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6XPPDU\�

,QWURGXFWLRQ��(GXFDWLRQ�IRU�DOO�DQG�4XDOLW\�RI�OLIH����������������������������������������������
GL�Catia Giaconi, Maria Beatriz Rodrigues, Aldo Caldarelli, Noemi Del Bianco�

&KDSWHU�2QH��1HZ�KRUL]RQV�WR�SODQ�LQFOXVLRQ������������������������������������������������������
GL�Catia Giaconi��$OGR�&DOGDUHOOL��6LPRQH�$��&DSHOOLQL�

&KDSWHU�7ZR��.QRZLQJ�DGXOW�GLVDELOLWLHV�WR�PDNH�LQFOXVLRQ�����������������������������
GL�Catia Giaconi, Noemi Del Bianco 

&KDSWHU�7KUHH��)RU�DQ�LQFOXVLYH�DSSURDFK��GLIIHUHQFHV��GLVDELOLW\�DQG�
4XDOLW\�RI�/LIH���������������������������������������������������������������������������������������������������������
GL�Catia Giaconi�

&KDSWHU�IRXU��)LQGLQJ�SRVW�VFKRRO�SHUVSHFWLYHV��WUDLQLQJ�DQG�ZRUN�IRU��
LQFOXVLRQ�������������������������������������������������������������������������������������������������������������������
GL�Maria Beatriz Rodrigues 

&RQFOXVLRQ�DQG�ZRUN�LQ�SURJUHVV������������������������������������������������������������������������
GL�Catia Giaconi, Maria Beatriz Rodrigues, Aldo Caldarelli, Noemi Del Bianco 

5HIHUHQFHV��������������������������������������������������������������������������������������������������������������
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,QWURGXFWLRQ��(GXFDWLRQ�IRU�DOO�DQG�4XDOLW\�RI�OLIH�
�

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�
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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�
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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���
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&KDSWHU�2QH��

1HZ�KRUL]RQV�WR�SODQ�LQFOXVLRQ�

Di Catia Giaconi��$OGR�&DOGDUHOOL��6LPRQH�$��&DSHOOLQL 

3UHYLHZ�

7KLV� FKDSWHU� VHHNV� DQ� DQDO\WLFDO� UHIOHFWLRQ� RQ� GLIIHUHQW� SHUVSHFWLYHV� WKDW� FDQ�
VXSSRUW�WKH�QHFHVVLW\�WR�KDYH�VXVWDLQDEOH�SURSRVDOV�WR�LQLWLDWH�QHZ�IRUPV�RI�LQFOXVLYH�
SODQQLQJ�IRU�GLVDEOHG�DGXOWV��$GXOW�DJH�GLVDELOLW\�FUHDWHV�QHZ�HGXFDWLRQDO�FKDOOHQJHV��
LW�GHPDQGV�D�UHWKLQNLQJ�RI�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� RQ� WKLV� VXEMHFW� ZLOO� EH�
H[DPLQHG� LQ� D� PXOWL�GLVFLSOLQDU\� DQDO\VLV� RQO\� ZLWKLQ� WKH� VFRSH� RI� WKH� DWWHPSWV� 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���

:LWKLQ�VSHFLDO�SHGDJRJ\�� WKLV�UHIOHFWLRQ�EHFRPHV�UHPDUNDEO\� LPSRUWDQW� WR� ORRVHQ�
ROG�DQG�QHZ�UHVHDUFK�ERXQGDULHV��ZKLFK��LQ�WKH�SHUVSHFWLYH�RI�LQFOXVLRQ��WHQG�WR�SODQ�
DQG�UHDOLVH�QHZ�HGXFDWLRQDO�DFWLRQV�WR�LPSURYH�WKH�TXDOLW\�RI�OLIH�RI�GLVDEOHG�SHUVRQV��
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7KH�IUDPHZRUN�RI�4XDOLW\�RI�/LIH�LQ�WKH�LQWHUQDWLRQDO�FRQVHQVXV��
�

7KH� 4XDOLW\� RI� /LIH� LV� D� FRPSOH[� FRQFHSW� WKDW� EULQJV� LQWHUHVWLQJ� GLVFLSOLQDU\�
DSSURDFKHV�� 7R� H[WULFDWH� RXUVHOYHV� DPRQJ� PXOWLSOH� VWXGLHV�� ZH� GHHPHG� XVHIXO� WR�
EHJLQ�ZLWK�WKRVH�LQWHUQDWLRQDO�VRXUFHV�WKDW�KDYH�DWWDLQHG�D�JHQHUDO�FRQVHQVXV�RQ�WKH�
PDLQ� TXHVWLRQV� RQ� FRQFHSWXDOLVLQJ�� PHDVXULQJ� DQG� DSSO\LQJ� WKH� FUHDWLRQ� RI� WKH�
Quality of Life��42/��IRU�SHUVRQV�ZLWK�GLVDELOLWLHV��Conceptualization, Measurement, 
and Application of Quality of Life for Persons With Intellectual Disabilities: Report 
of an International Panel of Experts� �6FKDORFN� et al��� ������� SURGXFHG� E\� DQ�
LQWHUQDWLRQDO�JURXS�ORRNLQJ�DW�TXDOLW\�RI�OLIH��Special Interest Research Group of Life�
�� ,$66,'��� RIIHUV� WR� WKH� VFKRODUV� WKH� ULJKW� FRRUGLQDWHV� WR� PRYH� LQ� EDODQFH� DPRQJ�
PDQ\�GLIIHUHQW�GHILQLWLRQV���

)RU� WKH� JHQHUDO� TXHVWLRQ�RI� TXDOLW\� RI� OLIH�� WKH� Handbooks� RI� KLJK� VFLHQWLILF� DQG�
LQWHUQDWLRQDO�OHYHO�DUH�HTXDOO\�LPSRUWDQW��DPRQJ�WKHP�DUH� Handbooks on Quality of 
Life for Human Service Practitioners �6FKDORFN���������International�Handbooks of 
Applied Research in Intellectual Disabilities �(PHUVRQ�� +DWWRQ�� 7KRPSVRQ��
3DUPHQWHU�� ������� Quality of Life and Disability: An Approach for Community 
Practitioners��%URZQ��%URZQ���������

7KHUH� DUH� DOVR� ERRNV� VHULHV� VXFK� DV� International� Handbooks of Quality of Life, 
Applying Quality of Life Research, Community Quality of Life Indicator SXEOLVKHG�E\�
6SULQJHU��

$PRQJ�WKH�MRXUQDOV��ZH�DGYLVH�Quality of life Research�HGLWHG�E\�'��5HYLFNL�DQG�
&��6FKZDUW]�DQG�Applied Research in Quality of Life�HGLWHG�E\�6KHN�RU�WKH�Journal of 
Intellectual Disability Research IRU� DOO� WKDW� FRQFHUQV� WKH� DWWHPSWV� RI�
FRQFHSWXDOL]DWLRQ��RSHUDWLRQ�DQG�UHVHDUFK��LQ�WKH�HGXFDWLRQDO�ILHOG�WRR�

$SDUW�IURP�WKHVH�VKRUW�QRWHV��ZKLFK�ZLOO�EH�DPSO\�UHIHUUHG�LQ�WKH�ELEOLRJUDSK\��ZH�
ZRXOG�OLNH�WR�KLJKOLJKW�WKDW�WKH�consensus UHVWV�RQ�D�ZLGH�VXUYH\�RI�WKH�LQWHUQDWLRQDO�
VFLHQWLILF�OLWHUDWXUH�RQ�WKH�VXEMHFW�DQG�RQ�YDULRXV�PHWD�DQDO\VHV�FDUULHG�RXW�E\�VHYHUDO�
DXWKRUV��7KH\�FRQFHUQ�ERWK�WKH�GHILQLWLRQ��&XPPLQV������D������E��)HOFH�DQG�3HUU\��
������ +XJKHV� DQG� +DZDQJ�� ������ 6FKDORFN�� ����E�� ����E��� DQG� WKH� DVSHFWV� RI�
PHDVXUHPHQW�DQG�DSSOLFDWLRQ��7RZQVHQG�:KLWH��3KDP��9DVVRV��������:H�H[WHQGHG�
WKH�UHVHDUFK�RQ�WKH�WKHRUHWLFDO�OHYHO�WDNLQJ�LQWR�DFFRXQW�DUWLFOHV�SXEOLVKHG�DIWHU�������
WKH�FRUQHUVWRQH�RI�SUHYLRXV�PHWD�DQDO\VLV�DQG�KDQGERRN�UHIHUHQFHV���

,Q� ,WDO\�� WKH� WUDQVODWLRQ� RI� Handbook on quality for life for human service 
practitioners� �6FKDORFN�� 0LJXHO�� $ORQVR�� ������ UHSUHVHQWHG� D� QRWHZRUWK\�
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FRQWULEXWLRQ�� ,W� VKRZV� LQWHUHVWLQJ� LQWHJUDWLRQV� RI� WKH� UHVHDUFK� RQ� TXDOLW\� RI� OLIH� LQ�
GLIIHUHQW� ILHOGV� OLNH� VSHFLDO� HGXFDWLRQ�� SK\VLFDO� DQG� PHQWDO� KHDOWK�� LQWHOOHFWLYH�
GLVDELOLWLHV��ROG�DJH�DQG�TXDOLW\�RI�OLIH�LQ�WKH�IDPLO\���

$W� LQWHUQDWLRQDO� OHYHO�� PDQ\� DVSHFWV� EHFDPH� VKDUDEOH� WKDQNV� WR� WKH� ZRUNV�
PHQWLRQHG� DERYH�� 7KUHH� GLUHFWLRQV� VWLFN� RXW� DPRQJ� WKH� PDLQ� DFTXLVLWLRQV� RI� WKH�
VFLHQWLILF� FRPPXQLW\�� WKH� PXOWL�GLPHQVLRQDO� VFRSH� RI� WKH� FRQFHSW�� WKH� WHPSRUDO�
SHUVSHFWLYH�DQG�WKH�PXOWL�V\VWHPLF�SHUVSHFWLYH�RI�WKH�TXDOLW\�RI�OLIH��

:H�IRFXV�RQ�WKHVH�HVVHQWLDO�FRQFHSWXDO�FRQVWUXFWLRQV��ZLWK�UHODWLYH�FKDQJHV��LQ�WKH�
DSSOLFDWLRQ�DQG�HYDOXDWLRQ�RI�WKH�TXDOLW\�RI� OLIH�IRU�SHUVRQV�ZLWK�GLVDELOLWLHV�DQG�WKH�
TXDOLW\�RI�WKH�SURJUDPV�DQG�VHUYLFHV�IRU�WDNLQJ�FKDUJH�RI�SHUVRQV�ZLWK�GLVDELOLWLHV��

6RPH�DXWKRUV��)HOFH��3HUU\��������6FKDORFN��$ORQVR��������KLJKOLJKW�WKH�SOXUDOLW\�
RI�WKH�GHILQLWLRQV�RI�TXDOLW\�RI�OLIH�LQ�VFLHQWLILF�OLWHUDWXUH�DV�ZH�SXW�EHIRUHKDQG��7KH�
trait d’union� FRPHV� IURP� WKH� VFKRODUO\� DZDUHQHVV� RI� WKH� FRPSOH[LW\� DQG� PXOWL�
GLPHQVLRQDOLW\�RI�WKH�FRQFHSWXDO�GLPHQVLRQ�RI�WKH�TXDOLW\�RI�OLIH���

,Q�IDFW��UHVHDUFKHUV�EHOLHYH�WKDW�TXDOLW\�RI�OLIH�DV�D�PXOWL�GLPHQVLRQDO�SKHQRPHQRQ�
LV�PDGH�E\�EDVLF�GRPDLQV��H�J���D�³QXPEHU�RI� IDFWRUV� WKDW�PDNH� WKH�ZHOO�EHLQJ�RI�D�
SHUVRQ´� �6FKDORFN�� 0LJXHO�� $ORQVR�� ������ S�� ����� /HDYLQJ� EHKLQG� PHUH� DEVWUDFW�
GHILQLWLRQV�� WR� DFWLYDWH� DQG� ³PHDVXUH´� TXDOLW\� RI� OLIH�� ZH� LGHQWLI\� VRPH� LQGLFDWRUV�
ZLWKLQ� HDFK� GRPDLQ� RI� 42/�� GHILQHG� DV� � ³VSHFLILF� SHUFHSWLRQV�� EHKDYLRXUV� RU�
FRQGLWLRQV�IRU�WKH�GRPDLQV�RI�42/�WKDW�UHIOHFW�WKH�SHUVRQ¶V�UHDO�RU�SHUFHLYHG�TXDOLW\�
RI�OLIH´��Abide� S�������

2Q� WKLV� VFLHQWLILF� OLQH�� ZH� VHH� KRZ� WKH� LQFLGHQFH� RI� SHUVRQDO� DQG� HQYLURQPHQWDO�
IDFWRUV� RQ� TXDOLW\� RI� OLIH� LV� PHDVXUHG�� 7KH� FRQVHQVXV� RQ� GRPDLQV� DQG� FUXFLDO�
LQGLFDWRUV� DOORZV�RYHUFRPLQJ� WKH� FODVVLF�GHEDWH�RQ� µVXEMHFWLYLW\�REMHFWLYLW\¶��ZKLFK�
FRQFHUQHG� ZKLFK� GLPHQVLRQ� WR� LQFOXGH� RU� OHDYH� RXW� LQ� FRQFHSWXDOLVLQJ� 42/�� )RU�
H[DPSOH�� WKH\� LQFOXGH�� KHDOWK�� UHVLGHQWLDO� DQG� HFRQRPLF� FRQGLWLRQV�� VFKRRO�
LQWHJUDWLRQ�� HPSOR\PHQW� RSSRUWXQLWLHV� DQG� FRPPXQLW\� VHUYLFHV� RIIHUHG� �REMHFWLYH�
IDFWRUV��� RU� WKH� SV\FKRORJLFDO� ZHOO�EHLQJ� DQG� WKH� VXEMHFWLYH� VDWLVIDFWLRQ� �VXEMHFWLYH�
IDFWRUV���%URDGO\�VSHDNLQJ��WR�UHGXFH�WKH�FRQWUDSRVLWLRQ��ZH�XVH�D�FRPPRQ�H[DPSOH��
PDQ\� SHRSOH� FRXOG� EH� LQ� H[FHOOHQW� KHDOWK� IRU� WKH� REMHFWLYH� FULWHULD� RI� WKHLU� GRFWRU��
KRZHYHU��WKH\�PD\�³IHHO´�DQG�SHUFHLYH�WKHPVHOYHV�LQ�QRW�JRRG�KHDOWK��,Q�RWKHU�ZRUGV��
WKHUH� LV� D� GLVVRQDQFH�EHWZHHQ�REMHFWLYH� standards� DQG� VXEMHFWLYH� LQGLFDWRUV��/HW� XV�
IRFXV�RQ�RXU�VFRSH��ZKLFK�LV�WKH�TXDOLW\�RI�OLIH�IRU�SHRSOH�ZLWK�GLVDELOLWLHV�RU�SHUVRQV�
ZKR� ZHUH� GLDJQRVHG� D� SV\FKRSDWKRORJLF� GLVRUGHU� E\� VSHFLDOLVHG� DQG� PXOWL�



���

GLVFLSOLQDU\�équipes��7KLV�DOORZV�XV�WR�IXUWKHU�H[SOLFLW� WKH�WKLQ�ERUGHU�WKDW�VHSDUDWHV�
REMHFWLYH�DQG�VXEMHFWLYH�GLPHQVLRQV��3HUVRQV�ZLWK�SV\FKRSDWKRORJLF�DIIHFWLRQV�PD\�
VXEMHFWLYHO\� SHUFHLYH� D� FHUWDLQ� GHJUHH� RI� ZHOO�EHLQJ�� SUHVHQW� LVVXHV� WKDW� FRXOG�
XQGHUPLQH�WKH�DGDSWDWLRQ�WR�WKHLU�FRQWH[W�DQG�LQGLYLGXDO�TXDOLW\�RI�OLIH��DOWHUQDWLYHO\��
WKH\� PD\� GLVWRUW� FRPSOHWHO\� WKH� SHUVRQDO� DSSUDLVDO� DQG� LQWHUDFWLRQ� ZLWK� WKH�
VXUURXQGLQJ�HQYLURQPHQW��'LVDEOHG�SHRSOH�FRXOG�LQVWHDG�XQGHUYDOXH�VRPH�OLIH�JRDOV�
OLNH�DXWRQRP\�EHFDXVH�WKH\�WKLQN�WKDW�WKH\�DUH�XQDEOH�WR�DWWDLQ�WKHP��RU��WKH\�FRXOG�
DFFHSW�PRGHVW� OLIH� FRQGLWLRQV� EHFDXVH� WKH\� EHFDPH� DZDUH� WKDW�� LQ� FRPSDULVRQ�ZLWK�
SUHYLRXV� VWDJHV� RI� WKHLU� OLYHV�� WKH\� FRXOG� QRW� H[SHFW� DQ\� PRUH� WKDQ� WKRVH� OHYHOV�
�&DYHU����������

7KH� YLHZV� RI� 2UOH\�� .X\NHQ� ������� DQG� :HKPH\HU�� 6FKZDUW]� ������� KHOS�
VKRZLQJ� WKDW� WKHVH� GLPHQVLRQV� PXVW� EH� FRUUHODWHG� WKURXJK� GLIIHUHQW� PHGLDWLRQ�
YDULDEOHV�� DOVR� ZKHQ� ³LW� LV� SULQFLSDOO\� WKH� SHUFHSWLRQ� RI� WKH� LQGLYLGXDOV� WKDW� LV�
UHIOHFWHG� RQ� WKH� OLIH� RI� WKH� SHRSOH´� �6FKDORFN�� 0LJXHO�� $ORQVR�� ������ S�� �����
0RUHRYHU�� VFKRODUV� OLNH� (GJHUWRQ� �������� 3DUPHQWHU� DQG� 'RQHOO\� �������� DPRQJ�
RWKHU� UHVHDUFKHUV�� VKRZHG� WKDW� RIWHQ� WKH� UHODWLRQ� EHWZHHQ� VXEMHFWLYH� DQG� REMHFWLYH�
LQGLFDWRUV�RI�TXDOLW\�RI�OLIH�LV�QRW�RQO\�KLJKO\�YDULDEOH�EXW�DOVR�OLWWOH�SUDFWLVHG��

,QWHUQDWLRQDO�UHVHDUFK�RIWHQ�FLWHV�WKH�GRPDLQV�RI�TXDOLW\�RI�OLIH�IRXQG�E\�6FKDORFN�
�$ORQVR�DQG�6FKDORFN��������6FKDORFN��*DUGQHU�H�%UDGOH\���������DV�ZH�ZLOO�VHH�LQ�
WKH� QH[W� SDUDJUDSK�� WKH\� FRQFHUQ� HPRWLRQDO� ZHOO�EHLQJ�� LQWHU�SHUVRQDO� UHODWLRQV��
PDWHULDO� ZHOO�EHLQJ�� SHUVRQDO� GHYHORSPHQW�� VHOI�GHWHUPLQDWLRQ�� VRFLDO� LQFOXVLRQ� DQG�
ULJKWV���

,QWHUQDWLRQDO� JXLGHOLQHV� FRQVLGHU� WKH� GRPDLQV�� UHJDUGOHVV� RI� WKHLU� QXPEHU��
DSSOLFDEOH� WR� HYHU\ERG\� DQG� WKHUHIRUH�� LQ� RXU� FRQFHUQ�� WR� SHRSOH� ZLWK� GLVDELOLWLHV�
�5HLWHU�	�6FKDORFN��������6FKDORFN�et al���������7KH�EDVLF�GRPDLQV�DUH�WKH�VDPH�IRU�
HYHU\ERG\�� HYHQ� LI� WKH� ³FRQWHQW´� PD\� YDU\� LQGLYLGXDOO\� LQ� WHUPV� RI� YDOXHV� DQG�
LPSRUWDQFH�� 7KHUHIRUH�� LW� UHPDLQV� DQ� XQGLVSXWDEOH� IDFW� WKDW� WKHVH� GRPDLQV� REWDLQ�
GLIIHUHQW� HYDOXDWLRQV� E\� WKH� VLQJOH� REMHFWV�� OLNHZLVH�� WKH� YDOXH� DWWULEXWHG� WR� WKHP�
FKDQJHV�GXULQJ� WKH�FRXUVH�RI� OLIH� �&DPSR��6KDUSWRQ��7KRPSVRQ��DQG�6H[WRQ��������
6FKDORFN�� 0LJXHO�� $ORQVR�� ������ S������ ([SHULHQFHV� KDYH� UHOHYDQW� UROH�� GLIIHUHQW�
³V\VWHPV´�DQG�FRQWH[WV�WKDW�LQIOXHQFH�RXU�OLYHV�DUH�VKDUHG�LQ�WKH�VDPH�IDVKLRQ��3HWU\��
0DHV� DQG� 9LDVNDPS�� ������ ������ ������ 6FKDORFN�� .HLWK�� 9HUGXJR�� *yPH]� ������
6FKDORFN��$ORQVR���������

$IWHU�WKHVH�SUHPLVHV��ZH�DQDO\VH�WKH�RWKHU�WZR�LPSRUWDQW�VFKRROV�RI�WKLQNLQJ�RI�WKH�
LQWHUSUHWDWLRQ�RI�WKH�FRQFHSW�RI�TXDOLW\�RI�OLIH��
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4XDOLW\� RI� OLIH� LV� VXVFHSWLEOH� WR� D� WHPSRUDO� GLPHQVLRQ�� EHFDXVH�� DORQJ� ZLWK� LWV�
SHUFHSWLRQ�� LW� FKDQJHV� SRWHQWLDOO\� LQ� D� YHUWLFDO� GLUHFWLRQ� LQ� WKH� GLIIHUHQW� ³VWDJHV´� RI�
OLIH�DQG��KRUL]RQWDOO\��LQ�WKH�GLIIHUHQW�VSDFHV�RI�WKH�SHUVRQ��

)XUWKHUPRUH��TXDOLW\�RI� OLIH� LV�RSHQ� WR�PXOWL�V\VWHPLF� UHDGLQJ��7KLV� framework� LV�
H[SODLQHG� ZLWK� WKH� HFRORJLFDO� GLPHQVLRQ� RI� WKH� TXDOLW\� RI� OLIH�� HVSHFLDOO\� RQ� WKUHH�
OHYHOV� WKDW� FRQFHUQ� 42/� RI� D� VXEMHFW� DQG� D� GLVDEOHG� SHUVRQ� GLUHFWO\�� 7KH� PLFUR�
V\VWHP�LV�LQWHQGHG�DV�WKH�VRFLDO�HQYLURQPHQW�WKDW�DIIHFWV�WKH�SHUVRQ��WKH�PHVR�V\VWHP�
�QHLJKERXUKRRG�� FRPPXQLW\�� VHUYLFHV� DQG� RUJDQLVDWLRQV�� DIIHFWV� WKH� PLFUR�V\VWHP�
GLUHFWO\�� WKH�PDFUR�V\VWHP�GLUHFWO\�DFWV�RQ�YDOXHV��RQ� WKH�EDVLV�DQG�PHDQLQJ�RI� WKH�
FRQVWUXFWLRQ�RI�42/���

7KHUHIRUH��WR�XQGHUVWDQG�WKH�TXDOLW\�RI�OLIH�RI�D�SHUVRQ�ZLWK�GLVDELOLWLHV�LV�LPSRUWDQW�
WR� WDNH� LQWR� DFFRXQW� WKH� LQWHUDFWLRQV� RI� WKH� VXEMHFW� ZLWK� IDPLO\�� KRPH�� SHHUV� DQG�
ZRUNSODFH� � �PLFUR�V\VWHP��� DV� PXFK� DV� ZLWK� QHLJKERXUKRRG�� FRPPXQLW\�� DYDLODEOH�
VHUYLFHV� DQG� RUJDQLVDWLRQV� �PHVR�V\VWHP��� :H� FDQQRW� IRUJHW� WKH� LQIOXHQFH�� LQ� WKH�
TXDOLW\�RI�OLIH�RI�GLVDEOHG�SHUVRQV��RI�WKH�IDFWRUV�FRQQHFWHG�WR�VRFLDO�SROLFLHV�DQG�WKH�
VXUURXQGLQJ�FXOWXUDO�FRQWH[W��PDFUR�V\VWHP���

,Q�WKH�VDPH�HFRORJLFDO�YLHZ��LW�LV�QRWHZRUWK\�WR�VHH�WKDW�WKH�SHUVSHFWLYH�RI�42/�LV�
GLUHFWO\�OLQNHG�DQG�DSSOLFDEOH�WR�D�PLFUR�OHYHO��LQ�RWKHU�ZRUGV�WR�SHUVRQDO�JURZWK�DQG�
GHYHORSPHQW�RSSRUWXQLWLHV��WKURXJK�PHDQLQJIXO�SRWHQWLDO�SHUVSHFWLYHV�RI�LQWHJUDWLRQ��
HTXDOLW\�� FKRLFH� � DQG� VHOI�GHWHUPLQDWLRQ� �:HKPH\HU�� 6FKDORFN�� ������ :HKPH\HU��
6FKZDUW]���������7KLV�LV�EHFRPLQJ�D�FHQWUDO�JXLGHOLQH�LQ�VHUYLFHV�WR�WKH�SHUVRQ�DQG�LQ�
VXSSO\LQJ� EHQHILWV�� 7KHUHIRUH�� WKH� SHUVRQ� ZLWK� GLVDELOLWLHV� DQG� WKH� VXUURXQGLQJ�
FRQWH[W�PXVW�EH�FRQVLGHUHG��LQWHUYHQLQJ�VLPXOWDQHRXVO\�RQ�VWUHQJWKHQLQJ�WKH�FRQWH[W�
DQG�WKH�SHUVRQ��LQ�VHOI�GHWHUPLQDWLRQ��DXWRQRP\�DQG�PRUH��WR�DOORZ�D�UHDO�LQFOXVLRQ��
,Q� WKLV� GLUHFWLRQ�� VHUYLFHV� WHQG� WR� SODQ� DQG� LPSOHPHQW� SURFHGXUHV� DQG� GHYLFHV� WR�
LPSURYH� WKH� FRQWH[W� DQG� WKH� RUJDQLVDWLRQ� RI� WKH� VHUYLFHV� IRU� WKH� TXDOLW\� RI� OLIH� RI�
SHRSOH� WKDW� WKH\� LQWHQG� WR� EHQHILW� �1RWD� DQG� 6RUHVL�� ������� DIIHFWLQJ� WKH� VRFLDO�
SROLFLHV�� )XUWKHUPRUH�� LW� LV� SRVVLEOH� WR� KLJKOLJKW� WKDW� TXDOLW\� RI� OLIH� FRXOG� WDNH�
GLIIHUHQW�IRUPV�LQ�WKH�WKUHH�V\VWHPV��WR�EH�VXSSRUWHG�E\�SROLFLHV��OLNH�LQ�,WDO\��DLPHG�
WR�SURPRWLQJ�LQFOXVLRQ��+RZHYHU��WKHVH�SROLFLHV�PD\�QRW�ILQG�DGHTXDWH�PHDVXUHV�DQG�
LQWHJUDWHG� SURFHGXUHV� WR� VXSSRUW� WKH� LQFOXVLRQ� RI� WKH� GLVDEOHG� SHUVRQ� RYHU� WLPH��
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WKHUHIRUH� LQ�D� ORQJLWXGLQDO�SODQQLQJ�SHUVSHFWLYH�RI�TXDOLW\�RI� OLIH�RI� WKH�SHRSOH�ZLWK�
GLVDELOLWLHV��

7KLV� FRQWULEXWLRQ� DGRSWV� WKLV� FRQFHSWXDO� VFHQDULR�� ZLWK� VSHFLDO� UHIHUHQFH� WR� WKH�
FRQFHSWXDOLVDWLRQ�DQG�RSHUDWLRQ�RI�WKLV�FRQVWUXFWLRQ�IRU�GLVDEOHG�DGXOWV��,W�IRFXVHV�RQ�
SHUVRQDO�FRPSHWHQFH��+HDO��.KRMX�DQG�5XVK��������+HDO��.KRMX��5XVK�DQG�+DUQLVFK��
������� EXW� DOVR� RQ� WKH� UHODWLRQVKLSV� DPRQJ� SHRSOH� DQG� WKHLU� VXUURXQGLQJ� FRQWH[WV�
�%URZQ�� ������ )HOFH� DQG� 3HUU\�� ������ *RRGH�� ������ .HLWK� DQG� 6FKDORFN�� ������
9HOGH��������9HUGXJR��������9UHHNH��-DQVVHQ��5HVQLFN�DQG�6WRON���������

:H�WDNH�LQWR�FRQVLGHUDWLRQ�WKRVH�VWXGLHV�WKDW�PD\�VXJJHVW�LQWHUHVWLQJ�UHIOHFWLRQV�LQ�
WKH�FRQWH[W�RI�RXU�H[DPLQDWLRQ�DQG�WKDW�ZH�ZLOO�VHH�PRVWO\�DSSOLHG�WR�WKH�DQDO\VLV�RI�
WKH�TXDOLW\�RI�OLIH�RI�WKH�SHRSOH�ZLWK�GLVDELOLWLHV��

:H� V\QWKHVLVH� LQ� IHZ� SRLQWV� ZKDW� ZH� KDYH� VKDUHG� DERXW� WKH� FRQVWUXFWLRQ� RI� WKH�
TXDOLW\�RI�OLIH��:KLFK�DUH��

��� 0XOWLGLPHQVLRQDO��
��� 0DGH�RI�GRPDLQV�DQG�WKHLU�LQGLFDWRUV��
��� ,QIOXHQFHG�E\�LQGLYLGXDO�DQG�FRQWH[WXDOLVHG�IDFWRUV��
��� ,QFOXVLYH� RI� VXEMHFWLYH� DQG� REMHFWLYH� FRPSRQHQWV�� DZDUH� WKDW� LQGLYLGXDO�

SHUFHSWLRQ�RI�LV�WKH�HOHPHQW�WKDW�PRVWO\�UHIOHFWV�RQ�WKHLU�OLYHV��
��� %DVHG�RQ�QHHGV��FKRLFHV�DQG�LQGLYLGXDO�FRQWURO��
��� $SSOLFDEOH�WR�HYHU\RQH��HYHQ�SHUVRQV�ZLWK�GLVDELOLWLHV��
��� 'LIIHUHQWO\�HYDOXDWHG�� IURP�SHUVRQ� WR�SHUVRQ��DQG� LQ� WKH�GLIIHUHQW�FRRUGLQDWHV�

RI�VSDFH�DQG�WLPH�H[SHULHQFHG�E\�WKH�VXEMHFW��
��� 7R� EH� WDNHQ� LQ� FRQVLGHUDWLRQ� DW� PLFUR��� PHVR��� DQG� PDFUR�V\VWHPLF� OHYHOV��

WKHUHIRUH�LQ�DQ�HFRORJLFDO�SHUVSHFWLYH��
�



���

2YHUYLHZ�RI�WKH�FRQFHSWXDO�SLFWXUHV�
�

:H� ZLOO� LOOXVWUDWH� VRPH� SURSRVDOV� RI� FRQFHSWXDOLVDWLRQ� RI� TXDOLW\� RI� OLIH� LQ� WKLV�
SDUDJUDSK�� WKH\�KDYH�EHHQ�XVHG� LQ� VHYHUDO� UHVHDUFKHV�RQ�SHRSOH� ZLWK�GLVDELOLWLHV�RU�
SV\FKRSDWKRORJLFDO�GLVRUGHUV��

7KH� VHWWLQJ� RI� WKH� VWXGLHV� DQG� UHVHDUFK� RIIHUHG� VRPH� FRQFHSWXDO� SLFWXUHV� DQG�
HIIHFWLYH�PRGHOV��*LDFRQL����������

6WDUWLQJ� IURP�DQ�DQDO\VLV�RI� WKH� LQWHUQDWLRQDO� VWXGLHV��6RUHVL� �1RWD��6RUHVL��������
6RUHVL�� ������ ILQGV� WKH� IROORZLQJ�GLPHQVLRQ�DV� WKH�PRVW� UHFXUULQJ� LQ� WKH�TXDOLW\�RI�
OLIH��

Ͳ� 3V\FKRORJLFDO�ZHOO�EHLQJ�DQG�SHUVRQDO�VDWLVIDFWLRQ��
Ͳ� (IIHFWLYHO\�OLYHG�VRFLDO�UHODWLRQV��
Ͳ� +DYH�D�MRE��
Ͳ� 3K\VLFDO�DQG�PDWHULDO�ZHOIDUH��
Ͳ� 6HOI�GHWHUPLQDWLRQ��DXWRQRP\�DQG�FKRLFH��
Ͳ� 3HUVRQDO� FRPSHWHQFH�� VRFLDO� DGDSWDWLRQ� DQG� WKH� SRVVLELOLW\� RI� DQ� LQGHSHQGHQW�

OLIH��
Ͳ� ,QWHJUDWLRQ�LQ�WKH�FRPPXQLW\��
Ͳ� 6RFLDO�DFFHSWDWLRQ�DQG�VWDWXV��DGDSWDWLRQ��
Ͳ� 3HUVRQDO�GHYHORSPHQW�DQG�UHDOLVDWLRQ��
Ͳ� 5HVLGHQWLDO�TXDOLW\��
Ͳ� )UHH�WLPH��
Ͳ� 1RUPDOLVDWLRQ��
Ͳ� 6RPH�GHPRJUDSKLFDO��VRFLDO�DQG�LQGLYLGXDO�DVSHFWV��
Ͳ� 5HVSRQVLELOLW\��
Ͳ� 6XSSRUW�FRPLQJ�IURP�WKH�VHUYLFHV��

�
7KH� LPSOHPHQWDWLRQ�RI� VXFK� FRQFHSWXDOLVDWLRQV�PDUNHG� WKH�SDVVDJH� IURP�PRGHOV�

EDVHG�RQ�WKH�VXEMHFWLYH�DQG�REMHFWLYH�GLPHQVLRQ�WR�PXOWL�GLPHQVLRQDO�RQHV��7KH�ODWWHU�
DUWLFXODWH� EHWZHHQ� WKH� ILQGLQJ� RI� GLPHQVLRQV� REVHUYHG� LQ� WKHLU� LQWHUDFWLRQ� DQG� WKH�
ILQGLQJ� RI� YDULRXV� WUDQVYHUVDO� IDFWRUV� ZKHUH� WR� ORRN� WR� HYDOXDWH� WKH� GLIIHUHQW�
GLPHQVLRQV��7KLV�LV�WKH�FDVH�RI�WKH��%V�E\�5HQZLFN�H�%URZQ���������:H�SURSRVH�D�
V\QWKHWLF�RYHUYLHZ�LQ�WDEOH���³&RQFHSWXDO�SLFWXUHV�RI�42/´��

5HPDUNDEO\�� WKH� ODWH�1LQHWLHV� VDZ�D� VXUJH�RI�SURSRVDOV�RI� V\QWKHVLV�EHWZHHQ� WKH�
REMHFWLYH�DQG�VXEMHFWLYH�GLPHQVLRQV�RI�WKH�TXDOLW\�RI�OLIH��)RU�H[DPSOH��%URZQ��������
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FRQVLGHUV� DV� SDUW� RI� WKH� REMHFWLYH� GLPHQVLRQ�� WKH� FKDUDFWHULVWLFV� RI� WKH� SK\VLFDO�
FRQWH[W�� UHDO� VXSSRUW� DQG� VWDELOLW\� RI� IDPLO\� UHODWLRQV�� 7KH� VDPH� DSSOLHV� WR� WKH�
GHYHORSPHQW� RI� SHUVRQDO� VNLOOV�� WKH� OHYHO� RI� SK\VLFDO� DQG� VRFLDO� LQWHJUDWLRQ� DQG� WKH�
TXDOLW\� RI� WKH� training� DQG� UHDO� VXSSRUW�� WKH� HFRQRPLF� �LQFRPH��� KHDOWK� DQG� IRRG�
VLWXDWLRQV�� DV� ZHOO� DV� WKH� SKLORVRSK\� RI� WKH� VHUYLFHV�� WKH� équipe¶V� DWWLWXGH� DQG� WKH�
FRPPXQLW\�� )RU� WKH� VXEMHFWLYH� VLGH�� WKH� DXWKRU� HPSKDVLVHV� KRZ� VXSSRUW�� SHUVRQDO�
KHDOWK� DUH� SHUFHLYHG�� DORQJ� ZLWK� VHOI�DVVXUHGQHVV�� UHVSRQVLELOLW\�� VHOI�HVWHHP��
LQYROYHPHQW�DQG�EHORQJLQJ� WR� WKH�FRPPXQLW\��DV�ZHOO�DV�H[SHFWDWLRQV�DQG� OHYHOV�RI�
VDWLVIDFWLRQ��%URZQ��������SURSRVHV�WR�FRQVLGHU�TXDOLW\�RI�OLIH�DV�GHWHUPLQHG�E\�WKH�
gap�EHWZHHQ�VDWLVILHG�RU�QRQ�VDWLVILHG�ZLVKHV�DQG�QHHGV��DQG�WKH�FRQWURO�H[HUWHG�E\�
WKH�SHUVRQ�LQ�WKH�VXUURXQGLQJ�HQYLURQPHQW��

0RYLQJ�WR�WKH�PRVW�IUHTXHQWO\�TXRWHG�FRQFHSWXDO�SLFWXUH��ZH�LQWURGXFH�WKH�PXOWL�
GLPHQVLRQDO� SURSRVDO�� $W� WKH� EHJLQQLQJ� RI� WKH� 1LQHWLHV�� GXULQJ� WKH� American 
Association on Mental Retardation� FRQJUHVV�� 6FKDORFN� SURSRVHG� WKH� ³PRGHO´� WKDW�
HYHQWXDOO\�ZLOO�EHFRPH�WKH�PRVW�XVHG�LQ�FRQFHSWXDOLVLQJ�TXDOLW\�RI�OLIH��WKLV�LQFOXGHV�
WKH�VWXGLHV�LQ�WKH�ILHOG�RI�VSHFLDO�SHGDJRJ\��7KH�DXWKRU�SUHVHQWV�HLJKW�FUXFLDO�GRPDLQV�
RI�WKH�FRQFHSW�RI�TXDOLW\�RI�OLIH��$ORQVR�DQG�6FKDORFN��������6FKDORFN��*DUGQHU�DQG�
%UDGOH\���������

Ͳ� (PRWLRQDO�ZHOO�EHLQJ��
Ͳ� ,QWHUSHUVRQDO�UHODWLRQV��
Ͳ� 0DWHULDO�ZHOO�EHLQJ��
Ͳ� 3HUVRQDO�GHYHORSPHQW��
Ͳ� 3K\VLFDO�ZHOO�EHLQJ��
Ͳ� 6HOI�GHWHUPLQDWLRQ��
Ͳ� 6RFLDO�LQFOXVLRQ��
Ͳ� 5LJKWV��

�
%HORZ� ZH� UHSURGXFH� WKH� JUDSKLF� �7DE�� �� ±� Domains and heuristic perspective��

XVHG� E\� WKH� DXWKRU� WR� GHILQH� KLV� ³KHXULVWLF� PRGHO´�� +H� GRHV� QRW� RQO\� HVWDEOLVK� WKH�
GRPDLQV�LQ�TXDOLW\�RI�OLIH��EXW�SXWV�WKHP�RQ�WKUHH�GLIIHUHQW�OHYHOV�RU�V\VWHPV��micro��D�
FORVH� FRQWH[W�� QH[W� WR� WKH� SHUVRQ��� meso� �FRPPXQLW\� DQG� VHUYLFHV� GHOLYHUHG�� DQG�
macro��VRFLDO�SROLFLHV���7KH�KHXULVWLF�PRGHO�DOORZV�YLHZLQJ�WKH�PHDVXULQJ��DSSO\LQJ�
DQG�HYDOXDWLQJ�focuses�LQ�TXDOLW\�RI�OLIH��



���

7DE����±�Domains and heuristic perspective 
�

�
6RXUFH��6FKDORFN��9HUGXJR�$ORQVR�������S������
�

7R�DFFHVV�WKHVH�focuses��6FKDORFN�et al��LPSOHPHQW�WKH�FRQFHSW�RI�TXDOLW\�RI�OLIH�LQ�
GRPDLQV�WXUQLQJ�WKHP�LQWR�LQGLFDWRUV��WKHLU�DSSOLFDWLRQ�DQG�HYDOXDWLRQ�VKRXOG�UHIOHFW�
WKH� SHUVRQDO� UHVXOWV� �6FKDORFN�� *DUGQHU�� %UDGOH\�� ������ DQG� WKH� HYDOXDWLRQ� RI� WKH�
SURJUDPV�RI�WKH�VHUYLFHV�GHOLYHUHG�WR�GLVDEOHG�SHRSOH��)RU�H[DPSOH��WKH�LQGLFDWRUV�RI�
LQWHJUDWLRQ�DQG�SDUWLFLSDWLRQ�WR�WKH�FRPPXQLW\�DUH�FRQVLGHUHG�WR�HVWDEOLVK�WKH�VRFLDO�
LQFOXVLRQ� LQ� WKH� FDVH� RI� SHRSOH� ZLWK� GLVDELOLWLHV�� IRU� SK\VLFDO� ZHOO�EHLQJ�� WKH�
LQGLFDWRUV� RI� KHDOWK� DQG� IUHH� WLPH�� IRU� VHOI�GHWHUPLQDWLRQ�� LQGLFDWRUV� RI� FKRLFHV��
DXWRQRP\�DQG�SHUVRQDO�FRQWURO��:H�LQWURGXFH�DQ�H[SODQDWRU\�WDEOH��ZKLFK�DOVR�UHIHUV�
WR�UHFHQW�VWXGLHV��9HUGXJR�et al.��������������LW�H[DPLQHV�GRPDLQV�DQG�LQGLFDWRUV�WKDW�
DULVH� IURP� WKH�DQDO\VLV�RI� WKHRULHV� DQG� UHVHDUFK� �7DE����±�Example of domains and 
indicators��� :H� LQWURGXFH� QRZ� GRPDLQV� DQG� LQGLFDWRUV� LQ� KLHUDUFKLFDO� RUGHU� DV�
HPHUJHG�GXULQJ�LQYHVWLJDWLRQ�RQ�SHRSOH�ZLWK�GLVDELOLWLHV��6FKDORFN��9HUGXJR���������
$� IXUWKHU� RSHUDWLRQ� WR� UHQGHU� WKH� GHVFULSWRUV� RI� WKH� LQGLFDWRUV� LV� QHHGHG� IRU� WKH�
DSSOLFDWLRQ�WKDW�LV�REVHUYDEOH�LQ�EHKDYLRXU�VLWXDWLRQV���
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7DE��� – Example of domains and indicators0 

'RPDLQV� ,QGLFDWRUV�

6RFLDO�LQFOXVLRQ� ,QWHJUDWLRQ�DQG�SDUWLFLSDWLRQ�LQ�WKH�FRPPXQLW\��
DVVLVWDQFH�

3K\VLFDO�ZHOO�EHLQJ� )RRG�� SHUVRQDO� K\JLHQH�� PHGLFDO� FDUH�� KHDOWK��
KHDOWK�V\VWHP��IUHH�WLPH��VH[XDOLW\�

,QWHUSHUVRQDO�UHODWLRQV�

�

)DPLOLDO�DQG�VRFLDO�UHODWLRQV��FRPPXQLFDWLRQ�

0DWHULDO�ZHOO�EHLQJ�

�

3RVVHVVLRQV�� GXUDEOH� JRRGV�� RFFXSDWLRQ��
ILQDQFLDO�VLWXDWLRQ�

(PRWLRQDO�ZHOO�EHLQJ� 6DWLVIDFWLRQ��VHOI�DSSUDLVDO�

6HOI�GHWHUPLQDWLRQ�

�

3HUVRQDO� RSLQLRQV� DQG� SUHIHUHQFHV�� GHFLVLRQV�
DQG�FKRLFH��SHUVRQDO�FRQWURO�

3HUVRQDO�GHYHORSPHQW�

�

3HUVRQDO�ZHDOWK��OHDUQLQJ��VNLOOV��PRWLYDWLRQ�

5LJKWV�� 5LJKWV�DZDUHQHVV��LQWLPDF\��privacy��GLVFUHWLRQ��
UHVSHFW�

�
&RQFHUQLQJ�WUDQVYHUVDO�SHUVSHFWLYHV��ZH�GHHP�LPSRUWDQW�WR�KLJKOLJKW�WKH�SURSRVDO�

E\� 5HQZLFN�� %URZQ� �������� DV� WKH� SURMHFW� RI� WKH� 8QLYHUVLW\� RI� 7RURQWR� LV� RIWHQ�
DGRSWHG�� DW�(XURSHDQ� OHYHO�� LQ� WKH� VFRSH� RI� TXDOLW\� RI� OLIH� DOVR� E\� DVVRFLDWLRQV� DQG�
RUJDQLVDWLRQV� WKDW� RSHUDWH� ZLWK� DGXOWV� LQ� WKH� DXWLVWLF� VSHFWUXP�� 4XDOLW\� RI� OLIH� LV�
GHILQHG�DV�WKH�GHJUHH�RI�VDWLVIDFWLRQ�WKURXJK�ZKLFK�SHRSOH�KDYH�DFFHVV�WR�SRVVLELOLWLHV�
DQG� FKDQFHV� WKDW� WKH\� FRQVLGHU� LPSRUWDQW� IRU� WKHLU� OLYHV� �%URZQ� et al��� ������� 7KH�
DXWKRUV� GHYHORS� WKH� FRQVWUXFWLRQ� RI� WKH� TXDOLW\� RI� OLIH� LQ� WKUHH� WUDQVYHUVDO� PDFUR�
DUHDV�� EHLQJ�� EHORQJLQJ� DQG� EHFRPLQJ� ZKLFK� VKRZ� WKH� LQGLYLGXDO� DQG� VSHFLILF�
FKDUDFWHULVWLFV� RI� D� SHUVRQ� �EHLQJ��� WKH� DGDSWDWLRQ� DQG� TXDOLW\� RI� LQWHJUDWLRQ� LQ� WKH�
VXUURXQGLQJ�FRQWH[WV��EHORQJLQJ���WKH�SODQQLQJ�DQG�GHYHORSPHQW�LQ�D�SHUVRQ¶V�VSDFH�
RI�OLIH��EHFRPLQJ���7KLV�ODVW�GLPHQVLRQ�PXVW�EH�FRQVLGHUHG�WR�H[HPSOLI\�FURVVFXWWLQJ�
DUHDV�� GRPDLQV� DQG� LQGLFDWRUV�� 7KH� PDFUR�DUHD� RI� WKH� EHFRPLQJ� LV� H[SODLQHG� DW�
SUDFWLFDO��UHFUHDWLRQDO�DQG�HYROXWLRQDO�OHYHO��)RU�H[DPSOH��WKH�SUDFWLFDO�DVSHFW�WDNHV�LQ�
DFFRXQW�LQGLFDWRUV�OLNH�KRPH��VFKRRO�DQG�ZRUN�DFWLYLWLHV��WKH�UHFUHDWLRQ��DFWLYLWLHV�DQG�
UHVRXUFHV� IRU� WKH� IUHH� WLPH�� WKH� HYROXWLRQDO�� OLIHORQJ� OHDUQLQJ� DQG� WKH� FDSDFLW\� RI�
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OHDUQLQJ� VNLOOV� WR� LPSURYH� UHODWLRQV� LQ� OLIH� DQG� DGDSW� WR� QHZ� HQYLURQPHQWV� DQG�
VLWXDWLRQV��

7DE��� – QOL’s conceptual pictures 

3URSRVDO�� $XWKRUV�RI�5HIHUHQFH�

,QWHJUDQW�SURSRVDO��REMHFWLYH�DQG�VXEMHFWLYH�DVSHFWV� LQ�
WKH�TXDOLW\�RI�OLIH�

�

2EMHFWLYH�DVSHFWV��
GHYHORSLQJ�VNLOOV�

&KDUDFWHULVWLFV�RI�WKH�SK\VLFDO�HQYLURQPHQW�

/HYHO�RI�SK\VLFDO�DQG�VRFLDO�LQWHJUDWLRQ�

4XDOLW\�DQG�TXDQWLW\�RI�WKH�trainings�

5HDO�V\VWHPV�RI�VXSSRUW�

,QFRPH��

4XDOLW\�RI�IRRG�

+HDOWK��

3KLORVRSK\�RI�VHUYLFHV�GHOLYHUHG�

$WWLWXGH�RI�WKH�équipe�

$WWLWXGH�RI�WKH�FRPPXQLW\�

6WDELOLW\�LQ�IDPLOLDO�UHODWLRQVKLSV�

6XEMHFWLYH�DVSHFWV��
,QFUHDVH�DQG�SHUFHSWLRQ�RI�VHOI�FRQWURO�

6HFXULW\�

6RFLDO�LQYROYHPHQW�DQG�IHHOLQJ�RI�EHORQJLQJ�

5HVSRQVLELOLW\��

$XWRQRP\�

([SHFWDWLRQV��

*RDOV�SHUFHLYHG�DV�DWWDLQHG�

3HUFHLYHG�VXSSRUW�

/HYHO�RI�VDWLVIDFWLRQ�

3HUFHSWLRQ�RI�SHUVRQDO�KHDOWK�

1RUPDOLVDWLRQ�

%URZQ�et al��������

0XOWL�GLPHQVLRQDO�SURSRVDOV� �

(PRWLRQDO�ZHOO�EHLQJ� 6FKDORFN������E��������
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,QWHUSHUVRQDO�UHODWLRQV�

0DWHULDO�ZHOO�EHLQJ�

3HUVRQDO�GHYHORSPHQW�

3K\VLFDO�ZHOO�EHLQJ�

6HOI�GHWHUPLQDWLRQ�

6RFLDO�LQFOXVLRQ�

5LJKWV��

3URSRVDOV�ZLWK�FURVV�FXWWLQJ�GLPHQVLRQV� �

%HLQJ��

%HORQJLQJ�

%HFRPLQJ�

5HQZLFN��%URZQ��������

&HQWUDOLW\�

&RQWURO�

&RQWLQXLW\�

&RWWLQL��)HGHOL��������

7KH�WDEOH�FOHDUO\�VKRZV�WKDW�RYHU� WLPH�WKH�DWWHQWLRQ�WXUQHG�WR� LQWHJUDWH�TXDOLW\�RI�
OLIH¶V� REMHFWLYH� DQG� VXEMHFWLYH� DVSHFWV�� EXW� DOVR� HQGHDYRXUHG� WR� DUWLFXODWH�
FRQFHSWXDOLVLQJ� DQG� DSSOLFDWLYH� SURSRVDOV� DORQJ� FURVVFXWWLQJ� GLPHQVLRQV�� ZLWKLQ�
ZKLFK�DUH�HYDOXDWLQJ�GRPDLQV�DQG� VXE�GRPDLQV�RI� WKH�TXDOLW\�RI� OLIH��)RU�H[DPSOH��
ZH�FDQ�WKLQN�RI�WKH��&�SHUVSHFWLYH��&RWWLQL��)HGHOL���������ZH�VKDUH�ZLWK�WKH�DXWKRUV�
WKH�SHUVSHFWLYH�RI�WKHLU�WKLQNLQJ�LQ�WKH�DQDO\VLV�RI�WKH�TXDOLW\�RI�OLIH�IRU�SHRSOH�ZLWK�
GLVDELOLWLHV��,Q�IDFW��ZH�EHOLHYH�WKDW�LW�LV�LQWHUHVWLQJ�WR�DVVHVV�WKH�LQGLFDWRUV�RI�TXDOLW\�
RI� OLIH� LQ� D� GLVDEOHG� DGXOW� �OLNH� KRXVLQJ� FRQGLWLRQV��ZRUN� LQWHJUDWLRQ� DQG�PRUH��� ,Q�
RWKHU�ZRUGV�� GHWHUPLQLQJ� LI� WKH�SHUVRQ�KDV�RU�XVHV� WKHP�� WR� HYDOXDWH�ZKHWKHU� WKHVH�
LQGLFDWRUV� DUH� FHQWUDO� IRU� WKH� GLVDEOHG� SHUVRQ� LI� WKH� VXEMHFWV� FDQ� FRQWURO� WKHP� DQG�
ZKHWKHU� WKHVH� LQGLFDWRUV� SRVVHVV� WHPSRUDO� FRQWLQXLW\�� 7HPSRUDO� DQG� SODQQLQJ�
GLPHQVLRQV� DUH� FHQWUDO� LQ� WKH� SHUVSHFWLYH� RI� WKH� TXDOLW\� RI� OLIH� IRU� SHRSOH� ZLWK� RU�
ZLWKRXW�GLVDELOLWLHV��DV�ZH�ZLOO�VKRZ�LQ�FKDSWHU�WZR��
�
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7KH�VWDWH�RI�WKH�DUW�LQ�LQWHUQDWLRQDO�UHVHDUFK�
�

)RU� VRPH� DXWKRUV� �.HLWK� H� 6FKDORFN�� ������ 0LWFKHOO� H� :LQVODGH�� ������� WKH�
LQWHJUDQW� V\VWHPLF� SHUVSHFWLYH� LQ� WKH� ILHOG� RI� GLVDELOLWLHV� RSHQV� DQ� LQWHUHVWLQJ� SDWK�
WRZDUG�QHZ�UHVHDUFK��ZKLFK�LV�DOVR�VXVWDLQDEOH�LQ�WHUPV�RI�FRVWV��,Q�IDFW��DV�6FKDORFN�
DQG� 9HUGXJR� $ORQVR� ������� QRWH�� DVVXPLQJ� WKDW� LW� LV� DQ� LQWHJUDQW� EDFNJURXQG� DW�
SODQQLQJ� OHYHO�� ZKLOH� WDNLQJ� FKDUJH� RI� D� GLVDEOHG� SHUVRQ�� WKH� HFRORJLF� GLPHQVLRQ�
�PLFUR�V\VWHP�� PHVR�V\VWHP�� PDFUR�V\VWHP�� DOORZV� FRQFHQWUDWLQJ� RQ� WKH� QHHGV� RI�
SHRSOH� LQ� WKHLU� OLYLQJ� FRQWH[WV� DQG� WKH� SURPRWLRQ� RI� PRUH� HIILFLHQW� DQG� HIIHFWLYH�
VXSSRUWLQJ�VWUDWHJLHV���

,Q�WKH�SHUVSHFWLYH�RI�VHUYLFHV�SURYLGHG�WR�SHRSOH�ZLWK�GLVDELOLWLHV��VXFK�D�FRQFHSW�LV�
LQYHVWHG� ZLWK� LQQRYDWLQJ� DQG� WUDQVIRUPLQJ� SRZHU�� OHW� XV� UHPHPEHU� WKDW� LWV� PXOWL�
GLPHQVLRQDOLW\�LQFOXGHV�WKH�VDPH�FRPSRQHQWV�RU�GRPDLQV�IRU�SHRSOH�ZLWK�RU�ZLWKRXW�
GLVDELOLWLHV� �)HOFH� DQG� 3HUU\�� ������ *RRGH�� .HLWK�� +RIIPDQ� DQG� .DUDQ�� �������
3RLQWHGO\�� LW�KDV�EHHQ�SURYHG� WKDW� WKH�FKDUDFWHULVWLFV� WKDW�EHORQJ� WR�GLIIHUHQW�JURXSV�
FDQ�DSSO\�WR�GLVDEOHG�SHRSOH�WRR��'HQQLV��:LOOLDPV��*LDQJUHFR�DQG�&ORQLQJHU����������

6RPH� DVSHFWV� WKDW� KDYH� VWULQJHQWO\� WR� GR� ZLWK� WKH� TXDOLW\� RI� OLIH� RI� D� GLVDEOHG�
SHUVRQ�PXVW�VXUHO\�EH�UHPHPEHUHG��WKH\�PD\�FRQFHUQ�KHDOWK�FRQGLWLRQV�DQG�FRJQLWLYH�
GHYHORSPHQW� �%RUWKZLFN�'XII\�� ������)ODQDJDQ�� ������� WKH�NLQG�RI� GLVDELOLW\��ZLWK�
SRVVLEOH�FDVHV�RI�PXOWLSOH�GLVDELOLWLHV�DQG�WKH�DJH�RI�WKH�SHUVRQ��5�,��%URZQ���������
)XUWKHUPRUH��42/�LV�QRW�IL[HG�LQ�WLPH��%URZQ��������7LPPRQV�DQG�%URZQ���������
DV�LW�FRYHUV�WKH�HQWLUH�OLIHWLPH��

,Q� WKH� MRLQW�DQDO\VLV�RI� WKH�FRQVWUXFWV�³GLVDELOLW\�DQG�TXDOLW\�RI� OLIH´��ZH�FDQ�ILQG�
GLIIHUHQW�SHUVSHFWLYHV�RI�DQDO\VLV�DQG�UHVHDUFK���

7DNLQJ� WKH� LQWHUQDWLRQDO� SHUVSHFWLYHV� LQWR� DFFRXQW� �%URZQ� et al��� ������� ZH� FDQ�
ILQG� WKUHH� GLIIHUHQW� UHDGLQJ� RSWLRQV�� ILUVWO\�� WKH� VHQVLWLVLQJ� FRQFHSW�� VHFRQGO\�� WKH�
RUJDQLVLQJ� FRQFHSW�� WKLUGO\� WKH� HYDOXDWLQJ� DVSHFW� RI� VHUYLFHV� DQG� HGXFDWLRQDO�
SUDFWLFHV��

7KH�FRQFHSW�RI�42/�KDV�VXUHO\� LQIOXHQFHG� UHVHDUFK�DQG�VRFLDO�SROLFLHV� LQ� IDYRXU�
WKH� TXDOLW\� RI� OLIH� RI� DOO� SHRSOH� DQG� WKH� SHRSOH� ZLWK� GLVDELOLWLHV� �%URZQ�� %D\HU� 	�
0F)DUODQH�� ������� ,W� DOVR� DSSOLHV� WR� WKH� OHYHOV� RI� RUJDQLVDWLRQDO� SODQQLQJ��
LPSOHPHQWDWLRQ� RI� training DQG� VXSSRUW�� DQG� ILQDOO\�� DW� HYDOXDWLYH� OHYHO�� 42/�
EHFRPHV� D� UHIHUHQFH� LQ� WKH� SUDFWLFHV� RI� HYDOXDWLRQ� RI� WKH� SURJUDPV� SHUVRQDO�



���

GHYHORSPHQW�� LQ�LPSURYLQJ�WKH�TXDOLW\�RI�OLIH�IRU�GLVDEOHG�SHRSOH�ZKR�WHQG�WR�IRFXV�
LQFUHDVLQJO\�RQ�WKH�42/�outcomes��6FKDORFN�et al����������

6LQFH�WKH�HQG�RI�WKH�(LJKWLHV�XQWLO�WKH�EHJLQQLQJ�RI�WKH�7ZR�WKRXVDQGV�ZH�FDQ�ILQG�
VHYHUDO� DXWKRUV� ZKR� DSSO\� 42/� WR� WKH� ILHOG� RI� LQWHOOHFWLYH� GLVDELOLW\�� OLNH� %URZQ�
�������������&XPPLQV� ��������������������*RRGH� ��������������+HDO�et al.� �������
������ ������ ������� )HOFH� DQG� 3HUU\� ������� ������ ������� 6FKDORFN� ������� ����E��
�������.HLWK�DQG�6FKDORFN���������5HVHDUFK�H[WHQGV�DOVR�WR�SHRSOH�ZLWK�PXOWLSOH�DQG�
VHYHUH�GLVDELOLWLHV�±�ZH�UHIHU�WR�3HWU\�et al���������±�DQG�ZLWK�WKH�$XWLVWLF�6SHFWUXP�
�*LDFRQL�� ������� 7KHUH� DUH� DOVR� UHIHUHQFHV� DQG� VWXGLHV� LQ� WKH� ILHOGV� RI� SK\VLFDO�
GLVDELOLWLHV�� SV\FKRSDWKRORJLFDO� GLVRUGHUV� �6FKDORFN� H� 9HUGXJR� $ORQVR�� ������ DQG�
ROG�DJH�GLVDELOLWLHV��Idem��&RWWLQL����������

7KH�DERYHPHQWLRQHG�VWXGLHV�VKRZHG�WKH�SRWHQF\�RI� WKH�PXOWL�GLPHQVLRQDO�DVSHFW�
RI�WKH�42/¶V�FRQFHSW���

9HUUL� DQG� RWKHUV� ������� VWDUW� IURP� DQ� ,WDOLDQ�$XVWUDOLDQ� VWXG\� FDUULHG� RXW� RQ� D�
JURXS� RI� PHQWDOO\� UHWDUGHG� SHUVRQV� DQG� RQ� D� JURXS� RI� SHRSOH� ZLWKRXW� PHQWDO�
UHWDUGDWLRQ�� WKH\� VKRZ� WKDW� LQGLFDWRUV� RI�42/� LQ� WKH� HYDOXDWLRQV�RI� WKH� WZR�JURXSV�
KDYH�QR�JUHDW�GLIIHUHQFHV��

,Q� SDUWLFXODU�� LQ� WKH� QDWLRQDO� DQG� LQWHUQDWLRQDO� FRQWH[W�� 6FKDORFN� DQG� 9HUGXJR�
$ORQVR� ������� LQWURGXFHG� D� QXPEHU� RI� VWXGLHV� RQ� LQWHOOHFWXDO� GLVDELOLW\� DQG� WKHLU�
KHXULVWLF�PRGHO� �Abide��S�������%DVHG�RQ�VWXGLHV�� UHVHDUFK�DQG�DUWLFOHV�DQDO\VLV�� WKH�
DXWKRUV� VLJQDO� ZKLFK� RQHV� ±� DPRQJ� WKH� HLJKW� PRGHOV� RI� TXDOLW\� RI� OLIH� ±� DUH�
FRQVLGHUHG�WKH�PRVW�UHOHYDQW�LQ�WKH�OLIH�RI�SHRSOH�ZLWK�GLVDELOLWLHV��,Q�WKH�VFRSH�RI�WKLV�
VWXG\� WKH� GRPDLQV� RI� VRFLDO� LQFOXVLRQ�� LQWHUSHUVRQDO� UHODWLRQV�� VHOI�GHWHUPLQDWLRQ��
PDWHULDO� ZHOO�EHLQJ�� HPRWLRQDO� ZHOO�EHLQJ� DQG� WR� D� OHVVHU� H[WHQW� SHUVRQDO�
GHYHORSPHQW�DQG�ULJKWV�UHVXOW�DV�WKH�PRVW�H[SORUHG�RQHV��Ibidem.�S���������

