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OIFE Magazine 2 ς 2022 
Special edition: Pregnancy & Reproduction in OI 

 

 
Editorial 

 

To have or not to haveΧchildren 
I was seventeen the first time I attended an educational 
course about OI. It was primarily a course for adults of 
small children with OI, but Rebecca and I were nerdy 
enough to be interested in genetics, collagen and 
symptoms when we were 17, so we registered in any 
case. And it was at this course I had a memorable talk 
with one of the most famous geneticists in Norway of all 
times ς dr. Heiberg. And even if this is around 100 years 
ago, well at least 30, I still remember it quite vividly. 
After talking about this and that ς the professor 
proclaimedΥ άWhatever you do in life young lady, make 
ǎǳǊŜ ƴƻǘ ǘƻ ƎŜǘ ǇǊŜƎƴŀƴǘΗέ  
 
!ƴŘ L ŘƻƴΩǘ ƪƴƻǿ ƛŦ ǘƘƛǎ ƛǎ ǘƘŜ ǊŜŀǎƻƴ ƻǊ ƴƻǘ ς but I have 
gone through life without really considering having 
children of my own. Perhaps because I was afraid I 
would not be able to care properly for a small child? 
Perhaps I was afraid of what a pregnancy would do to 

my body? Or perhaps I was afraid of having a child with OI? Not because that would be a disaster in 
itself, but because it woulŘ ōŜ ŜǾŜƴ ƳƻǊŜ ŘƛŦŦƛŎǳƭǘ ŎŀǊƛƴƎ ŦƻǊ ŀ ŎƘƛƭŘ ǿƘƻΩǎ ŦǊŀŎǘǳǊƛƴƎ ǿƘŜƴ ȅƻǳ ƘŀǾŜ ŀ 
Řƛǎŀōƛƭƛǘȅ ȅƻǳǊǎŜƭŦΦ hǊ ǇŜǊƘŀǇǎ L ŘƛŘƴΩǘ ǊŜŀƭƭȅ ŎƻƴǎƛŘŜǊ ƛǘ ōŜŎŀǳǎŜ L ŘƛŘƴΩǘ find a man I would consider 
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having children with until I was over 40. And then he happened to have OI himself. Same type as I have, 
only a different gene. Which leaves us with the odds of 75% chance of having a child with OI.  
 
άCƻǊǘǳƴŀǘŜƭȅέ L ǿŀǎ ǎƻ ƻƭŘ ǿƘŜƴ L ƳŜǘ ǘƘŜ Ƴŀƴ ƻŦ Ƴȅ ƭƛŦŜΣ ǘƘŀǘ L ǿŀǎ ƴƻ ƭƻƴƎŜǊ ŜǾŜƴ ǘƘŜƻǊŜǘƛŎŀƭƭȅ 
considering children. Because of scoliosis, breathing, chronic pain, and other issues ς I seriously thought 
it would be too hard on my body. And unlike the man of my life, I have never really had the urge to 
produce children of my own. Which is good, because the opposite would have made it so much harder.  
 
LΩƳ ŦƛƴŜ ǿƛǘƘ ōƻǊǊƻǿƛƴƎ ƻǳǊ ŦǊƛŜƴŘΩǎ toddlers for a short while or playing games with the older ones for 
ŀ ŎƻǳǇƭŜ ƻŦ ƘƻǳǊǎΦ .ǳǘ ƛǘΩǎ ƴƻǘ ǎƻƳŜǘƛƳŜǎ L Ƴƛǎǎ regularly, to be honest. I have found other passions in 
life; like cultural experiences, good food and wine, friends and not to forget, my very own baby that I 
have adopted from Ute Wallentin ς the OIFE!  
 
And for me this is enough. I completely understand that other women (and men) with OI have different 
opinions, priorities and dreams and passions in their lives. I support those who choose to get pregnant 
without worrying about having a child with OI. And I support those who consider using one of the many 
options that are now existing, to check or secure that the child you are carrying does not have OI. Donor 
eggs, PDG, NIPT and much more. This OIFE Magazine is a special edition about pregnancy and 
reproduction. It covers various aspects from risks connected to pregnancy when you have OI or brittle 
bones, parental experiences and satisfaction with genetic counseling after receiving a prenatal diagnosis 
of OI, young OI-ǇŜƻǇƭŜΩǎ ƪƴƻǿƭŜŘƎŜ ŀōƻǳǘ ƛƴƘŜǊƛǘŀƴŎŜ ŀƴŘ [ƛŘŀΩǎ ōǊƛƭƭƛŀƴǘ ŀǊǘƛŎƭŜ ŀōƻǳǘ hL ϧ 
reproduction. Check out the illustrations in particular! I have rarely seen such a complex topic being 
described in such a pedagogical way.  
 
¢ƻƳƻǊǊƻǿ LΩƳ ƭŜŀǾƛng for the ICCBH-conference to learn even more about OI! Hopefully you will be able 
to read about our experiences in the next OIFE Magazine! Until then I wish you all a good summer!  
 
OIFE president, Ingunn  

What is the OIFE doing? 

By Ingunn Westerheim, OIFE President 

 
Since the last OIFE magazine, we have used our time on planning events as the OIFE AGM, OIFE Investigator 
Meeting, Topical Meeting in Sweden in 2023 as well as continued activities in the OI & Pain project. We 
have also used time and energy on fundraising for various projects and activities. The whole OIFE EC has 
worked closely together to finalize the 
implementation of OIFE2 in Belgium after our 
establishment was approved by Belgian 
authorities in April. Led by our communication 
manager Anna Rossi, we have also organized a 
successful annual Wishbone Day campaign with 
the hashtag #1Voice4OI, that created a lot of 
buzz and global engagement as usual.  
 

MEETINGS & WEBINARS  
We have had some, but not many meetings 
connected to different clinical trials & research 
projects. This includes several different meetings 
with the companies Ultragenyx/Mereo, to 
provide input from the patient perspective. We 
have also had some planning meetings related to 
the pain project and the planning of OIFE AGM 
and OIFE Investigator meeting. 
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 These are some of the other virtual meetings we have attended since the last OIFE-magazine:  
¶ OIFE EC-meetings April 3rd (expanded), April 27th and May 24th  
¶ EURORDIS videocall about Ukraine relief app, March 30th (IW)  
¶ Norwegian registry for rare bone conditions, March 1st (IW) 
¶ OIF Investigator Meeting online, April 7th (IW)  
¶ OIF Town Hall Meeting, April 8th (IW)  
¶ Sanofi April 21st and May 3rd (IW and BVD)  
¶ European Hemophilia Consortium April 21st (IW)  
¶ Kurma Partners, April 26th (IW)  
¶ XLH Alliance, May 9th (IW)  
¶ Kick off meeting UCB & AMGEN, May 20th (IW)  
¶ Wickenstones about poster planning, May 24th (IW)  

 

EURORDIS ROUND TABLE OF COMPANIES 

The EURORDIS Round Table of Companies (ERTC) took place from April 27-нуΦ LǘΩǎ ǇǊƛƳŀǊƛƭȅ ŀƴ ŜǾŜƴǘ ŦƻǊ 
industry representatives, but some patient experts are also invited to attend. This meeting had the 
ƻǾŜǊŀǊŎƘƛƴƎ ǘƻǇƛŎ ά[ŀȅƛƴƎ ǘƘŜ ƎǊƻǳƴŘ ŦƻǊ 9ǳǊƻǇŜŀƴ !Ŏǘƛƻƴ ƻƴ wŀǊŜ 5ƛǎŜŀǎŜǎΥ ǘƘŜ ǊƻƭŜ ƻŦ ƛƴŘǳǎǘǊȅέ. Ingunn, 
was invited to attend, but only had the possibility to attend parts of the meeting. 
 

 
  

EURORDIS AGM  
The 25th AGM of the umbrella organization EURORDIS 
took place May 18th and Ingunn Westerheim and Rebecca 
Tvedt Skarberg represented the OIFE. Highlights & 
success stories from EURORDISΩ 25 years were discussed 
and plans for the future presented. The European 
umbrella now include more than 1000 member 
organizations and plays a very important role in 
European policy work for rare conditions. The most 
important thing for OIFE, was the elections this year. Our 
very own patient expert Rebecca Tvedt Skarberg, was 
elected as one of the new Board members of EURORDIS. 
We wish Rebecca good luck with this important 
position!  
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ABSTRACTS FOR ECRD, ICCBH, OI2022 AND MORE   
Representatives from OIFE (Ingunn, Taco, Rebecca and Claudia) and OIFE MAB have been co-authors on a 
record number of abstracts that have been submitted to various international conferences, which include 
the ECRD-conference, the ICCBH conference and OI2022. This includes several abstracts with results from 
the IMPACT survey, including one about the role the patient organizations played in the recruitment process 
of the survey, where OIFE (Ingunn) is the main author. The abstract from OIFE has been accepted both to the 
ECRD, ICCBH and the OI2022 conference. A big thank you to Dr. Frank Rauch, who provided assistance on the 
writing process! Several different representatives from OIFE have also been co-authors on abstracts about 
EuRR-Bone and about the OI Variant database. We are looking forward to an exciting summer and autumn, 
where a lot of new research about OI will be presented in various conferences in Europe.  

 

PAIN & OI PROJECT   
We hosted our second and third OI & Pain workshop, on April 26th and May 31st with more than 15 participants 
from US, Canada, Europe and Australia. Both workshops had assessment and measuring of pain in clinical 
trials and the clinic as a topic. The workshops brought interesting discussions, but we need several meetings 
to be able to make any recommendations on the topic. However ς we established a subgroup to work on a 
toolbox about Pain & OI.  

 

OIFE ANNUAL GENERAL MEETING 
On June 4th we were ca. 35 people representing 18 member organizations, who came together for OIFE's 
Annual General Meeting (AGM) 2022 on Zoom. The general assembly unanimously voted to approve the 
annual and financial reports for 2021. The proposal from OIFE's Executive Committee to dissolve OIFE as a 
non profit in the Netherlands was also approved, which means we can finalize the process of moving our 
umbrella organization to Belgium. We're now working to implement our new bank and to plan the first 
general assembly of "OIFE2" under Belgian law, which will take place on Zoom September 18th 2022. In 
addition to formal business, the organizations also got to learn about exciting future events. This include next 
year's AGM & topical meeting in Stockholm, which will be our first face to face meeting in a long time. 
 

 
 

OIFE EDUCATIONAL WEBINAR  
¢ƘŜ ǎŜŎƻƴŘ ǇŀǊǘ ƻŦ hLC9Ωǎ ŀƴƴǳŀƭ ƳŜŜǘƛƴƎ ƻƴ WǳƴŜ пǘƘ нлнн ǿŀǎ ŀƴ ŜŘǳŎŀǘƛƻƴŀƭ ǿŜbinar open to 
anyone. And a diverse group of ca 80 participants including OIFE-people, clinicians, researchers, 
industry people and other interested individuals came together to hear about news from the 
international OI-community. 
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News from OIFE, ERN BOND & others 
The first part of the educational ǿŜōƛƴŀǊ ƛƴŎƭǳŘŜŘ ƴŜǿǎ ŦǊƻƳ hLC9Ωǎ ǇǊƻƧŜŎǘǎ ŀƴŘ ŀŎǘƛǾƛǘƛŜǎ ŀƴŘ ǿŀǎ 
presented by OIFE president Ingunn. The 2nd session included a talk from coordinator Luca 
Sangiorgi about how patients and doctors can access expert advice from the European reference 
network for rare bone disorders (ERN BOND). It also included a talk from Dutch OI-researcher 
Marelise Eekhoff on what a clinical trial is, why people with OI should consider taking part and what 
they should consider before doing so. 
 
News from research & development 
aŀǊŜƭƛǎŜΩǎ ǘŀƭƪ ǿŀǎ ŀ ƎƻƻŘ ƛƴǘǊƻŘǳŎǘƛƻƴ ǘƻ ǘƘŜ ŦƻƭƭƻǿƛƴƎ ǎŜǎǎƛƻƴǎΣ ǿƘƛŎƘ ƛƴŎƭǳŘŜŘ ǳǇŘŀǘŜǎ ŦǊƻƳ 
pharmaceutical research on OI. Ingunn talked about the value of patient experience data (PED) and 
real world data (RWD), which is the background for our biggest project in 2021 ς the IMPACT survey. 
Arun Mistry gave updates on the results that are gradually coming out of the IMPACT survey, which 
include both posters and talks at various conferences as well as four scientific articles. 
 
OIFE has also created their own abstract about how the organizations worked together to recruit 
more than 2200 responses for the IMPACT survey. The last part of the research session was updates 
from various clinical trials, including: 

¶ The setrusumab project (Mereo & Ultragenyx) 

¶ The romosozumab project (UCB & AMGEN) 

¶ The BoostB4 trial (Boost Pharma) 

¶ The Topaz-trial 
 
What do the delegates want? 
The 2nd part of OIFE AGM part 2 was an interactive discussion with the delegates & community 
members about what kind of events and topics they want to see more of in the future. The delegates 
provided feedback that they wanted a mix of topics including organizational development and news 
from OIFE projects and research. Our associate members from Chile and Peru also stressed the 
importance of continuing with online events, because it has great value for those who cannot travel 
to Europe for meetings. 
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hLC9 ¸ƻǳǘƘ 9ǾŜƴǘ ς hǳǊ ǘǊƛǇ ǘƻ .ǊǳƎŜǎ 
Written by Simey Truong, OIFE Youth Coordinator 

 
OIFE Youth Event 2022 (part 1) took place in the Belgian city Bruges (Brügge) from May 5th to 8th after the 
last two events were cancelled due to the pandemic. The event was organized by the OIFE Youth 
Coordinators and the Belgian OI-organization ZOI. And how did it go? Read all about it in this report from 
OIFE Youth Coordinator Simey.  
 
Finally together again! 
May 5th 2022! I had been looking forward to this 
date for so long. After what seemed like an 
interminable two years, the OIFE Youth Event could 
finally take place again. Since Covid it had to be 
postponed or cancelled again and again. And many 
of my friends from all over Europe have been sorely 
missed since then. So now we were all going to 
meet again from 5 to 8 May in Bruges, Belgium. 
 
Although I have been to many youth events, Bruges 
was very special for me. It was my first event as 
ά¸ƻǳǘƘ /ƻƻǊŘƛƴŀǘƻǊέ ŀƴŘ ǘƘŜǊŜŦƻǊŜ ŀƭǎƻ ŀǎ ōŀŎƪǳǇ 
support for Stephanie, who was the host and 
organiser for this year. She had made it her mission 
to make this event unforgettable. 
 
The more excited I got, when I set off for Brussels 
on Thursday, around half past seven in the morning. 
Everything went surprisingly smoothly. No delays, 
no breakdowns. Unfortunately, others were not so lucky. Malene from Denmark, for example, was stuck on 
the plane because she had to wait for her wheelchair. So she missed her scheduled train. Lucky for me, I met 
her in Brussels and we were able to continue our journey together. 

OIFE Youth Coordinators Stephanie and Simey 
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In Bruges, Stephanie and Laurence were finally waiting for us at the train station to take us by car to the 
hostel. I cannot describe the feeling that came over me when I finally saw all the familiar and dear faces 
again. One by one, all 38 participants from nine different countries arrived safe and sound. And immediately 
you could feel the exuberant mood and good humour. 
 
After the first dinner together, specialities from the different countries, which some of us had brought with 
us, were distributed. Whether it was sweets from Norway, pretzels and sauerkraut from Germany, 
stroopwafels from the Netherlands or gin from England, everything was tasted. It was a wonderful evening 
with intense conversations. 
 
A sporty day one 

Friday morning started sportily. Darts has become a kind of national 
sport in Belgium. Some professional players of the Belgian G-Darts 
national team came over to show us some of their tricks. Everyone was 
ŀƭƭƻǿŜŘ ǘƻ ǘǊȅ ǘƘŜƛǊ ƘŀƴŘ ŀƴŘ ŜǾŜƴ ƻƴŜ ƻǊ ǘǿƻ άǎŜǊƛƻǳǎ ƎŀƳŜǎέ ǿŜǊŜ 
played. Around noon, we set off together through the both beautiful 
and extremely bumpy streets of Bruges. The cobblestones were one of 
the most difficult challenges for each of us. But the beautiful half-
timbered houses, the small canals and alleys provided a truly dreamlike 
backdrop. 
 
Our destination was the Queen Astrid Park in the heart of the city. Here 
we could really enjoy the beautiful warm weather. With almost 30 
wheelchairs and in yellow ς it was Wishbone Day after all ς we were a 
funny and probably very bizarre sight. 
 

/ƘŀǊƭƻǘǘŜ ŦǊƻƳ ǘƘŜ ¦Y ƻŦŦŜǊŜŘ ŀ ǎƳŀƭƭ άŎǊŜŀǘƛǾŜ 
ǿǊƛǘƛƴƎέ ǿƻǊƪǎƘƻǇ ŦƻǊ ǘƘƻǎŜ ǿƘƻ ǿŜǊŜ ƛƴǘŜǊŜǎǘŜŘΦ 
Others went off to explore the city or enjoy the sun 
in a small café on the large market square.  
 
In the evening, another highlight awaited us: an 
exclusive beer tasting with traditional Belgian 
beers. In addition to fundamentally different tastes, 
there was interesting background information on 
the tradition and history of the Belgian art of 
brewing. 

 
There was also a lot of laughter and sharing that 
evening. A few brave ones even tried the karaoke 
machine. The evenings together are the highlights 
of each day. Sitting together, talking and laughing, 
you sometimes get the feeling that time is standing 
still. 

 
Puzzles and party 
The next morning, on the other hand, began with 
sleepy faces. But anyone who has ever been to an 
hL ƳŜŜǘƛƴƎ ōŜŦƻǊŜ ƪƴƻǿǎΥ ǘƘŀǘΩǎ ǇŀǊǘ ƻŦ ƛǘΗ !ƴŘ 
luckily we had planned Saturday morning for some 
free time. 

