
Minutes from the NOA meeting on the 18th - 21st August 2016 in Aarhus, Denmark. 
 
Present were: 
Finnilco: Teija Kalinainen, Aila Ala-Aho, Hanna Haapamäki. 
Isilco: Jón Thorkelsson, Sigurdur Jón Ólafsson, Inger Rós Jónsdóttir, Eva Bergmann, Jonina 
Rós Gudfinnsdóttir. 
Norilco: Jane Halvorsen, Jonas Fuglseth. 
Ilco: Marie Steen, David Larsson. 
COPA: Henning Granslev, Hanne Westergaard, Lars Elvig, Bjarne Baarup, Helle Westergaard, 
Inge Skovgaard Petersen, Ida Engblom, Grith Roldsgaard, Katrine Nielsen, Gisela Schjøtt. 
Guests: 
Lithuania: Gediminas Smailys, Zilvinas Saladszinskas. 
Estonia: Janek Kapper 
The Netherlands: Rein van der Leeuw. 
 

 
 
Thursday 18. August. 
 
Check in. Sightseeing in the DOKK1, which is the most expensive building in Aarhus. The 
building has citizen service, library and has a fully automatic car park. After sightseeing we had 
dinner at the hotel. During the dinner the participants presented themselves. 
 
Friday 19. August. 
 
1. Let’s talk about sex. Lecture by vicar and sexologist Benedicte V. Baggegaard. 
By counseling tell that you can be asked about sex, but do not go beyond your own limit. 
Sexuality is an integral part of every person’s personality, something that cannot be separated 
from other aspects of life. 
 
2. Prevention of parastomal bulging by physiotherapist Rune M. Andersen. 
First topic was about the anatomy of abdomal muscles. Then we were informed about 3 types of 
parastomal bulging: 1) parastomal hernia 2) subcutaneous prolaps 3) weakness of abdominal 
wall. What happens to the abdominal wall, when a stoma is formed? 
Prevention /management of bulges: Preventive mesh, surgical repair, support belts and girdles. 
Does exercise prevent bulges? The study will consist of group interviews, descriptive study 
about the effect of exercise and a follow up one year later. 
 



3. A life with short bowel and high output. Lecture by Christian L. Hvas. 
Centered about the ileostomy patient. Skin problems, lack of energy/fatigue = lack of iron. Thirst, 
short transit time. Nocturnal activity. Codein tablets can be taken before bedtime to slow down 
the bowel activity. Main points: medical care taking, know your gut, balanced energy and diet, 
vitamins, rehydration solutions. 
 
4. Kock´s reservoir - status by Rein van der Leeuw.  
In 2014 there was an agreement with Poland, regarding care and support for people with a Kock 
pouch. In the Netherlands there is only one hospital left, who has the knowledge about Kock’s 
reservoir. How do we proceed?  We should use the research from the UK. Suggestion: Planning 
an international conference with doctors, and at least with 8 participating countries. Get hold on 
Health authorities, surgeons, European Organization of Colorectal surgeons, Connection with 
the ostomy nurses to get in contact with persons, who have Kock’s reservoir. Approved board 
assignment of the EOA. 
 
The young ones vent to a restaurant down town. The adults drove on an excursion in the 
southern part of Aarhus, to take a walk in the park at the castle named Marselisborg Slot. Next 
stop was at a well-known museum named Moesgård Museum. The museum itself was closed 
when we arrived, but the purpose of the visit was to walk on the roof to enjoy the beautiful view 
of the forest and the sea. In winter, when it has been snowing, the roof is used as a toboggan 
run. 
The sightseeing ended with an evening dinner in a very old and cozy restaurant called Thors 
Mølle. The restaurant is situated in a forest. 
 
Saturday 20. August 
 
News from the youth’s group: 
Denmark: In cooperation with journalist and comedian Jacob Nossell, who has a stoma himself, 
the youth group has made a Stoma Guide especially for young people. The guide is expected to 
be ready in November 2016. 
 
News from every country: 
 
Lithuania:  
Information about the Lithuanian IBD association, which is established in 2002 and have 250 
members. Board consists of 5 members. No member fee. Financially income from government, 
searching support from companies. After 12 years work the government elevated supply from 
80% to 90%. Activities: Annual big meeting and individual counseling. Joint project: “Bridge to 
the future”. There are approximately 200 stoma operations per year. The original hospital is from 
1941. The present hospital consists of 23 buildings with 2442 beds and a staff of 7000 people.  
Days in bed a little more than 6 days. The beginning of the ostomy association was in 1992. 
There is 5 websites for patients from different suppliers, 2 news papers per year. The last 
international meeting was in 2006. 
 
Estonia: 
ESTILCO = Estonia ostomy association established in 1993. Approximately 55 members, as 
there are no registration of members. No member fee. The committee consists of 5 persons (no 
salary). The national board is 2 persons incl. the chairman. Activities: Regular meetings, New 
Years celebrating, homepage. Suppliers: Coloplast, Convatec and B. Braun. If a person uses 
more bags than allowed, he has to pay for the additional consumption. 



