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Altyd honger en op soek na iets te ete!

“Understanding the person-understanding the syndrome”

Linda Thornton Workshops August 2010 

Aangebied deur ‘n ouer Linda Thornton
Prader-Willi-sindroom is ‘n  toestand van altyd smag na iets te ete. Stel jouself voor om altyd honger te wees maar jy mag net die helfte soveel kilojoules gebruik as ander mense. Romantiseer  jy  oor kos en is kos die een ding in die lewe wat jy graag wil hê maar nie mag hê nie...?  Hoe sou so-iets jou lewe beïnvloed het?
Persone wat ly aan  Prader-Willi-sindroom word daagliks geteister met ‘n hongergevoel oral waar hulle gaan ... dit kan lei tot lewensgevaarlike obesiteit.
Hierdie eienskappe is die gevolg van ‘n komplekse genetiese afwyking wat verband hou met ’n abnormaliteit in chromosoom 15. Bykomend tot die onversadigbare gevoel en die van honger, veroorsaak hierdie genetiese toestand ook dat babas baie hipotonies (pap, slap) is met geboorte en ook voedingsprobleme het. Verder kan ‘n kort liggaamsbou, kognitiewe aantasting met leergestremdheid, onvolledige seksuele ontwikkeling, swak emosionele en sosiale ontwikkeling en moeilike gedrag wat veral om kos gesentreer is, voorkom.
Die hantering van ‘n persoon met PWS rig op baie vlakke uitdagings aan ouers en alle betrokkenes en plaas geweldige druk op ‘n gesin en daarom is ondersteuning en opleiding in die hantering van die persoon met PWS noodsaaklik. Daar bestaan ‘n ondersteuningsgroep, die Prader-Willi-Sindroomvereniging van Suid-Afrika, wat aan betrokkenes die nodige steun gee en graag inligting oor die sindroom wil versprei. Hierdie ondersteuningsgroep vier vanjaar sy 20ste bestaansjaar. 


Vir hierdie geleentheid kom Linda Thornton, die nasionale direkteur van die Prader-Willi- Sindroomvereniging van Nieu-Seeland asook die visepresident van die International Prader-Willi Syndrome Organisation (IPWSO), na Suid-Afrika om ‘n reeks werkwinkels aan te bied. Linda het ook ‘n 25 jarige dogter wat met PWS gediagnoseer is. Die afgelope 10 jaar bied sy baie suksesvolle opleidingsprogramme vir ouers en versorgers aan. Haar werk is spesifiek daarop gerig om die persoon met die sindroom beter te verstaan, om te verstaan hoe die sindroom die persoon affekteer en hoe om aan ‘n verhouding van vertroue en vrymoedigheid te bou. In 1999 ontvang Linda ‘n Churchill studiebeurs en besoek die VSA en Engeland om ‘n studie te maak van die verskillende verblyfopsies vir persone met PWS. Hierdie navorsing het ook gehelp met die samestelling van die eerste opleidingsmateriaal vir haar werkwinkels. Sy het die geleentheid gehad om twee opeenvolgende jare die International PWS Caregivers’ Conference in Duitsland by te woon en kon put uit die ervaring van lande wêreldwyd, tot voordeel van ouers en versorgers.
Die program sluit die volgende aspekte in:

· ‘n algemene oorsig oor die sindroom – die genetika, die verloop deur die kinder- en tienerjare tot volwassenheid

· gedrag as ‘n vorm van kommunikasie

· die dieet- en gesondheidsbehoeftes van die persoon met PWS.
Stel u belang om ‘n werkwinkel by te woon? 

VOLTOOI ASSEBLIEF DIE REGISTRASIEVORM EN STUUR TERUG MET BETALING VOOR 23 JULIE 2010.
Voorsitter: chairperson@praderwilli.org.za of Tel: 012 344 0241 of

Sekretaresse: secretary@praderwilli.org.za of faks aan 086 551 5980

Imagine feeling hungry all the time!

“Understanding the person-understanding the syndrome”

Linda Thornton Workshops August 2010 

a parent perspective - presented by Linda Thornton.

Prader-Willi syndrome is a disorder of constant craving for something to eat. Imagine feeling hungry all the time and only being allowed a food input with half as many kilojoules as other people. Imagine romanticising food and not being allowed to eat it...? How would that impact on your life?

People with Prader-Willi syndrome consistently battle with a hungry feeling everywhere they go ... which can result in life-threatening obesity.
These characteristics are the result of a complex genetic aberration resulting from an abnormality on chromosome 15. In addition to the feeling of insatiability and hunger, this genetic condition also causes babies to be hypotonic (flabby, limp) at birth, with feeding difficulties. Short body stature, cognitive impairment with learning disability, incomplete sexual development, weak emotional and social development and challenging behaviour often linked to food, are part of the characteristics.
The handling of a person with PWS challenges parents and other persons concerned at different levels and exerts tremendous pressure on the family, which makes the support and education in the handling of the person with PWS essential. A support group, the Prader-Willi Syndrome Association, provides support to all involved and is keen to make information available on the syndrome. This support group celebrates its 20th birthday this year.

For this occasion Linda Thornton, the mother of a 25 year old daughter with Prader-Willi syndrome, will visit South Africa in August 2010 to present a series of workshops. Linda is for many years the  national Director of the PWS Association in New Zealand and also the vice-president and secretary of the International Prader-Willi Syndrome Organisation (IPWSO). Over the past 10 years Linda has presented training programmes for parents and caregivers that work. Although she is the first to agree that there is no magic bullet, her work is directed at understanding the person as an individual, understanding how PWS affects that person, and how to build a relationship of trust and confidence. In 1999 Linda was granted a Churchill Scholarship, which allowed her to travel to the UK and USA, to study the different types of residential care offered to people with PWS. From there, she designed the first training programme to suit the needs in New Zealand and, since then, she has been involved with the International PWS Caregivers’ Conferences, adding to her own programmes the collective wisdom from countries around the world.
The workshops will cover three main areas:

· an overview of the syndrome, from the genetics through childhood, teenage and adulthood 

· management of the difficult food-related behaviour 

· the dietary and health needs of a person with PWS.
Would you like to attend a workshop? 

PLEASE RETURN YOUR REGISTRATION FORM AND PROOF OF PAYMENT BEFORE 23 JULY 2010
Chairperson: chairperson@praderwilli.org.za or Tel: 012 344 0241 or

Secretary: secretary@praderwilli.org.za or fax to 086 551 5980




Die Prader-Willi-Sindroomvereniging nooi jou uit!





Invite/Uitnodiging








The Prader-Willi Syndrome Association cordially invites you!
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