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Hiuti af peim reynsluségum sem Samtokum um endémetridosu
hafa borist fra félagskonum samtakanna

KONA 1

STANSLAUSAR BLOPPRUFUR, EN EFTIR AD EG SLO | BORPID EFTIR AD HAFA FARID
MANABARLEGA ALLT ARID 2011 UPP A BRADAVAKT VEGNA KVIBVERKJA VID BYRJUN
BL/AEDINGA. VAR FARIN AD GETA SAGT A HVADA DEGI EG MYNDI FARA A
BRADAVAKTINA..

ARID 1987 FOR EG TIL KVENNSJUKDOMALAEKNIS PVi EG VAR MED SVO MIKLA
TURVERKI, FEKK AD HEYRA AD PAD LAGAST Vi FYRSTA BARN (ég er feedd 1971) EN
SVO VAR BARA SAGT AP EG V/ARI EINS OG MAMMA MIN, FENG) SLAMA TURVERKI.
EN PETTA VARD EKKI SVONA OTRULEGA VONT FYRR EN ARID 2011..

£G HEF NU EKKI NEITT SLEMT AD SEGJA NEMA PAD ER MED OLIKINDUM AP FARA
ALLTAF A BRADAMOTOKU A MANADAR FRESTI,ALLTAF BYRJUN TIDAR, MED
KVIDVERKI..OG L/AKNAR SETJA EKKI 1 plis 1. EKKI HEF EG VERID FYRSTA KONAN (af
ykkar sdgum ad desma) SEM HEFUR KOMID PARNA MED SVO MIKLA VERKI AD EKKI ER
HAEGT AD STANDA NE SITJA..I OLLUM PESSUM FERDUM KOM ALDRE!
KVENNSJUKDOMAL/AEKNIR AD SKOBA MIG...PAD VAR EKKI FYRR EN EG VAR ALLTAF
FARIN AD HRINGJA | MINN KVENNSJUKDOMALAKNIR OG SEGJA HONUM AP EG
HAFI VERID AD KOMA AF BRADAVAKTINNI..AD EG FEKK SPEGLUN

FRAB/ZRT AP SJA AD VID HOFUM SVONA SVIPAPAR SOGUR AP SEGJA :-)

KONA 2

En fra pvi ad ég byrjadi & blzedingum hef ég verid med svakalegar bleedingar, pa er ég ad.tala
um skrafad fra sturtunni og i alla 7 dagana.

Systir min gat verid med g-strengsbindi, ég hef aldrei getad pad.

Eftir ad ég atti stelpurnar mina pa versnadi petta um helming, baedi verkir og lengdin &
blaedingunum. Og ad lokum gafst ég upp, var pa buin ad

prufa hormoénasprautur (virkudu i viku), einhverjar téflur lika og begar
kvensjukdomsieeknirinn sagdi ad pad sidasta veeri bara horménafylgjan pa

sag0i ég nei takk! ba var ég reyndar bin a0 eyda yfir tveimur arum bar sem blaedingarnar
voru 3 vikur f senn og svo fékk ég nokkra daga pasu

adur en pad byrjadi aftur!

Eg byrjadi & pillunni 14 ara og var pvi ekki med mikla verki en alltaf miklar bleedingar, heetti
svo & pillunni ca 32 ara.

En jeeja ad lokum heimtadi ég ad lata taka Gr mér legid og pad var gert, 36 ara. Pa kom i ljos
ad ég vaeri med enddmetriosu, leeknirinn Utskyrdi pad ni ekkert

sérstaklega en sagdi ad bad hafi verid orsok biaedingana hja mér.

Ari sidar purfti ég a0 fara aftur pvi pa var ég med blé0rur a eggjastokunum sem laeknirinn
sagoi ad veeri vegha endémetridsunar.

bannig er nd min saga.

KONA 3

Engar eiginlegar rannsoknir, a.m.k. ekkert sem tengdist sjakdéomnum. Eitt skiptid var "kastio



" talid vera "bolgur i eggjaleidurum" i annad skipti var pad greint sem "botnlangakast"...
Yfirleitt gengu "kostin yfir" a 2 séiarhringum.

f raun ma segja ad petta hafi tekid 30 ar { minu tilfelli, pad var ekki fyrr en ég hafdi verid
skorin upp, vegna legnams ad sjukdomurinn uppgétvadist. Skurdleeknirinn (ekki
kvensjiukdomalasknir) treysti.sér ekki i ad ljika verkinu, "lokadi mér aftur”, hafoi "aldrei sé0
adra eins samgroninga” og tilkynnti mér (nyvaknadri og vankaodri) ad ég veeri med
legslimuflakk! Eg hafoi aldrei heyrt um pad, hvad ba endometridsu...!

