelalOHaoTe sival oL AvBpwToL ToU amAwg £XouV
TV mepLEPYeLa, oL GIAOL KoL N OLKOYEVELD VO 0KOUGOUV TIPAYLOTLKA KOL VOL EPEUVIICOUV
TPAYMOTIKA TL Elval auth n acBévela Kat va kataAdBouv otL dev eipaote ot iSlol avBpwrol pe
TipLy, OxL emeldn 6ev B€Noupe va elpaote ot 18Lol avBpwrtol pe pLy, aAAG emeldf KATL TTOAU
KOKO poc €xel cupPel kat kaveig dev daivetal va evdladEépetal.

- Tamara, og euxapLotw oAU Tou noouv pali pag onpepa. Kat £xelg aAAn pa okédn mov Ba
nNBelec va potpaoteic pall pag onuepo.

- Ta atopa pe ME elpoote oAU Spactrplol o auto, o€ auThVv T palkn EAeun evépyelac.
Elpaote pia moAu dpaotrpla Kowotnta, elacte mMoAU dpaotrplol akTIBLoTEG. Asv Ba
OTAUOTHOOUME HEXPL VO EXOUE AUTH TNV avayvwplon. Etol, ol avBpwrol prmopolv va KAvouv
SU0 MpAyuaTa, VO LAG ayVOrooUuV N va €lval oTo TAEUPO pog. Kal miotéPte Ue, To va ival oTo
TAELPO Hag eival Tpog To cuudEpov OAwV ylati autd Ba cuvexioel va cupPaivel kot oMot
TeploooOTepOL AvBpwroL Ba appwoTtioouy, Kal Vouilw ot apkel w¢ e6w. ELSIKA yLa Toug vEoug,
To AL Tou lval APPWOTO OTLG LEPEG MG, TIPETIEL VA TOUC SwOooU LE eATtiSa.



- Nwg pnopel kamolog va o Bpe;

- Elpat moAU Spaotrpla aktiBiotpla oto Twitter. EToL, 6AoL pmopouv va e Bpouv otny
edappoyr) @TamaraDNomad. Mrmnopouyv, emntiong, va pou ypayouv oto e-mail pou
healthdmecfs@gmail.com.

- & eUXOPLOTW TApa TTOAU, Tamara, ou noouv pall pog onuepa. uvéxiloe £Tot. No TTPOOEXELC.

- Euxoplotw oAU Tou e KaAEoaTe oAEPO. HTaV XapAd LOU TIOU UIMOPECA VA LIANCW yLa TN
ME kot eArtilw va UmopECOUUE VA LANCOUE TTEPALTEPW OTO PEAAOV. EuxaploTw.

AvSpikn dwvn: Na va mapakolouBeite OAa ta emelgddia twv podcast Hop On Inclusion,
okohouBnote pag oto Spotify, oto Google Podcast, oto Apple Podcast, cto Podbean kat duoika
oto hoponinclusion.com.
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