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AIUTO E RICERCA PER | BAMBINI AFFETTI
DA MALATTIE GENETICHE RARE - ONLUS.






AUTHORIZATION TO PARTICIPATE IN PROJECTS OR INTEGRATION PROCESSES PROMOTED BY THE INTERNATIONAL ASSOCIATION RING14

 

The undersigned (father) :
First Name_______________________________________________

Name___________________________________________________

Date of birth_____________________Place______________________Citizenship_____________

Address -Town_____________________________________                                                 

Street   _____________________________________________                                  

State ___________________________________________

Home Telephone__________________________         Mobile_______________________________

E-mail ______________________________      Job__________________________

 

The undersigned (mother) : 

First Name_______________________________________________

Name_____________________________________________

Date of birth_____________________Place______________________Citizenship_____________

Address - Town_____________________________________                                                 

Street   _____________________________________________                                  

State ___________________________________________

Home Telephone__________________________         Mobile_______________________________

E-mail ______________________________                Job_________________________

Associated                         □ yes   □ no
Parents of minor:

First Name____________________________________

Name___________________________________________    

Date of birth_____________________Address______________________Citizenship_____________

If the address is different please fill in the following field:

1. Town_____________________________________                                                 

Street   _____________________________________________                                  

State ___________________________________________

 Home Telephone__________________________      
 

Information in conformity to article 13 D. Lgs. n.196/2003 for the handling of personal details

In conformity to Article 13 od D.Lgs. Of June 30 2003 nr 193 (Privacy Code) , we give you hereunder information about our gathering and handing personal details related to the participation in projects and integration processes (henceforth called “Projects”) promoted by Associazione Internazionale RING 14 ONLUS, Via Victor Hugo 34 – 42123, Reggio Emilia, Italy, being the owner of such handing (“Owner” or “Association”).

The Owner has the right to handle, following the directions and the scopes mentioned hereafter, personal details (1) also sensitive personal and genetic (2) data (in some cases related to the Ring 14 syndrome or other chromosome aberrations deriving from chromosome 14 such as deletions, translocations, duplications) of the people participation in the Project (or, in particular cases, of their relatives).

Directions for the gathering of the data and goals of the treatment:

Besides gathering the identification and general details, the Association has the right to gather other data c/o the same involved individuals and/or their relatives or directly from their medical records that the participants in the Project will deliver or otherwise, upon their authorization, by third parties like their relatives, their family doctors, private or public hospitals, scientific laboratories etc. which also take part in the same Project.

The storage and the subsequent handling of the data will be done on a lawful and correct basis in view of reaching goals related to the following:

· Enhancing the scientific research in the clinical, genetic and pharmacological and rehabilitation fields, by financing research projects and enriching it's own biological and clinical data banks which are unique in the world.

· Giving support to families within which live people hit by serious disabilities. Assisting them during the difficult times of diagnosis in their relations with educators, speech therapists, teachers and physicians.

· Planning interventions aimed at the well-being of the whole family.

· Push physicians (geneticists, pediatricians) to deepen their knowledge of this ailment, so that families may obtain a diagnosis and get in touch with the Association.

At the beginning the data will be stored in locked paper archives with a limited access to specially authorized staff. The access will be monitored and, if done after the Association's working hours, a record will be kept.

When the data are gathered, they will be put into a website, where people who participate in the Project (or their relatives) will encrypt  the personal details through

cypher codes stored by the Owner in compliance with the security rules of the Privacy Code. It is possible to access the de-cyfered data through three access steps:

1) the first step will allow to access the complete vital statistics of the participants as well as their medical records. This access will be allowed only to a limited number of “appointees” provided with specific authentication credentials, complying with the security rules set in the Privacy Code, among which :

- the Association's Board of Directors and it's members (also in order to maintain a relationship with the participants' relatives and the researchers);

- the members of the Scientific Board;

- the Owner's staff, duly authorized and trained, among which the researchers working on our research projects, who have been named responsible for the treatment and have been expressly mentioned in the website;

1) the second step, formed by outside researchers or groups of researchers that cooperate, even occasionally, with the Association, who – for scientific and statistical reasons – may ask to access the data. Upon thorough evaluation the Association can release authentication credentials enabling them to access the data in an intelligible way, naming them to this end “responsible” for the treatment, according to Article 29 of the Privacy Code.

2) The third step, formed by the patients or his relatives in cases of underage patients also for the access provided by Art. 7 of the Privacy Code (see hereunder), as well as by the family doctors or third parties upon express authorization by the patient himself or his relatives.

(1) A personal data is to be meant as “ any information on a physical person, body or association, identified or identifiable, also indirectly, through a reference to any other information, including a personal badge”. Therefore this concept includes also the personal details of the participant in the Project or of his relatives, in case he is a minor.

(2) By “sensitive data” we mean – among others – data on the health status of the participant in the Project, whereas “genetic data” are the “results of genetic tests or any other information which, regardless of their typology, identifies the genotypic characters of an individual, that can be transmitted within a group of persons linked by family relationships”.

The access to steps 2) and 3) can be done only for reading  purposes with no possibility to interact with the patients’ vital statistics.

The handing of personal details will in any case be based on principles of correctness, lawfulness and openness and will be performed exclusively in view of the already mentioned goals related to the plans and integration processes promoted by the Association, as well as under the regulations in force. The delivery of the personal details of the participants (and of their relatives) is required as otherwise it would be impossible for the Association to include them in the research Project.