Upphafid var ad ég var 11 ara pegar ég fékk minar fyrstu bleedingar, sem voru reglulegar
alveg fra upphafi. Eg var strax med mikiar bleedingar og kvalafullar. Pegar ég var & 15.ari
kom upp "nyr flétur" par sem ég var greind med "innvortis gyllinged" og ristilkrampa. . Petta
var medhondiad med lyfjum vid ristilkrampa fra peim tima og reyndar fékk ég réandi toflur
(Diazepami) med ristitéflunum. Pad var ekki fyrr en mérgum adur seinna sem ég fékk nyjar
tdftur viod ristilkrampanum, sem virkudu "bara 4 ristilkrampann®, sem ég attadi mig a hvers
vegna ég var alitaf preytt og syfjud. Veturinn sem ég fékk Diazepamiid, var ég i
Landsprofsbekk og atti mjég erfirt med ad HALDA MER VAKANDI OG EINBEITA MER AD
NAMSEFNINU! Enda var ég & roéandi lyfjum!

Pad var ekki fyrr en arid 1999 sem ég for i ofanritadan uppskurd og sidar annan til
kvensjitkdomalaeknisins Audélfs Gunnarssonar, sem reyndist alveg samkvaemt pvi sem mér
hafdi verid sagt um hann, alveg frabzer leeknir og med notalegt viomot. Astand mitt var verra
en buist var vid pegar akvedid var ad ég faeri | legnmanio, pad puriti einnig ad fjarleegja
eggjasstokkana. Eg hef verid & horménalyfjum sidan, fyrst téflum en sidan med plastur.
Lidan min breyttist strax og hef ég kallad arin fra adgeroinni/greiningunni "nytt lif*, "frelsi",
&g purfti ekki lengur ad taka lyf vid ristilkrampanum og hefur almennt ii¢id mun betur. Mig
grunar p6 ad ég sé hugsanlega med vanvirkan skjaldkirtil, hef reyndar ekki fari til laeknis,
heldur lesi® mig til og synist ég hafa ymis einkenni sem virdast benda til pessa mals. Eg er
ekki dugleg ad fara til laekna, finnst einhvern vegin og hefur alltaf fundist "ekkert vera ad mér"
og ad ég sé "hrausti”. Eg meetti alltaf i skola og vinnu, pratt fyrir hérmungarlidan oft 4 tidum.
Eg leit pannig 4 ad petta fylgdi pvi ad vera kona "bleedingar vaeru ekki sjikdomur/iveikindi®.

A pessum 30 arum sem lidu pangad til ég fékk greininguna, voru 6rfa skipti sem ég leitadi il
lazkna vegna vanlidunar, en fékk aldrei réttu greininguna og var alitaf "jafn naer”. Mér tokst
a0 eiga 2 born "med edlilegum haetti", annad pegar ég var 21 ars og hitt taepum 3 arum sidar.

Laeknirinn sem skar mig upp i fyrra skiptid og sa hvers kyns var sagdi mér ad pad hafi
sjalfsagt bjarga0 6llu hvad ég var ung pegar ég atti bornin, annars veeri oliklegt ad ég hefoi
geta0 att fleiri. Vio hjonin reyndum i morg ar ad eiga fleiri bérn en parna virtist "minn kvoti
hafa klarast"...

Hvert barn er kraftaverk og ma med sanni segja ad min born hafi svo sannarlega verio pad.

Eg var adeins 17 ara pegar ég atti ad vera med "bolgur i eggjaleidurum”. Eg a freenku sem
hafdi fengi® sému greiningu, han er 11 arum eldri en ég og gat aldrei eignast bér. £g akvad
pvi strax um tvitugt, komin med maka a0 lata bara "strax reyna & pad hvort ég geeti eignast
bom". Eg vissi ad pad taeki alit svo langan tima i kerfinu og var pa helst med eettleidingu i
huga. Pad var svo upp Ur pessu sem farid var ad tala um "glasaborm" :
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First worldwide study finds women’s
productivity at work significantly impacted
by endometriosis

7 JULY 2011

The first ever worldwide study of the societal impact of endometriosis has
found a significant loss of work productivity among women who suffer
from the condition — an inflamymatory disease associated with chronic
pain and infertility during the reproductive years.

Endometriosis accounts for a significant loss of productivity of 11 hours per woman
per week according to a paper published this week in Feriility and Sterility [1].