  
So everyone could start the day in peace. Some went for brunch, others preferred to recharge their batteries 
with a power nap or relax in the warm sun. 
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For Stephanie and me there was no 
time for sleeping. We had to prepare 
everything for the city game in the 
afternoon. Digitally, we went on a 
journey back in time to 18th century 
Bruges. Navigated by an app, the 
participants could solve puzzles in 
small groups and get to know special 
places in the city. Unfortunately, we 
had underestimated the cobble-
stones, the energy of our friends and 
the difficulty of some of the puzzles. 
In the end, only one group endured 
until about a third of the tasks were 
solved. The others quickly took a 
break in the restaurant or made 
themselves comfortable by the 
canal. 

 
Yellow t-shirts everywhere! 
Julian and I were also no longer mentally able 
to think logically, but we still wanted to explore 
a few beautiful sides of Bruges.  Strangely 

enough, we kept running into tall and short 
people in yellow T-shirts, who looked at us with 
great interest every time. The Belgian OI 
Society was also in town, because we had 
planned a dinner together in the evening. The 
chance encounters quickly developed into a 
fun game, similar to Pokémon go, but with OI 
people. 
 
The dinner exceeded all our expectations! At 
ά[LhΩǎέ ǿŜ ǿŜǊŜ ƧƻȅŦǳƭƭȅ ǿŜƭŎƻƳŜŘ ōȅ ǘƘŜ 
Belgian OI Society. On the banks of the canal, 
ǘƘŜǊŜ ǿŀǎ ŀ ǎƳŀƭƭ ǿŜƭŎƻƳŜ ǿƛǘƘ ǾŀǊƛƻǳǎ ƘƻǊǎ ŘΩƻŜǳǾǊŜǎ ŀƴŘ ƭŀǘŜǊ ŀ ŘŜƭƛŎƛƻǳǎ ǘƘǊŜŜ-course meal. At the party 

that followed, we danced and recruited new participants for the next OIFE 
Youth Event. 
 

The way back to the hostel was adventurous. We were tipsy and wheeling 
in the dark over cobblestones (challenge accepted!). But this challenge was 
mastered without incidents and of course the party continued at the 
hostel! 
 
Pain of farewell 
The pain of farewell was diminished a little by the good mood, or perhaps 
just pushed aside, until finally everyone fell tired into their beds. Some of 
us had to start our journey home at 6.45 a.m. on Sunday morning. So what 
ǿŀǎ ǘƘŜ Ǉƻƛƴǘ ƻŦ ƎƻƛƴƎ ǘƻ ōŜŘΣ ǿŜ ǘƘƻǳƎƘǘ Χ Iƻǿ ŎƻǳƭŘ ǿŜ ƘŀǾŜ ƪƴƻǿƴ 
that some of us would arrive home up to ten hours late. Nevertheless, I 
still think back to those four wonderful days with joy and longing. 
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My personal conclusion: OƴŎŜ ŀƎŀƛƴΣ ƛǘ ǿŀǎ ŀōǎƻƭǳǘŜƭȅ ǿƻǊǘƘ ƛǘΗ L ƘŀǾŜƴΩǘ ƘŀŘ ǎǳŎƘ ǿƻƴŘŜǊŦǳƭ Řŀȅǎ ƛƴ ŀ ƭƻƴƎ 
time and I am happy to have seen so many old friends and made new ones. At the same time, I am sad that 
the time has passed so quickly and, 
above all, that for some it was the last 
Youth Event. It will never be the same 
again.  
 
{ǘŜǇƘŀƴƛŜ Ǉǳǘ ƛǘ ōŜŀǳǘƛŦǳƭƭȅΥ άL ƘŀǾŜ ŀ 
fractured heart! I miss you all so much 
ŀƭǊŜŀŘȅΦέ 
 
Important facts and figures: 

¶ We were 38 people 

¶ from 9 different countries, 

¶ had 100% fun, 

¶ were 85% sober 

¶ and had 0 fractures 
 
AND THAT DESPITE COBBLESTONES!!! 
 
 
 
 
 
 
 
 
 

 
 
 

OIFE 2ND YOUTH EVENT 2022 
 
Did you know that there will be 2 
OIFE Youth Events in 2022? The 2nd 
one will take place in Warsaw, 
Poland from September 23-26.  
 
Make sure to save the date. 
Registration will open soon.  
 
Questions can be asked at 
oife.poland2022@gmail.com 

 


