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�

Di Catia Giaconi, Maria Beatriz Rodrigues, Aldo Caldarelli, Noemi Del Bianco 

7KH� WKHPH� RI� WKLV� ERRN� LV� WKH� ³4XDOLW\� RI� OLIH´�� LW� LV� LQKHUHQWO\� LPSRUWDQW� LQ� WKH�
SUHVHQW� VRFLHW\�� ZKHUH� SHRSOH� OLYH� ORQJHU�� +HDOWK� FDUH� DQG� ORQJ� WHUP� ZHOIDUH� DUH�
HVVHQWLDO� LQ� WKH� SURVSHFW� RI� D� ORQJHU� OLIH� H[SHFWDQF\�� WU\LQJ� WR� DYRLG� D� VXEVWDQWLDO�
LPSDFW�RQ�WKH�FRVW�RI�SXEOLF�KHDOWKFDUH�DQG�IRU�WKH�IDPLOLHV��7KH�WKHPH�EHFRPHV�YHU\�
UHOHYDQW�LI�ZH�WDNH�LQ�DFFRXQW�WKH�OLIH�RI�SHRSOH�ZLWK�GLVDELOLWLHV��ZLWK�GLIIHUHQW�OHYHOV�
RI�SK\VLFDO�DQG�SV\FKLF�GHSHQGHQFH��

�:RUOG� +HDOWK� 2UJDQL]DWLRQ� � GDWD� VKRZ� WKDW� DSSUR[LPDWHO\� ���� RI� WKH� ZRUOG¶V�
SRSXODWLRQ� OLYHV� ZLWK� VRPH� IRUP� RI� GLVDELOLW\�� ,W� KDV� EHHQ� HVWLPDWHG� WKDW� JOREDOO\�
DERXW�RQH�ELOOLRQ�SHRSOH�KDYH�GLVDELOLWLHV��7KHVH�QXPEHUV�JURZ�DV�WKH\�DUH�DVVRFLDWHG�
ZLWK�WKH�DJHLQJ�RI�WKH�ZRUOG¶V�SRSXODWLRQ��DORQJ�ZLWK�WKH�LQFUHDVLQJ�VRSKLVWLFDWLRQ�RI�
WKH� WRROV� WKDW� GLDJQRVH� WKH� GLVDELOLWLHV� �:+2�� ������� 2Q� RQH� VLGH�� ORQJHU� OLIH�
H[SHFWDQF\�FDQ�EH�FRQVLGHUHG�D�VRFLDO�LPSURYHPHQW��2Q�WKH�RWKHU�VLGH��DGDSWLQJ�WR�LW�
EULQJV� LPSRUWDQW� FKDOOHQJHV� IRU� JRYHUQPHQWV�� FDUH�JLYLQJ� LQVWLWXWLRQV�� IDPLOLHV� DQG�
WKH� JHQHUDO� SRSXODWLRQ�� 7KH� TXHVWLRQ� LQYROYHV� HYHU\ERG\�� QRWZLWKVWDQGLQJ� WKH�
SUHMXGLFHV�DQG�PLVLQIRUPDWLRQ�WKDW�VWLOO�FRQFHUQ�LW��

$FWLRQV�WR�LQFUHDVH�DZDUHQHVV�DQG�VHQVLELOL]DWLRQ�WRZDUG�ROGHU�DQG�GLVDEOHG�SHRSOH�
KDYH� EHHQ� SURSRVHG� DQG� LPSOHPHQWHG�� :H� FRXOG� PHQWLRQ� PDQ\� ORFDO� H[DPSOHV��
KRZHYHU�� DW� JOREDO� OHYHO� ZH� ILQG� WKH� SURSRVDOV� E\� WKH� :RUOG� +HDOWK� 2UJDQL]DWLRQ��
:RUOG� 5HSRUW� RQ� 'LVDELOLW\� �������� *OREDO� $JH�)ULHQGO\� &LWLHV� �������� $FWLYH�
$JHLQJ���������7KHVH�GRFXPHQW¶V�PDLQ�FRQWULEXWLRQ�DLPV�WR�SURPRWH�WKH�GLVFXVVLRQ�
RQ�WKH�WKHPHV�DQG�WKH�UHVSRQVLELOLWLHV�RI�DOO�WKH�DJHQWV�LQYROYHG�DQG�FRQFHUQHG�E\�E\�
WKH�QHZ�GHPRJUDSKLF�UHDOLW\���

%DXPDQ��ZKR�SXW�WKH�IDXOWV�LQWR�WKHRUHWLFDO�SHUVSHFWLYH��GUDZV�RXU�DWWHQWLRQ�WR�WKH�
LPSODFDEOH� WLPHV�ZH� OLYH� LQ��2XU�FRPSHWLWLYH� WLPHV�GHVSLVH� WKH�ZHDNHVW��ZKHUH�IHZ�
DUH� LQWHUHVWHG� LQ� FRQFHSWV� OLNH� FRPPXQLW\�� FROOHFWLYLW\� DQG� FRKDELWDWLRQ�� ([FHVVLYH�
LQGLYLGXDOLVP� ZHDNHQV� KXPDQ� WLHV� DQG� VWUDLQV� WKH� FDSDFLW\� RI� EHLQJ� HPSDWKLF� DQG�
VXSSRUWLYH��LQ�D�LQFUHDVLQJO\�JOREDO�ZRUOG��%DXPDQ����������������

3DUDGR[LFDOO\�� WKH� PRVW� GLYHUVH� QHZV�� IURP� IDU� DZD\� FRXQWULHV�� DUULYH�
LQVWDQWDQHRXVO\�MXVW�ZLWK�D�FOLFN�RQOLQH��ZKLOH�ZH�EHFDPH�LQFDSDEOH�WR�GHDO�ZLWK�WKH�
QHDUHVW� SUREOHPV� QH[W� WR� XV�� 7KH� UK\WKP� RI� FKDQJH� WHQGV� WR� EH� IDU� WRR� IDVW�� DQG�



��

HTXDOO\� WKH� VSHHG� ZLWK� ZKLFK� QHZ� SKHQRPHQD� DSSHDU� DQG� GLVDSSHDU� LQ� WKH� SXEOLF�
DZDUHQHVV� LV� YHU\� IDVW�� 7KHVH� DUH� WLPHV� ZKHUH� HDFK� LQGLYLGXDO� LV� OHIW� DEDQGRQHG��
ZLWKRXW�DQ\�FRQVLGHUDWLRQ�IURP�WKRVH�OLYLQJ�LQ�WKH�VDPH�FRPPXQLW\��%DXPDQ����������

+RZHYHU��WKLV�LQGLIIHUHQFH�VKRXOG�EH�IRXJKW�ZLWK�QHZ�LGHDV�RI�LQFOXVLRQ�IRU�SHRSOH�
ZLWK�GLVDELOLWLHV��7KH�DXWKRUV�RI�WKLV�ERRN�EHOLHYH�LQ�WKLV��DQRWKHU�VRFLHW\�LV�SRVVLEOH��
LW� FDQ� JURZ� WDNLQJ� LQ� DFFRXQW� WKH� FKDUDFWHULVWLFV� RI� JURXSV� DQG� LQGLYLGXDOV� ZLWK�
VSHFLDO�QHHGV�DQG�SODQQLQJ�ZD\V�WR�KHOS�RQ�WKHVH�QHHGV��'HDOLQJ�ZLWK�GLYHUVLW\�GRHV�
QRW� PHDQ� RYHUORRNLQJ� RU� KLGLQJ� LW�� EXW� WR� JLYH� LW� D� PHDQLQJ� DQG� FRQWULEXWH� WR�
RYHUFRPH�LW���

7KH� ERRN� LV� RUJDQLVHG� LQ� IRXU� FKDSWHUV�� 7KH� ILUVW� FKDSWHU� EULQJV� GLIIHUHQW�
SHUVSHFWLYHV�RQ� WKH�QHFHVVLW\� WR�KDYH�VXVWDLQDEOH�SURSRVDOV� WR� LQLWLDWH�QHZ�IRUPV�RI�
LQFOXVLYH�SODQQLQJ� IRU� GLVDEOHG� DGXOWV��$GXOW� DJH�GLVDELOLW\� FUHDWHV� QHZ�HGXFDWLRQDO�
FKDOOHQJHV��LW�DVNV�WR�WKH�VHUYLFHV�SURYLGHG�IRU�SHRSOH�ZLWK�GLVDELOLW\�ZLWKLQ�WKH�VFRSH�
RI�WKH�4XDOLW\�RI�/LIH��

$V�DXWKRUV�DQG� UHVHDUFKHUV�RI� VSHFLDO�SHGDJRJ\��ZH�FRQVLGHU�RXU� IRFXV� WR�EH� WKH�
FUHDWLRQ� RI� WKH� FRQFHSW� RI� Quality of Life �42/��� ZKLFK� ZLOO� EH� H[SORUHG� LQ� WKLV�
FKDSWHU�DQG�ZLOO�GHPRQVWUDWH�LWV�FRQFHSWXDO�DQG�SURIHVVLRQDO�SRWHQWLDOV��LQFOXGLQJ�WKH�
ILHOG�RI�VSHFLDO�HGXFDWLRQ�DQG�SHUKDSV�PRUH�UHOHYDQWO\��WKH�VFHQDULR�RI�WKH�SHGDJRJ\�
RI�LQFOXVLRQ����

7KH� SKLORVRSKLFDO�� PHGLFDO� DQG� HFRQRPLF� FRQVLGHUDWLRQV� RI� WKLV� XEMHFW� ZLOO� EH�
H[DPLQHG� ZLWK� D� PXOWL�GLVFLSOLQDU\� DQDO\VLV� RQO\� ZLWKLQ� WKH� VFRSH� RI�
FRQFHSWXDOLVDWLRQ� DQG� DSSUHFLDWLRQ� RI� WKH� TXDOLW\� RI� OLIH� IRU� GLVDEOHG� SHUVRQV��
5HPDUNDEOH�UHIOHFWLRQV�DQG�SHGDJRJLFDO�LPSOLFDWLRQV�DULVH�IURP� WDNLQJ�FDUH�RI�DGXOW�
GLVDEOHG� SHUVRQV�� 7KH\� UDQJH� IURP� RUJDQLVLQJ� GD\WLPH� DQG� UHVLGHQWLDO� VHUYLFHV�� WR�
parental� training� FRXUVHV� IRU� IDPLOLHV� DQG� WUDLQLQJ� SURIHVVLRQDOV� ZKR� DFW� LQ� WKLV�
VHFWRU��

&KDSWHU� WZR� LQWHQGV� WR� UHIOHFW� RQ� WKH� SDUDGLJP� RI� WKH� TXDOLW\� RI� OLIH� UHIHUUHG� WR�
DGXOW� GLVDELOLW\� DQG� WKH� VHUYLFHV� UHIHUUHG� WR� WKH� FDUHWDNLQJ� RI� WKH� SHUVRQV� ZLWK�
GLVDELOLWLHV��7R�KDYH�D�VKDUHG�VFLHQWLILF�VHWWLQJ�RI�UHIHUHQFH��ZH�ZRXOG�OLNH�WR�VWDUW�D�
ILUVW� WUDLQLQJ� SURSRVDO�� ZKLFK� DLPV� WR� DFNQRZOHGJH� WKH� needs� FRQQHFWHG� ZLWK� DGXOW�
GLVDELOLW\��HVSHFLDOO\�LQ�FDVHV�RI�DXWLVP�DQG�PXOWLSOH�GLVDELOLWLHV��ZLWK�DQ�HGXFDWLRQDO�
DSSURDFK� DNLQ� WR� WKH� TXDOLW\� RI� OLIH� RI� SHUVRQV� ZLWK� GLVDELOLWLHV� GXULQJ� WKHLU� OLYHV��
8OWLPDWHO\�� WKH� SHUVSHFWLYH� LV� RQH� RI� D� ORQJ�WHUP� SURMHFW�� 7KH� FRPPRQ� WKUHDG� WKDW�
OLQNV� ERWK� WUDLQLQJ� SDWKV� LV� WKH� DWWHQWLRQ� WRZDUG� WKH� SHUVRQ¶V� VLQJXODULW\�� WR� KLV�KHU�



��

QHHGV�DQG�WKH�FKDQJHV�WKDW�KH�VKH�H[SHFWV�WR�KDSSHQ�RYHU�WKH�WLPH�DQG�WKHUHIRUH��WKH�
DELOLW\� WR� SODQ� DQG� UHDOLVH� SURIHVVLRQDO� LQWHUYHQWLRQV� IRU� D� IXOO� UHDOLVDWLRQ� RI� WKH�
TXDOLW\�RI�OLIH��$V�ZH�ZLOO�LQGHHG�VHH�ODWHU��GHVSLWH�ZKDW�ZH�VDLG�LQ�FKDSWHU�RQH�RQ�WKH�
JUHDW�GLIIXVLRQ�RI�WKH�FRQFHSW�RI�TXDOLW\�RI�OLIH�LQ�WKH�ILHOG�RI�YRFDWLRQDO�JXLGDQFH��ZH�
QHHG�D�FDUHIXO�SURIHVVLRQDO�WUDLQLQJ�WR�SLFN�WKH�VSHFLILFLW\�RI�WKH�HGXFDWLRQDO�SUDFWLFHV�
LQ�WDNLQJ�FKDUJH�RI�SHUVRQV�ZLWK�GLVDELOLWLHV����

$OWKRXJK� WKH� GLVFXVVLRQ� ZLOO� IRFXV� RQ� DGXOW� GLVDELOLW\�� ZH� GHHP� RSSRUWXQH� WR�
VSHFLI\�WKDW�WKLV�SHUVSHFWLYH�VKRXOG�EH�WKRXJKW�DQG�SODQQHG�LQ�D�continuum�GXULQJ�WKH�
FRXUVH�RI� OLIH��7KHUHIRUH��ZH�ZLOO� LQWURGXFH� VRPH� WKRXJKWV� UHODWHG� WR� WKH�TXDOLW\�RI�
OLIH�RI�WKH�DGXOW�SHUVRQ�ZLWK�GLVDELOLWLHV��$IWHU�WKH�DQDO\VLV�RI�VRPH�HVVHQWLDO�needs�RI�
WKH� SHUVRQ�� ZH� ZLOO� DGGUHVV� VRPH� LPSRUWDQW� UHIOHFWLRQV� FRQFHUQLQJ� WKH� HGXFDWLRQDO�
SUDFWLFHV�RI�SODQQLQJ�DQG�FDUHJLYLQJ�RI�DGXOW�SHUVRQV�ZLWK�GLVDELOLWLHV��

&KDSWHU�WKUHH�SURSRVHV�D�EULHI�UHIOHFWLRQ�RQ�WKH�SRVVLEOH�GLUHFWLRQV�LQ�WKH�OLIH�RI�D�
SHUVRQ� ZLWK� GLVDELOLWLHV�� ,W� LV� EDVHG� RQ� WKH� DFNQRZOHGJPHQW� WKDW� WKH� IXWXUH� RI� WKH�
GLVDEOHG� FKLOGUHQ�� HVSHFLDOO\� DIWHU� WKH� GHDWK� RI� WKH� SDUHQWV�� LV� D� KXJH� FRQFHUQ�� 7KH�
GLVDEOHG� SHUVRQ� KDV� WR� EH� SUHSDUHG� IRU� ZKDW� LV� FDOOHG� WKH� ³$IWHU� 8V´�� 7KH� FKDSWHU�
GHIHQGV�WKH�LGHD�WKDW�WKH�SHUVRQ�ZLWK�VKRXOG�EH�SUHSDUHG�GLVDELOLWLHV�DQG�WKH�IDPLO\�WR�
WKH�FRQFUHWH�SRVVLELOLW\�RI�DXWRQRPRXV�OLIH��HYHQ�LQ�D�VWUXFWXUH�VXLWHG�WR�WKH�QHHGV�RI�
WKH�IDPLO\�PHPEHU��7R�ZRUN�ZLWKLQ�WKH�SDUDGLJP�RI�WKH�4XDOLW\�RI�/LIH��ZH�QHHG�WR�
ILQG� WKH� OLIH� SDWK� RI� WKH� SHUVRQ� ZLWK� GLVDELOLWLHV� WDNLQJ� LQWR� DFFRXQW� RFFXSDWLRQ��
WUDLQLQJ� RSSRUWXQLWLHV� DOVR� DW� XQLYHUVLW\� OHYHO�� LQWHUQVKLS�� ZRUNLQJ� LQVHUWLRQ� DQG�
SURWHFWHG�ZRUNSODFHV��DV�ZHOO�DV�UHVLGHQFH�DQG�LQWHJUDWHG�QHWZRUNV�LQ�WKH�FRPPXQLW\��

)LQDOO\�� FKDSWHU� IRXU� KLJKOLJKWV� WKH� KLVWRULFDO� UHODWLRQVKLS� EHWZHHQ� QHHGV� DQG�
DVVLVWDQFH�� HVSHFLDOO\� VLQFH� WKH� SRVW� ZDU� (XURSH� WKDW� EXLOW� WKH� ZHOIDUH� VWDWH� PRGHO��
7KLV�GLVFXVVLRQ�RSHQV�WKH�ZD\�WR�H[DPLQH�SUDFWLFDO�H[SHULHQFHV�IURP�,WDO\�DQG�%UD]LO�
RQ� HGXFDWLRQDO� DQG� ODERXU� LQFOXVLRQ�� 7KH� H[DPSOHV�� ZKLFK� VKRZ� ELJ� GLIIHUHQFHV�
EHWZHHQ�WKH�WZR�FRXQWULHV�DUH�XVHG�WR�GLVFXVV�WKH�FHQWUDO�SODFH�WKDW�ZRUN�RFFXSLHV�LQ�
WKH�SHRSOH¶V�OLYHV��7KLV�EHFRPHV�HYHQ�WUXHU�LQ�WKH�FDVH�RI�GLVDEOHG�SHRSOH��IRU�ZKRP�
ZRUN�LV�D�SRVVLELOLW\��RU�DQ�LQVWUXPHQW��RI�HPDQFLSDWLRQ��$Q�HIIHFWLYH�SDWK�RI�ZRUNLQJ�
LQFOXVLRQ�OHDGV�WR�LPSURYH�WKH�4XDOLW\�RI�/LIH�RI�WKH�SHUVRQ��

:H�KRSH�\RX�ZLOO�HQMR\�UHDGLQJ�WKLV�ERRN�DQG�WKDW� LW�PD\�EULQJ�IUHVK�LQVLJKWV� WR�
KHOS�\RXU�ZRUN�RU�WR�FRQFHUQ�\RXU�ZRUOG��LQ�DFFRUGDQFH�ZLWK�UHDVRQ�WKDW�EURXJKW�\RX�
WR�UHDG� LW��7KH�4XDOLW\�RI�/LIH� LV� LPSRUWDQW� WR�HYHU\RQH�DQG�ZH�KRSH� WKDW� WKLV�ERRN�
PD\�KHOS�LQ�EXLOGLQJ�EULGJHV�EHWZHHQ�HGXFDWRUV�DQG�GLVDEOHG�SHRSOH��DV�ZHOO�DV�RWKHU�
KHDOWK�SURIHVVLRQDOV�DQG�SHRSOH�ZKR�KDYH�LQWHUHVW�LQ�WKLV�LPSRUWDQW�VXEMHFW���


