Consent form for Case repart
Case report titke: First Report of Variznt Late Infantile Cerold Upofuscinosisin Jardan
Principal investigator: Omar Mafl, MO, Padiatsic Department, Mutab Unlwersity, Karak, fordan

Youw are being asked to consdar altowing Dr. Omar Naf- o use inferrnation about your chitdran's clinical records and availabie
anclllary exams 1o write what is called a case repart

Case réports are typically used to share new umigue infarmation expirienced by & patient durng his/her clinical care that may be
useful far other physicians and members of a health care team, A case report may be published for athers ta read; and/are presented
at a conference. This farm expdaing the purpose of this case report. Please read this farm carefully and take your time to make vour
decision and ask any questions that ¥ou may have, The parpase of this case repart is to inform ather piyslcians about the possitslity
of variant ate infantile lipofuscinosis in childran presenting with phigsical and neurologheal symptoms, as wall as polnting out the
impartance of whole exome seguencing in making the dizgnosis, Your children's information being used for this case repor Ineluidas
the details of thesr chinlcal condition and medical treatmeant. D, Omar Nafl is abligated to protect your privacy ang not disdose any
personil information {information about veu, your chiléran. and thesir health thist can be [dentifying &g, name, dats ol birth, medical
record aumber]. When the cage report is published or presentad o identity will not be distlosed. Although vour persanal
information collected or obtalned will be kept confidential and protected to the fullest axtent of the law, there is a limited rizk
issociated with this case report that could result in 3 foss of confidentialite by wirtiee of your unigue enperience. You will not-directly
benefit fram participating in this case repaet. The infarmation that can ba shared with ather health care professionals, however, may
Ifnprove the care that is received by others In the future, Allewing your information to be used in this case rapart will not invake any
addilional costs 1o you. Yeu will not receive any compensation, Taking part i this case report s your cholce (valuntary], You may
choose not 1o take part or you may change your mind a1 any time. Howsyer, once the cass report ks written and pubiiched, it will not
2 possible for you (o withdraw it. Your decision will not result in any peralty or loss of benefits to which oL are entitled Including
the quality of care you receive. You will be tald abolt amy new information relating to this case regart thas ity aiffect wou, Your
SiEnature balow means that you have read the above infarmation about this Case Repost and have kad & chance to 2=k quistions to

help you ungerstand how your infarmation wl | be usad and that you give permission to alkow wour Information to be used in this
caia repart

Case Report Title: First Report of Varlant | ate infantila Fornld Lipofuscinails in lordan
Name of participant, pare
By slgning this form | confirm wem.

*  Thitcase report has baen fully explained to'mea and all my qusiions have been arswered to my satisfaction

*  |have baen informed of the risks and benefits, if amy, of altorwing my/my childeen's information to be wsed |n this case
feport

* | have been Informed that | do not have 1o panicipate in this case repart

® | have read each page of this form

® lauthoripe access to my parsanal health information (medical record] as explalned in this form
* | have agreed to participate m this case report

Name af participant/parent Mpnature