The Global Study of Women's Health (GSWH) recruited
1,418 women aged 18-45 from 16 participating
contres in 10 countries across five continents. The
women were all scheduled to undergo a laparoscopy to
determine whether endometriosis was the cause of their
symptoms. Standard methods were used to record the
extent of any endometriosis found. Women who had
been previously diagnosed with endometriosis were
excluded from the study.

on A

GSWH Study Coordinator, Dr
i Kelechi Nnoshan: from the
i University of Oxford, presenting The participanis were asked to compleie a 67-item
i results from the study questionnaire, in their own language, about their

; symptoms and the impact these had on their lives. The
i responses were analysed to compare the impact of symptoms between women with and
without a diagnosis of endometriosis.

Study Coordinator, Dr Kelechi Nnoaham, said that the results of this study would help

highlight the previously unrecognised plight of an estimated 176 million women around
the world whose lives are affected by endometriosis.

Key findings:

¢ Women with endometriosis expetienced an average delay of 7 years from symptom
onset until they were finally diagnosed and treated,;

* Two-thirds of women sought medicat help for their symptoms before the age of 30
{one-fifth below the age of 19);

® $5% of women with endometriosis presented with pain, and one-third of these
women were also infertile;

o infertility alone, without pain, was reported in 14% of women with endometriosis and
29% of those who did not have endomeiriosis.

» The severity of endomeiriosis {r-AFS disease stage) did not reflect the severity of a
woman’s symptoms;

| e Women with endormetriosis suffer a 38% greater loss of work productivity than those
without endometriosis ~ this difference was mainly explained by a greater severity of
pain symptoms among women with endometriosis;

http://endometriosis.org/news/research/endometriosis-significantly-impacts-womens-productivity/
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« Reduced effectiveness at work accounts for more loss of work productivity than time
missed from work;

o Non-work related activities, such as housework, exercising, studying, shopping and
childcare were also significantly impaired by the painful symptoms of endometriosis;

¢ The pain symptoms of endometriosis reduce quality of life, with the impact being
mainly on physical, rather than mental, health. As symptoms become more severe,
quality of life is further reduced.

First ever prospective study paves the way for a better
understanding of endometriosis

“Our research is the first ever prospective study to be underiaken in the fiekl of
endometriosis to assess the Impact of the disease”, said principal investigator, Dr
Krina Zondervan, epidemiologist and senior scientist at the Wellcome Trust Centre for
Human Genetics. i

“We now have to explore why endomatriosis affects
different women in different ways. And, not only are we
now able to build on these findings to look at how a
woman’s experience of the diagnostic and treatment
process can be improved, but the data registries
resulting from the GSWH will setve as a repository for
ongoing and future studies”, said Dr Zondervan.

GSWH Study Coordinator Dr

Kelechi Nnosham, Principal

Irifcestigmz;- D: Em:mm Professor Stephen Kennedy, a co-author and WERF
Zondervap, and WERF trustee trustee, added: *Endometriosis affects women during
Professor Siephen Kennedy the prime years of their lives, a time when they shoutd

be finishing education, starling and maintaining a carest,
building relationships and perhaps have a family. For these women to have thelr
productivity affected, their quality of life compromised and their chances for starting a
family reduced, is something society can o longer afford to ignore. It is fime we see
serious investment in preventing this debilitating condition in the next generation of
women”, said Professor Kennedy.

Co-authors Kelechi Nnoaham and Lone Hummelshoj speak to Ferlility and Sterility about
the study: CLICK HERE __ to view the film clip

Source

1. Nnoaham et al. Impact of endometriosis on quality of iife and work productivity: a
multicerter study across ten countries. Fettil Steril 2011;96(2):366-373 .

Seeo also

» More about WERF’s Global Study of Women’s Health and patticipating centres
» Donate to the World Endometriosis Research Foundation
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WERF EndoCost study shows loss of productivity

is higher than direct healthcare costs

13y sk 20312

The first ever prospective study of the actual cost of
endometriosis shows that loss of productivity, due to pain, is
twice that of direct health care costs.

The World Endometriosis Research Foundation’s EndoCost study
included 209 women with 2 diagnosis of endometriosis from 12 centres*® in ten
countries {1}.