The handling of the personal details fall within the ones expressly mentioned by the law in force and authorized by the Security Responsible (acting for the safety for the personal details with a special authorization). However, according to Article 26 of the Privacy Code, a written, unconstrained and conscious consent of the participant or of his relatives (or third parties), to be done filling in and signing the form appended to this document. In case of refusal to agree to such consent, the Association would not be able to handle the personal data of the Participant and include the same within the research Project.

During the Project genetic tests (DNA, RNA, Array, cutaneous fibroblasts etc.) might be carried out. Any information of genetic kind that we could possibly gather, can be useful in order to understand and study the various chromosomal aberrations related to chromosome 14. In any case the genetic information we will gather will be handled exclusively for the scopes set in this document, upon your written consent. We will take security measures to avoid any risks of unauthorized access and communication, loss and destruction (even accidental), handling of data incompatible with the set goals, in conformity with the regulations in force and the General Authorization for the security of the personal data.

You will have the right to cancel your consent to the handling of your genetic data for any legitimate reason. In such a case your genetic data will be removed or made anonymous and they will be used only for statistical purposes.

Release of the data

The information is released directly and spontaneously by the concerned families.

They can be sent only upon a written consent of this document by fax to 

+39 0 533 421 037 or by mail to the Association headquarters, via Victor Hugo – 34, 42123 Reggio Emilia, Italy.

Any information about your personal details to third parties will be given strictly within the limits and goals of the above  mentioned  data handling.  A complete list of third parties to which your personal data can be released is available c/o the Association. 

Moreover and always in view of the scopes of the Association, the personal data can be released to :

· Any other family part of the Association

· Members or volunteers working within the Association

· Physicians, researchers, therapists

· The Scientific Board

Your data, under a coded form, might be conveyed to other countries for research and processing purposes, including countries outside the European Law covering the data safety. Within the bounds set in this document and upon the written consent of the Participant or of his relatives, the Owner can convey the data, also temporarily, outside the Italian State in compliance with Article 43 of the Privacy Code, to researchers or physicians working in country not belonging the European Union.

To the mentioned purposes the data can be stored for a period of  one (1) year after the termination of the Project, provided suitable security measures are taken. At the end of such period your personal data will be destroyed or made anonymous and put together for research and statistical purposes only.

Methods of treatment and security measures

The data handling will be done on paper and by electronic means. In particular, the data will be included in suitable paper archives at the above mentioned headquarters and in an electronic database suitable for storing, processing and transmitting the data and equipped with suitable security means that will avoid any unauthorized access, loss or destruction, also accidental, or any illicit handling of the data.

In particular your personal data will be handled only by qualified staff or nominees according to Article 29 of the Privacy Code, duly authorized by the Owner, in possess of authentication credentials and specially trained, in order to limit as far as possible any risk of unauthorized access to the database and of any illicit release of the data.

Owner of the handling

We wish to point out that the owner of the handling of your sensitive data for the mentioned purposes is Associazione Ring 14 ONLUS, Via Victor Hugo, 34 – 43212 Reggio Emilia, Italy. 

Rights of the Participant

The Owner grants the right to obtain at any time the confirmation of the existence of the data, to request the amendment or the cancellation of the same, to reject totally or partially, as well as to avail himself of any other right as provided by Article 7 of the Privacy Code. The Participant has also the right to restrict the release of his genetic data and his biological samples and any possible use of the same for different purposes.

In particular the Participant will have the right to:

· Ask for the confirmation of the existence in the paper archives and the Owner’s databanks of his own personal data requesting that the same be put at his disposal in a clear and intelligible way;

· Be aware of the origin of the data, as well as of the logics and the scope of the data handling, requesting that the names of the nominees and responsible people  for the data handling and of any third party that can access the data be disclosed to him;

· Ask to amend the data, to transform them, even into an anonymous form, their updating or that they be blocked or definitely removed from the archives and the Owner’s databanks, in case this were deemed necessary due to a proved  breach of law. Any amendment of the data referred to medical evaluations date during the Project is not permitted.

· Object to the handling of your personal data for legal reasons.

To this end you may contact:

                                                      Associazione Internazionale Ring 14 – Onlus
                                                      Via Victor Hugo, 34

                                                       42313 Reggio Emilia, Italiy

                                                       Tel. + 39 0 522 322607 / fax +39 0 522 421037

                INFORMED CONSENUS TO THE DATA HANDLING

The undersigned, on his own will and as a relative of or as a parental authority of, having obtained all the necessary information about of the handling of the personal data and being aware of what provided by Article 13 D.Lgs n.196/2003 of Associazione Internazionale Ring 14 ONLUS, Owner of the data handling and conscious about the mentioned risks about the privacy,

· Expressly gives his/her consent to the handling and release of the personal data for the scopes and following the procedures mentioned in the attached document:

Consent given                                             Consent negated

· Expressly gives his/her consent to the handling and release of genetic data for the scopes and following the procedures mentioned in the attached document:

Consent given                                              Consent negated

· Expressly gives his/her consent to the handling and release, also on a temporary basis, of the data to countries outside the European Union like, in particular, the United States of America, for the scopes and following the procedures mentioned in the attached document:

Consent given                                              Consent negated

· Expressly gives his/her consent to disclose his/her e-mail and his/her photographs on the website www.ring14.org  for advertising purposes, contacts with other families and researchers and declares hereby to refrain to take any personal advantage from such publication. To this effect the undersigned warrants the Associazione Ring 14 against any claims from third parties.

Consent given                                                Consent negated

Place:

Date:

Father:                                                              Mother

First Name                                                        First Name

Second Name                                                   Second Name

Signature



  Signature


_________________                                        ____________________
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