 
The Netherlands:  
Association established in 1967. Office has 7 employees. Board 5 persons and 130 volunteers. 
Member fee: First year free, 2nd year € 25 and onwards. 4 magazines per year. Finance: 
Membership fee, donations, funding from the cancer association. Latest activities: New website, 
EOA congress in 2017, 50 years anniversary in 2017. National activities: 3 times per year 
“Stoma day”. Local activities: Local meetings with special themes for ostomates, visiting service. 
Cooperate with: EOA, ostomy therapists, Dutch Cancer Union, Dutch Disability Association, 
local-, regional and national authorities.  
 
Finland: 
Finnilco established in 1980 and is divided in 17 regional chapters. Approximately 3200 
members. Members fee €15 - 20. Finance: Member fee, advertising income, support from 
Finland slot machine association. Office: 2 full time staff. Personnel expenses  € 7000. Events: 
Rehabilitation courses, ostomy days, training of volunteers (support person). Magazine 4 times 
per year. 
 
Committee meeting in Finland 2017. Dates were discussed. The meeting will take place from 
31st March - 2nd  April in Helsinki. 
 
Yoga lesson one hour. 
Easy yoga exercises for persons with an ostomy was added as an innovative part of the agenda. 
It was clearly a challenge for a great majority. Yoga is the trends of the time. It is said that yoga 
gives physical well-being, a lithe body, learning about relaxation and rest in the everyday life. 
Quite a number felt like trying with yoga after returning to their country. Good luck to all of you, 
who now practice yengar yoga. 
 

 
 
After the challenge with yoga, there was time to relax in the bus on the way to sightseeing in 
Ebeltoft. A guided tour on the Frigate Jylland was arranged. The frigate is the longest wooden 
ship in the world. After a very interesting sightseeing we had a coffee break in a restaurant on 
the harbor. After coffee there was time to explore Ebeltoft independently. The old Town Hall is 
famous abroad, and people from many countries uses the Town Hall for weddings.  
Dinner at a restaurant close to the hotel. 
 
Sunday 21. August. 



 
Twinning projects: 
Marie Steen, Sweden: Zimbabwe. Project started in 2006. Lizzie Moyo registers her ILCO ZIM 
Trust. Registration fee SVK. 7000. Meeting at the Cancer Center in Harare in 2009. In the “black 
market” in South Africa the price for an ileostomy bag is approximately SKR. 200. Members 
approximately 828 in 2014. ILCO don’t get money anymore for this project. 
 
Henning Granslev, Denmark: Ukraine. COPA has previously sent parcels every 3 month to a 
personal address. But if parcels comes regularly to a person, the customs believes it is to a 
company who will earn money. We can’t send the parcels to the hospital, because the doctors 
will take them and use them. Now COPA has got an agreement with the Ukrainian government . 
We can now ship 3 pallets on a truck to Kiev and unload for Odessa. We use a company named 
GMA. Iceland also send supplies to Ukraine via Denmark (to Henning). COPA/ISILCO supports 
about 300 persons in Odessa. The board member in Ukraine is also a member of GMA, and this 
organization is approved by WHO. 
 
News from every country, continued: 
 
Jane and Jonas, Norway:   
NORILCO established 1971 and has 22 local groups. Member fee NKR. 300. Corporate with 
cancer activities. Youth has 318 members in total and run their own economy. Norway has 3 
main hospitals with stoma nurses. National board: 7 members and 4 employees in the 
administration. Peer support. Slogan: “Taking our gut feelings seriously”. 6 magazines per year.  
 
Jon Thorkelsson, Iceland: 
ISILCO established 1980. Newsletter 4 times per year. 1 local group in Akureyri. Finance: 
Member fee approximately € 10. Finance: Cancer Union, Disabled Persons, Lotto. Visitor 
service: 15 persons. Latest news: New homepage and new leader of the youth´s group. 
 
Marie Steen/David Larsson, Sweden:  
ILCO established 1965 and has 21 local branches. Youth´s group: 44 members on face book. 
4500 members. Member fee € 25, Family fee € 35. National board: 9 board members, election 
every 2 years. 
Phone meetings to decide what to put in the magazine. Finance: Money from the government, 
funds, members fee. Activities: Family day. Payment for ostomy materials is approximately € 
200 per year. 
 
Henning Granslev/Hanne Westergaard, Denmark. 
COPA is established in 1951 and is the oldest association for persons with an ostomy. 3800 
members, 1000 on facebook. COPA is devided in 15 local groups. Newsletter 6 times per year. 
Finance: Members fee, Tips and Lotto, advertisements and from the ministry for special 
activities. Twinning project in Odessa, Ukraine. 
The meeting was closed with lunch at the hotel. 
 
Please remember: EOA meeting in the Netherlands 17th  -  21st  May 2017.  
The Dutch ostomy organization is celebrating their 50 years anniversary in 2017. 
 
 
Minutes written by Gisela Schjøtt, COPA 