Over a two-month period these women filled in validated questionnaires in their own
fanguage assessing the impact of endometriosis on their lives, including questions on a
number of subjects such as health care costs, work loss, and quality of life [2].

i A study like this, prospectively investigating the direct
l and indirect cost of endometriosis, has never been

! undertaken before, and we now have a much clearer

! picture of the actual cost of this potentially devastating
‘ disease

said principal investigator, Professor Steven Simoens. The study  pncoor sioen
was unique in that gynaecologists in each participating centres Stnoens.
worked in paraliel with health economists in each of the countrles ;’ZI:‘:“S”};‘;M
to calculate to actual cost of endometriosis. e

The cost of endomeiriosis

L e, -

The average cost of endometriosis is €9,579 per woman - per year. This breaks down

to an average €6,298 lost in work productivity and an average €3,113 for direct health

care costs. In other words: the cost of inabifity to work, due to symptoms, is twice that
of the direct heaith costs!

Health care costs were mainly due to:

® surgery (29%)

e monitoring tests 19%)

e hospitalization (18%), and
« physician visits (16%).

It is estimated that 10% of all women of reproductive age have endometriosis [3,4},
which would mean that the annual cost of endometriosis in the ten participating
countries is estimated as follows:

http://endometriosisfoundation.org/news/article/werf-end ocost-study-shows-loss-of-productivity-is-higher-than-direct~heaithcare-costs/
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High cost, little investment

The WERF EndoCost study, which was published this month in Human Reproduction [1],
showed that the cost of of endometriosis is similar to that of diabetes, Crohn’s
disease, and rheumatoid arthritis.

’ Yet, unlike these other well-known diseases, we see

i relatively little investment in research into the cause and

: disease mechanisms in endometriosis

said the Chief Executive of the World Endometriosis Research
Foundation, L.one Hummelshoj, who is shocked by how much
money Is being lost by governments and heaith care systems who ;..

ignore endometriosis, Herremal sy,
CRief £y poutéve

World

Decreased guality of life was the most important predictor of Enetamatiionis
direct heaith care and total costs. Costs were greater with feneaith
increasing severity of endometriosis and the presence of pelvic Forndution

pain.

Loss of productivity due to the symptoms of endometriosis was also demonstrated

in WERF's Global Study of Womew’s Health {GSWH), published last year in Fertility and
Sterility [S], showing an average Joss of productivity of 11 hours a week in women with
endometsiosis, Like the WERF EndoCost study, this loss of productivity was driven by
pain and a consequent decrease in quality of life.

The World Endometsiosis Research Foundation {WERF) works to raise sufficient funds to
investigate disease mechanisms to improve treatments for endometriosis so that this
vicious cycle can be haited for the next generation of women.

* THE ENDOCOST CONSOGRTIUM

The EndoCost Consortium comprise; Leuven Unlversity (Belgium); Glostrup Hospital
(Denmark); CHY de Clermont Ferrand (France); KEZ-Berlin (Germany); Medizinische
Hochshuie Hannover (Germany); Semelweis University (Hungary); University of Milano
(italy); University of Bern (Switzerand); University of Edinburgh (United Kingdom); The
Cleveland Clinic (USA); University of Wisconsin-Madison {(USA); University of Maastricht
(The Netherlands).

REFERENCES
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SEE ALSO

~+ More about WERF’s EndoCost study and participating centres
— Donate to the work of the World Endometriosis Research Foundation
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endometriosis work in Europe
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Historic funding from the European Union provides encouraging news
for millions of women whose lives are affected by endometriosis.

0 ¥ Wo“ Connect
. . . !
The Public Healih Executive Agency of the European U-rjlon has to i:r:.:‘:.“‘ Follows us on Twitker
today announced a €296,000 grant to a European coalition of 2% L ke ! Loading tweets...
universities and patient support crganisations to improve awareness § m—
of endometriosis in Europe.
L e . . News
This is the first time that the EU has provided funds for work in the
field of endometriosis and is the result of several ysars of awareness Clinical trials
raising in the European Parliament and European Commission by the o
European Endometriosis Alliance, Congress highlights
General news
. ] Connect to the
Project partners Jobs endometriosis
i Opinio s community on
The partners in this project, which is the first of its kind, are: pion Facebock
Research and rn s i
* Oxford University (UK} treatments
Get involv
o Letiven University (Belgium) Support group news et involved
e Catholic University of Rome (ltaly) Help us improve
treatments for
» Hospital San Carlo (italy) Recent endometriosis and
prevent this disease in the
* Endometriose Foreningen (Denmark) ASEM2012: next generation of
ok . women, Suppert the work
e Endometriosis UK (UK) Endometriosis and risk of the World
of coronary heart Endometriosis Research
® TNS Social Research (UK) disease Foundation.
© Endometriosis.org (Global) ASRM2012: ) B
Endometriosis at the Donate t research
This coalition, bringing physicians, women with endometriosis and professional ASRM
organi;adions togefhe.r, wili_be working over the ne)ft thmf years to address three main intemational study Shop for WERE
areas of work, beginning with a pan-European quality of life study. pinpoints endometriosis
genes Yolunteer
Project aim
The research aims to engage 10,000 respondents across participating countries in
understanding the impact of endometriosis and will also include vital socio-economic
data.
The second part of the project will be 1o create an Internet based Endometriosis
Community Gateway which will be the first port of call for anyone wanting information
about endometriosis {including the public, health professionals and employers} and
guiding them to where they can best find the information they seek.
The final element is the development of a clear strategy for supporting the estimated 16
milfion women actoss the EU batiling with endometriosis and to strengthen the European
Endometriosis Alliance. The grant will enable the European endometriosis charities, many
http://endometriosis.org/news/ general /european-union-grants~historic-funding-for-endometriosis-work-in-europe/ Page 1 of 2
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of whom have very litile or no funds, to develop their own work as well as create a more AdChoices B

powerful European group.

iVF in Vienna
Diagnose and Planning in
24 hours. Sophisticated
Fertility treatment

www fepromed.wien,com

Rob Music, chief executive of Endometriosis UK, which is the lead partner, says:

€€ While there have been some improvements in the diagnosis and funding of
endometriosis there is a still a long way 1o go. 1t is simply unacceptable that
millions of women across Europe continue to live with an illness stagnating
as a result of misunderstanding and inadequate levels of funding. We are
delighted and thankful for the recognition of this need by the EU through
this grant which should make a great difference at so many levels.

TENS Units, efectrodes, &
supplies Free shipping no
minimum order.

wwy TENSproducls.com

Lone Hummelshoj, who has campaigned for the past four years for more funding in
Europe, expressed her delight at the grant:

Ask a.Doctor
Online Now

18 Doctors Are Online,
Receive Your Answer in

Minutes.

¢ Alot of workin getting endometriosis officially recognised by the European
Union has now paid off. Hopefully, this grant will only be the beginning of
serious funding into raising awareness of endometriosis, and to obtain
investment for causal research into the disease. Causal research may help
develop treatments that actually work, and which subsequently will preserve
these women’s fertility, improve quality of life, and reduce socio-economic
costs. We are not there yet. But this is an excellent start!

Read testimonial and
watch video Stop pain
and balance hormones
www mf3ofswitzertand ch/PE kimt

BRAIN THAINING GAMES

Find Govemment & Trade
Solutions For Your
Business. Get it Done
Now!

Wy business,com
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endometriosis information campaign

. share this article
18 FEBRUARY 2009 ' -
[o]e
The Italian health ministry has taken its first step to fullfil one of the S
goals from their five year plan for endometriosis. g §
— -
L0 ! o
Today it Jaunches the first national campaign to raise awareness of o oo
endometriosis in collaboration with the Associazione Italiana [ ke
Endometriosi, which has worked closely with the ministry and senate to
make this happen. _
News
WHAT | DON'T KNOW ABOUT MYSELF is a health Clinical trials

ministry funded campaign, which includes

announcements on TV, radio, and even in cinemast Cangress highlights

General news
After 10 years of hard work, the Associazione Haliana Jobs
Endometriosi __can be extremely proud to be able
announce that yet another mile stone has been reached Opinion
for women with endometriosis in ltaly! Research and
treatments
We have been lobbying the various governmental Support group news
departments for a nationa} campaign to raise
awareness for years and today for us a dream has
come true: the Italian Health Ministry has - Recent
launched the campaigy called, “what Y don’t
know about myself” which raises al} those ‘not- ASRM2012;
talked-about’ issues, which may lead to a diagnosis and treatment of Endometriosis and risk
endometriosis. This campaign will aid girls and women to become familiar of coronary heart
with endometriosis and we hope they will no longer have to endure an disease
average eight vear diagnostic delay through lack of knowledge about what is ASRM2012:
normal and what is not. Endometriosis at the
ASRM
said Jacqueline Veit, President of the AIE. International study
pinpoints endometriosis
In addition to TV, radio and cinematic advetts, the heaith ministry has developed an genes

informative brochure, through which women are encouraged to calt a toll free number for
more information.

» Queltochenonsodime Brochure

» Watch the adverls

» More information about the campaign

Ses also

» AlE presents a proposal for a new law to the itafian Senate
» European Parllament seminar highlights italian Senate’s five year plan for endometriogis
»___Conclusion of investigation by the italian Senate Into endometriosis as a social disease

http://endometriosis.org/ news/general /italian-health-ministry-launches-national-end ometriosis-information-~campaign-queliochenonsodime/
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