$�ODUJH�QXPEHU�RI�VWXGLHV�LQ�WKH�ILHOGV�RI�TXDOLW\�RI�OLIH�DQG�GLVDELOLW\�IRFXV�RQ�WKH�
LPSURYHPHQW�RI�WKH�TXDOLW\�RI�OLIH�RI�WKH�VXEMHFWV�IROORZLQJ�GH�LQVWLWXWLRQDOLVDWLRQ�DQG�
LQWHJUDWLRQ�LQ�WKH�FRPPXQLW\��6WXGLHV�E\�:ROIHQVEHUJHU��������UHFRUG�D�SRRU�TXDOLW\�
RI� OLIH� IRU� SHRSOH� ZKR� UHVLGH� LQ� LQVWLWXWLRQV�� ,Q� WKH� VDPH� GLUHFWLRQ�� VWDUWLQJ� IURP� D�
UHYLHZ� RQ� VWXGLHV� DERXW� GH�LQVWLWXWLRQDOLVDWLRQ�� +DWWRQ� ������� HPSKDVLVH� D� EHWWHU�
TXDOLW\� RI� OLIH� IRU� GLVDEOHG� SHRSOH� XVLQJ� WKH� UHVLGHQWLDO� VHUYLFHV� RI� WKH� FRPPXQLW\��
7KLV� LPSURYHPHQW� VKRXOG� EH� OLQNHG� WR� D� KLJKHU� SDUWLFLSDWLRQ� RI� VXEMHFWV� ZLWK�
GLVDELOLWLHV� WR�GDLO\�DFWLYLWLHV��XVH�RI� WKH�VHUYLFHV��PRUH� LQWHUDFWLRQ�ZLWK�PHDQLQJIXO�



���

SHRSOH��IDPLO\�PHPEHUV��IULHQGV��DQG�WKH�RSHUDWRUV�RI�WKH�UHVLGHQWLDO�VWUXFWXUHV��DQG�
WR�WKH�VWUHQJWKHQLQJ�RI�DGDSWLYH�EHKDYLRXU�DV�ZHOO�DV�LQFUHDVHG�SRVVLELOLWLHV�RI�FKRLFH��

0DQ\�VWXGLHV�H[SORUHG�WKH�TXDOLW\�RI�OLIH�RI�SHRSOH�ZLWK�GLVDELOLW\�LQ�GLIIHUHQW�W\SHV�
RI� UHVLGHQWLDO� VHUYLFHV� �%HOODP\�� 1HZWRQ�� /H%DURQ� DQG� +RUQHU�� ������ %XUFKDUG��
+DVD]L��*RUGRQ�DQG�<RH��������+RZH��+RUQHU�DQG�1HZWRQ���������)RU� WKLV�VWXGLHV�
WKH�EHVW�UHVXOWV�RFFXU�LQ�OHVV�SURWHFWHG�VWUXFWXUHV��FRPPXQLW\�RQHV��DQG�LQ�DFFRUG�WR�
WKH� NLQG� RI� LQWHUYHQWLRQ� RQ� WKH� SHUVRQ� ZLWK� GLVDELOLW\�� LQ� OLQH� ZLWK� ZKDW� ZH� ZLOO�
UHLWHUDWH�RQ�D�GHVLUDEOH� UHKDELOLWDWLRQ�DSSURDFK�EDVHG�RQ� WKH�FRPPXQLW\� �&%5��DQG�
WKH�&RQYHQWLRQ�RQ�WKH�5LJKWV�RI�3HUVRQV�ZLWK�'LVDELOLWLHV��&DOGLQ���������

,Q�LPSOHPHQWLQJ�WKHVH�SRVLWLRQV��ZH�ILQG��FRPSDULQJ�SUHYLRXV�UHVHDUFK��WKH�VWXGLHV�
RI�WKH�ORQJLWXGLQDO�W\SH�RQ�WKH�VLJQLILFDQFH�RI�GH�LQVWLWXWLRQDOLVDWLRQ�RQ�WKH�TXDOLW\�RI�
OLIH� IRU� SHUVRQV� ZLWK� GLVDELOLWLHV� �%URZQ� ������ +DWWRQ�� (PHUVRQ�� 5REHUVWRQ��
+HQGHUVRQ� DQG� &RRSHU� ������ /RUG� DQG� 3HGODU� ������ 6FKDORFN� DQG� *HQXQJ� �������
7KH\� VWUHVV� WKDW� WKH� FKDQJHV� LQ� WKH� TXDOLW\� RI� OLIH� RI� SHRSOH� DUH� LQ� DQ\� FDVH� GXH� WR�
SURJUDPV� DLPHG� WR� VWUHQJWKHQ� WKH� FRPSHWHQFHV� RI� WKH� SHUVRQV� DQG� WKH� FDSDFLW\� RI�
EHLQJ�LQGHSHQGHQW�ZLWKLQ�D�VRFLDO�JURXS���

,Q� WKH� VWXG\� E\� 6FKDORFN� DQG� 9HUGXJR� $ORQVR� ������� LQWHJUDWLRQ� LQ� WKH�
FRPPXQLW\��RU�WKH�SDUWLFLSDWLRQ�WR�LWV�GDLO\�OLIH��HPHUJH�DPRQJ�WKH�LQGLFDWRUV�RI�WKH�
GRPDLQ� RI� VRFLDO� LQFOXVLRQ� WKDW� RFFXUV� PRUH� IUHTXHQWO\� LQ� VFLHQWLILF� UHVHDUFK� DQG�
VWXGLHV��

$QRWKHU�UHFXUULQJ�GRPDLQ�LV�SK\VLFDO�ZHOO�EHLQJ��ZKLFK�LV�DVVRFLDWHG�WR�LQGLFDWRUV�
OLNH�KHDOWK��RIWHQ�LQWHQGHG�DV�SK\VLFDO�DVVXUHGQHVV���IUHH�WLPH�DQG�GDLO\�OLIH�DFWLYLWLHV�
�5DSOH\� DQG� +RSJRRG�� ������� )RU� WKH� GRPDLQ� RI� LQWHUSHUVRQDO� UHODWLRQV�� UHFXUULQJ�
LQGLFDWRUV� DUH� VRFLDO� DQG� IDPLOLDO� UHODWLRQV�� :H� UHFRUG� LQVWHDG� LPSRUWDQW� DEVHQFHV�
FRQFHUQLQJ� WKH� LQGLFDWRUV� RI� DIIHFWLYH� UHODWLRQVKLSV� �6FKDORFN�� 9HUGXJR� $ORQVR��
������S���������

)RU�WKLV�SXUSRVH��ZH�DUH�HVSHFLDOO\�LQWHUHVWHG�LQ�WKH�GRPDLQ�RI�VHOI�GHWHUPLQDWLRQ��
LW�KDV�UHOHYDQFH�LQ�WKH�TXDOLW\�RI�OLIH�RI�SHUVRQV�ZLWK�GLVDELOLWLHV��DQG��LW�LV�LQWHUSUHWHG�
DV� SHUVRQDO� LQGHSHQGHQFH�� FKRLFH�� VHOI� DQG� HQYLURQPHQWDO� FRQWURO� �:HKPH\HU� DQG�
6FKDORFN��������:HKPH\HU�DQG�6FKZDUW]���������6HYHUDO�VWXGLHV�WDNH�WKLV�GLUHFWLRQ��
:HKPH\HU� DQG� RWKHUV� ������� UHFRUG� KLJKHU� VHOI�GHWHUPLQDWLRQ� LQ� SHUVRQV� ZKR� OLYH�
DORQH� RU� LQ� WKH� IDPLO\�� DV� RSSRVHG� WR� WKH� RQHV� LQ� SURWHFWLYH� DQG� UHVWULFWHG�
HQYLURQPHQWV��6WDQFOLIIH�DQG�:HKPH\HU��������ZLWK�D�KLJK�OHYHOV�RI�VXUYHLOODQFH�RU�
LQ�VPDOO�IDPLO\�JURXSV��6WDQFOLIIH�DQG�RWKHUV��������VKHG�OLJKW�RQ�WKH�IDFW� WKDW�VHOI�
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GHWHUPLQDWLRQ� LV� KLJKHU� LQ� SHUVRQV� ZKR� OLYH� LQ� HQYLURQPHQWV� ZLWK� OHVV� WKDQ� ILYH�
LQGLYLGXDOV�� LW� EHFRPHV� VLJQLILFDQWO\� ORZHU� ZKHQ� WKH� QXPEHU� RI� SHUVRQV� YDULHV�
EHWZHHQ�VL[�DQG�VL[WHHQ��

7KHVH� VWXGLHV� SURYLGH� HYLGHQFH� RI� D� GLUHFW� UHODWLRQ� EHWZHHQ� 42/� DQG� VHOI�
GHWHUPLQDWLRQ� LQ� SHUVRQV� ZLWK� GLVDELOLWLHV�� KLJKHU� OHYHOV� RI� VHOI�GHWHUPLQDWLRQ�
FRUUHVSRQG� WR� KLJKHU� OHYHOV� RI� 42/� DQG� YLFH�YHUVD� �Idem��� )XUWKHUPRUH�� VHYHUDO�
DXWKRUV� FRQVLGHU� VHOI�GHWHUPLQDWLRQ� D� JRRG� LQGLFDWRU� RI� WKH� HIIHFWLYHQHVV� RI� WKH�
WUHDWPHQWV� �:HKPH\HU�� ������ )HOFH� DQG� 3HUU\�� ������ )HOFH�� ������� ,W� EHFRPHV�
QHFHVVDU\�WR�VWUHQJWKHQ�LQWHJUDWLQJ�VNLOOV��WKH�VNLOOV�QHHGHG�IRU�SDUWLFLSDWLRQ�DQG�VHOI�
GHWHUPLQDWLRQ� �5XVFKH� et al��� ������ 1RWD� H� 6RUHVL�� ������ 6RUHVL� H� 1RWD�� �������
)XUWKHUPRUH�� VHYHUDO� VWXGLHV� VWUHVV� WKDW� OHYHOV� RI� VHOI�GHWHUPLQDWLRQ� LQ�SHUVRQV�ZLWK�
LQWHOOHFWXDO� GLVDELOLWLHV� DUH� KLJKHU� WKDQ� ZKDW� SDUHQWV� DQG� RSHUDWRUV� SHUFHLYH� �%HQ]��
0F�$OOLVWHU��������3DUVRQ�et al����������

7KH� GRPDLQ� RI� PDWHULDO� ZHOO�EHLQJ� VWUHVVHV� WKH� LQGLFDWRUV� RI� RFFXSDWLRQ� DQG�
SURGXFWLYLW\��6SHFLILFDOO\��VHYHUDO�VWXGLHV�RQ�GLVDELOLW\��TXDOLW\�RI�OLIH�DQG�RFFXSDWLRQ�
VKRZ� LPSURYHPHQWV� LQ�TXDOLW\�RI� OLIH� �0DF&UDXJKULQ��������DQG�KLJKHU�VDWLVIDFWLRQ�
ZKHQHYHU� ZH� ILQG� D� VLWXDWLRQ� RI� VWUXFWXUDOO\� VXSSRUWHG� ZRUN� UDWKHU� WKDQ� SURWHFWHG�
ZRUNSODFHV��(JJHOWRQ��5REHUWVRQ��5\DQ��.REHU��������:HKPH\HU���������7R�VWD\�LQ�
WKH�VFRSH�RI�ZRUNV�RULHQWHG�WR�HVWDEOLVK�WKH�IDFWRUV�WKDW�FDQ�LPSURYH�WKH�TXDOLW\�RI�OLIH�
RI� SHUVRQV� ZLWK� GLVDELOLWLHV�� ,Q� RFFXSDWLRQDO� WHUPV�� PDQ\� VWXGLHV� VKRZ� WKDW� SHRSOH�
ZLWK�GLVDELOLWLHV�SHUFHLYH�KLJKHU�VDWLVIDFWLRQ�LQ�WKH�OLYHV�LI�WKH\�DUH�SDUW�RI�FRPSHWLWLYH�
ZRUNSODFHV� DQG� DUH� LQYROYHG� LQ� ZRUN� UHODWHG� GHFLVLRQV� �5HLWHU� et al��� ������
:HKPH\HU��%ROGLQJ���������

,Q� WKH� GRPDLQV� RI� HPRWLRQDO� ZHOO�EHLQJ�� VDWLVIDFWLRQ� DQG� FRQWHQWPHQW� UHVXOW� WKH�
PRVW�FRQVLGHUHG�LQGLFDWRUV��WKH�GRPDLQV�RI�SHUVRQDO�GHYHORSPHQW�DQG�ULJKWV�DSSHDU�WR�
EH�VHFRQGDU\��DOWKRXJK�WKH\�DUH�DOZD\V�UHFRJQLVHG�DV�GRPDLQV�RI�TXDOLW\�RI�OLIH�DOVR�
IRU�SHRSOH�ZLWK�GLVDELOLWLHV��6FKDORFN�DQG�9HUGXJR�$ORQVR��������S�������

:H� FRQFHQWUDWHG� WKLV� DQDO\WLF� VHFWLRQ� RQ� WKH� HLJKW� LQWHUQDWLRQDOO\� UHFRJQLVHG�
GRPDLQV�� EHFDXVH� WKH\� DUH�� DPRQJ� RWKHU� WKLQJV�� DV� ZH� DUH� WR� VHH� LQ� WKH� QH[W�
SDUDJUDSK��WKH�JXLGHOLQHV�WR�WKH�YDULRXV�DSSOLFDWLRQV�RI�WKH�UHVXOWV�RI�WKH�LQWHUQDWLRQDO�
UHVHDUFK��7KH�ODWWHU�FRQVLGHUV�WZR�HVVHQWLDO�DVSHFWV�WKDW�FRQFHUQ�WKH�HYDOXDWLRQ�RI�WKH�
TXDOLW\�RI�OLIH�RI�SHRSOH�ZLWK�GLVDELOLWLHV��)LUVWO\��WKH�HYDOXDWLRQ�LV�DOZD\V�OLQNHG�ZLWK�
WKH�42/�RI�DOO�SHRSOH�LQ�WKHLU�VXUURXQGLQJ�FRQWH[WV��6HFRQGO\��WKH�HYDOXDWLRQ�RI�42/�
LQ� SHRSOH� ZLWK� LQWHOOHFWXDO� GLVDELOLWLHV� DQG� SV\FKRSDWKRORJLHV� VKRXOG� UHTXHVW�
YDOLGDWLRQ�E\�WKH�SHUVRQV�ZKR�DUH�VLJQLILFDQW�IRU�WKH�VXEMHFW�DQG��DQ\ZD\��DV�IRU�WKH�
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JHQHUDO� UHVHDUFK� RQ� 42/�� WKH\� VKRXOG� LQFOXGH� D� WULDQJXODWLRQ� RI� WKH� UHVHDUFK�
PHWKRGRORJLHV��7KH�QH[W�SDUDJUDSK�ZLOO�H[SORUH�WKHVH�DVSHFWV��

�
�

4XDOLW\� RI� OLIH� IRU� SHUVRQV� ZLWK� LQWHOOHFWXDO� GLVDELOLWLHV�� FULWHULD� DQG� UHVHDUFK�
PHWKRGV�
�

5HVHDUFK� RQ� WKH� TXDOLW\� RI� OLIH� RI� SHRSOH� SUHVHQWV� XV�ZLWK� D� ULFK� DQG� GLYHUVLILHG�
VHULHV�RI�WRROV�RI�HYDOXDWLRQ��DQG�RIWHQ�RI�PHDVXUHPHQW��

7KHVH� PHDVXULQJ� SURFHGXUHV� UHVW� RQ� WKH� PXOWL�GLPHQVLRQDO� PRGHOV� RI� 42/�
LOOXVWUDWHG�LQ�WKH�SUHYLRXV�FKDSWHU��7KH\�LQFOXGH�LWHPV�WKDW�IRFXV��LQ�YDULRXV�IRUPV��RQ�
VRFLDO�LQFOXVLRQ��LQWHUSHUVRQDO�UHODWLRQV��VHOI�GHWHUPLQDWLRQ��PDWHULDO�ZHOIDUH��SK\VLFDO�
ZHOIDUH��SHUVRQDO�GHYHORSPHQW��HPRWLRQDO�ZHOIDUH�DQG�ULJKWV��$WWHQWLRQ�DQG�VFLHQWLILF�
FUHGLELOLW\� DUH� UHFRJQLVHG� IRU� GHWHFWLRQ� SURFHGXUHV� WKDW� SRVVHVV� VXIILFLHQW�
SV\FKRPHWULF�UHTXLUHPHQWV��%RUWKZLFN�'XII\��������/DQGHVPDQ���������,Q�WKLV�ILHOG��
WKH�SUHYDOHQW�PHWKRGRORJLHV�DUH�TXDQWLWDWLYH��ZKLOH�TXDOLWDWLYH�SURFHGXUHV��DOWKRXJK�
JHWWLQJ� PRUH� UHFRJQLWLRQ� RYHU� WLPH� LQFOXGLQJ� LQ� 42/�� FRQWLQXH� WR� UHPDLQ� UDWKHU�
OLPLWHG��6FKDORFN�DQG�9HUGXJR�$ORQVR��������S���������

,QWHUQDWLRQDO� consensus LQ� UHVHDUFKLQJ� 42/� UHOLHV� RQ� IUXLWIXO� LQWHJUDWLRQV� RI�
TXDQWLWDWLYH�DQG�TXDOLWDWLYH�DGMXVWLQJ�WKHP�DFFRUGLQJ�WR�WKH�REMHFWLYH�DQG�VXEMHFWLYH�
SULQFLSOHV��%HUWHOOL�et al���������+HDO��6LJHOPDQ���������7KH�LQWHJUDWHG�XVH�RI�reports�
DQG� self-reports UHSUHVHQWV� D� JRRG� YDOLGDWLQJ� H[DPSOH� �%HDGOH�%URZQ�� 0XUSK\��
'L7HUOL]]L��������6FKDORFN�et al���������YDQ�/RRQ��YDQ�+RYH��6FKDORFN��&ODHV��������
9HUGXJR�$ORQVR�et al����������

,Q� FRQVLGHULQJ� WKH� PHWKRGRORJLFDO� DVSHFWV� RI� WKH� 42/� HYDOXDWLRQ�� WZR� W\SHV� RI�
LVVXHV� VWLFN� RXW�� 7KH� ILUVW� RQH� FRQFHUQV� WKH� ³REMHFWLYH� GHWHFWLRQ´� �6FKDORFN� DQG�
9HUGXJR�$ORQVR��������S�������RI�LQGLFDWRUV�UHODWHG�WR�WKH�GRPDLQ�RI�VHOI�SHUFHSWLRQ�
UHIHUUHG� WR� WKH� SHUVRQDO� FRQGLWLRQ�� 7KH� VHFRQG� SUREOHP� FRQFHUQV� RXU� VFRSH�� WKH�
UHVHDUFK�RQ�WKH�TXDOLW\�RI�OLIH�RI�SHUVRQV�ZLWK�GLVDELOLWLHV��,Q�WKH�FDVH�RI�SHUVRQV�ZLWK�
LQWHOOHFWXDO� GLVDELOLWLHV�� WKH�PDLQ�GLIILFXOWLHV� OLH� LQ� WKRVH� VWXGLHV� WKDW� LQYHVWLJDWH� WKH�
OHYHO�RI�VDWLVIDFWLRQ�UHSRUWHG�WKH�VXEMHFWV�DERXW�WKHLU�TXDOLW\�RI�OLIH��6LJHOPDQ�et al���
������9HUUL�et al�����������

6FLHQWLILF� OLWHUDWXUH� KLJKOLJKWV� WKDW� SHUVRQV� ZLWK� LQWHOOHFWXDO� GLVDELOLWLHV� WHQG� WR�
UHSRUW� OHYHOV� RI� VDWLVIDFWLRQ� HYHQ� ZKHQ� OLYLQJ� LQ� GLVDGYDQWDJHG� HQYLURQPHQWV��
$FFRUGLQJ�WR�VRPH�VFKRODUV��+HDO�DQG�&KDGVH\�5XFK���������WKH�H[SODQDWLRQ�OLHV�LQ�
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WKH� ORZ� H[SHFWDWLRQV� IURP� OLIH� RI� SHRSOH� ZLWK� GLVDELOLWLHV�� 7KH� GLIIHUHQW� OLIH�
H[SHULHQFHV�RI�WKH�SHUVRQV�ZLWK�GLVDELOLWLHV�PD\�FDXVH�D�VLWXDWLRQ�WKDW�GUDJV�GRZQ�WKH�
H[SHFWDWLRQV�DERXW�WKH�OHYHOV�RI�TXDOLW\�RI�OLIH��&DUYHU���������7KLV�HIIHFW�EULQJV�WKH�
SHUVRQV� WR� EH� KDSS\� HYHQ� LQ� XQVDWLVIDFWRU\� VLWXDWLRQV�� EHFDXVH� WKH\� FRQVLGHU�
WKHPVHOYHV� XQZRUWK\� RI� PRUH� RU� EHFDXVH� WKH\� EHOLHYH� WKDW� WKH� TXDOLW\� RI� SUHVHQW�
FRQGLWLRQV�FRPSDUH�KLJKHU�WR�SUHYLRXV�OLIH�H[SHULHQFHV���

'HVSLWH� WKH� DFNQRZOHGJHG� QHHG� WR� HYDOXDWH� VXEMHFWLYH� IDFWRUV�� HVSHFLDOO\�
VDWLVIDFWLRQV�� RQO\� IHZ� VWXGLHV� KDYH� EHHQ� FDUULHG� RXW� LQWHUYLHZLQJ� SHUVRQV� ZLWK�
LQWHOOHFWXDO�GLVDELOLWLHV��7KRVH�ZKR�PDGH�D�VLPLODU�DWWHPSW��ZRUNHG�ZLWK�SHRSOH�DEOH�
WR� DQVZHU� WKH� TXHVWLRQV��%URZQ� �������� 3DUPHQWHU� �������� 6FKDORFN� ������� ������
VKHG�OLJKW�RQ�VRPH�IDFWRUV�WKDW�PD\�LQIOXHQFH�WKH�OHYHOV�RI�VDWLVIDFWLRQ��WKHVH�FRQFHUQ�
WKH�FDSDFLW\�RI�OHDGLQJ�DQ�DXWRQRPRXV�DQG�LQGHSHQGHQW�OLIH��WKH�SRVVLELOLW\�RI�EHLQJ�
SURGXFWLYH�DQG�ZRUN�DV�ZHOO�DV�LQWHJUDWLRQ�LQ�WKH�FRPPXQLW\��

6SHFLILFDOO\��VWXGLHV�RQ�WKH�HYDOXDWLRQ�RI�TXDOLW\�RI�OLIH�LQ�SHUVRQV�ZLWK�GLVDELOLWLHV�
VKRZ� D� QXPEHU� RI� PHWKRGRORJLFDO� OLPLWV� DQG� GLIILFXOWLHV�� $XWKRUV� OLNH� 6LJHOPDQ��
%XGG�� 6SDQKHO�� 6FKRHQURFN� �������HPSKDVLVH� WKDW� SHUVRQV� ZLWK� LQWHOOHFWXDO�
GLVDELOLWLHV�KDYH�GLIILFXOWLHV� WR�DQVZHU�TXHVWLRQV�RI� WKH�<HV�1R��PXOWLSOH�DQG�ILOO�XS�
W\SHV��7KH\�KDYH�SUREOHPV�DOVR�WR�FKRRVH�PLVVLQJ�SLFWXUHV�WKDW�VKRZ�GLIIHUHQW�DVSHFWV�
RI�WKH�TXDOLW\�RI�WKHLU�OLYHV��7D\ORU�DQG�%RJGDQ��������DIILUP�WKDW�WKH�XQGHUVWDQGLQJ�
RI� WKH� VXEMHFWLYH� H[SHULHQFH� RI� WKH� SHUVRQV� ZLWK� VHYHUH� GLVDELOLWLHV� LV� D� IRUHPRVW�
PHWKRGRORJLFDO�FKDOOHQJH��9HUGXJR�DQG�RWKHUV� �������DGYLVH� WR�HQFRXUDJH� IRUPV�RI�
self-report�E\�VLPSOLI\LQJ�WKH�TXHVWLRQV��EXW�DOVR�WR�XVH�DOWHUQDWLYH�DQG�DXJPHQWDWLYH�
GHYLFHV� RI� FRPPXQLFDWLRQ�� 7KH� DFFHVVLELOLW\� RI� WKHVH� IRUPV� RI� VHOI�HYDOXDWLRQ�
UHPDLQV�OLQNHG�WR�WKH�SUHVHQFH�RI�PXOWLSOH�GLVDELOLWLHV�DQG�IXQFWLRQDO�FRPPXQLFDWLRQ�
�1RWD�et al����������

7KLV�LV�ZK\�VRPH�UHVHDUFKHUV�OLNH�&XPPLQV���������9RV��GH�&RFN��3HWU\��9DQ�GHQ�
1RRUWJDWH��0DHV���������:RQJ��6FKDORFN�DQG�&KRX���������6LQHV��+RJDUG�DQG�(OOLV�
��������WHQG�WR�LQYROYH�IDPLO\�PHPEHUV�DQG�FDUHJLYHUV�ZKR�OLYH�QH[W�WR�WKH�GLVDEOHG�
SHUVRQV���

6WXGLHV� WKDW�DQDO\VH�FULWLFDOO\� WKLV�SHUVSHFWLYH�DUH�QRW� LQ�VKRUW�VXSSO\�� WKH\�VLJQDO�
WKH� QHHG� IRU� IXUWKHU� UHVHDUFK� WR� YDOLGDWH� DQG� FUHGLW� VFLHQWLILFDOO\� WKH� VWDWHPHQWV�
FRPLQJ� IURP� RWKHU� SHUVRQV� OLNH� IDPLO\� PHPEHUV�� SURIHVVLRQDOV� DQG�
FDUHJLYHUV��0F9LOO\� DQG�5DZOLQVRQ�� �������&RQFHUQLQJ� WKH� SURFHGXUHV� WR� LQWHUYLHZ�
SHUVRQV�ZLWK� LQWHOOHFWXDO� GLVDELOLWLHV�� 6WDQFOLIIH� DQG� RWKHUV� ������� KLJKOLJKW� WKDW� WKH�
VXEMHFWV� WHQG� WR� DQVZHU� SRVLWLYHO\� RU� LQ� D� VWHUHRW\SHG� PDQQHU� WR� WKH� LQWHUYLHZHUV��



���

&RQVHTXHQWO\�� LQ� LQYHVWLJDWLRQV� WKDW� LQWHUYLHZ� LQWHOOHFWXDOO\� GLVDEOHG� SHUVRQV��
UHVHDUFKHUV�VKRXOG�FRQVLGHU�WKH�GLVWRUWLRQV�FRQWDLQHG�LQ�WKH�DQVZHUV��+HDO��6LJHOPDQ�
������DQG� WKH�GLIIHUHQFHV� LQ�SHUFHSWLRQ� WKDW�RFFXU�EHWZHHQ� WKH� GLVDEOHG�SHUVRQ�DQG�
WKH�IDPLO\�PHPEHUV��RU�WKH�³NH\�LQIRUPDQWV���7KH�ODWWHU�DUH�WKH�IDPLO\�PHPEHUV�DQG�
WKH� SHUVRQQHO� LQ� WKH� VWUXFWXUHV� FDULQJ� IRU� GLVDEOHG� SHUVRQV��%DUU\�et al��� ������
%HFNHU�et al����������7KH�LQYHVWLJDWLRQ�VKRXOG�GHFODUH�ZKHQ�LQIRUPDWLRQ�FRPH�IURP�D�
WKLUG�SDUW\� DQG�QRW� WKH� LQYHVWLJDWHG�SHUVRQ� �9HUGXJR�et al��� �������$OVR� LQ� DQDO\VLV�
WKDW�LQFOXGH�VHOI�UHSRUWLQJ�DQG�UHSRUWLQJ�LV�DGYLVDEOH�WR�DQDO\VH�VHSDUDWHO\�WKH�GDWD�LQ�
RUGHU�WR�GHWHUPLQH�WKHLU�GHJUHH�RI�FRQFRUGDQFH��9HUGXJR�et al����������

7KHUHIRUH�� UHVHDUFKHUV��7RZQVHQG�:KLWH�� 3KDQ� DQG� 9DVVRV�� ������ 9HUGXJR�et 
al���������OHW�WKH�ODFN�RI�SURSHU�DQG�VXIILFLHQWO\�UHOLDEOH�WRROV�HPHUJH�IRU�LQWHOOHFWXDO�
GLVDELOLWLHV�DQG��HYHQ�PRUH��IRU�SHUVRQV�ZLWK�VHYHUH�GLVDELOLWLHV��ZKR�DUH�SHUVRQV�ZKR�
PD\�SUHVHQW�PXOWLSOH�GLVDELOLWLHV� OLNH�D� VHYHUH� LQWHOOHFWXDO�GLVDELOLW\��EXW�DOVR�PRWRU�
G\VIXQFWLRQV��FKURQLF�DQG�GHJHQHUDWLYH�GLVHDVHV��SV\FKRSDWKRORJLFDO�DQG�EHKDYLRXUDO�
GLVRUGHUV���

:H�FRQVLGHU� LPSRUWDQW� WKH� VWUHVV� DWWULEXWHG� WR� WKH�GHJUHH�RI�SHUVRQDO� VDWLVIDFWLRQ�
DQG�VHOI�UHDOLVDWLRQ�RI�WKH�VXEMHFW�ZLWK�GLVDELOLWLHV��DV�ZH�ZLOO�VHH�LW�DOORZV�GLUHFWLQJ�
VWUDWHJLHV� DQG� HGXFDWLRQDO� DFWLRQV� WRZDUG� RIWHQ�RYHUORRNHG� GLPHQVLRQV�� OLNH�
PDQDJHLQJ�IUHH�WLPH�DQG�UHFUHDWLRQDO�DFWLYLWLHV��

,Q� WKH� OLJKW�RI� WKH�DERYHPHQWLRQHG�� WKH�PRVW�DFFHSWHG� UHVHDUFK�GLUHFWLRQ�VXVWDLQV�
WKDW� WKH� HYDOXDWLRQ�RI� WKH�TXDOLW\�RI� OLIH� RI� SHUVRQV�ZLWK�GLVDELOLWLHV� VKRXOG� LQYROYH�
PXOWLSOH� PHWKRGRORJLHV�� ZKLFK� DOORZ� FRPSDULQJ� VHOI�HYDOXDWLRQV� DQG� KHWHUR�
HYDOXDWLRQV��ZLWKRXW�LJQRULQJ�GLUHFW�REVHUYDWLRQ���

�
�

3URFHGXUHV�RI�HYDOXDWLRQ�DQG�42/�LQ�GLVDEOHG�SHUVRQV�
�

$W� WKLV� SRLQW� RI� WKH� QDUUDWLRQ�� ZH� GHHP� LPSRUWDQW� WR� SURYLGH� WKH� UHDGHU� ZLWK� DQ�
RYHUYLHZ� RI� WKH� WRROV� WR� HYDOXDWH� WKH� TXDOLW\� RI� OLIH� LQ� SHUVRQV�ZLWK� GLVDELOLWLHV� RU��
PRUH�SUHFLVHO\� WKH�SURFHGXUHV� WKDW�ZHUH�FRQFHLYHG� WR�HYDOXDWH� WKH�TXDOLW\�RI� OLIH�RI�
LQGLYLGXDOV� DQG� XVHG� DOVR� LQ� UHVHDUFKLQJ� VXEMHFWV� ZLWK� GLVDELOLWLHV��6RPH�
VFKRODUV��0DOP�et al���������.DWVFKQLQJ�et al.��������3ODFHQWLQR�et al���������VXVWDLQ�
WKDW�� UHJDUGOHVV� WKH� FRQFHSW� RI� TXDOLW\� RI� OLIH� EHLQJ� FRQVLGHUHG� HVVHQWLDO� LQ�
SURIHVVLRQDO�SUDFWLFHV�LQ�WDNLQJ�FDUH�SHUVRQV�ZLWK�GLVDELOLWLHV�DQG�SV\FKRSDWKRORJLFDO�



���

GLVRUGHUV�� WKH� HYDOXDWLQJ�SURFHGXUHV� DSSHDUHG� ODWHU� WKDQ� LQ�RWKHU� ILHOGV�RI�PHGLFLQH�
�3ODFHQWLQR�et al���������S��������

$W� LQWHUQDWLRQDO� OHYHO�� WKH�Australian Centre on Quality of Life�GHVFULEHV�
DSSUR[LPDWHO\�D�WKRXVDQG�DQG�WZR�KXQGUHG�WRROV�ZLWK�WKDW�KDYH�WKH�JRDO�WR�PHDVXUH��
LQ� VRPH� ZD\�� WKH� TXDOLW\� RI� OLIH� RI� WKH� JHQHUDO� SRSXODWLRQ�� RU�� ZLWKLQ� WKH�
KHDOWK�PHGLFDO� FRQWH[W� RU� LQ� GLVDELOLWLHV�� WR� SURYLGH� WKH� G\QDPLF� SHUVSHFWLYH� LQ� WKH�
REMHFWLYH�DQG�VXEMHFWLYH�LQGLFDWRUV�RI�TXDOLW\�RI�OLIH��

7R�GLUHFW� WKH�HYDOXDWLRQ�SUDFWLFHV�� VFKRODUV� OLNH�*RRGH���������'HQQLV�DQG�RWKHUV�
��������6FKDORFN�DQG�9HUGXJR�$ORQVR�������� ULJKWO\�VLJQDO� WKUHH�DVSHFWV� WKDW�RIWHQ�
UHFXU�LQ�WKH�LQWHUQDWLRQDO�OLWHUDWXUH��

�� 5HOHYDQW�IDFWRUV�WR�HYDOXDWH�WKH�42/�RI�WKH�JHQHUDO�SRSXODWLRQ�DUH�DSSOLFDEOH�
DOVR�IRU�GLVDEOHG�SHUVRQV��

�� 7KH�HYDOXDWLRQ�RI�WKH�42/�RI�SHUVRQV�ZLWK�LQWHOOHFWXDO�DQG�SV\FKRSDWKRORJLFDO�
GLVDELOLWLHV�GHPDQGV�D�YDOLGDWLRQ�IURP�WKHLU�SUR[LHV��

�� 7KH�42/�RI�SHUVRQV�ZLWK�GLVDELOLWLHV�UHODWHV�WR�WKH�TXDOLW\�RI� OLIH�RI�WKH�RWKHU�
SHUVRQV�LQ�WKH�VXUURXQGLQJ�HQYLURQPHQW��

�
7KHUH�LV�D�UHPDUNDEOH�DWWHQWLRQ�LQ�WKH�VWXGLHV�RQ�WKH�TXDOLW\�RI�OLIH�WRZDUG�FKLOGUHQ��

DGROHVFHQWV�� DGXOWV� DQG� ROGHU� SHUVRQV� ZLWK� LQWHOOHFWXDO� GLVDELOLWLHV� �6FKDORFN��
9HUGXJR�� ������ :DWVRQ�� .HLWK�� ������� )RU� H[DPSOH�� ZH� ZRXOG� OLNH� WR� VWUHVV� WKDW�
DPRQJ� WRROV�XVHG� WR�VWXG\�42/�RI�DGROHVFHQWV�ZLWK� LQWHOOHFWXDO�GLVDELOLWLHV� WKDW� WKH�
Quality of Life Profile: Adolescent Versions� �42/3$9�� 0HXOHQHUV�� /HH�� ������
5DSKDHO�et al���������ZDV�DSSOLHG�DOVR� WR�VWXGHQWV�ZLWK� LQWHOOHFWXDO�GLVDELOLWLHV��7KH�
Quality of Life Questionnaire��42/4��.HLWK��6FKDORFN������������ZDV�XVHG�E\�WKH�
VDPH�DXWKRUV�IRU�JURXSV�RI�\RXQJVWHUV��ZLWK�RU�ZLWKRXW�GLVDELOLWLHV��ECV��PHDVXULQJ�
WKH� TXDOLW\� RI� OLIH� RI� ROGHU� SHUVRQV�ZLWK�GLVDELOLWLHV�� LQYHVWLJDWHV� WKH� SHUVSHFWLYH� RI�
GLVDELOLW\�DVVRFLDWHG�WR�DJHLQJ��LW�LOOXVWUDWHV�VRPH�LQWHUHVWLQJ�,WDOLDQ�SHUVSHFWLYHV��OLNH�
WKH�PRGHOV�RI�PXOWL�GLPHQVLRQDO�LQWHUYHQWLRQ�IRU�D�OLIH�RI�TXDOLW\��&RWWLQL���������

)RU�RULHQWDWLRQ�SXUSRVHV��JLYHQ�WKH�YDVW�FKRLFH�RI�SXUSRVHV�WKDW�SHULRGLFDOO\�DSSHDU�
RQ�WKH�VFLHQWLILF�VFHQH��WKH�V\VWHPDWLF�UHYLHZV�RI�WKH�PHDVXULQJ�WRROV�RI�WKH�TXDOLW\�RI�
OLIH� VKRXOG� LQFOXGH� WKH� ILHOG�RI�GLVDELOLW\� �6FKDORFN�DQG�9HUGXJR��������7RZQVHQG�
:KLWH��3KD��9DVVRV���������



���

:H�XVXDOO\�GLVWLQJXLVK�WKH�JHQHULF�LQVWUXPHQWV�XVHG�WR�HYDOXDWH�WKH�TXDOLW\�RI�OLIH�
E\� FRPSDULQJ� JURXSV�� DQG� VSHFLILF� SURFHGXUHV� XVHG� IRU� SHUVRQV� ZLWK� VSHFLILF�
GLVDELOLWLHV�RU�SDWKRORJLHV��/HUD���������

6FKDORFN�DQG�9HUGXJR��������DIILUP�WKDW�WKH�PRVW�XVHG�SURFHGXUHV��LQFOXGLQJ�WKH�
ILHOG� RI� LQWHOOHFWXDO� GLVDELOLWLHV�� DUH� WKH� Quality of Life Questionnaire �42/�4��
6FKDORFN� DQG� .HLWK�� ������ ������ DQG� WKH� Comprehensive quality of Life Scale-
Intellectual Disability �&RP4RO�,'�� &XPPLQV� ������ ������� ERWK� KDYH� JRRG�
SV\FKRPHWULF� SURSULHWLHV� �&XPPLQV� ������ 9HUGXJR�� &DEDOOR�� 3ULHWR� DQG� 3HOiH]��
��������

7KH� UHYLHZ� E\� 7RZQVHQG�:KLWH�� 3KD�� 9DVVRV� ������� RQ� WKH� H[DPLQDWLRQ� RI� WKH�
WRROV�H[FOXGHV�WKRVH�WKDW�GR�QRW�PHDVXUH�WKH�HLJKW�NH\�GRPDLQV�RI�WKH�TXDOLW\�RI�OLIH�
DW�LQWHUQDWLRQDO�OHYHO��DQG�DOVR�WKH�SURFHGXUHV�WKDW�GHPDQG�DQ�DGPLQLVWUDWLRQ�WLPH�RI�
PRUH�WKDQ�WZR�KRXUV�DQG�DUH�SODQQHG�DQG�UHDOLVHG�RQO\�WR�JDWKHU�WKH�VR�FDOOHG�SUR[\�
SHUVRQV�ZKR�NQRZ�ZHOO�WKH�DQDO\VHG�VXEMHFW��Ibidem.�S�������� �

)URP�WKH�V\VWHPDWLVDWLRQ��ZH�H[WUDFWHG�WKH�IROORZLQJ�WRROV��

��� Choice Questionnaire��6WDQFOLIIH��3DUPHQWHU���������
��� Comprehensive quality of Life Scale��&RP�42/�,��&XPPLQV���������
��� Consumer Satisfaction Survey��7HPSOH�8QLYHUVLW\���������
��� Evaluation of Quality of Life Instrument� �(4/,�� 1RWD�� 6RUHVL� DQG� 3HUU\��

�������
��� Guernsey Community Participation and Leisure Assessment� �*&3/$��

%DFNHU���������
��� Life Experiences Checklist��$JHU��(JOLQWRQ���������
��� Life Satisfaction Matrix��/\RQV��������
��� Lifestyle Satisfaction Scale��/66��+HDO�H�&KDGVH\�5XVFK���������
��� Maryland Ask Me! Project��%RQKDP�et al����������
����Mood, Interest and Pleasure Questionnaire��5RVV��2OLYHU���������
����Multifaceted Life Satisfaction Scale��0/66��+DUQHU��+HDO���������
����Overt Behaviour Scale��.HOO\�et al����������
����Personal Outcomes Measure��*DUGQHU�et al����������
����Personal Well-being Index��3:,�,'��&XPPLQV��/DX���������
����Quality of Life Assessment Form��0F*XLUH�et al����������
����Quality of Life Assessment Tool��-RKQVRQ��&RFNV���������
����Quality of Life, Enjoyment & Satisfaction Questionnaire� �4�/(6�4��

(QGLFRWW���������



���

����Quality of Life Index��&DPSR��6KDUSWRQ��7KRPSVRQ�H�6H[WRQ���������
����Quality of Life Instrument��-DQVVHQ�et al����������
����Quality of Life Instrument Package��5DSKDHO�et al����������
����Quality of Life Interview Schedule��482/,6��2XHOOHWWH�.XQW]���������
����Quality of Life Questionnaire��%URZQ��%D\HU���������
����Quality of Life Questionnaire��42/�4��6FKDORFN��.HLWK��������
����Questionnaire on Quality of Life��&UDJJ��+DUULVRQ���������
�

$IWHU� HYDOXDWLQJ� WKH� ODFN� RI� VSHFLILF� SUHFDXWLRQV� IRU� WKH� HYDOXDWLRQ� RI� 42/� IRU�
SHUVRQ�ZLWK�LQWHOOHFWXDO�GLVDELOLWLHV��Ibidem.�S��������WKH�DXWKRUV�VHOHFWHG�VL[�WRROV�WKDW�
VDWLVILHG�WKH�FULWHULD�RI� WKHLU�VWXGLHV�DQG�VSHFLILFDOO\�FRUUHVSRQG�WR�WKH�SV\FKRPHWULF�
SDUDPHWHUV��7KH�VL[�WRROV�DUH��

��� Multifaceted Life Satisfaction Scale���0/66��+DUQHU��+HDO���������
��� Comprehensive quality of Life Scale��&RP�42/�,'��&XPPLQV���������
��� Quality of Life Questionnaire��42/�4��6FKDORFN��.HLWK��������
��� Personal Well-being Index��3:,�,'��&XPPLQV���/DX���������
��� Quality of Life Interview Schedule��482/,6��2XHOOHWWH�.XQW]���������
��� Evaluation of Quality of Life Instrument� �(4/,�� 1RWD�� 6RUHVL� DQG� 3HUU\��

�������
�

%HVLGH� WKH� DERYH�� ZH� QHHG� WR� GHHSHQ� WKH� Quality of Life Instrument Package��
ZKLFK�ZDV�DGDSWHG� WR� ,WDOLDQ� LQ������DQG�SRVVHVVHV�JRRG�FKDUDFWHULVWLFV�RI�YDOLGLW\�
DQG�UHOLDELOLW\��%HUWHOOL�et al�����������

9HUGXJR�� *yPH]�� $ULDV�� 1DYDV�� 6FKDORFN� ������� VWUHQJWKHQ� WKH� DUJXPHQW�� DQ�
DYHQXH� RSHQHG� E\� WKH� ZRUN� RI� 7RZQVHQG�:KLWH�� 3KDP�� 9DVVRV� �������� ZKLFK�
DQDO\VHV�WKH�HYDOXDWLRQ�RI�WKH�PXOWLSOH�GLVDELOLWLHV��7KH�DXWKRUV�ZDUQ�DERXW�WKH�SRRU�
VSHFLILFLW\� RI� WKH� WRROV� WKDW� HYDOXDWH� WKH� TXDOLW\� RI� OLIH� RI� SHUVRQV� ZLWK� PXOWLSOH�
GLVDELOLWLHV��,W�LV�LQWHUHVWLQJ�WR�GHHSHQ�WKH�SURSRVDO�RI�WKHVH�DXWKRUV��WKH�Scale of San 
Martin��9HUGXJR��*yPH]��$ULDV��1DYDV��6FKDORFN���������������ZKLFK�ZDV�UHFHQWO\�
WUDQVODWHG� LQ� ,WDOLDQ� DQG� DYDLODEOH� RQ�OLQH�� ,Q� ,WDO\�� PDQ\� VWXGLHV� DUH� FDUULHG� RXW�
³HYDOXDWLQJ� WKH�TXDOLW\�RI� OLIH� LQ�PHQWDOO\� UHWDUGHG�DGXOW�SHUVRQV´� �4G9�50��1RWD��
6RUHVL���������

�
�



���

,W� LV� LPSRUWDQW� WR� UHYLHZ� UDSLGO\� WKH� QLQH� WRROV� WKDW� ZH� ZLOO� H[DPLQH�
FKURQRORJLFDOO\��DFFRUGLQJ�WR�WKH�\HDU�RI�DXWKRUVKLS��

��� Quality of Life Interview Schedule��482/,6��2XHOOHWWH�.XQW]���������
��� Multifaceted Life Satisfaction Scale��0/66��+DUQHU��+HDO���������
��� Quality of Life Questionnaire��42/�4��6FKDORFN��.HLWK��������
��� Comprehensive quality of Life Scale��&RP�42/�,'��&XPPLQV���������
��� Quality of Life Instrument Package��5DSKDHO�HW�DO����������
��� Evaluation of the quality of life in mentally retarded adult persons �4G9�

50��1RWD��6RUHVL���������
��� Personal Well-being Index��3:,�,'��&XPPLQV���/DX���������
��� Evaluation of Quality of Life Instrument� �(4/,�� 1RWD�� 6RUHVL� H� 3HUU\��

�������
��� San Martin Scale��9HUGXJR��*yPH]��$ULDV��1DYDV��6FKDORFN���������������
�

Quality of Life Interview Schedule �482/,6�� 2XHOOHWWH�.XQW]�� ������ LV� DQ�
LQVWUXPHQW�GHYHORSHG�E\�2XHOOHWWH�.XQW]�DQG�FRQVLGHUV�WZHOYH�GRPDLQV�WKDW�LQYROYH�
KHDOWK� VHUYLFHV�� FDVHV� FDULQJ�� PHDQV� RI� WUDQVSRUWDWLRQ�� WKH� VRFLDO� UHFUHDWLRQDO�
GLPHQVLRQ��FXOWXUDO�DQG�UHOLJLRXV�DVSHFWV��IDPLO\�SURWHFWLRQ��PDLQWHQDQFH�RI�LQFRPH��
VXSSRUWV�� KRXVLQJ�� VHFXULW\�� counselling� DQG� aesthetics�� *HQHUDOO\� VSHDNLQJ�� WKH�
WZHOYH� GRPDLQV� FRQFHUQ� VXSSRUW�� DFFHVV�� SDUWLFLSDWLRQ� DQG� VDWLVIDFWLRQ�� 7KH�
HYDOXDWLRQ�SURFHGXUH�LQFOXGHV�self-report�DQG�report�SURYLGHG�E\�WKH�proxies��LQ�FDVH�
RI� VHULRXV� GLVDELOLW\�� WKH� LQWHUYLHZHG� ZHUH� PRVWO\� EURWKHUV�� IDPLO\� PHPEHUV� DQG�
SHRSOH�FORVH�DQG�PHDQLQJIXO�LQ�WKH�OLIH�RI�WKH�GLVDEOHG�SHUVRQV��

7KH�Multifaceted Life Satisfaction Scale��0/66��+DUQHU��+HDO��������FRQVLGHUV�VL[�
GRPDLQV�WKDW�UHODWH�WR�VDWLVIDFWLRQ�ZLWKLQ�WKH�FRPPXQLW\�DQG�LQWHUSHUVRQDO�UHODWLRQV��
IULHQGV�DQG�IUHH� WLPH��VHUYLFHV�DQG�HPSOR\PHQW��7KLV�SURFHGXUH�SUHVFULEHV�RQO\� WKH�
self�report���

,O�Quality of Life Questionnaire��42/�4��6FKDORFN��.HLWK�������HYDOXDWHV�JHQHUDO�
VDWLVIDFWLRQ�� FRPSHWHQFH� DQG� SURGXFWLYLW\�� empowerment� DQG� LQGHSHQGHQFH��
EHORQJLQJ� DQG� LQWHJUDWLRQ� LQ� WKH� FRPPXQLW\�� 7KHUHIRUH�� LW� FRQFHQWUDWHV� RQ� VRFLDO�
LQFOXVLRQ�� VHOI�GHWHUPLQDWLRQ�� PDWHULDO� DQG� HPRWLRQDO� ZHOO�EHLQJ�� ,W� ZDV� GHYHORSHG�
DOVR�IRU�WKH�SUR[LHV�ZKHQ�WKH�VXEMHFWV�DUH�XQDEOH�WR�DQVZHU���

7KH� VWUXFWXUH� RI� WKH� 42/�4� VKHGV� OLJKW� RQ� WKH� IDFWRUV� WKDW� PRUH� WKDQ� RWKHUV�
GHWHUPLQH� 42/� DQG� FRQFHUQ� LQGHSHQGHQFH�� SURGXFWLYLW\�� DQG� LQWHJUDWLRQ� LQ� WKH�
FRPPXQLW\�� WKH� VDWLVIDFWLRQ� RI� SHUVRQDO� QHHGV� DQG� YDOXHV� DQG� WKH� ³KDSSLQHVV� WKDW�



���

DFFRPSDQLHV� VXFK� VDWLVIDFWLRQ´�� 7KH� LWHPV� RI� LQGHSHQGHQFH� FRQFHUQ� WKH� SHUVRQDO�
SRVVLELOLW\� WR� H[HUW� FRQWURO� RQ� WKH� SHUVRQDO� FRQWH[W� DQG� PDNH� FKRLFHV�� WKH� LWHPV�
UHODWHG� WR� SURGXFWLYLW\� UHIHU� WR� WKH� RSSRUWXQLW\� WR� REWDLQ� SRVLWLYH� UHVXOWV� RQ� WKH�
ZRUNSODFH��XVHIXOQHVV�DQG�LQFRPH�IRU�WKH�SHUVRQ��IDPLO\�DQG�FRPPXQLW\���WKH�LWHPV�
RI� LQWHJUDWLRQ� LQ� WKH� FRPPXQLW\� FRQFHUQ� SHUVRQDO� SDUWLFLSDWLRQ� WR� D� QXPEHU� RI�
DFWLYLWLHV��ZRUNLQJ��VRFLDO��LQWHUSHUVRQDO��WKDW�DUH�XVXDOO\�FDUULHG�RXW�E\�QRQ�GLVDEOHG�
SHUVRQV���

7KH� Comprehensive Quality of Life Scale� �&RP�42/�,'�� &XPPLQV�� ������
H[DPLQHV� VRFLDO� LQFOXVLRQ�� LQWHUSHUVRQDO� UHODWLRQV�� PDWHULDO�� SK\VLFDO� DQG� HPRWLRQDO�
ZHOO�EHLQJ��&XPPLQV��LQ�WKH������PDQXDO��HQYLVDJHV�WKLV�WRRO�WR�UHVSRQG�WR�WKH�PXOWL�
GLPHQVLRQDO� SHUVSHFWLYH� DQG� WR� HYDOXDWH� ERWK� WKH� REMHFWLYH� DQG� WKH� VXEMHFWLYH�
SHUVSHFWLYHV��7KH�VFDOH�ZDV�LQLWLDOO\�QDPHG�&RP�42/��WKHQ�³6FDOH�IRU�WKH�HYDOXDWLRQ�
RI� WKH�TXDOLW\�RI� OLIH�RI�DGXOWV´��HYHQWXDOO\�SODQQHG�E\�&XPPLQV�DV�&RP�42/�6�WR�
HYDOXDWH�WKH�TXDOLW\�RI�OLIH�RI�DGROHVFHQW�VWXGHQWV�DQG�DV�&RP�42/�,'�WR�PHDVXUH�WKH�
TXDOLW\�RI�OLIH�RI�SHUVRQV�ZLWK�LQWHOOHFWXDO�GLVDELOLWLHV��7KLV�VFDOH�WRR��OLNH�WKH�42/�IRU�
GLVDEOHG� SHUVRQV�� HQYLVDJHV� WKH� SRVVLELOLW\� WR� LQWHUYLHZ� SUR[LHV� RI� WKH� SHUVRQV�
H[DPLQHG�� &RP�42/�,'� LQFOXGHV� WKH� VFDOH� RI� UHOLDELOLW\� �IRU� H[DPSOH�� ³'RHV� WKH�
ZDWFK�±�RU�DQ\�RWKHU�REMHFW�WKDW�EHORQJV�WR�WKH�SHUVRQ�±�EHORQJ�WR�\RX"���WKH�REMHFWLYH�
VFDOH��IRU�H[DPSOH��³:KHUH�GR�\RX�OLYH"�,Q�D�KRXVH��DSDUWPHQW�RU�URRP"�'R�\RX�OLYH�
LQ� D� UHQWHG� RU� RZQHG� KRPH"� +RZ� PDQ\� KRXUV� GR� \RX� GHYRWH� WR� WKH� IROORZLQJ�
DFWLYLWLHV"�'R�\RX�DOZD\V�KDYH� VRPHWKLQJ� WR�GR� LQ�\RXU� IUHH� WLPH"��� WKH� VXEMHFWLYH�
VFDOH�DQG�WKH�UHODWLYH�RI�LPSRUWDQFH�VDWLVIDFWLRQ��IRU�H[DPSOH��³$UH�WKH�WKLQJV�\RX�GR��
\RXU�KHDOWK��IDPLO\�DQG�VLPLODU�LPSRUWDQW�IRU�\RX"´���

7KH� Quality of Life Instrument Package� �5DSKDHO� et al��� ������ EHORQJV� WR� WKH�
SHUVSHFWLYH� RI� LPSRUWDQFH�VDWLVIDFWLRQ�� ,W� DOORZV� DVVHVVLQJ� WKH� WUHH� PDFUR�DUHDV� RI�
³%HLQJ´��³%HORQJLQJ´�DQG�³%HFRPLQJ´��ZKLFK�DVVHPEOH�QLQH�DUHDV�RI�42/��WKH\�DUH�
UHQGHUHG�ZLWK�VL[�items�SHU�DUHD�LQ�WKH�TXHVWLRQQDLUH��7KH�PDFUR�GLPHQVLRQ�³%HLQJ´�
LQFOXGHV� VHYHUDO� DVSHFWV�� SK\VLFDO� �SK\VLFDO� KHDOWK�� IRRG�� SHUVRQDO� K\JLHQH��
SV\FKRORJLFDO� ZHOO�EHLQJ� DPRQJ� RWKHUV��� SV\FKRORJLFDO� �DXWRQRP\�� DFFHSWDWLRQ��
FRQWURO�RI�WKH�VWUHVV�DPRQJ�RWKHUV���VSLULWXDO��YDOXHV�DQG�EHOLHIV���LW�DOORZV�GHVFULELQJ�
WKH� PDLQ� FKDUDFWHULVWLFV� RI� WKH� SHUVRQ��7KH� PDFUR�DUHD� FDOOHG� ³%HORQJLQJ´� LV� WR� EH�
VSOLW�LQ�SK\VLFDO�GLPHQVLRQ���WKH�SODFH�OLYHG�LQ�E\�WKH�GLVDEOHG�SHUVRQ��VDIHW\�DW�KRPH��
SRVVHVVLRQ��� VRFLDO� GLPHQVLRQ� �IDPLOLDO� UHODWLRQV�� EHORQJLQJ� WR� VRFLDO�� FXOWXUDO� DQG�
LQWHUHVW� JURXSV��� FRPPXQLW\� �DYDLODELOLW\� DQG� DFFHVV� WR� UHVRXUFHV� DQG� VHUYLFHV��
PHGLFDO�� HGXFDWLRQDO�� UHFUHDWLRQDO� DQG� ILQDQFLDO�� RIIHUHG� E\� WKH� FRPPXQLW\� RI�
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UHIHUHQFH��� ,W� DOORZV� DSSUHFLDWLRQ� RI� WKH� UHODWLRQVKLS� EHWZHHQ� WKH� SHUVRQ� DQG� WKH�
VXUURXQGLQJ�HQYLURQPHQW��7KH�³%HFRPLQJ´�DSSOLHV�WR�WKH�SUDFWLFDO��GRPHVWLF��VFKRRO��
WUDLQLQJ� DQG� ZRUNLQJ� DFWLYLWLHV��� UHFUHDWLRQDO� �DFWLYLWLHV� IRU� IXQ� DQG� SDVVLRQ�� DQG�
HYROXWLRQDO��DGDSWLQJ�WR�OLIH�FKDQJHV��PDLQWDLQLQJ�DQG�GHYHORSLQJ�SHUVRQDO�DFWLYLWLHV�
DQG�LQWHUSHUVRQDO�UHODWLRQV��� LW�DOVR�DOORZV�WKH�HYDOXDWLRQ�WKH�SODQQLQJ�DQG�FKDQJLQJ�
GLPHQVLRQV�GXULQJ�WKH�OLIH�RI�D�SHUVRQ�ZLWK�GLVDELOLWLHV��$V�LW�KDSSHQV��LQ�WKH�,WDOLDQ�
DGDSWDWLRQ�� VHYHQ� RXW� RI� QLQH� DUHDV� DUH� DVVHVVHG� E\� LQWHUHVW�� VDWLVIDFWLRQ�� GHFLVLRQDO�
VDWLVIDFWLRQ�DQG�RSSRUWXQLWLHV��%HUWHOOL�et al���������S���������

&XPPLQV�DQG�/DX��������GHYHORSHG�WKH�Personal Well-being Index� �3:,�,'��� LQ�
HODERUDWLQJ�WKLV� WRRO�� WKH�DXWKRUV¶�SHUVSHFWLYH� LV� WKDW�PDQ\�TXDOLW\�RI� OLIH�HYDOXDWLQJ�
SURFHGXUHV� FDQQRW� PDNH� D� FOHDU� GLVWLQFWLRQ� EHWZHHQ� VXEMHFWLYH� DQG� REMHFWLYH�
GLPHQVLRQ�� 7KH\� WKHUHIRUH� SURSRVH� DQ� HYDOXDWLRQ� SURWRFRO� RI� WKH� VXEMHFWLYH�
GLPHQVLRQ� RI� WKH� TXDOLW\� RI� OLIH� WKDW� RULJLQDWH� IURP� DEDQGRQLQJ� WKH� ROG�
Comprehensive Quality of Life Scale� �&RP42/��� GXH� WR� YDULRXV� SV\FKRPHWULF�
UHDVRQV��ULJKWO\�KLJKOLJKWHG�E\�&XPPLQV�LQ�KLV�FRQWULEXWLRQV�LQ�KLJKOLJKWV�ULJKWO\�LQ�
KLV�FRQWULEXWLRQV�RI������DQG�������&XPPLQV��*XOORQH���������7KH�SHUVRQ�LV�LQYLWHG�
WR�WHOO�WKH�OHYHO�RI�VDWLVIDFWLRQ�UHIHUUHG�WR�YDULRXV�GRPDLQV�RI�WKH�TXDOLW\�RI�OLIH��ZKLFK�
JR�IURP�WKH�VWDQGDUG�RI�OLIH�DQG�KHDOWK�WR�LQWHUSHUVRQDO�UHODWLRQV��VHFXULW\��FRPPXQLW\�
FRQQHFWLRQV� DQG� IXWXUH� SHUVSHFWLYHV� RI� VHFXULW\�� ,Q� WKLV� FDVH� WRR�� WKHUH� DUH� SDUDOOHO�
IRUPV� WR� HYDOXDWH� 42/�� IRU� SUH�VFKRRO� FKLOGUHQ� �3:,�36��� DGROHVFHQWV� �3:,�6&���
DGXOWV��3:,�$��DQG�SHUVRQV�ZLWK�GLVDELOLWLHV��3:,�,'���

Evaluation of Quality of Life Instrument� �(4/,��1RWD��6RUHVL�H�3HUU\�������� LV�D�
SURFHGXUH�WR�HYDOXDWH��E\�WKH�SHUVRQQHO�LQ�VHUYLFH��WKH�OHYHO�RI�VDWLVIDFWLRQ�RI�DGXOWV�
ZLWK� LQWHOOHFWXDO� GLVDELOLWLHV� ZKR� IUHTXHQW� UHVLGHQWLDO� DQG� GD\WLPH� VWUXFWXUHV�� ,W� LV�
PDLQO\�DQ�LQVWUXPHQW�RI�KHWHUR�YDOXDWLRQ��&DUHJLYHUV�RI�GLVDEOHG�SHUVRQV�HYDOXDWH�WKH�
TXDOLW\�RI�OLIH�DWWHQGHG�E\�WKH�VHUYLFHV��7KH�SURIHVVLRQDOV�HYDOXDWH�WKH�VDWLVIDFWLRQ�RI�
WKH� SHUVRQ� ZLWK� GLVDELOLWLHV� LQ� UHODWLRQ� WR� SURSRVHG� DFWLYLWLHV� DQG� LQWHUYHQWLRQV�� ,Q�
RWKHU�ZRUGV��WKHVH�DUH�WKH�RSSRUWXQLWLHV�WR�HQMR\�VRFLDO�LQWHJUDWLRQ��FKDUDFWHULVWLFV�RI�
WKH� HQYLURQPHQWV� IUHTXHQWHG� E\� WKH� VXEMHFW� �RUGHU�� FOHDQOLQHVV� DQG� PRUH��� 7KH�
SHUVSHFWLYH� RI� WKH� DXWKRUV� LQFOXGHV� WRROV� IRU� 42/� RYHUDOO� HYDOXDWLRQ�� 42/�
TXHVWLRQQDLUHV�IRU�IDPLO\�PHPEHUV�DQG�42/�IRU�FDUHJLYHUV���

Wisconsin Quality of Life� Index� �%HNHU�et al��� LQFOXGHV�D� VHULHV�RI�TXHVWLRQQDLUHV�
DGGUHVVHG� WR� DGXOW� DQG� ROGHU� SHUVRQV� ZLWK� LQWHOOHFWXDO� GLVDELOLWLHV� DQG�
SV\FKRSDWKRORJLFDO� GLVRUGHUV� DQG� WR� WKHLU� IDPLO\� PHPEHUV� DQG� SURIHVVLRQDO� DJHQWV��
7KH�WRROV�FDQ�EH�XVHG�LQGLYLGXDOO\��KRZHYHU��LQ�WKH�YLHZ�RI�WKH�DXWKRUV��DV�ZH�FDQ�VHH�
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EHORZ��Tab������ WKH�HYDOXDWLRQ� LV�DOZD\V� WKH�PXOWL�GLPHQVLRQDO�SHUVSHFWLYH�RI�42/�
DQG�D�NLQG�RI�³WUL�GLPHQVLRQDO´�DSSURDFK��ZKLFK�LV�WKH�HYDOXDWLRQ�E\�WKH�SHUVRQV�ZLWK�
GLVDELOLWLHV�� providers� DQG� caregivers�� 7KH� HYDOXDWLRQ� UHJDUGV� WKH� JHQHUDO� OHYHO� RI�
VDWLVIDFWLRQ��UHIHUULQJ�WR�HQYLURQPHQW��KRXVLQJ��IRRG��UHVRXUFHV�DQG�VHUYLFHV���GHJUHH�
RI� LPSRUWDQFH�RI� HDFK� LQGLFDWRU�� DFWLYLWLHV� DQG�RFFXSDWLRQV� �GDLO\� DFWLYLWLHV�� VFKRRO��
ZRUN��IUHH�WLPH���SV\FKRORJLFDO�DQG�SK\VLFDO�ZHOO�EHLQJ��VXSSRUW�DQG�VRFLDO�UHODWLRQV��
HFRQRPLF� VLWXDWLRQ� �IRU� LQVWDQFH�� DGHTXDWH� LQFRPH�� FRQWURO� RYHU� ILQDQFLDO� UHVRXUFHV�
DQG�PRUH���GDLO\�DFWLYLWLHV��IRU�LQVWDQFH��LQGHSHQGHQW�PHDO�FRRNLQJ��SHUVRQDO�K\JLHQH�
DPRQJ�RWKHUV���V\PSWRPV��OLNH�V\PSWRPV�RI�WKH�SHUVRQDO�FRQGLWLRQV�LQIOXHQFLQJ�WKH�
TXDOLW\�RI�OLIH�DQG�personal functions�RU�LI�WKH�SHUVRQV�LV�SURQH�WR�IRUPV�RI�VHOI�KDUP�
DQG� DJJUHVVLRQ� WRZDUG� WKH� RWKHUV�� DQG� DWWDLQPHQW� RI� WKH� JRDOV� �IRU� LQVWDQFH��
HYDOXDWLRQ�RI�WKH�JRDOV�GHVLUHG�RU�UHDFKHG�ZLWK�WKH�WUHDWPHQW���

�
7DEOH�� – Wisconsin Quality of Life Index 

�
Source: Beker HW�DO.  
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$PRQJ� WKH�GHYHORSPHQWV�RI� WKH�SHUVSHFWLYHV� LQ� WKH� ILHOG�RI�PXOWLSOH�GLVDELOLWLHV��
ZH� ILQG� WKH� San Martin Scale� LQWURGXFHG� E\� 6FKDORFN� DQG� 9HUGXJR� �������� 7KH�
DXWKRUV�GHYHORSHG� WKLV� VFDOH�DIWHU�KDYLQJ�PHW�ZLWK�GLIILFXOWLHV� LQ� ILQGLQJ�HYDOXDWLRQ�
SURFHGXUHV�VXLWDEOH�WR�HYDOXDWH�DGXOW�SHUVRQV�ZKR�DVN�IRU�H[WHQVLYH�DQG�JHQHUDOLVHG�
DVVLVWDQFH� �IRU� H[DPSOH�� SHUVRQV�ZLWK�PXOWLSOH� DQG� VHYHUH� GLVDELOLWLHV���$Q� H[WHUQDO�
REVHUYHU�ILOOV�WKH�VFDOH��KH�KHU�NQRZV�WKH�VXEMHFW�ZHOO��KDYLQJ�PRUH�WKDQ�WKUHH�PRQWKV�
H[SHULHQFH��KH�KHU�KDV�WKH�RSSRUWXQLW\�WR�REVHUYH�WKH�VXEMHFW�LQ�GLIIHUHQW�FRQWH[WV�IRU�
VXIILFLHQWO\�ORQJ�SHULRGV��9HUGXJR�et al����������$�WKRURXJK�UHDGLQJ�RI�WKH�VFLHQWLILF�
OLWHUDWXUH�EULQJV�9HUGXJR�DQG�RWKHUV��������������WR�ILQG�HLJKW�GRPDLQV�RI�42/�DQG�
WKHLU� LQGLFDWRUV��ZKLFK�ZH� LQWURGXFHG� LQ� WKH�SDUDJUDSK�³Overview�RI� WKH�FRQFHSWXDO�
SLFWXUHV´��7KH�VFDOH�DSSOLHV�WR�WKH�6SDQLVK�FRQWH[W��LW�ZDV�WUDQVODWHG�WR�,WDOLDQ�������LW�
IRFXVHV� RQ� WKH� HLJKW� GLPHQVLRQV� SURSRVDO� E\� 6FKDORFN� DQG� 9HUGXJR�� ,W� LV� PDGH� RI�
QLQHW\�ILYH� items�� VSOLW� DPRQJ� WKH� HLJKW� GRPDLQV� RI� 42/�� ZKLFK� UHVXPH� WKH�
GHWHFWDEOH�DQG�REMHFWLYH�DVSHFWV� WKDW� WKH�REVHUYHU�SODFHV�DFFRUGLQJ�WR� WKH�IUHTXHQF\�
�QHYHU��VRPHWLPHV��IUHTXHQWO\��DOZD\V��RI�DSSHDUDQFH�LQ�WKH�SHUVRQ�ZLWK�GLVDELOLWLHV���

+HUH�DUH�VRPH�H[DPSOHV�RI�items�IRU�VHOI�GHWHUPLQDWLRQ��GR�WKH�SHUVRQV�ZKR�ORRN�
DIWHU� \RX� FRQVLGHU� \RXU� SUHIHUHQFHV� DQG� FKRLFHV"� 'R� \RX� SDUWLFLSDWH� WR� WKH�
HODERUDWLRQ�RI�\RXU�SURJUDP�RI�LQGLYLGXDO�DVVLVWDQFH"�'R�WKH�SHUVRQQHO�UHVSHFW�\RXU�
GHFLVLRQV"�'R�\RX�FKRRVH�KRZ�WR�VSHQG�\RXU�IUHH�WLPH"�$UH�VSHFLILF�VWHSV�DGRSWHG�WR�
DOORZ� LQGHSHQGHQW� FKRLFHV"� &RQFHUQLQJ� WKH� DVSHFW� RI� HPRWLRQDO� ZHOO�EHLQJ�� LV� WKH�
SHUVRQ� LQIRUPHG� LQ� DGYDQFH� RI� SRVVLEOH� FKDQJHV� RI� FDUHJLYLQJ� SHUVRQQHO� �VKLIWV��
SHUPLWV�� KRO\GD\V�� DQG� RWKHUV�"� 'R� WKH� FDUHJLYLQJ� SHUVRQQHO� NQRZ� \RXU� SHUVRQDO�
H[SUHVVLRQV� RI� HPRWLRQDO� ZHOO�EHLQJ"� 'R� WKH� FDUHJLYHUV� NQRZ� \RXU� H[SUHVVLRQV� RI�
DQJXLVK"�$UH�VSHFLILF�PHDVXUHV�DGRSWHG�WR�PDNH�\RXU�HQYLURQPHQW�UHFRJQLVDEOH�DQG�
SUHGLFWDEOH� �IRU� LQVWDQFH�� VSDFHV�� WLPHWDEOHV�� FDUHJLYLQJ� SHUVRQQHO�� DFWLYLWLHV�"�
3K\VLFDO�ZHOO�EHLQJ��GR�\RX�IROORZ�D�GLHW�VXLWDEOH�WR�\RXU�FKDUDFWHULVWLFV�DQG�QHHGV"�
'R�\RX�PRYH�LQ�GLIIHUHQW�VSDFHV��RXWVLGH�DQG�LQVLGH�"�$UH�VSHFLILF�PHDVXUHV�DGRSWHG�
LQ�UHODWLRQ�WR�\RXU�PRELOLW\�WR�HQKDQFH�\RXU�LQGHSHQGHQFH"�0DWHULDO�ZHOO�EHLQJ��DUH�
\RXU�SHUVRQDO�EHORQJLQJV�UHSDLUHG�RU�VXEVWLWXWHG�ZKHQ�WKH\�GHWHULRUDWH"�,V�WKH�FHQWUH�
WKDW�\RX�DWWHQG�VXLWDEOH� WR�\RXU�FKDUDFWHULVWLFV� �VHQVRULDO��FRJQLWLYH��DPRQJ�RWKHUV�"�
'R�\RX�KDYH�D�SK\VLFDO�VSDFH�ZLWK�\RXU�EHORQJLQJV�DW�KDQG��GR�WKH�FDUHJLYHUV�NQRZ�
WKH� DOWHUQDWLYH� V\VWHPV� RI� FRPPXQLFDWLRQ� WKDW� \RX� QHHG"� $UH� VSHFLILF� PHDVXUHV�
DGRSWHG� WR� DGDSW� \RXU� OLYLQJ� HQYLURQPHQW� WR� \RXU� DELOLWLHV� DQG� OLPLWV� �VHQVRULDO��
FRJQLWLYH��DQG�EHKDYLRXUDO�"�5LJKWV��LV�\RXU�privacy UHVSHFWHG�LQ�WKH�FHQWUH�WKDW�\RX�
DWWHQG��NQRFNLQJ�WKH�GRRU��FORVH�WKH�GRRU�IRU�ZDVKLQJ�RU�FKDQJLQJ�GLDSHUV�"�,V�WKHUH��
LQ� WKH� FHQWUH�� D� SODFH�ZKHUH� D� SHUVRQ� FDQ� VWD\� DORQH� LI� KH�KHU� GHVLUHV� VR"� 3HUVRQDO�
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GHYHORSPHQW�� GR� \RXU� DFWLYLWLHV� KHOS� WR� DFTXLUH� QHZ� DELOLWLHV"� 'R� \RX� OHDUQ� WKLQJV�
WKDW� PDNH� \RX� PRUH� LQGHSHQGHQW"� $UH� VSHFLILF� PHDVXUHV� DGRSWHG� WR� DFTXLUH� QHZ�
DELOLWLHV"�6RFLDO�LQFOXVLRQ��GR�\RX�KDYH�FKDQFHV�WR�NQRZ�HQYLURQPHQWV�RWKHU�WKDQ�WKH�
SODFH�ZKHUH�\RX�UHFHLYH�VHUYLFHV�DVVLVWDQFH"�'R�\RX�SDUWLFLSDWH�WR�DFWLYLWLHV�RI�VRFLDO�
LQFOXVLRQ� VXLWDEOH� WR� \RXU� SK\VLFDO� DQG� PHQWDO� FRQGLWLRQV"� $UH� VSHFLILF� PHDVXUHV�
DGRSWHG� WR� LQFUHDVH�\RXU�SDUWLFLSDWLRQ� LQ� WKH�VRFLHW\"�,QWHUSHUVRQDO� UHODWLRQV��GR� WKH�
FDUHWDNLQJ� SHUVRQV� NQRZ� \RXU� V\VWHP� RI� FRPPXQLFDWLRQ"� $UH� \RX� DOORZHG� WKH�
QHFHVVDU\� WLPH� WR� DQVZHU� LQ� LQWHUDFWLQJ� ZLWK� WKH� SHUVRQQHO"� $UH� VSHFLILF� PHDVXUHV�
DGRSWHG� WR� LPSURYH� \RXU� FRPPXQLFDWLYH� DELOLW\"�$UH� VSHFLILF� PHDVXUHV� DGRSWHG� WR�
PDLQWDLQ� DQG� H[WHQG� \RXU� VRFLDO� UHODWLRQV"� ([FOXGLQJ� WKH� YDULRXV� VHFWLRQV� RI� GDWD�
GHWHFWLRQ� RU� IXUWKHU� VHQVLWLYH� QRWHV� IRU� HYDOXDWLRQ�� D� SURILOH� RI� TXDOLW\� RI� OLIH�
LOOXVWUDWHV�JUDSKLFDOO\�WKH�UHVXOWV�RI�WKH�HYDOXDWLRQ��SURYLGLQJ�LQIRUPDWLRQ�VXLWDEOH�WR�
HODERUDWH� SHUVRQDOLVHG� SURJUDPV�� $V� PHQWLRQHG� DOUHDG\�� WKH� Scale of San Martin�
VKRZHG� VFLHQWLILF� UHOLDELOLW\� DQG� YDOLGLW\� LQ� WKH� 6SDQLVK� FRQWH[W� �9HUGXJR� et al���
�������ZKLOH�ZH�ZDLW�IRU�VWXGLHV�LQ�WKLV�ILHOG�LQ�WKH�,WDOLDQ�FRQWH[W���

$SDUW� IURP� WKH� VLQJOH� SURFHGXUHV�� WKH� SHUVSHFWLYH� RI� DSSOLFDWLRQ� DQG�
³PHDVXUHPHQW´�RI�WKH�TXDOLW\�RI�OLIH�DOORZV�YLHZLQJ�WKH�SHUVRQ�ZLWK�GLVDELOLW\�LQ�WKH�
lifespan SHUVSHFWLYH��WR�DSSUHFLDWH�ZKLFK�GRPDLQV�RI�TXDOLW\�RI�OLIH�DUH�LQ�JUHDWHU�QHHG�
DQG� ZRUN� RQ� LPSURYLQJ� WKH� ZHOO�EHLQJ�� )XUWKHUPRUH�� LW� DOORZV� UH�WKLQNLQJ� DQG�
SODQQLQJ�LQWHUYHQWLRQV�DQG�VHUYLFHV�IRFXVHG�RQ�WKH�TXDOLW\�RI� OLIH�RI� WKH�SHUVRQ�LQ�D�
ORQJLWXGLQDO�SHUVSHFWLYH����

)ROORZLQJ�WKLV�GLUHFWLRQ��ILQDOO\��ZH�GHHP�LPSRUWDQW�WR�UHSRUW�WKH�JXLGHOLQHV�
DFFHSWHG�DW�LQWHUQDWLRQDO�OHYHO���

�� (YDOXDWLRQ�RI�WKH�GHJUHH�LQ�ZKLFK�SHRSOH�PDNH�VLJQLILFDQW�OLIH�H[SHULHQFHV�WR�
ZKLFK�WKH\�DWWULEXWH�YDOXH��

�� (YDOXDWLRQ�RI�WKH�LPSRUWDQFH�RI�WKH�VLQJOH�FRQWH[WV�LQ�PDNLQJ�OLIH�IXOO�DQG�ULFK�
RI�UHODWLRQV��

�� 5HDOLVLQJ�HYDOXDWLRQV�LQ�WKH�OLYLQJ�FRQWH[WV�WKDW�DUH�LPSRUWDQW�IRU�WKH�SHUVRQ��
�� )RXQGLQJ�WKH�HYDOXDWLRQ�RQ�FRPPRQ�KXPDQ�H[SHULHQFHV�DQG�WKH�RQHV�WKDW�

EHORQJ�WR�VLQJOH�LQGLYLGXDOV��
�� +DYLQJ�WULDQJXODU�SURFHGXUHV�DYDLODEOH�DV�REVHUYHUV�DQG�WRROV�RI�WKH�4XDOLW\�RI�

/LIH�RI�SHUVRQV�ZLWK�GLVDELOLWLHV��*LDFRQL���������
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&KDSWHU�7ZR��

.QRZLQJ�DGXOW�GLVDELOLWLHV�WR�PDNH�LQFOXVLRQ�
�

Di Catia Giaconi, Noemi Del Bianco 
�
�

,Q�WKLV�FKDSWHU��ZH�LQWHQG�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���

,Q�SDUWLFXODU��WR�KDYH�D�VKDUHG�VFLHQWLILF�VHWWLQJ�RI�UHIHUHQFH��ZH�ZRXOG�OLNH�WR�IRUP�
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�� 2WKHU� DXWKRUV� �3DYRQH�� ������ XQGHUOLQHG� WKDW� WKH� SURMHFW� RI� OLIH� IRU�
SHUVRQV�ZLWK�GLVDELOLWLHV�EHJLQV�DW�ELUWK�DQG�VKDSHV�FRQWLQXRXVO\�WKURXJK�WKH�OLIHVSDQ��
DFFRPSDQ\LQJ�WKH�JURZWK�DQG�OLIH�RI�WKH�SHUVRQ�ZLWK�GLVDELOLWLHV����

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����

�



���

7KH�HVVHQWLDO�needs�RI�WKH�DGXOW�SHUVRQ�ZLWK�GLVDELOLWLHV�
�

7KH� LQWHUQDWLRQDO� OLWHUDWXUH�KDV� VKRZHG� ORQJ�DJR� WKDW�QRW�RQO\� WKH�SHUVSHFWLYH�RI�
TXDOLW\� RI� OLIH� RI� SHUVRQV� ZLWK� GLVDELOLWLHV� ZDV� VHHQ� RQO\� LQ� RQH� GLUHFWLRQ�� EXW� DOVR�
PRVW� LPSRUWDQWO\�� KRZ� ORQJ� LW� WRRN� WR�EH� DEOH� WR� ORRN�DW�SHRSOH�ZLWK�GLVDELOLWLHV� LQ�
ORQJLWXGLQDO�WHPSRUDO�SHUVSHFWLYH��KHQFH�WKURXJK�WKHLU�OLYHV��1RWZLWKVWDQGLQJ�WKDW�WKH�
VLJQLILFDQW�LQFUHDVH�LQ�OLIH�H[SHFWDQF\�KDV�EHHQ�ORQJ�GHPRQVWUDWHG�WKDQNV�WR�PHGLFDO��
VRFLDO� �)HUULV�� %UDPVWRQ�� ������ DQG� UHFHQWO\� E\� QHXURVFLHQWLILF� SURJUHVV�� WKH�
FROOHFWLYH�LPDJLQDWLRQ�FRQWLQXHV�WR�SHUVLVWV�RQ�WKH�LGHD�RI�WKH�GLVDEOHG�SHUVRQ�DV�WKH�
³HWHUQDO�FKLOG´���

7KH�GLIILFXOWLHV�RI�WKH�IDPLOLHV�RI�GLVDEOHG�VXEMHFWV�GXULQJ�WKH�SKDVHV�RI�WUDQVLWLRQ�
FRPSOHPHQW� WKH�DERYH��)RU�H[DPSOH�� IURP�WKH� WLPH�VSHQW�E\� WKH�GLVDEOHG� LQ�VFKRRO�
FRQWH[WV� WR� WKH� WLPH� H[SHFWHG� WR� LQVHUW� KLP�KHU� LQ� WKH� YDULRXV� VRFLDO� FRQWH[WV��
LQFOXGLQJ�D�KLJK�SHUFHQWDJH�RI�ULVN�WR�UHPDLQ�DW�KRPH�ZLWK�WKH�SDUHQWV�ZKRP��LQ�ROGHU�
DJH��PD\�QRW�DOZD\V�EH�DEOH�WR�SURYLGH�WKH�ULJKW�VXSSRUWV�IRU�D�TXDOLW\�RI�OLIH�����

:H� PXVW� VWUHVV� WKDW� DQ� DGXOW� SHUVRQ� ZLWK� GLVDELOLWLHV� ULVNV� SUHFRFLRXV� DJHLQJ� LQ�
WHUPV� RI� FRJQLWLYH� IXQFWLRQV�� EHVLGHV� QDWXUDO� DJHLQJ�� GXH� WR� WKH� SDVVDJH� IURP�
SURFHVVHV�RI�VFKRRO�LQWHJUDWLRQ�DQG�IURP�SHULRGV�RI�LQWHQVH�UHKDELOLWDWLRQ�WR�D�ODFN�RI�
FRQWDFW�ZLWK�WKH�SHHUV��VFDUFH�IUHH�WLPH�DQG�UHFUHDWLRQ��LQWHJUDWLRQ�RQ�WKH�ZRUNSODFH�
RIWHQ� DFFRPSDQLHG� E\� D� UHKDELOLWDWLYH� YRLG�� 6WXGLHV� SURYHG� KRZ� WKH� GHFOLQH� RI� WKH�
FRJQLWLYH� IXQFWLRQV�DQG� WKRVH�PRWRU�SHUFHSWXDO�RU� DIIHFWLYH�UHODWLRQDO� DUH� VXEMHFW� WR�
GLIIHUHQW� YDULDEOHV�� ZKLFK� DUH� QRW� VWULFWO\� GXH� WR� DJHLQJ�� ZKLFK� FRQFHUQ� ³FRJQLWLYH�
OHYHO�� OLIHVW\OHV�� H[SHULHQFHV� DQG� RWKHU� SRVVLEOH� DVVRFLDWHG� SDWKRORJLHV´� �&RWWLQL��
������S�������RU�WR�SV\FKRSDWKRORJLFDO�GLVRUGHUV����

7KH� DERYH� JURZV�ZLWK� DJHLQJ�� WKH� DGXOW� SHUVRQ�ZLWK� GLVDELOLWLHV�� DIWHU� ORVLQJ� WKH�
QHWZRUN� FRPLQJ� IURP� WKH� VFKRRO� FRQWH[WV�� ORVHV� WKH� IDPLO\¶V� VXSSRUWLQJ� QHWZRUN��
EHFDXVH�RI�WKH�IUDLO�KHDOWK�RU�GHDWK�RI�ERWK�SDUHQWV��+HUH�WRR��WKH�SKDVH�RI�WUDQVLWLRQ�
IURP� WKH� RULJLQDO� KRPH� WR� WKH� RQH� RI� RWKHU� IDPLO\� PHPEHUV� �EURWKHUV�� VLVWHUV�� RU��
RIWHQ�� WR� UHVLGHQWLDO� VWUXFWXUHV� LV� D� FRPSOH[� SDVVDJH�� LQVXIILFLHQWO\� SUHSDUHG� DQG�
VFDUFHO\�UHVSHFWIXO�RI�WKH�TXDOLW\�RI�OLIH�RI�SHUVRQV�ZLWK�GLVDELOLWLHV����

7KHVH�FKDQJHV�LQWHUYHQH�VLJQLILFDQWO\�RQ�WKH�TXDOLW\�RI�OLIH�RI�SHRSOH�LQ�JHQHUDO�DQG�
PRUH�SDUWLFXODUO\�LQ�SHUVRQV�ZLWK�GLVDELOLWLHV�DV�ZHOO�DV�WR�WKH�PHDQLQJ�WKDW�WKH�SHUVRQ�
DWWULEXWHV�WR�WKH�TXDOLW\�RI�OLIH��+RZ�FDQ�ZH�JXDUDQWHH�TXDOLW\�RI�OLIH�WR�D�SHUVRQ�ZLWK�
GLVDELOLWLHV"�



���

$SDUW� IURP� SHUPDQHQFH� LQ� WKH� IDPLO\�� OLIH� FRQGLWLRQV� PD\� YDU\� IRU� D� GLVDEOHG�
SHUVRQ�� 7KHUH� DUH� SHUVRQV� ZKR� IUHTXHQW� VRFLR�PHGLFDO� GD\WLPH� FHQWUHV�� RU� VPDOO�
UHVLGHQWLDO�VWUXFWXUHV��RU� LQVWLWXWLRQV�ZLWK�D�KLJK�QXPEHU�RI�SHUVRQV�ZLWK�GLVDELOLWLHV�
DFFRPPRGDWHG�LQ�WKH�VWUXFWXUH��7KHUH�DUH�DOVR�QHZ�SHUVSHFWLYHV�RI�Ambient Assisted 
Living�XVLQJ�KRPH�DXWRPDWLRQ�V\VWHPV��ZKLFK�DOORZ�OLYLQJ�VDIHO\�DW�KRPH��KRZHYHU��
DV�ZH�ZLOO�VHH�WKLV�SDWK�LV�DW� LWV� LQLWLDO�VWDJHV�DQG�LW� LV�QRW�D�VXVWDLQDEOH�VROXWLRQ�IRU�
SHUVRQV�ZLWK�LQWHOOHFWXDO�GLVDELOLWLHV��+HUH�WRR��QRW�DOO�VLWXDWLRQV�IRFXV�FRQFUHWHO\�RQ�
WKH� FRQFHSW� RI� TXDOLW\� RI� OLIH�� VLQFH� HYHQ� FDVHV� ZKHUH� DQ� DGHTXDWH� DVVLVWDQFH� LV�
DYDLODEOH�� SUDFWLFHV� RI� PDLQWHQDQFH� DQG� LPSURYHPHQW� RI� WKH� TXDOLW\� RI� OLIH� UHPDLQ�
RQO\�DQ�DEVWUDFWLRQ���

:H�DQDO\VH�WKH�needs�RI�SHUVRQV�ZLWK�GLVDELOLWLHV�UHIHUUHG�WR�WKH�GRPDLQV�RI�TXDOLW\�
RI�OLIH�WKDW�ZH�H[SRVHG�DERYH��DV�VSHFXODWLYH�H[HUFLVH��WKH\�DUH�XVHIXO�WR�PDNH�VRPH�
UHIOHFWLRQV� LQ� D� WHPSRUDO� DQG� SODQQHG� GLPHQVLRQ�� 6SHFLILFDOO\�� ZH� ZLOO� DQDO\VH� WKH�
HLJKW� GRPDLQV� LQWURGXFHG� DERYH� �6FKDORFN� et al��� ������ LQ� WKH� WKUHH� ODUJH� DUHDV� RI�
LQGHSHQGHQFH�� VRFLDO� SDUWLFLSDWLRQ� DQG� ZHOO�EHLQJ�� $V� VHHQ� EHIRUH�� LQGHSHQGHQFH�
LQFOXGHV� WKH� GRPDLQV� RI� SHUVRQDO� GHYHORSPHQW� DQG� VHOI�GHWHUPLQDWLRQ�� VRFLDO�
SDUWLFLSDWLRQ�FRXQWV�RQ�WKH�GLPHQVLRQV�RI�LQWHUSHUVRQDO�UHODWLRQV��VRFLDO�LQFOXVLRQ�DQG�
ULJKWV�� ZHOO�EHLQJ� FRQFHUQV� WKH� DVSHFWV� RI� SK\VLFDO�� PDWHULDO� DQG� HPRWLRQDO� ZHOO�
EHLQJ��

:H� GZHOO� RQ� WKH� GRPDLQV� WKDW� HPHUJHG� IURP� WKH� H[DPLQDWLRQ� RI� WKH� OLWHUDWXUH��
VHHLQJ�ZKDW�FKDQJHG�RYHU� WLPH� IRU�D�SHUVRQ�ZLWK�GLVDELOLWLHV�DQG�ZKDW� LV�QHHGHG� WR�
GHYHORS�HGXFDWLRQDO�SUDFWLFHV�LQ�D�SHUVSHFWLYH�RI�TXDOLW\���

�
1.1 Independence: personal development and self-determination 

Personal development�LV�DQ�LPSRUWDQW�HOHPHQW�IRU�WKH�TXDOLW\�RI�OLIH�RI�SHRSOH��,Q�
UHODWLRQ� WR� LW�� WKH�SHUVSHFWLYHV�RI� OLIHORQJ� OHDUQLQJ�DQG�RI�SHUVRQDO� FRPSHWHQFHV�DUH�
HVVHQWLDO�LQGLFDWRUV��

)RU�SHRSOH�ZLWK�GLVDELOLWLHV�WKH�RSSRUWXQLWLHV�RI�SHUVRQDO�HQULFKPHQW�DQG�OHDUQLQJ�
GHFUHDVH� ZLWK� WKH� WLPH�� 8VXDOO\�� WKH� HGXFDWLRQDO� DFWLYLWLHV� SURSRVHG� DUH� UHSHWLWLYH��
VFDUFHO\� VLJQLILFDQW� DQG� LQ� OLQH� ZLWK� WKH� FKURQRORJLFDO� DJH�� WKH� DFWLYLWLHV� VKRXOG�
FRQFHUQ� WKH�PHQWDO�DJH�DQG� WKH� IHDVLELOLW\�RI�DQ�DGXOW� OLIH�SURMHFW�QRW� WKH� OLIH�RI�DQ�
³HWHUQDO�FKLOG´���

$� ULFK� OLWHUDWXUH� �&RWWLQL��������XQGHUOLQHV� WKH�SHUVSHFWLYH�RI� LQWHUYHQWLRQ�RQ� WKH�
SURFHVVHV�RI�GHFOLQH�LQ�WKH�SHUVRQV�ZLWK�GLVDELOLWLHV��IRU�H[DPSOH��DPRQJ�SHUVRQV�ZLWK�



���

LQWHOOHFWXDO�GLVDELOLWLHV�ZKR�FDQ�DQVZHU�UDSLGO\��ZKR�KDYH�YLVXDO�VSDWLDO��PQHPRQLF��
OLQJXLVWLF�DELOLWLHV��WKH�FRQWURO�RI�H[HFXWLYH�SURFHVVHV�RYHU�DQG�WKH�DGDSWLYH�DELOLW\�LQ�
WKHLU�RZQ�FRPPXQLW\��Ibidem.�S��������'HFOLQH�LV�LQ�DQ\�FDVH�VORZHG�GRZQ�LQ�SHUVRQV�
ZKR� FRQWLQXH� WR� OLYH� LQ� VWLPXODWLQJ� HQYLURQPHQWV� IURP� WKH� HGXFDWLRQDO� DQG� VNLOO�
WUDLQLQJ�YLHZSRLQW��VLQFH�LW�GRHV�QRW�GHSHQG�VWULFWO\�RQ�DJH��EXW�WR�YDULDEOHV�OLNH�WKH�
VHYHULW\�RI�WKH�FRQGLWLRQ�RU�RWKHU�SDWKRORJLHV���

,QWHUQDWLRQDO�VWXGLHV� �/DFKDSHOOH��:HKPH\HU�et al���������GHPRQVWUDWHG� WKDW�VHOI�
GHWHUPLQDWLRQ� LV� D� FUXFLDO� GLPHQVLRQ� WR� LPSURYH� WKH� TXDOLW\� RI� OLIH� DQG� VRFLDO�
LQFOXVLRQ�� )RU� WKH� SHUVRQV�� LQ� RXU� FDVH� SHUVRQV� ZLWK� GLVDELOLWLHV�� SRVVHVVLQJ� D� KLJK�
OHYHO�RI� VHOI�GHWHUPLQDWLRQ� LQFUHDVHV� WKH�SRVVLELOLWLHV�RI�KDYLQJ�D�SRVLWLYH�DGXOW� OLIH��
H�J���LQ�WHUPV�RI�ZRUN��DXWRQRPRXV�DQG�LQGHSHQGHQW�OLIH��7KHUHIRUH��WKH�VDPH�OHYHO�RI�
VDWLVIDFWLRQ� RI� OLIH� LV� VWURQJO\� FRQQHFWHG� WR� WKH� OHYHO� RI� VHOI�GHWHUPLQDWLRQ�
�:HKPH\HU�����������

:KLFK� UROH� KDV� VHOI�GHWHUPLQDWLRQ� LQ� WKH� OLIH� RI� DGXOWV� ZLWK� GLVDELOLWLHV�� IRU�
H[DPSOH�� LQ� WKH� FDVH� RI� D� VXEMHFW� ZLWK� LQWHOOHFWXDO� GLVDELOLWLHV� OLYLQJ� LQ� D� VRFLR�
HGXFDWLRQDO� FHQWUH�RU� LQ� DQ� HGXFDWLRQDO� FRPPXQLW\"� ,V� VHOI�GHWHUPLQDWLRQ�SURPRWHG�
RU� OLPLWHG� E\� WKH� HQYLURQPHQWV� LQVLGH� WKH� FRQWH[WV� ZKHUH� SHUVRQV� ZLWK� GLVDELOLWLHV�
OLYH��ZRUN��OHDUQ�DQG�LQWHUDFW"�

1RWD��6RUHVL�DQG�:HKPH\HU��������HYLGHQFHG�WKDW�SHUVRQV�ZLWK�VHYHUH�LQWHOOHFWXDO�
GLVDELOLWLHV�KDYH�D�ORZHU�OHYHO�RI�VHOI�GHWHUPLQDWLRQ��VRFLDO�VNLOOV�DQG�TXDOLW\�RI� OLIH���
,Q� RWKHU� VLPLODU� VWXGLHV�� :HKPH\HU� ������� SURYHG� WKDW� WKH� VHOI�GHWHUPLQDWLRQ� LV�
LUUHVSHFWLYH� IURP� WKH� VXUURXQGLQJ� HQYLURQPHQWDO� FRQGLWLRQV� �must�� DQG� IXQFWLRQDO�
FRQGLWLRQV�� 7KHUHIRUH�� VHOI�GHWHUPLQDWLRQ� VKRXOG� EH� SURPRWHG� LQ� DOO� HGXFDWLRQDO�
SUDFWLFHV� LQ� JLYLQJ� FDUH� WR� SHUVRQV� ZLWK� GLVDELOLWLHV�� UHJDUGOHVV� RI� DYDLODEOH�
HQYLURQPHQWDO�VLWXDWLRQV�DQG�IXQFWLRQDO�FRQGLWLRQV����

)RU�VHOI�GHWHUPLQDWLRQ��ZH�PHDQ�³DFWLQJ�DV�WKH�PDLQ�FDXVDO�DJHQW�RI�RXU�RZQ�OLYHV��
PDNLQJ� FKRLFHV� DQG� WDNLQJ� GHFLVLRQV� UHJDUGLQJ� RXU� RZQ� TXDOLW\� RI� OLIH� IUHH� IURP�
LPSURSHU� LQIOXHQFHV� DQG� LQWHUIHUHQFHV´� �:HKPH\HU� ������ ������ ������ :HKPH\HU��
6FKDORFN���������6HOI�GHWHUPLQDWLRQ� LV�QRW� OLQNHG� WR� WKH�DELOLW\�RI� WKH�SHUVRQV� WR�GR�
WKLQJ�DXWRQRPRXVO\�±�WKLV�DVSHFW�ZRXOG�EH�ODFNLQJ�LQ�SHUVRQV�ZLWK�VHYHUH�GLVDELOLWLHV�
±�EXW�LV�WLJKWO\�FRQQHFWHG�WR�WKH�GHFLVLRQDO�SURFHVV��:HKPH\HU���������+RZHYHU��DOVR�
LQ�WKLV�GLUHFWLRQ��DGXOW�SHUVRQV�ZLWK�GLVDELOLWLHV�ILQG�WKHPVHOYHV�LQ�OLIH�FRQWH[WV�ZKHUH�
WKH� RWKHUV� �IDPLO\� PHPEHUV�� FDUHJLYHUV�� RIWHQ� FKRRVH� LQ� WKHLU� SODFH�� 7KHVH� FKRRVH�
KRZ�WR�RUJDQLVH� WKHLU� WLPH��ZKDW� WKH�VXEMHFWV�FDQ�RU�FDQQRW�GR��7KHUHIRUH��KRZ�FDQ�
ZH�DOVR�ZRUN�IRU�WKLV�JRDO�ZLWK�SHUVRQV�ZLWK�GLVDELOLWLHV"�



���

)XQFWLRQDOLW\�LV�DOVR�QHHGHG�LQ�WKH�GRPDLQ�RI�VHOI�GHWHUPLQDWLRQ�DV�ZHOO�DV�ILQGLQJ�
WKH�LQGLFDWRUV�RI�WKH�VDPH�GRPDLQ��,W�LV�QHFHVVDU\�WR�H[SORUH�WKLV�GRPDLQ�WRR��WR�ILQG�
WKH� HOHPHQWV� WKDW� GHILQH� LW� RSHUDWLRQDOO\�� :HKPH\HU� DQG� 6FKDORFN� ������� GHVFULEH�
IRXU�HVVHQWLDO� FKDUDFWHULVWLFV� LQ� VHOI�GHWHUPLQHG�EHKDYLRXU��DXWRQRP\�� VHOI�UHJXODWHG�
EHKDYLRXU�� SV\FKRORJLFDO� empowerment� DQG� VHOI�UHDOLVDWLRQ� �:HKPH\HU�� 6FKDORFN��
������� :H� FDQ� DQDO\VH� WKHP� LQ� UHIHUHQFH� WR� WKH� TXDOLW\� RI� OLIH� RI� SHUVRQV� ZLWK�
GLVDELOLWLHV���

$XWRQRP\�EHORQJV�WR�WKH�FDSDFLW\�RI�DFWLRQ�RI�WKH�SHUVRQ�ZLWK�GLVDELOLW\�UHIHUULQJ�
WR�WKH�V\VWHP�RI�SHUVRQDO�SUHIHUHQFHV�DQG�LQWHUHVWV��RU��WKH�DELOLW\�RI�WDNLQJ�GHFLVLRQV�
DQG�PDNLQJ�FKRLFHV��'R�ZH�VHH�IDPLO\�PHPEHUV�DQG�FDUHWDNHUV�QHDU�WKH�SHUVRQ�ZLWK�
GLVDELOLW\�ZKR��EHVLGHV�ZRUNLQJ�RQ�KLV�KHU�EHKDOI�LQ�KLV�KHU�LQWHUHVWV�DQG�SUHIHUHQFHV��
DOORZ� WKH� SHUVRQ� WR� DFW� RQ� WKH� EDVHV� RI� KLV�KHU� SHUVRQDO� SUHIHUHQFHV� DQG� WKHUHIRUH�
FRQVWUXFW� RFFDVLRQV�� RSSRUWXQLWLHV� DQG� VSDFHV� IRU� LQGHSHQGHQW� DFWLRQV"� 'R� SHUVRQV�
ZLWK� GLVDELOLWLHV� KDYH�� HYHQ� LI� OLYLQJ� LQ� UHVLGHQWLDO� VWUXFWXUHV�� GXULQJ� WKHLU� GDLO\�
SURJUDPV�WKH�SRVVLELOLW\�WR�FKRRVH�EHWZHHQ�WZR�RSWLRQV��IRU�H[DPSOH��LQ�WKH�DFWLYLWLHV�
WR� GR"� ,Q� WKH� KHWHUR�HYDOXDWLRQ� TXHVWLRQQDLUHV� RI� TXDOLW\� RI� OLIH�� WKH� RXWVLGHU�
DVVRFLDWHG� ZLWK� WKH� GLVDEOHG� SHUVRQ� LV� DVNHG� WR� EHDU� LQ� PLQG� WKH� ORRN� DQG� IDFLDO�
PLPLFV� RU� WKH� WRQH� RI� YRFDOLVDWLRQV� RI� WKH� SHUVRQ�� HYHQ� LI� KH�VKH� LV� DIIOLFWHG� E\�
PXOWLSOH� GLVDELOLWLHV�� WR� XQGHUVWDQG� KLV�KHU� PRGH� RI� FRPPXQLFDWLRQ�� DSSURYDO� RU�
GLVDSSURYDO�IRU�DQ�REMHFW�RU�DFWLYLW\����

6HOI�UHJXODWHG�EHKDYLRXU�LQFOXGHV�WKH�DELOLW\�RI�LQWHUSHUVRQDO�problem solving�DQG�
WKH� SHUFHSWLRQ� RI� VHOI�FRQWURO�� $UH� HGXFDWLRQDO� DFWLRQV� WR� SURPRWH� problem solving 
DELOLWLHV� DFWLYDWHG"�'RHV� WKH�SHUVRQ�KDYH� WKH�RSSRUWXQLW\�RI�PDNLQJ� H[SHULHQFHV�RI�
FRQWURO�DQG�FKRLFH"�$UH�SUDFWLFHV�RI�LQWHUYHQWLRQ�RQ�WKH�GHILQLWLRQ�DQG�DWWDLQPHQW�RI�
UHDO�JRDOV�DFWLYDWHG"�

3V\FKRORJLFDO� empowerment� FRQFHUQV� WKH� ZRUN� RQ� WKH� OHYHOV� RI� VHOI�VXIILFLHQF\�
DQG�RI�DQ�LQWHUQDO�locus of control��ZKLOH�VHOI�UHDOLVDWLRQ�UHODWHV�WR�WKH�GHJUHH�RI�VHOI�
DZDUHQHVV� DQG� VHOI�NQRZOHGJH�� $UH� WKHUH� LQWHQWLRQDO� DFWLRQV� GLUHFWHG� WR� SURPRWH�
LQGLFDWRUV�RI�VHOI�GHWHUPLQHG�EHKDYLRXU"�

)ROORZLQJ�WKLV�GLUHFWLRQ��LQWHUQDWLRQDO�UHVHDUFK�KDV�SURPRWHG�HYDOXDWLYH�SURFHGXUHV�
RI�VHOI�GHWHUPLQDWLRQ�IRU�SHUVRQV�ZLWK�GLVDELOLWLHV��DV�LQVWUXPHQWV�RI�VHOI�DQG�KHWHUR�
HYDOXDWLRQ��:H�UHSRUW��IRU�H[DPSOH��WKH�VFDOHV�RI�HYDOXDWLRQ�RI�VHOI�GHWHUPLQDWLRQ�E\�
6RUHVL� DQG� 1RWD� �������� 7KH� VFDOH� RI� HYDOXDWLRQ� H[DPLQHV� VHOI�GHWHUPLQDWLRQ� LQ�
UHIHUHQFH�WR�WKH�GDLO\�DFWLYLWLHV��IRU�LQVWDQFH��WKH�SHUVRQ�ZLWK�GLVDELOLWLHV�FDQ�FKRRVH�
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KRZ�WR�VSHQG�WKH�PRQH\��RU�WR�H[SUHVV�KLV�KHU�HPRWLRQV��RU�EH�IUHH�WR�SDUWLFLSDWH�WR�
WKH�GD\¶V�DFWLYLWLHV�DQG�PDNH��XVXDOO\��KLV�KHU�RZQ�FKRLFH���

6SHFLILF� SURJUDPV� ZHUH� FUHDWHG� WR� PHHW� WKHVH� JXLGHOLQHV� �)LHOG�� +RIIPDQ�� ������
������ 6RUHVL� et al��� ������ :HKPH\HU�� .HOFKQHU�� ������� 7KH� LQGLFDWLRQV� IRU�
LQWHUYHQWLRQ�FRQFHUQ�DOVR�VRPH�FRQWH[WXDO�FKDQJHV�VXFK�DV� WKH�GHFUHDVLQJ� WHQGHQF\�
WRZDUG� K\SHU�SURWHFWLRQ� DQG� QRQ�QHFHVVDU\� FDUHJLYLQJ� LQWHUYHQWLRQV�� ZKLOH�
SURPRWLQJ� WKH� RSSRUWXQLWLHV� RI� FKRLFH�� (QYLURQPHQWV� WKDW� KHOS� VHOI�GHWHUPLQDWLRQ�
FRQWHPSODWH� DOVR� WHFKQRORJLFDO� VXSSRUWV� WKDW� IDFLOLWDWH� H[SUHVVLQJ� SHUVRQDO�
SUHIHUHQFHV��5REHUWVRQ�et al����������

,Q� VKRUW�� WKH�YLVLRQ�RI� HGXFDWLRQDO� DFWLRQ�FDQQRW�EH� UHVWULFWHG� WR� FRQFUHWH� DFWLRQV�
HQKDQFLQJ�WKH�TXDOLW\�RI�OLIH��LW�PXVW�PDNH�VXUH�WKDW�WKH�SHUVRQ�ZLWK�GLVDELOLWLHV�JDLQV�
VLJQLILFDQW�OHYHOV�RI�VHOI�GHWHUPLQDWLRQ����

�
Social participation: interpersonal relations, inclusion and rights  

:H� PRYH� QRZ� WR� WKH� GRPDLQ� RI� VRFLDO� LQFOXVLRQ�� 6SHFLDO� SHGDJRJ\� VHHV� D�
PHDQLQJIXO�YDOXH�DQG�D�JRDO�WR�DWWDLQ�LQ�WKH�VRFLDO�LQFOXVLRQ�RI�GLVDEOHG�SHUVRQ��2YHU�
WLPH��VXEMHFWV�ZLWK�GLVDELOLWLHV�UXQ�WKH�ULVN�RI�KDYLQJ�IHZHU�DQG�IHZHU�RSSRUWXQLWLHV�RI�
LQWHJUDWLRQ�DQG�SDUWLFLSDWLRQ�LQ�WKH�FRPPXQLW\��7KH�SODFHV�WKDW�WKH\�XVXDOO\�IUHTXHQW�
DUH� KRPH� DQG� DOZD\V� WKH� VDPH� UHVWULFWHG� VRFLDO� HQYLURQPHQWV�� ZKHQ� LQVHUWHG� LQ� D�
UHVLGHQWLDO� FHQWUH� WKDW� VWUXFWXUH� ULVNV� WR� EHFRPH� WKH� RQO\� SODFH� WKH\� YLVLW�� $W�
SDUWLFLSDWLRQ�OHYHO� WRR�� LQ�HYHU\�VXEMHFW� WKH�GHJUHH�RI�PDLQWHQDQFH�RU�HPSRZHUPHQW�
QHHGHG� IRU� LQFOXVLRQ� FDQ� YDU\� FRQVLGHUDEO\�� ,QWHUQDWLRQDO� OLWHUDWXUH� �,UYLQ�� &ORVH��
:HOOV��������KDV�ORQJ�EHHQ�DZDUH�WKDW�WKH�SRVVLELOLW\�WR�LPSURYH�WKH�TXDOLW\�RI�OLIH�RI�
SHUVRQV�ZLWK�GLVDELOLWLHV�FRQQHFWV�VWULFWO\�ZLWK�WKH�DYDLODELOLW\�RI�VHUYLFHV�DQG�training�
WR� HQKDQFH� WKH� Daily living skills�� 7KHVH� DUH� WKH� IXQFWLRQDO� VNLOOV� RI� GDLO\� OLIH�
�KRXVHKROG�DFWLYLWLHV�DQG�FDUH���DQG�WKH�Community living skills�LQWHQGHG�DV�VNLOOV�WR�
OLYH�LQ�WKH�FRPPXQLW\��PRELOLW\�ZLWKLQ�WKH�FRPPXQLW\��DFFHVV�WR�VHUYLFHV�DQG�PRQH\��
VRFLDO� VNLOOV� DPRQJ� RWKHUV��� FRQVLGHULQJ� WKH� PRVW� IXQFWLRQDO� VNLOOV� RI� VRFLDO�
LQWHJUDWLRQ� �,DQHV���������:H�PXVW�DOVR�FRQVLGHU�ZKDW� WKH�DFWXDO�RU�SRWHQWLDO� OLYLQJ�
FRQWH[W�H[SHFWV�IURP�WKH�VXEMHFW�LQ�WHUPV�RI�DGDSWLYH�EHKDYLRXU��%URZQ��/HLJK��������
,DQHV��������6FKRORVV��6FKRORVV���������7KH�FRQWH[W� LV�RI� H[WUHPH� LQWHUHVW�EHFDXVH��
OHDYLQJ� SODQQLQJ� DSDUW�� LW� OHDGV�� DPRQJ� RWKHU� WKLQJV�� WR� DVN� RXUVHOYHV� ZKDW� KDV� WR�
FKDQJH�WR�LPSURYH�WKH�TXDOLW\�RI�OLIH�IRU�SHUVRQV�ZLWK�GLVDELOLWLHV�DQG�VRFLDO�LQFOXVLRQ��
HYHQ�ZKHQ� WKH� OHYHO� RI� DGDSWDELOLW\� LV� ORZ��7KHUHIRUH�� WKH� SHUVSHFWLYH� LV� VXUHO\� WKH�
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RQH�RI�LQGLYLGXDO�HPSRZHUPHQW��LW�DOVR�FUHDWHV�D�VXSSRUWLQJ�VRFLDO�QHWZRUN��5RPHU��
+HOOHU��������IRU�VRFLDO�LQFOXVLRQ���

:H� PRYH� QRZ� WR� WKH� GLPHQVLRQV� RI� interpersonal relations� DQG� SHUVRQDO�
GHYHORSPHQW��'RHV� WKH�GLVDEOHG�SHUVRQ��HYHQ�ZKHQ� OLYLQJ� LQ�D� UHVLGHQWLDO� VWUXFWXUH��
NHHS�WKH�OLQNV�ZLWK�IDPLO\�PHPEHUV��UHODWLYHV�DQG�IULHQGV"�'RHV�KH�VKH�IUHTXHQW�RWKHU�
VWUXFWXUHV� LQ� WKH� FRPPXQLW\� EHVLGH� WKH� GD\� RU� UHVLGHQWLDO� FHQWUH"� 7KLV� LV� DQRWKHU�
UHDVRQ�ZK\�WKH�LQWHUYHQWLRQ�EHFRPHV�VLJQLILFDQW��RQ�RQH�KDQG��LW�ZRUNV�RQ�WKH�VXEMHFW�
WR� VWUHQJWKHQ� VRFLDO� VNLOOV� DQG�FRPPXQLFDWLYH� IRUPV�� LW� WULHV� WR� LQWHUYHQH� LQ�FDVH�RI�
EHKDYLRXUDO� LVVXHV�� RQ� WKH� RWKHU� KDQG�� LW� ZRUNV� RQ� WKH� UHKDELOLWDWLRQ� DQG� VRFLR�
HGXFDWLRQDO�FRQWH[W��ZKLFK�PXVW�EH�RSHQ�WR�WKH�VXEMHFW¶V�FRPPXQLW\�RI�UHIHUHQFH�DQG�
EHORQJLQJ��3HUVRQV�ZLWK�GLVDELOLWLHV�PXVW� NHHS� WKHLU� VRFLDO� QHWZRUNV� DQG�EH� DEOH� WR�
DGRSW� IRUPV� RI� FRPPXQLFDWLRQ� VXLWDEOH� WR� H[SUHVV� WKHPVHOYHV� DQG� HQWHU� LQWR�
UHODWLRQVKLSV�� &DUHJLYHUV� PXVW� NQRZ� WKHVH� PRGDOLWLHV� WR� SURYLGH� WKH� ULJKW� VXSSRUW�
RYHU� WLPH�� 7KH� OHYHO� RI� TXDOLW\� RI� OLIH� RI� WKH� SHUVRQV� ZLWK� GLVDELOLWLHV� FRXSOHV�
LQWLPDWHO\� ZLWK� WKH� DELOLW\� RI� WKH� VXEMHFW� WR� DFWLYH� LQWHUYHQWLRQ� LQ� LQWHUSHUVRQDO�
QHWZRUNV��,QVWHDG��WKH�VXEMHFW�FRXOG�EH�VXUURXQGHG�E\�D�VRFLDO�QHWZRUN�WKDW�WDNHV�QR�
QRWLFH�RI�KLV�KHU�SDUWLFLSDWLRQ�RU�LQWHUHVWV��WKDW�PDNHV�FKRLFHV�IRU�KLP�KHU��HYHQ�ZKHQ�
WKH�VWUXFWXUH�SURYLGHV�KLJK�OHYHOV�RI�VHUYLFH��ZLOO�QRW�LPSURYH�KLV�KHU�TXDOLW\�RI�OLIH����

:LWKLQ� WKH�GLPHQVLRQ�RI rights��HDFK�RQH�RI�XV�SRVVHVVHV� WKH�SUHURJDWLYH� WR�KDYH�
SHUVRQDO�GLJQLW\�UHVSHFWHG��EH�D�FLWL]HQ�DQG�KDYH�IXOO�OHJDO�SURWHFWLRQ��2SHUDWLRQDOO\��
WKLV� SHUVSHFWLYH� PHDQV� KDYLQJ� D� SHUVRQDO� VSDFH� RI� privacy�� KDYLQJ� DFFHVV� WR�
FRPPXQLW\� VWUXFWXUHV� DQG� IUHH� WLPH�� ,W� LV� QRWHZRUWK\� REVHUYLQJ� WKH� GLIIHUHQW� ZD\�
VWUXFWXUHV� IRU� SHUVRQV� ZLWK� GLVDELOLWLHV� DUH� RUJDQLVHG�� WR� XQGHUVWDQG� LI� WKH� VHUYLFHV�
UHVSHFW�WKH�privacy�RI�WKHLU�JXHVWV�LI�WKH�VWUXFWXUH�KDV�SULYDWH�URRPV�WR�EH�SHUVRQDOLVHG�
ZLWK�REMHFWV�DQG�SKRWRV� WKDW�FDQ�SURYLGH� WKH�VHQVH�RI�KLVWRU\�� SUHVHQW�DQG� IXWXUH�RI�
WKH�SHUVRQ�ZLWK�GLVDELOLWLHV����

�
�

Well-being �

:H�H[DPLQH�QRZ�SK\VLFDO��PDWHULDO�DQG�HPRWLRQDO�ZHOO�EHLQJ���

7KH� DVSHFW� RI� SK\VLFDO� ZHOO�EHLQJ� FRXOG� EH� VDWLVILHG� E\� WKH� VWUXFWXUH� RI� IDPLO\�
VXSSRUW�RU�E\�WKH�UHVLGHQWLDO�RU�VHPL�UHVLGHQWLDO�VWUXFWXUH��ZKLFK�SURYLGHV�DSSURSULDWH�
IRRG� VWDQGDUGV�� FDUH� RI� SHUVRQDO� K\JLHQH�� SURSHU� PHGLFDO� FDUH�� $Q� LQWHUHVWLQJ�
LQGLFDWRU� WR�HVWDEOLVK� WKH�PDWHULDO�ZHOO�EHLQJ�RI� WKH�SHUVRQ�UHJDUGV� WKH�PDQDJHPHQW�
RI�WKH�IUHH�WLPH��,Q�IDFW��IUHH�WLPH�DQG�UHFUHDWLRQDO�DFWLYLWLHV�DUH�WZR�DUHDV�IUHTXHQWO\�
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DQG�KLJKO\�GLVUHJDUGHG�ZKHQ�WDNLQJ�FKDUJH�RI�WKH�SHUVRQ�ZLWK�GLVDELOLWLHV��-DQVVHQ�et 
al��� ������� 7KH� WUHQG� LV� WR� PDNH� UHFUHDWLRQDO� SURSRVDOV� DQG� DFWLYLWLHV� FRQVHFUDWHG�
H[FOXVLYHO\�WR�GLVDEOHG�SHRSOH��ZKLFK�IHHG�IXUWKHU�VHSDUDWLRQ�IURP�WKH�FRPPXQLW\�RI�
EHORQJLQJ� RU� WKH� VLPSOH� LQVHUWLRQ� LI� QRW� DFWLYH� SDUWLFLSDWLRQ�� )UHH� WLPH� DQG� FRQWDFW�
ZLWK� QRQ�GLVDEOHG� SHUVRQV� LQIOXHQFH� SRVLWLYHO\� WKH� TXDOLW\� RI� OLIH� RI� DGXOWV� ZLWK�
GLVDELOLWLHV��'DJQDQ�et al�����������

6HYHUDO�VWXGLHV��0F&RQNH\�et al���������6WXUPH\��������KLJKOLJKW�WKH�ULVN�IRU�DGXOW�
SHUVRQV� WR� VSHQG�PRVW�RI� WKHLU� IUHH� WLPH�DW�KRPH�DQG� WR� VSHQG� LW� DORQH�RU�ZLWK� WKH�
IDPLO\�PHPEHUV��,QYHVWLJDWLRQV�E\�,67$7��,WDOLDQ�1DWLRQDO�,QVWLWXWH�IRU�6WDWLVWLFV��RQ�
WKH�GLIIXVLRQ�RI�VDWLVIDFWLRQ�LQ�WKH�YDULRXV�DVSHFWV�RI�GDLO\�OLIH��FRQILUPHG�WKDW�SHUVRQV�
ZLWK� GLVDELOLWLHV� FRQVLGHU� WKHPVHOYHV� YHU\� RU� VXIILFLHQWO\� KDSS\� RI� WKHLU� IDPLOLDO�
UHODWLRQVKLSV��ZKLOH�WKH�SHUFHQWDJH�RI�WKRVH�KDSS\�ZLWK�WKHLU�IUHH�WLPH�LV�PXFK�ORZHU�
�,VWDW��������S��������

,Q� WKLV� ORJLF� WRR�� LQWHQWLRQDO�ZRUNV�FRQVHFUDWHG� WR� VWUHQJWKHQLQJ� WKH� leisure skills 
DUH� LPSRUWDQW� IRU� WKH� TXDOLW\� RI� OLIH� IRU� SHUVRQV�ZLWK� GLVDELOLWLHV� �)HGHOL��7DPEXUUL��
������ 6FKRROHU�� ������� ,Q� DGGLWLRQ�� WR� VWD\� ZLWKLQ� WKH� JHQHUDO� YLVLRQ�� ZH� PXVW�
FRQVLGHU�WKDW�WR�DFFHVV�UHFUHDWLRQDO�VHUYLFHV��WKH�SHUVRQ�VKRXOG�EH�DEOH�WR�PRYH�ZLWK�
PHDQV�RI�WUDQVSRUWDWLRQ�DQG�WKDW�UHFUHDWLRQDO�VWUXFWXUHV�VKRXOG�KDYH�DFFHVVLELOLW\�IRU�
GLVDEOHG� SHUVRQV�� $OVR� ZRUNLQJ� RQ� VRFLDO� VNLOOV� DQG� RQ� PDQDJLQJ� SUREOHPDWLF�
EHKDYLRXUV� VKRXOG� EH� WDNHQ� LQWR� DFFRXQW� IRU� DQ� LQWHUYHQWLRQ� IRU� D� TXDOLWDWLYH� IUHH�
WLPH���

7KH�ULVN�IRU�DGXOW�SHUVRQV�ZLWK�GLVDELOLWLHV�WR�EH�FRQILQHG�DW�KRPH�RU�LQ�ODUJH�VFDOH�
LQVWLWXWLRQV� LV� KLJK�� UXQQLQJ� LQWR� WKH� GDQJHU� RI� GHWHULRUDWLQJ� ZKDW� ZDV� SUHYLRXVO\�
DFTXLUHG��&KHQ���������

,Q�WKH�material well-being��RFFXSDWLRQ�DQG�ILQDQFLDO�VLWXDWLRQ�DUH�VHQVLWLYH�DVSHFWV�
LQ� WKH� OLIH�RI�GLVDEOHG�SHUVRQV�� ,67$7�VWDWLVWLFV� �������XQGHUOLQH� WKH� LPSRUWDQFH�RI�
WKH�HFRQRPLF�VLWXDWLRQ� LQ� WKH� OLIH�RI�D�GLVDEOHG�DGXOW��7KHUH� LV� VWLOO�PXFK�JURXQG� WR�
FRYHU� WR� UHDFK� D� ZRUNLQJ� LQWHJUDWLRQ� DQG� WKH� SHUFHSWLRQ� RI� DQ� LQFRPH� VXLWDEOH� IRU�
JRRG� OLYLQJ� FRQGLWLRQV�� 6XUHO\�� ZRUN� DQG� SDUWLFLSDWLRQ� LQ� WKH� FRPPXQLWLHV� RI�
EHORQJLQJ� DUH� LPSRUWDQW� DVSHFWV� LQ� JURZLQJ� XS�� KHUH� FRPPXQLFDWLRQ� DQG�
LQWHUSHUVRQDO�VNLOOV�SOD\�D�NH\�UROH��:KHPDQ�et al����������,Q�,WDO\��,67$7�VWDWLVWLFV�
�������VKRZ�UDWKHU�ORZ�OHYHOV�RI�RFFXSDWLRQ�IRU�GLVDEOHG�SHRSOH��RFFXSDWLRQ�LV�����
IRU� ZRPHQ� LQ� ZRUNLQJ� DJH� DQG� ���� LQ� GLVDEOHG� PHQ� LQ� ZRUNLQJ� DJH�� $SDUW� IURP�
TXDQWLWDWLYH�LQYHVWLJDWLRQV��UHVHDUFK�RQ�WKH�VDWLVIDFWLRQ�RI�GLVDEOHG�SHUVRQV�UHJDUGLQJ�
WKHLU�MRE�LV�DOVR�PHDQLQJIXO��$V�VKRZQ�LQ�WKH�SUHYLRXV�FKDSWHU��OHYHOV�RI�VDWLVIDFWLRQ�
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LQFUHDVH�ZKHQ�WKH�SHUVRQV�ZLWK�GLVDELOLWLHV�DUH�LQFOXGHG�LQ�DVVLVWHG�FRQWH[WV��DV�ORQJ�
DV� WKH\� VWD\� ³UHDO´� DQG� FRPSHWLWLYH�� DQG�� PRVWO\�� LI� WKH� SHUVRQV� DUH� LQYROYHG� LQ�
PHDQLQJIXO�DFWLYLWLHV��6RUHVL�et. al����������

&RQFHUQLQJ� emotional well-being�� ZH� VWUHVV� WKDW� WKH� SDUDGLJP� SXWV� VSHFLDO�
HPSKDVLV� RQ� WKH� VDWLVIDFWLRQ� RI� SHRSOH� ZLWK� GLVDELOLWLHV� DQG� RQ� WKH� DELOLW\� RI�
FRPPXQLFDWLQJ� WKH� HPRWLRQV�� ,Q� WKH� VLWXDWLRQV� RI� PXOWLSOH� GLVDELOLWLHV� WRR�� LW� LV�
LPSRUWDQW� WR� VHH� LI� WKH� VHUYLFH� VWDII� KDV� SDLG� DWWHQWLRQ� DQG� DVVHVVHG� WKH� VXEMHFWV¶�
EHKDYLRXU�� GHVLUHV� DQG� HPRWLRQDO� VWDWH�� IRU� H[DPSOH� IDFLDO� H[SUHVVLRQV�� JD]H�� H\HV�
PRYHPHQWV��SRVWXUH�RU�PXVFXODU�WHQVLRQ��PRYHPHQWV�DQG�RWKHU�HOHPHQWV��)LQDOO\��WKLV�
RULHQWDWLRQ�FRXOG�UHSUHVHQW� WKH�ORJLF��ZKLFK�VKRXOG�EH�WKH�DLP�RI�WKH�WUDLQLQJ�RI� WKH�
VHUYLFHV�VWDII��EXW�QRW�RQO\��FRXOG�LW�DOVR�EH�WKH�HGXFDWLRQDO�DFWLRQ�GXULQJ�WKH�OLIHWLPH�
DQG� WKH� YLHZ� RI� D� SHUVRQDOLVHG� OLIH�SODQ�� $OO� DLPHG� WR� DWWDLQ�� RUJDQLFDOO\� DQG�
ORQJLWXGLQDOO\��D�KLJK�OHYHO�RI�TXDOLW\�RI�OLIH�IRU�WKH�SHUVRQV�ZLWK�GLVDELOLWLHV�����

$Q�HGXFDWLRQDO� LQWHUYHQWLRQ�VKRXOG�QRW�DLP�RQO\�VHOI�VXIILFLHQF\�� WR�PDNH�SHRSOH�
DEOH� WR�HDW��GUHVV�� DQG�ZDVK�DV�ZHOO� DV�SURPRWLQJ� WKH�DELOLW\� WR�FKRRVH� WKH� OLIHVW\OH�
SUHIHUUHG�E\�WKH�SHUVRQ��$SDUW�IURP�JXDUDQWHHLQJ�KHDOWK��LW�LV�QHFHVVDU\�WR�JXDUDQWHH�
WKH�TXDOLW\�RI�OLIH�RI�WKH�SHUVRQ�ZLWK�GLVDELOLWLHV�DV�DQ�LQFOXVLYH�GLPHQVLRQ���

$V�ZH�ZLOO�VHH�LQ�WKH�UHVHDUFK�WKDW�ZH�ZLOO�LQWURGXFH�LQ�WKH�QH[W�FKDSWHU��FKDQJHV�
FRXOG�FRPH�IURP�WKH�WUDLQLQJ�RI�WKH�FDUHWDNLQJ�VWDII�RI�\RXQJ�DQG�DGXOW�SHUVRQV�ZLWK�
GLVDELOLWLHV�ZKR�HQWHU�IRUPV�RI�VKRUW�UHVLGHQF\��IRU�H[DPSOH��LQ�VRFLR�HGXFDWLRQDO�GD\�
FHQWUHV�RI�UHKDELOLWDWLRQ��RU�WR�IRUPV�RI�SURORQJHG�RU�GHILQLWLYH�UHVLGHQFH���

�
�

$GXOWV�ZLWK�$XWLVWLF�6SHFWUXP�DQG�TXDOLW\�RI�OLIH��D�SRVVLEOH�DVVRFLDWLRQ"�
�

:H�H[DPLQH�QRZ�WKH�TXHVWLRQ�RI�TXDOLW\�RI�OLIH�RI�SHUVRQV�ZLWK�DXWLVP��VLQFH�WKH�
DXWLVWLF�GLVRUGHU�LV�RI�WKH�SHUYDVLYH�W\SH�DQG�LV�FKDUDFWHULVHG�E\�FRPSURPLVHG�VRFLDO�
LQWHUDFWLRQ��YHUEDO�DQG�QRQ�YHUEDO�FRPPXQLFDWLRQ�DQG�DQ�LPSRUWDQW�ODFN�RI�DFWLYLWLHV�
DQG� LQWHUHVWV� �$3$�� ������� 7KHUHIRUH�� D� GLVRUGHU� WKDW� LQFOXGHV� D� KLJK� ULVN� WR�
FRPSURPLVH� WKH� TXDOLW\� RI� OLIH� LQ� DOO� LWV� GLPHQVLRQV�� DV� LV� DXWLVP�� KDV� SHUYDVLYH�
GLVWUHVV�DQG�VWURQJ�FRPPXQLFDWLYH��UHODWLRQDO�DQG�EHKDYLRXUDO�GLIILFXOWLHV�WKDW�SHUVLVW�
LQ�DGXOW�DJH��0RUJDQ����������

7KH�LQWHUWZLQLQJ�RI�GLDJQRVWLF�SUREOHPV�DQG�HSLGHPLRORJLFDO�VWDWLVWLFV�LQ�DGXOW�DJH�
�)RPERQQH��������VLJQDOV�WKH�SUHVHQFH�RI�PDQ\�FULWLFDOLWLHV�LQ�WKH�DXWLVWLF�DGXOW���
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,Q�WKH�ORQJLWXGLQDO�YLHZ�RI�SHUVRQV�ZLWK�DXWLVP��D�SUHFRFLRXV�GHOD\�LV�RZHG�WR�WKH�
GHHSO\�VSUHDG�FRQVLGHUDWLRQ�WKDW�DXWLVP�LV�D�GLVRUGHU�RI�WKH�HYROXWLRQDU\�DJH��DV�LW�LV�
LOOXVWUDWHG�E\�VRPH�GLDJQRVWLF�PDQXDOV�WRR����

7KH� IDPLO\� VKRXOG� EH� WKH� ILUVW� WR� EHFRPH� DZDUH� RI� WKH� VFDUFH� SRVVLELOLW\� RI� DQ�
DXWRQRPRXV�OLIH�IRU�WKH�VXEMHFW�ZLWK�DXWLVP��7KH�H[SHFWDQF\�RI�VRFLDO�LQWHJUDWLRQ�DQG�
DXWRQRPRXV� OLIH� EHFRPHV� ORZHU�� WR� WKH� SRLQW� WKDW� WKH� DGXOW� SHUVRQ� LV� SHUFHLYHG� DV�
QHHGLQJ� OHVV� VXSSRUW�� 7KHUHIRUH�� ORZ� H[SHFWDQFLHV� GXH� WR� WKH� SHUYDVLYHQHVV� RI� WKH�
GLVRUGHU� OHDG� WR� FRQVLGHU� DFFHSWDEOH� HYHQ� OLIH� FRQGLWLRQV� ZLWK� UHGXFHG� OHYHOV� RI�
TXDOLW\��:H�PXVW�DGG�WR�WKLV�WKH�IDFW�WKDW�DGXOW�SHUVRQV�ZLWK�DXWLVP�DQG�WKHLU�IDPLOLHV��
DIWHU�WKH�VFKRRO�F\FOH��FODVK�ZLWK�QRQ�DGHTXDWHO\�RUJDQLVHG�VHUYLFHV�WR�DGGUHVV�WKHLU�
VSHFLILF�QHHGV���7KH�GLIILFXOWLHV�WR�ILQG�DQ�LQWHJUDWHG�QHWZRUN�WKDW�ZLOO�HVFRUW�WKHP�IRU�
WKH�OLIHWLPH�DQG�SURYLGH�DGHTXDWH�DQG�VSHFLDOLVHG�LQWHUYHQWLRQ�IRU�WKH�FKDUDFWHULVWLFV�
RI� WKH� DXWLVWLF� VXEMHFW� UHPDLQ� UHOHYDQW� DQG� HYLGHQW�� 7KHUHIRUH�� DV� WLPH� JRHV� E\��
HVSHFLDOO\� IRU� DXWLVP�� WKH� IDPLO\� WHUULWRULDO� QHWZRUN� RI� VXSSRUW� ORRVHQV� LWV� JULS��
OHDYLQJ�VSHFLDOLVW�YRLGV�DQG�LQWHUYHQLQJ�ZLWK�SUHYDOHQWO\�DVVLVWLYH�LQLWLDWLYHV���

6FKRODUV� KLJKOLJKW� UHPDUNDEOH� GLIIHUHQFHV� DPRQJ� DXWLVWLF� VXEMHFWV�� UHIHUULQJ� QRW�
RQO\�WR�VWXG\LQJ�WKH�VLQJOH�FDVHV��EXW�DOVR�WR�WKH�SUHVHQFH�RI�FOLQLFDO�VLWXDWLRQV�RI�ORZ�
IXQFWLRQDOLW\� DXWLVP� DQG� KLJK� IXQFWLRQDOLW\� DXWLVP�� JHQHUDOO\� NQRZQ� DV� $VSHUJHU�
6\QGURPH��'HVSLWH�RI�WKLV�GLVWLQFWLRQ����VRPH�DXWKRUV�LQVLVW�WKDW��QRWZLWKVWDQGLQJ�WKH�
KLJK�IXQFWLRQDOLW\��WKH�OHYHO�RI�WKH�TXDOLW\�RI�OLIH�LV�EHORZ�H[SHFWDWLRQV�DQG�WKDW�DGXOWV�
ZLWK� DXWLVP� XVXDOO\� KDYH� ORZ� OHYHOV� RI� TXDOLW\� RI� OLIH� �+RZOLQ�� ������ 7VDWVDQLV��
��������

$QDO\VLQJ� LWV� HYROXWLRQ�� WKH� DXWLVWLF� GLVWXUE� FRQQRWHV� LWVHOI� DV� ³DOPRVW� DOZD\V� D�
OLIHORQJ�GLVDEOLQJ�FRQGLWLRQ´��9RONPDU���������6RPH�UHVHDUFKHUV��%DUDOH�DQG�8FHOOL�
GL�1HPL��������VLJQDO�D�VLJQLILFDQW�ZRUVHQLQJ�RI�WKH�JHQHUDO�SLFWXUH�IRU�DW�OHDVW�WKLUW\�
SHUFHQW�RI�DXWLVWLF�\RXQJ�SHUVRQV��RWKHUV��OLNH�+RZOLQ�DQG�RWKHUV���������VWUHVV�KRZ�
LQ� WKH� DEVHQFH� RI� D� VXSSRUWLQJ� QHWZRUN� DQG� D� ZHOO�DLPHG� VNLOO�EXLOGLQJ� DFWLRQ�� WKH�
DXWLVWLF�SHUVRQ¶V�V\QGURPLF�SLFWXUH�WHQGV�WR�ZRUVHQ�UHPDUNDEO\�����

)URP� WKH� IHZ� DYDLODEOH� ORQJLWXGLQDO� VWXGLHV��ZH�JDWKHU� WKDW� WKH� TXDOLW\� RI� OLIH� RI�
DGXOWV�ZLWK�DXWLVP�VHHPV�WR�EH�FRQGLWLRQHG�E\�WKH�SUHVHQFH��RU�ODFN�RI�LW��RI�D�YHUEDO�
ODQJXDJH� DQG� PHQWDO� UHWDUG� �%LOOVWHGW� et al��� ������� GHJUHHV� RI� VRFLDO� FRPSHWHQFH�
�%HDGOH�±�%URZQ�et al��������RU� WKH� LQFUHDVH�RI�EHKDYLRXUDO�SUREOHPV�DQG�IRUPV�RI�
VHOI�KDUP�DQG�DJJUHVVLRQ�WRZDUG�WKH�RWKHUV��+RZOLQ�et al�����������



���

6WXGLHV�E\� WKH�8QLYHUVLW\�RI�7RURQWR� �%URZQ�et al���������VKRZ� WKDW� WKH�SHUVRQV�
ZLWK� DXWLVP� ZKR� VKRZ� KLJKHU� OHYHOV� RI� TXDOLW\� RI� OLIH� DUH� WKRVH� ZKR� KDYH� JRRG�
VSHDNLQJ� DELOLWLHV�� 7KH\� KDYH� D� KLJK� IXQFWLRQDOLW\� DQG� EHORQJ� WR� D� FRPPXQLW\�� IRU�
SHUVRQV�ZLWK� LPSRUWDQW�VSHHFK� LPSHGLPHQWV��ZKHQ�SUREOHPDWLF�EHKDYLRXU� LV�DEVHQW��
DFFHVV� WR� WKH� FRPPXQLW\� DQG� VWUXFWXUHV� RI� IUHH� WLPH� EHFRPHV� HVVHQWLDO�� XVLQJ� D�
VXSSRUWLQJ� QHWZRUN� RI� SHUVRQV� DQG� VSHFLDOLVHG� VHUYLFHV� WKDW� DOORZ� DFFHVV� WR� FKRLFH�
DQG�WKH�FRQWURO�RI�WKH�VXUURXQGLQJ�HQYLURQPHQW��*LDFRQL����������

6FLHQWLILF� OLWHUDWXUH� VKRZV� WKH� UHPDUNDEOH� SURJUHVVHV� DW� GLDJQRVWLF� DQG�
UHKDELOLWDWLYH� OHYHO�� KRZHYHU�� LW� VLJQDOV� D� UHPDUNDEOH� ODFN� LQ� VHWWLQJ� VHUYLFHV� DQG�
RUJDQLVDWLRQV�ZLWK�VSHFLDOLVHG�FRPSHWHQW�VWDII�WR�DVVXPH�FDUH�RI�SHUVRQV�ZLWK�DXWLVP��
:H� WXUQ� WKH� DWWHQWLRQ� WR� WKH� XQGHUVWDQGLQJ� RI� WKH� DXWLVWLF� GLVRUGHU� E\� WKH� UHFHQW�
DFTXLVLWLRQV�RI�QHXURVFLHQFHV��7KH�VWXGLHV�KLJKOLJKW�WKH�VWURQJ�FHQWUDO�G\VIXQFWLRQ��LQ�
DXWLVWLF�SHUVRQV��RI�WKH�V\VWHP�RI�WKH�mirror�QHXURQV��ZKLFK�KDYH�D�FHQWUDO�IXQFWLRQ�LQ�
LQWHUSUHWLQJ�WKH�aim�RI�WKH�SHUFHLYHG�DFWLRQV��VHHQ�RU�KHDUG���DV�ZHOO�DV�UHSUHVHQWLQJ�
WKHLU� PHDQLQJ� DQG� UHSURGXFLQJ� WKHP� �:LOOLDPV�� $OWVFKXOHU�� 2EHUPDQ�� %HUQLHU��
1LVKLWDQL�� 7KHRUHW�� 9LOODORERV�� 0L]XQR�� 'DKO�� .HPPRWVX�� 0�OOHU�� 'DSUHWWR�� DQG�
RWKHUV��� ,Q�DOWHUQDWLYH��ZH� ORRN�DW�DQRWKHU�ZHOO�VWXGLHG�IDFWRU��ZKLFK� LV�GRPLQDQW� LQ�
WKH�OLIH�RI�SHUVRQV�ZLWK�DXWLVP��WKH�ODFN�RI�IOH[LELOLW\�LQ�WKLQNLQJ�DQG�EHKDYLQJ��D�ULJLG�
DQG� VWHUHRW\SHG� PRGH� RI� WKLQNLQJ�� D� ³VXUYLYDO� VWUDWHJ\´� LQ� D� ZRUOG� WKDW� DXWLVWLF�
VXEMHFWV� FDQQRW� GHDO� ZLWK� DQG� RUJDQLVH�� $� ZRUOG� PDGH� RI� REMHFWV�� HYHQWV�� VRFLDO�
UHODWLRQV��VHQVRULDO�DQG�VRFLDO�VWLPXOL�WKDW�WKH\�FDQQRW�ILOWHU��$Q\WKLQJ�WKDW�UHSUHVHQWV�
FKDQJH�� IURP� WKH� IXUQLWXUH� WR� GDLO\� DFWLYLWLHV�� FUHDWHV� DQ[LHW\� DQG� VWUHVV�� 5LJLGLW\�
QHHGV�RUGHU��routine��SUHGLFWDEOH�YHUEDO�DQG�QRQ�YHUEDO�DVSHFWV��VWUXFWXUHG�DQG�YLVXDO�
OHDUQLQJ� WR� FUHDWH� ZKDW� ZH� GHILQHG� DV� ZHOO�EHLQJ�� 7KLV� PHDQV� WKDW� OHDUQLQJ� IRU�
SHUVRQV�ZLWK�DXWLVP��DQG� IRU� WKH�\RXQJ�RQHV�� UHPDLQV�HQWLUHO\�SHUVRQDO�� LW� LV�KDUGO\�
SRVVLEOH�WR�JHQHUDOLVH�LW��EDVLQJ�LW�RQ�FRQQHFWLRQV�WLJKWO\�OLQNHG�WR�WKH�ZD\�WKDW�VLQJOH�
HOHPHQWV� KDYH� EHHQ� LQWHUSUHWHG� �0RUJDQ�� ������ S�� ����� ,W� LV� WKHUHIRUH� HVVHQWLDO� WR�
JXDUDQWHH� DQ� RUJDQLVDWLRQDO� SURSRVDO� RI� WKH� VHUYLFHV�� SUHGLFWDEOH� DQG� ZLWK� ORZ�
VHQVRULDO� LPSDFW�� ZKHUH� DFWLYLWLHV� DUH� FDOLEUDWHG� DFFRUGLQJ� WR� WKH� GLVRUGHU� ZLWK�
LPPHGLDWH� JRDOV� RI� FRPSUHKHQVLRQ�� 'HVSLWH� WKHVH� DFTXLVLWLRQV�� VFLHQWLILF� OLWHUDWXUH�
QRWHV� WKDW� WKHUH�DUH�VWLOO� WRR�PDQ\�QRQ�VSHFLDOLVHG�VWUXFWXUHV� UHFHLYLQJ�SHUVRQV�ZLWK�
GLIIHUHQW�IRUPV�RI�DXWLVP�ZLWKRXW�DGHTXDWH�RUJDQLVDWLRQ�DQG�SUHSDUDWLRQ��$W�WKH�VDPH�
WLPH�DQG�UHPDUNDEO\��WKH�PDMRULW\�RI�WKH�DGXOWV�ZLWK�DXWLVP�GR�QRW�UHDFK�D�VXIILFLHQW�
OHYHO�RI�DXWRQRP\�DQG�QHHG�VWUXFWXUHV�DGDSWHG�WR�WKHLU�FKDUDFWHULVWLFV���



���

7KH�SUHVHQFH�RI�VXLWDEOH�VHUYLFHV��VWUXFWXUHV�DQG�SURJUDPV��LV�GLVFULPLQDWLQJ�LQ�WKH�
OLIH�RI�DGXOWV�ZLWK�DXWLVP�DQG�WKHLU�IDPLOLHV��7KHLU�DEVHQFH�PDUNV�D�ZRUVHQLQJ�LQ�WKH�
TXDOLW\�RI�OLIH�RI�SHUVRQV�ZLWK�DXWLVP�DQG�RI�WKH�caregivers��0XJQR�et al����������

$W�QDWLRQDO�OHYHO��ZH�ILQG�PHDQLQJIXO�H[SHULHQFHV�IRU�SURIHVVLRQDO�WUDLQLQJ�WKDW�JR�
LQ�WKLV�GLUHFWLRQ�DQG�WKHUH�LV�WKH�SURSRVDO�WR�VWDUW�VSHFLILF�VWUXFWXUHV�FDSDEOH�WR�UHFHLYH�
DGXOWV�ZLWK�DXWLVP����&RWWLQL����������

7KH�WUDLQLQJ��IURP�RXU�SHGDJRJLFDO�YLHZSRLQW��WULHV�WKHUHIRUH�WR�GHILQH�RSHUDWLRQDO�
PRGHV� IRU� WDNLQJ� FKDUJH� DQG� IRU� WKH� TXDOLW\� RI� OLIH� RI� WKH� SHUVRQV� ZLWK� DXWLVP�
WKURXJKRXW�WKHLU�HQWLUH�OLIH��VRPHWKLQJ�WKDW�UHTXLUHV�D�VSHFLILF�FRPSHWHQFH�UHIHUUHG�WR�
WKH�FKDUDFWHULVWLF�RI�DGXOWV�ZLWK�DXWLVP�DQG�WKH�SDUDGLJP�RI�WKH�TXDOLW\�RI�OLIH���

,Q� IDFW�� WKH� UHVXOWV�FRPLQJ�IURP�VWUXFWXUHG�HGXFDWLRQ�VSHFLILFDOO\�RULHQWHG� WRZDUG�
WKH�GLPHQVLRQ�RI�TXDOLW\�RI�OLIH�DUH�QRWHZRUWK\���

$�SURJUDP�RI�VWUXFWXUHG�LQWHUYHQWLRQ�PD\�LQFOXGH�YDULHW\�DQG�SRVVLELOLW\�RI�FKRLFH�
�2OOH\�DQG�5HHYH���������,W�LV�HTXDOO\�SRVVLEOH��WKDQNV�WR�QHZ�WHFKQRORJLHV��DSSV�DQG�
WDEOHWV��WR�LQFUHDVH�WKH�SRVVLELOLWLHV�RI�FRPPXQLFDWLQJ�WKH�FKRLFHV���

7KHVH�SURJUDPV�RIWHQ�VHH�WKH�XVH�RI�DJHQGDV�WR�VWUXFWXUH�DFWLRQV�DQG�DFWLYLWLHV�WR�
EH�GHYHORSHG�RYHU� WLPH��DOVR� WKH\�FDQ� LQGLFDWH�RU� UHPLQG�ZKLFK�DFWLRQV� WR� WDNH�DQG�
WKHLU�VHTXHQFH�WR�PDNH�WKH�PRYHPHQWV�RI�SRVVLEOH�IXWXUH�FKDQJHV�SUHGLFWDEOH����

%DVHG�LQ�WKH�SHUVRQDO�FKDUDFWHULVWLFV�RI�WKH�DGXOW�ZLWK�DXWLVP��WKH�DJHQGDV�PD\�XVH��

�� 2EMHFWV��
�� 3KRWRV���
�� ,PDJLQHV��
�� 6\PEROV��
�� :RUGV��

)LJXUDWLYH�DJHQGDV�ZLWK�³FKDQJHV´�DUH�IDYRXUHG�IRU�WKH�VHOI�GHWHUPLQDWLRQ��ZKHUH�
WZR�RSWLRQV�DUH�JLYHQ��IRU�H[DPSOH��D�ZDON�RU�D�ELF\FOH�WRXU��WR�FKRRVH����

7KHUHIRUH�� LW� LV� SRVVLEOH� WR�ZRUN� LQWHQWLRQDOO\�RQ� WKH� OHYHOV� RI� VHOI�GHWHUPLQDWLRQ�
WKURXJK� WKH� HPSRZHULQJ� WKH� FRPPXQLFDWLRQ� SRVVLELOLWLHV� UHODWHG� WR� WKH� FKRLFHV��
ZKLFK�ZH� H[SHULHQFHG� DW� LQWHUQDWLRQDO� OHYHO� �*LDFRQL��5RGULJXHV�� ������� OHDGLQJ� WR�
PDNH� ILJXUDWLYH�DJHQGDV��ZLWK�FKRLFH�DQG�FKDQJH�RI�DFWLYLW\�� UHDFKLQJ�PRUH�RU� OHVV�
FRPSOH[�IRUPV�RI�VHOI�PRQLWRULQJ���

,Q�DGGLWLRQ��WKHUH�LV�DQ�DPSOH�SURJUDP�RI�IXWXUH�VWXGLHV�WRZDUG�WKH�TXDOLW\�RI�OLIH�RI�
SHUVRQV�ZLWK�DXWLVP��ZKLFK�ZH�FDQ�UHVXPH�LQ�WKH�IROORZLQJ�SRLQWV��



���

��� ,PSOHPHQWLQJ� REVHUYDWLRQ� SURFHGXUHV� WR� LGHQWLI\� QHHGV�� LQWHUHVWV� DQG�
FRPSHWHQFH�RI�DGXOWV�LQ�WKH�DXWLVWLF�VSHFWUXP��HVSHFLDOO\�DW�ORZ�IXQFWLRQLQJ��

��� ([SHULPHQWLQJ� SURFHGXUHV� RI� HYDOXDWLRQ� RI� TXDOLW\� RI� OLIH�� LQ� REMHFWLYH�
DVSHFWV�DV�ZHOO�DV�WKH�VXEMHFWLYH�RQHV��

��� 6HWWLQJ� VXSSRUWV� IRU� WKH� IXOO� SDUWLFLSDWLRQ� RI� SHUVRQV� ZLWK� DXWLVP� LQ� WKH�
FRPPXQLW\�OLIH��

��� ,QFUHDVLQJ�LQYHVWLJDWLRQ�RQ�WKH�V\VWHPV�RI�FRPPXQLFDWLRQ�DQG�LQWHUDFWLRQ�RI�
SHUVRQV�ZLWK�DXWLVP��

��� 5H�WKLQNLQJ�SODQQLQJ�WR�DOLJQ�LW�ZLWK�WKH�TXDOLW\�RI�OLIH��

��� (QYLVDJHLQJ� QHZ� GHYLFHV� WR� GHYHORS� DQG� WUDLQ� IDPLOLHV� DQG� SURIHVVLRQDO�
VWDII���

�
�
7KH�SHGDJRJLFDO�FULWLFDOLWLHV�LQ�WKH�SODQQLQJ�GLPHQVLRQ��

�
7KH� DJHLQJ� RI� WKH� SHUVRQV� ZLWK� GLVDELOLW\� SRLVHV� UHPDUNDEOH� FKDOOHQJHV�� 7KLV�

FRPSOH[�SLFWXUH�KDV�VHYHUDO�UHDGLQJ�NH\V�DQG�GLIIHUHQW� OHYHOV�RI�FRPSOH[LW\�� �6RPH�
DXWKRUV� FRQVLGHU� WKH� FRQVHTXHQFHV� DW� VRFLDO� OHYHO�� WKHUHIRUH� WKH� IDOO�RXWV� RQ� WKH�
LQGLYLGXDO� ZHOO�EHLQJ� DQG� RQ� WKH� OHYHO� RI� WKH� HFRQRPLF� DQG� VRFLDO� FRVWV�� ,Q� WKH�
SHUVSHFWLYH�RI� WKH�VSHFLDO�SHGDJRJ\��FRPH�VRPH�VLJQLILFDQW�HGXFDWLRQDO�H[SHULHQFHV�
UH�WKLQNLQJ�URXWHV�DQG�DFWLRQV�WR�FRQVWUXFW�OLIH�SODQV�XQGHU�WKH�DHJLV�RI�TXDOLW\�RI�OLIH���

0DQ\�FHQWUDO�TXHVWLRQV�KDYH�EHHQ�ULVHQ�E\�WKH�VFLHQWLILF�OLWHUDWXUH��0DHV��9RV�DQG�
3HQQH�� ������ 0DHV�� /DPEUHFKWV�� +RVW\Q� DQG� 3HWU\�� ������ :LHUVPD� DQG� =LMOVWUD��
������ &DUQDE\� DQG� &DPEULGJH�� ����� =LMOVWUD� HW� DO�� ������ )HOFH� HW� DO��� ������� WKH\�
SRLQW� WR� WKH� FRPSOH[LW\� RI� WKH� VXSSRUWLYH� SHUVSHFWLYHV� RIWHQ� OLPLWHG� IURP� WKH�
YLHZSRLQW�RI� VHUYLFH�DQG�SODQQLQJ�VWUXFWXUHV�� ODFN�RI� WUDLQLQJ�SDWKV� IRU�SURIHVVLRQDO�
VWDII�DQFKRUHG�WR�WKH�SUDFWLFHV�DQG�DWWHQWLYH�WR�SURIHVVLRQDO�FKDQJHV��KLJK�turnover�RI�
SHUVRQQHO�LQ�VLWXDWLRQV�RI�KLJKHU�FRPSOH[LW\�DQG�ODFN�RI�VSHFLILF�WUDLQLQJ�SDWKV�IRU�WKH��
ZRUNHUV�RI�WKH�VWUXFWXUHV�WKDW�UHFHLYH�DGXOWV�ZLWK�GLVDELOLWLHV����

$SDUW� IURP� WKHVH� FULWLFDOLWLHV�� WKH�SODQQLQJ�GLPHQVLRQ� UXQV� WKH� ULVN�RI� IDLOLQJ� IRU�
ODFN�RI�VXSSRUW�LQ�VRPH�GHOLFDWH�SKDVHV�RI�WUDQVLWLRQ��ZKHUH�WKH�IDPLO\�DQG�WKH�VXEMHFW�
ZLWK� GLVDELOLWLHV� VHHP� WR� OLYH� LQ� DQ� DSSDUHQW� ³YRLG´� DIWHU� WKH� VFKRRO� F\FOH� RU� VHH� D�
VXSSRUWLQJ�QHWZRUN�WKDW�GRHV�QRW�WLJKWHQ�LWV�JULS�EXW�ZLGHQV�LW��



���

,Q�IDFW��VHYHUDO�SKDVHV�RI�WUDQVLWLRQ�PD\�PDUN�WKH�IXWXUH�RI�D�SHUVRQ�ZLWK�GLVDELOLW\��
LQ�RQH�ZD\�RU�WKH�RWKHU���

�7KH� SURFHVVHV� DQG� UHVXOWV� RI� WKH� WUDQVLWLRQV� RIWHQ� LQIOXHQFH� WKH� IDPLO\� LQ� LWV�
HQWLUHW\� �.UDHPHU� DQG� %ODFKHU�� ������ )HUJXVRQ� DQG� )HUJXVRQ�� ������ 0DUVKDN��
6HLJQDP� DQG� 3UH]DQW�� ������ 6]\PDQVNL�� ������� )XUWKHUPRUH�� WKH� WLJKW� UHODWLRQ�
EHWZHHQ� TXDOLW\� RI� OLIH� RI� WKH� IDPLO\� DQG� TXDOLW\� RI� OLIH� RI� WKH� VLQJOH� PXVW� EH�
FRQVLGHUHG� LQ� WKH� WUDQVLWLRQDO� SKDVHV� �%ODFKHU�� ������ 'HQQLV� HW� DO��� ������� RIWHQ�
WUDQVLWLRQDO�SKDVHV�KDUG�WHVW�LW���

,Q�IDFW�� WKH�SHUVRQ�ZLWK�GLVDELOLWLHV�DQG�KLV�KHU�IDPLO\�ILQG�VRPH�FULWLFDO� LVVXHV�LQ�
WKH�YDULRXV�SKDVHV�RI�WKH�WUDQVLWLRQ��)LUVWO\��LQ�WKH�SDVVDJH�IURP�WKH�WLPH�VSHQW�LQ�WKH�
VFKRRO�FRQWH[WV�WR�WKH�WLPH�RI�LQVHUWLRQ�LQ�YDULRXV�ZRUNLQJ�DQG�VRFLDO�FRQWH[WV��VKRXOG�
LW�QRW�KDSSHQ�LW�ZRXOG�VLPSO\�PHDQ�SHUPDQHQFH�LQ�WKH�IDPLO\��6HFRQGO\��WKH�SDVVDJH�
IURP�KRPH��WKH�IDPLO\�FRQWH[W��WR�QHZ�OLYLQJ�UHDOLWLHV���

��$W�WKH�HQG�RI�WKH�VFKRRO�F\FOH��WKH�ULVN�RI�UHPDLQLQJ�LQ�WKH�IDPLO\�FRQWH[W�DULVHV�
IRU� WKH� SHUVRQ� ZLWK� GLVDELOLWLHV�� ZLWK� WKH� SDVVDJH� RI� WLPH�� RQFH� FRQVLGHUHG� WKH�
DGYDQFHG� DJH� RI� WKH� SDUHQWV�� WKH� IDPLO\� PD\� QRW� EH� FDSDEOH� WR� SURYLGH� WKH� ULJKW�
VXSSRUWV�IRU�WKH�TXDOLW\�RI�OLIH��%ODFNRUE\�H�:DJQHU����������

$QRWKHU�GHOLFDWH�SDVVDJH�SUHVHQWV�LWVHOI��LW�FRQFHUQV�WKH�ORVV�RI�WKH�QHWZRUN�RI�WKH�
VFKRRO� FRQWH[WV� DQG� WKH� QHWZRUN� RI� WKH� IDPLO\� VXSSRUW�� GXH� WR� SUHFDULRXV� KHDOWK� RU�
GHDWK�RI�ERWK�SDUHQWV��,Q�WKLV�FDVH�WRR��WKH�WUDQVLWLRQDO�SKDVH�IURP�WKH�RULJLQDO�KRPH�
WR�WKH�RQH�RI�RWKHU�IDPLO\�PHPEHUV��EURWKHUV�RU�VLVWHUV��RU�RIWHQ�WR�RWKHU�UHVLGHQWLDO�
VWUXFWXUHV� LV� D� FRPSOH[� SDVVDJH��&RQVHTXHQWO\�� GXULQJ� WKLV� SHULRG�� WKH� VXEMHFW�ZLWK�
GLVDELOLWLHV� ULVNV� WR� KDYH� LQFUHDVLQJO\� IHZHU� RSSRUWXQLWLHV� RI� LQWHJUDWLRQ� DQG�
SDUWLFLSDWLRQ�LQ� WKH�FRPPXQLW\��7KH�SODFHV�IUHTXHQWHG�E\�WKH�VXEMHFW�DUH�KRPH�RU�D�
UHVWULFWHG� VRFLDO� HQYLURQPHQW�� LI� OLYLQJ� LQ� D� UHVLGHQWLDO� FHQWUH�� WKH� VXEMHFW� ULVNV� WR�
IUHTXHQW�SHRSOH�DQG�SODFHV�RI�WKH�VWUXFWXUH�RI�UHIHUHQFH��0DQ\�VWXGLHV��0F&RQNH\�et 
al���������&KHQ��������6WXUPH\��������KLJKOLJKW� WKDW�GLVDEOHG�DGXOWV� VSHQG�PRVW�RI�
WKHLU�IUHH�WLPH�DW�KRPH�RU�LQ�ODUJH�VFDOH�LQVWLWXWLRQV��GXULQJ�WKLV�WLPH�WKH\�DUH�DORQH�RU�
ZLWK� WKH� IDPLO\� PHPEHUV�� LQFXUULQJ� LQWR� WKH� GDQJHU� RI� VSRLOLQJ� WKH� SUHYLRXV�
DFTXLVLWLRQV�� $OVR� LQ� ,67$7� VXUYH\V� RQ� WKH� GLIIXVLRQ� RI� VDWLVIDFWLRQ� DERXW� WKH�
GLIIHUHQW�DVSHFWV�RI�GDLO\�OLIH��SHUVRQV�ZLWK�GLVDELOLWLHV�FRQVLGHU�WKHPVHOYHV�KLJKO\�RU�

�������������������������������������������������
��7KH�&(16,6� UHSRUW�RI������VKRZV� WKDW� WKH�SUHVHQFH�RI�D�SHUVRQ�ZLWK�GLVDELOLWLHV�� IRU�H[DPSOH��
ZLWK�DXWLVWLF�VSHFWUXP��KDV�D�QHJDWLYH�LPSDFW�RQ�WKH�ZRUNLQJ�OLIH�RI�WKH�IDPLOLHV��ZKLFK�WHQG�WR�TXLW�
WKHLU�MREV�RU�DVN�IRU�part time SRVLWLRQV��������DQG�������LQ�WKH�PRVW�VHYHUH�FDVHV���



���

UHODWLYHO\� VDWLVILHG�RI� WKHLU� IDPLOLDO� UHODWLRQV��ZKLOH� WKH�SHUFHQWDJH�RI� VDWLVIDFWLRQ� LV�
PXFK�ORZHU�LQ�UHODWLRQ�WR�KRZ�IUHH�WLPH�LV�VSHQW��,VWDW��������S���������

:H�PXVW�VWUHVV�KRZ�WKH�DGXOW�SHUVRQ�ZLWK�GLVDELOLWLHV�PD\�LQFXU�LQ�WKH�ULVN��DSDUW�
IURP�WKH�QDWXUDO�DJHLQJ�SURFHVV��RI�D�IDVW�GHWHULRUDWLRQ�RI�WKH�FRJQLWLYH�IXQFWLRQV�GXH�
WR�WKH�SDVVDJH�IURP�SDWKV�RI�VFKRRO�LQWHJUDWLRQ�DQG�SHULRGV�RI�LQWHQVH�UHKDELOLWDWLRQ�WR�
VFDUFH�FRQWDFWV�ZLWK�WKH�SHHUV��D�OLPLWHG�UHSHUWRLUH�RI�UHFUHDWLRQDO�DFWLYLWLHV�DQG�IUHH�
WLPH��D�VFDUFH�ZRUNLQJ�LQWHJUDWLRQ�DQG��RIWHQ��D�LQVXIILFLHQW�UHKDELOLWDWLRQ�SURMHFW���

7KHVH�FKDQJHV�LQWHUYHQH�VLJQLILFDQWO\�RQ�WKH�TXDOLW\�RI�OLIH�RI�SHRSOH�LQ�JHQHUDO�DQG�
VSHFLILFDOO\�WKH�SHUVRQV�ZLWK�GLVDELOLWLHV�DQG�WKH�PHDQLQJ�WKDW�WKH�SHUVRQ�JLYHV�WR�WKH�
H[SHULHQFH� RI� OLIH�� )XUWKHUPRUH�� SHUVRQV� ZLWK� VHYHUH� LQWHOOHFWXDO� GLVDELOLWLHV� KDYH�
PRUH� VWUHVVIXO� WUDQVLWLRQDO� H[SHULHQFHV� SDUWO\� GXH� WR� OLPLWHG� VHUYLFHV� IRU� DGXOWV� DQG�
RIWHQ�QRW� VXIILFLHQWO\�NQRZQ� WR� WKH� IDPLOLHV� �.UDHPHU�DQG�%ODFKHU��������)HUJXVRQ�
DQG�)HUJXVRQ���������

,Q� IDFW�� VHYHUDO� DXWKRUV� UHPDUN� WKDW� RIWHQ� WKHVH� WUDQVLWLRQDO� SKDVHV� ODFN� VHUYLFHV�
FDSDEOH� WR� VXSSRUW� WKH� IDPLOLHV� DQG� WKH� SHUVRQV� ZLWK� GLVDELOLWLHV� LQ� WKH� GHFLVLRQDO�
SURFHVV�WRZDUG�D�EHWWHU�TXDOLW\�RI�OLIH����

7KLQNLQJ�OLIH�GLUHFWLRQV�IRU�DGXOWV�ZLWK�GLVDELOLWLHV�UHSUHVHQWV�D�SDWK�FRQFHLYHG�DQG�
EXLOW�RYHU�WLPH�DQG�³LQ�WLPH´�WR�FUHDWH�HIIHFWLYHO\�IXQFWLRQDO�OLYLQJ�FRQWH[WV�RULHQWHG�
WRZDUG�WKH�SURMHFW�RI�OLIH����

7KH�SHUVRQ�ZLWK�GLVDELOLWLHV�HQWHUV�� IRU�H[DPSOH�� UHVLGHQWLDO� VWUXFWXUHV�EHFDXVH�RI�
VLWXDWLRQV�WKDW�KDSSHQHG�IROORZLQJ�WKH�LQWHUYHQHG�DEVHQFH�RI�WKH�IDPLO\��6RPHWLPHV��
WKLV�OHDS�PDUNV�D�GHWDFKPHQW�IURP�WKH�UHODWLRQDO�DQG�VRFLDO�SODFH�RI�UHIHUHQFH�RI�WKH�
VXEMHFWV��7KH� WKRXJKW�RI� WKH�³DIWHU�XV´�� WKH� IXWXUH�RI� WKH�GLVDEOHG�FKLOGUHQ�DIWHU� WKH�
GHDWK�RI�WKH�SDUHQWV��LV�QRW�VXSSRUWHG�E\�D�WUDLQLQJ�DQG�SUHSDUDWRU\�SDWK�WR�EH�UHDOLVHG�
GXULQJ�WKH�³'XULQJ�8V´��,W�VKRXOG�SUHSDUH�WKH�SHUVRQ�ZLWK�GLVDELOLWLHV�DQG�WKH�IDPLO\�
WR�WKH�ULJKW�DQG�FRQFUHWH�SRVVLELOLW\�RI�DQ�DXWRQRPRXV�OLIH�LQ�D�VWUXFWXUH�TXDOLILHG�WR�
DWWHQG�WKH�QHHGV�RI�WKHLU�IDPLO\�PHPEHUV��

7KHUH�DUH�DOVR�FULWLFDOLWLHV�LQVLGH�WKH�VWUXFWXUHV�ZKHUH�ZH�VHH�VLWXDWLRQV�ZLWK�DGXOW�
SHUVRQV�ZLWK�GLVDELOLWLHV�KRXVHG�LQ�VSHFLILF��YHU\�SURWHFWHG��KHDOWK�VWUXFWXUHV�HYHQ�LI�
WKH\� GR� QRW� QHHG� LW�� RU� \RXQJ� DQG� DGXOWV� SODFHG� LQ� JURXSV� ZLWK� ROGHU� SHUVRQV��
6RPHWLPHV� ZH� ILQG� WKH� RSSRVLWH� WUHQG�� ROGHU� SHUVRQV� ZLWK� GLVDELOLWLHV� SODFHG� LQ�
FHQWUHV�WKDW�UHFHLYH�PRVWO\�\RXQJ�DQG�DGXOWV�ZLWK�GLVDELOLWLHV����

7KH� SRVVLELOLW\� RI� IRUHVHHLQJ� D� VROXWLRQ�� UHVLGHQWLDO� RU� DQRWKHU�� VKRXOG� QRW� EH�
LQWHUSUHWHG� DV� D� VROXWLRQ� VWULFWO\� FRQQHFWHG� WR� GHSRZHULQJ� WKH� IDPLO\� IRU� TXHVWLRQV�
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OLQNHG�ZLWK�VHQLOLW\�RU�KHDOWK��LW�VKRXOG�UDWKHU�VLJQDO�WKH�LQWHQWLRQDO�FKRLFH�RI�D�ILUVWO\�
DQG� SULQFLSDOO\� ³HGXFDWLRQDO´� ³SODFH´� DQG� ³WLPH´�� ,Q� RWKHU� ZRUGV�� FRQWH[WV� DEOH� WR�
SURYLGH� RSSRUWXQLWLHV�� UHODWLRQV��PRPHQWV� RI� SHUVRQDO� UHDOLVDWLRQ� DQG� DFTXLVLWLRQ� RI�
DXWRQRPRXV�VNLOOV��DV�ZHOO�DV�PRPHQWV�RI�OHLVXUH�DQG�IXQ�����

$SDUW� IURP� WKH� HFRQRPLF� VLWXDWLRQ� RI� WKH� IDPLO\� DQG� WKH� UHDFWLRQ� RI� WKH�
FRPPXQLW\��ZKLFK�DUH�UHOHYDQW�TXHVWLRQV��WKH�IDLOXUH�RI�FDUH�WDNLQJ�LV�DOVR�GXH�WR�WKH�
ODFN�RI�D�QHWZRUN�WR�VXSSRUW�WKH�IDPLO\��ZKLFK�VKRXOG�LQIRUP�FRKHUHQWO\�DQG�SUHSDUH�
RQ� WKH� SRVVLEOH� VSHFLILF� FKRLFHV� IRU� WKH� OLIH�SODQ� RI� WKH� IDPLO\� PHPEHU� ZLWK�
GLVDELOLWLHV��$�QHWZRUN�WR�WDNH�FDUH�RI�WKH�DGXOW�ZLWK�GLVDELOLWLHV�DQG�KLV�KHU�IDPLO\��WR�
UHVSRQG� SURIHVVLRQDOO\� DQG� LQ� D� SODQQLQJ� PRGH� WR� WKH� GHOLFDWH� SKDVHV� RI� WUDQVLWLRQ�
IURP�DGROHVFHQFH�WR�DGXOWKRRG�RI�WKH�SHUVRQ�ZLWK�GLVDELOLWLHV��ZKLFK�VKRXOG�EH�DW�WKH�
FHQWUH� RI� WKH� SHUVRQDO� SURMHFW� WR� SDUWLFLSDWH� SHUVRQDOO\� WR� WKH� GHFLVLRQDO� SURFHVV�
WRZDUG�D�EHWWHU�OLYLQJ�FRQGLWLRQ�����

:H� EHOLHYH� WKDW� LQ� SHUVRQV� ZLWK� GLVDELOLWLHV� OLIH� WUDMHFWRULHV� PXVW� EH� PHDQLQJIXO�
WUDMHFWRULHV��7KLV�FDQQRW�EHFRPH�WUXH�LI�WKH�QHWZRUN�RI�VHUYLFHV�VWRSV�VXSSRUWLQJ�WKH�
IDPLO\�DQG�WKH�SHUVRQ�ZLWK�GLVDELOLWLHV�LQ�WKH�GHOLFDWH�SKDVHV�RI�WUDQVLWLRQ����

7KH�VKDUHG�FKRLFH�RI�D�OLIH�SDWK�PDNHV�VHQVH�LQ�UHDOLVLQJ�D�PHDQLQJIXO�SURMHFW��7KLV�
PHDQV�WKDW�LI�WKHUH�DUH�WKH�FRQGLWLRQV�WR�SURORQJ�WKH�VLWXDWLRQV�RI�OLIH�RI�WKH�IDPLOLDO�
FRQWH[W� LQ� DVVLVWHG� HQYLURQPHQWV�� VXFK�DYHQXH�PXVW�EH� FRPSOHWHG� DQG�ZDONHG�ZLWK�
WKH� ULJKW�SURIHVVLRQDOLVP� LQ�QRQ�JHQHULF�RU� VWDQGDUGLVHG� VLWXDWLRQV��7KLV� WDNHV�XV� WR�
WKH� QH[W� FKDSWHU�� ZKHUH� ZH� ZLOO� WDFNOH� WKH� GHOLFDWH� TXHVWLRQ� RI� WKH� RULHQWDWLRQ� DQG�
SODQQLQJ�WKDW�KDYH�WKH�FKDUDFWHULVWLFV�RI�TXDOLW\�VXFK�DV�WR�TXDOLI\�DV�WKH�EHVW�OLIH�SDWK�
DQG�PHDQLQJ�IRU�WKH�SHUVRQ�ZLWK�GLVDELOLW\�DQG�WKH�IDPLO\����

��
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&KDSWHU�7KUHH��

)RU�DQ�LQFOXVLYH�DSSURDFK��GLIIHUHQFHV��GLVDELOLW\�DQG�4XDOLW\�RI�/LIH�

Di Catia Giaconi 
�
�
:KHUH�WR�ORRN�WR"�
�

:H� GHHP� LPSRUWDQW� WR� LQFOXGH� LQ� RXU� DUJXPHQWDWLRQ� D� EULHI� UHIOHFWLRQ� RQ� WKH�
SRVVLEOH�GLUHFWLRQV�LQ�WKH�OLIH�RI�D�SHUVRQ�ZLWK�GLVDELOLWLHV���

7KH� FKRLFH� RI� WKH� OLYLQJ� VROXWLRQ� RIIHUV� UHPDUNDEOH� SHGDJRJLFDO� FULWLFDOLWLHV�� )RU�
H[DPSOH�� WKH� SHUVRQ� ZLWK� GLVDELOLWLHV� REWDLQV� UHVLGHQFH� LQ� D� VWUXFWXUH� IROORZLQJ�
VLWXDWLRQV�FDXVHG�E\� WKH� ORVV�RI� WKH� IDPLO\��$� OHDS� WKDW� VRPHWLPHV� LQYROYHV�SDUWLQJ�
IURP�WKH�SODFH�RI�WKH�UHODWLRQV�DQG�FRPPXQLW\�OLIH�RI�WKH�VXEMHFW��$�FRQVWLWXWLYH�DQG�
SUHSDUDWRU\�SDWK�WR�EH�UHDOLVHG�GXULQJ�WKH�³'XULQJ�8V´�GRHV�QRW�VXSSRUW�WKH�IXWXUH�RI�
WKH�GLVDEOHG�FKLOGUHQ�DIWHU�WKH�GHDWK�RI�WKH�SDUHQWV��WKH�WKRXJKW�RI�WKH�³$IWHU�8V´��,W�
VKRXOG�SUHSDUH� WKH�SHUVRQ�ZLWK�GLVDELOLWLHV� DQG� WKH� IDPLO\� WR� WKH� ULJKW� DQG�FRQFUHWH�
SRVVLELOLW\�RI�DXWRQRPRXV� OLIH�� HYHQ� LQ�D� VWUXFWXUH�VXLWHG� WR� WKH�QHHGV�RI� WKH� IDPLO\�
PHPEHU��

7KHUH� DUH�RQ� UHFRUG� VLWXDWLRQV�RI� DGXOW�SHUVRQV�ZLWK�GLVDELOLWLHV� LQVHUWHG� LQ� VRPH�
KLJKO\�SURWHFWHG�KHDOWK� VWUXFWXUHV��ZKLOH� WKH\�GR�QRW�DFWXDOO\� QHHG� LW��RU�\RXQJ�DQG�
DGXOWV� LQVHUWHG� LQ� D� JURXS� RI� ROGHU� SHUVRQV�� KRZHYHU�� VRPHWLPHV� WKH� RSSRVLWH�
KDSSHQV�� WKDW� LV� ROGHU� SHUVRQV� ZLWK� GLVDELOLWLHV� DFFRPPRGDWHG� LQ� FHQWUHV� WKDW�
DFFRPPRGDWH�PRVWO\�\RXQJ�DQG�DGXOWV�ZLWK�GLVDELOLWLHV��

$SDUW� IURP� WKH� HFRQRPLF� VLWXDWLRQ� RI� WKH� IDPLO\� DQG� WKH� UHDFWLRQ� RI� WKH�
FRPPXQLW\��ZKLFK�DUH�UHOHYDQW�TXHVWLRQV��WKH�IDLOXUH�RI�WDNLQJ�FDUH�LV�DOVR�GXH�WR�WKH�
ODFN� RI� D� VXSSRUWLQJ� QHWZRUN� IRU� WKH� IDPLO\�� ZKLFK� VKRXOG� LQIRUP� FRKHUHQWO\� DQG�
SUHSDUH�RQ�WKH�SRVVLEOH�VSHFLILF�FKRLFHV�IRU�WKH�OLIH�SODQ�RI�WKH�IDPLO\�PHPEHU�ZLWK�
GLVDELOLWLHV���

$� FDUHJLYLQJ� QHWZRUN� IRU� WKH� DGXOW� ZLWK� GLVDELOLWLHV� DQG� KLV�KHU� IDPLO\� VKRXOG�
UHVSRQG� SURIHVVLRQDOO\� DQG� LQ� D� SODQQLQJ� PRGH� WR� WKH� GHOLFDWH� SKDVHV� RI� WUDQVLWLRQ�
IURP�DGROHVFHQFH�WR�DGXOWKRRG�RI�WKH�SHUVRQ�ZLWK�GLVDELOLWLHV��WKLV�SUREOHP�VKRXOG�EH�
DW�WKH�FHQWUH�RI�WKH�SHUVRQDO�SURMHFW�WR�SDUWLFLSDWH�SHUVRQDOO\�WR�WKH�GHFLVLRQDO�SURFHVV�
WRZDUG�D�EHWWHU�OLYLQJ�FRQGLWLRQ�����
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7R�ZRUN�ZLWKLQ�WKH�SDUDGLJP�RI�WKH�TXDOLW\�RI�OLIH��ZH�QHHG�WR�JR�WRZDUG�WKH�OLIH�
SDWK�RI�WKH�SHUVRQ�ZLWK�GLVDELOLWLHV�LQ�WHUPV�RI�UHVLGHQFH�DQG�RI�LQWHJUDWHG�QHWZRUNV�LQ�
WKH�FRPPXQLW\�RI�EHORQJLQJV���

7KH�OLIH�SDWK�EHFRPHV�D�SDWK�RI�PHDQLQJ�IRU�WKH�GLVDEOHG�SHUVRQ��ZLWKLQ�D�OLIH�SODQ�
VXLWHG� WR� WKH� FKDUDFWHULVWLFV� RI� WKH� TXDOLW\� RI� OLIH�� IRU� LQVWDQFH�� WDNLQJ� LQWR� DFFRXQW�
RFFXSDWLRQ�� WUDLQLQJ� RSSRUWXQLWLHV� DOVR� DW� XQLYHUVLW\� OHYHO�� LQWHUQVKLS�� ZRUNLQJ�
LQVHUWLRQ�DQG�SURWHFWHG�ZRUNSODFHV��,WDOLDQ�OHJLVODWLRQ�VXSSRUWV�WKH�DERYH��IRUHVHHLQJ�
WKH� ULJKW� RI� XQLYHUVLW\� VWXGLHV� ZLWK� WXWRULQJ� DFFRPSDQLPHQW� RU� ZLWK� VFKRODUVKLSV��
VRFLR� DVVLVWHG� ZRUN� DQG� SUH� ZRUNLQJ� LQVHUWLRQ�� +RZHYHU�� WKHUH� LV� QR� VXSSRUWLYH�
XQLIRUPLW\�DV�ZHOO� DV� HIILFLHQW� DQG� IXQFWLRQDO� HGXFDWLRQDO�SUDFWLFHV� IRU� WKH�FRQFUHWH�
UHDOLVDWLRQ�RI�DOO�WKH�DERYH�LQ�WKH�OLIH�SODQ�RI�SHRSOH�ZLWK�GLVDELOLWLHV���

7R� GHHSHQ� WKH� DQDO\VLV� LQ� WKH� QH[W� SDUDJUDSKV�� ZH� ZLOO� EULHIO\� VFUXWLQLVH� WKH�
WHUULWRULDO�SHUVSHFWLYHV�IRU� WKH�SHUVRQV�ZLWK�GLVDELOLWLHV��7R�DYRLG�PLVXQGHUVWDQGLQJV�
RU� UXVKHG� FRQFOXVLRQV�� ZH� QHHG� WR� VWUHVV� WKUHH� DVSHFWV�� )LUVWO\�� LW� LV� ZRUWK�
UHPHPEHULQJ�WKDW�WKH�VWUXFWXULQJ�RI�SRWHQWLDO�SHUVSHFWLYHV�ILQGV�EDVHV�RQ�WKH�VSHFLILF�
QHHGV�RI�SHUVRQV�ZLWK�GLVDELOLWLHV� UHODWHG� WR� WKH� FRQWH[WV�RI� UHIHUHQFH� DQG� OLIH�SODQ��
6HFRQGO\��ZH�PXVW�EXLOG�EULGJHV�ZLWK�WKH�SXUSRVH�RI�SUHSDULQJ�WR�DXWRQRPRXV�OLIH�RU�
OLYLQJ�LQ�UHVLGHQWLDO�VWUXFWXUHV��DYRLGLQJ�VKDUS�FRQWUDVWV�EHWZHHQ�OLIH�LQVLGH�RU�RXWVLGH�
WKH�IDPLO\�DQG�LQWHUSUHWLQJ�WKHVH�VHUYLFHV�DV�D�VKDUHG�FKRLFH�WRZDUG�WKH�EHVW�SRVVLEOH�
TXDOLW\� RI� OLIH�� )LQDOO\��ZH� UHPLQG� WKDW� WKH� TXDOLW\� RI� OLIH� GHSHQGV� SULQFLSDOO\� IURP�
VHUYLFHV� FDSDEOH� WR� FRQQHFW� WR� PHDQLQJIXO� QHWZRUNV� ZLWK� WKH� IDPLO\� DQG� WKH�
SURIHVVLRQDOLVP�RI�WKH�SHUVRQV�ZKR�PDQDJH�DQG�RSHUDWH�LQ�WKH�VWUXFWXUHV��'HVSLWH�WKH�
IDFW�WKDW�VLJQLILFDQW�VWXGLHV�VKRZQ�LQ�FKDSWHU�RQH�XQGHUOLQH�WKH�GLIIHUHQFHV�LQ�WHUPV�RI�
TXDOLW\� RI� OLIH� EHWZHHQ� VXEMHFWV� OLYLQJ� LQ� WKH� IDPLO\� DQG� WKRVH� LQ� LQVWLWXWLRQDOLVHG�
VWUXFWXUHV��6LOYHUVWHLQ�et al����������EHWZHHQ�SHUVRQV�OLYLQJ�LQ�VPDOO�VWUXFWXUHV�DQG�WKH�
RQHV�OLYLQJ�LQ�ODUJH�VFDOH�RQHV��/LIVKLW]��0HUULFN�����������

,Q� WKH� VXSSRUWLYH� QHWZRUN� IRU� WKH� IDPLOLHV� DQG� IRU� SHUVRQV� ZLWK� GLVDELOLWLHV��
UHVLGHQWLDO�VWUXFWXUHV�FDQ�RIIHU�VKRUW�DQG�ORQJ�WHUP�VHUYLFHV�����

&HQWUHV� IRU� VKRUW�WHUP� VWD\V� DUH� SODQQHG� DQG� RUJDQLVHG� WR� UHFHLYH� SHUVRQV� ZLWK�
GLVDELOLWLHV�IRU�VKRUW�VWD\V��IHZ�GD\V�RU�VRPH�PRQWKV��IRU�UHDVRQV�WKDW�PD\�YDU\�IURP�
D� SDUHQW� RU� IDPLO\�PHPEHU¶V� VLFNQHVV� RU� WR� SURYLGH� D� ³UHOLHI´� WR� WKH� IDPLO\��7KHVH�
VLWXDWLRQV� DUH� WKH� QRUP� DOVR� LQ� WKH� H[SHULHQFHV� RI� IDPLOLHV� ZLWK� DGXOW� SHUVRQV�ZLWK�
DXWLVP�� FRQVLGHULQJ� WKH� WRWDO� DEVRUSWLRQ� FDXVHG� E\� GDLO\� FDUHV�� 7KDQNV� WR� WKH� VKRUW�
VWD\V�� WKH� IDPLO\� KDV� WLPH� WR� UHFRYHU� DQG� WXUQ� WKH� DWWHQWLRQ� WR� RWKHU� DFWLYLWLHV� RI�
LQWHUHVW��7KH�PRVW�SURPLVLQJ�SHUVSHFWLYH�UHJDUGLQJ�VKRUW�WHUP�UHVLGHQFH�FRQFHUQV�WKH�
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SRVVLELOLW\�WR�XVH�WKHP�WR�H[SHULPHQW�OLIH�DZD\�IURP�WKH�IDPLO\�ZLWKLQ�WKH�IUDPH�RI�DQ�
DPSOH� OLIH�SURMHFW�� WR�PDNH�ZLGHU� VSDFH� IRU�DFWLYLWLHV� WXUQHG� WR�D�SUHFLVH�TXDOLI\LQJ�
SURMHFW� DQG� SUHSDUDWRU\� steps� IRU� WKH� LQVHUWLRQ� LQ� VWUXFWXUHV� IRU� SURORQJHG�
SHUPDQHQFH��7KH�UHDOLVDWLRQ�UHTXLUHV�DWWHQWLYH�DQG�ORQJ�SODQQLQJ�KDUPRQLVHG�ZLWK�WKH�
IDPLO\�DQG�WKH�FRPPXQLW\�RI�EHORQJLQJ��DV�ZHOO�DV�ZLWK�GD\WLPH�FHQWUHV�DQG�FHQWUHV�
IRU�SURORQJHG�VWD\V����

5HVLGHQFHV� IRU� SURORQJHG� VWD\V� UHSUHVHQW� OLYLQJ� VROXWLRQV�� WKH\� DUH� SURYLGHG� LQ�
KRPHV� DQG� DSDUWPHQWV�� ZKLFK� DFFRPPRGDWH� D� OLPLWHG� QXPEHU� RI� SHUVRQV�� $W�
VWUXFWXUDO�DQG�LGHRORJLFDO�OHYHO��WKHVH�VWUXFWXUHV�FRQWUDVW�WKH�ORJLFV�DQG�SKLORVRSK\�RI�
ODUJH�LQVWLWXWLRQV�ZKHUH�DWWHQWLRQ�JRHV�WR�DVVLVWDQFH�UDWKHU�WKDQ�WKH�WDNLQJ�FDUH�RI�WKH�
SHUVRQ� �*LDFRQL���������7KH� VHUYLFHV�RUJDQLVH� WKHPVHOYHV�RQ� WKH� WZHQW\�IRXU�KRXUV�
DQG�DUWLFXODWH�LQ�D�VHULHV�RI�LQWHUYHQWLRQV�DLPHG�WR�WKH�SURMHFW�RI�OLIH��,Q�RXU�WHUULWRU\�
ZH�ILQG�D�ZLGH�UDQJH�RI�UHVLGHQWLDO�VHUYLFHV�LQ�DFFRUGDQFH�ZLWK�WKH�VSHFLILF�UHJLRQDO�
ODZV� �1XUVLQJ� +RPHV�� +RXVLQJ� &RPPXQLWLHV�� $SDUWPHQW� *URXSV�� 6HUYLFHV� IRU�
$XWRQRP\�� DPRQJ�RWKHUV���ZLWK� IXQFWLRQDO� SDUDPHWHUV� WKDW�PD\�GLIIHU� DFFRUGLQJ� WR�
WKH�DXWRQRP\�RI�WKH�JXHVWV�DQG�WKHLU�QHHGV�RI��HGXFDWLRQ�DQG�DVVLVWDQFH����

)RU�H[DPSOH��KRXVLQJ�FRPPXQLWLHV� IRU�GLVDEOHG�SHUVRQV�DUH� UHVLGHQWLDO� VWUXFWXUHV�
GHVWLQHG� WR�DGXOW� VXEMHFWV�FRQGLWLRQHG�E\�GLVDELOLWLHV�ZKR�DUH� RIWHQ�EHUHIW�RI�SURSHU�
IDPLOLDO�UHIHUHQFH��EXW�KDYH�D�JRRG�DXWRQRP\��ZKLFK�GRHV�QRW�UHTXLUH�WKH�FRQWLQXRXV�
SUHVHQFH�RI�FDUHJLYHUV��/�5�����RI���������DUW����FRPPD�����

$� VRFLR�HGXFDWLRQDO�UHKDELOLWDWLYH� FRPPXQLW\� LV� D� UHVLGHQWLDO� VWUXFWXUH� ZLWK� D�
FRPPXQLW\� FKDUDFWHU� WKDW� FDWHUV� IRU� DGXOW� SHUVRQV� FRQGLWLRQHG� E\� GLVDELOLWLHV�� ZKR�
KDYH�QR�RU�OLPLWHG�DXWRQRP\�DQG�GR�QRW�UHTXLUH�FRQWLQXRXV�PHGLFDO�DVVLVWDQFH��ZKR�
DUH�WHPSRUDULO\�RU�SHUPDQHQWO\�GHSULYHG�RI�IDPLO\�VXSSRUWV�RU�ZKRVH�SHUPDQHQFH�LQ�
WKH�IDPLO\�KDV�EHHQ�HYDOXDWHG�LPSRVVLEOH�RU�FRQWUDVWLQJ�ZLWK�WKHLU�OLIH�SODQV��/�5�����
RI���������DUW����FRPPD�����

$�SURWHFWHG�UHVLGHQFH�LV�D�UHVLGHQWLDO�VWUXFWXUH�GHVWLQHG�WR�SHUVRQV�FRQGLWLRQHG�E\�
GLVDELOLWLHV� ZLWK� VHYHUH� SV\FKRSK\VLFDO� deficits�� ZKR� UHTXLUH� D� KLJK� GHJUHH� RI�
DVVLVWDQFH� ZLWK� LQWHUYHQWLRQV� RI� WKH� HGXFDWLYH�� DVVLVWDQFH� DQG� UHKDELOLWDWLYH� W\SHV��
ZLWK�D�KLJK�OHYHO�RI�VRFLR�PHGLFDO�LQWHJUDWLRQ��/�5�����RI���������DUW����FRPPD�����

³$SDUWPHQW�JURXSV´�FKDUDFWHULVH�DV�D�VHUYLFH�IXQFWLRQLQJ�IRU�WKH�VDWLVIDFWLRQ�RI�WKH�
QHHGV�RI�WKH�SHUVRQ��PDLQWDLQLQJ�WKH�VNLOOV�DQG�DFTXLUHG�OHYHOV�RI�DXWRQRP\�DQG�WKH�
SDWK�RI�SHUVRQDO�GHYHORSPHQW�DQG�VRFLDO�LQVHUWLRQ��$�VSHFLDO�FRQFHUQ�VKRXOG�JR�WR�WKH�
SUH�H[LVWLQJ�QHWZRUN�DQG�WR�WKH�VWUXFWXULQJ�RI�QHWZRUNV�WR�VXSSRUW�WKH�VLQJOH�DQG�WKH�
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JURXS�RI�JXHVWV��,Q�VXFK�D�YLHZ��SURPRWLRQ�DFWLYLWLHV�DQG�LQWHJUDWLRQ�ZLWK�JURXSV�RI�
YROXQWHHUV�KDYH�EHHQ�HQFRXUDJHG��,Q�FHUWDLQ�FLUFXPVWDQFHV��WKH�UHFHLYHG�SHUVRQV�FDQ�
IUHTXHQW�D�GD\WLPH�FHQWUH�RU�SDUWLFLSDWH�LQ�ZRUNLQJ�DFWLYLWLHV���

:H� PRYH� QRZ� WR� D� GHVFULSWLRQ� RI� WKH� SHUVSHFWLYHV� RI� WKH� GD\WLPH� FHQWUHV� IRU�
SHUVRQV�ZLWK�GLVDELOLWLHV��VHW�IRU�WKH�GLVDEOHG�\RXWK�DIWHU�VFKRRO���

7KH� GD\WLPH� FHQWUH� IRU� SHUVRQV� ZLWK� GLVDELOLWLHV� LV� D� WHUULWRULDO� VHUYLFH�� ZKLFK�
SURYLGHV�LQWHUYHQWLRQV�RI�HGXFDWLRQDO��UHKDELOLWDWLYH�DQG�DVVLVWLYH�FKDUDFWHU���

,W� LV�D�QRQ�UHVLGHQWLDO�VWUXFWXUH�RSHQ�IRU�DW� OHDVW�HLJKW�KRXUV�D�GD\�� IRU�VL[�GD\V�D�
ZHHN�� ZLWK� WKHUDSHXWLF�UHKDELOLWDWLYH� IXQFWLRQV� WHQGLQJ� WR� SUHYHQW� DQG�RU� VWRS� WKH�
SURFHVVHV�RI�UHODWLRQDO�LVRODWLRQ�DQG�PDUJLQDOLVDWLRQ��DV�ZHOO�DV�SUHYHQWLQJ�DQG�UHGXFH�
DGPLVVLRQ�WR�LQVWLWXWLRQV����

7KH� FHQWUH� RSHUDWHV� UHKDELOLWDWLRQ� SDWKV� DLPHG� WR� DWWDLQLQJ� WKH� DXWRQRP\� RI� WKH�
XVHUV� DQG� WR� UH�VRFLDOLVDWLRQ� WKURXJK� HPSOR\PHQW� SURJUDPV�� WR� OHDUQ� VSHFLILF�
FRPSHWHQFHV�WR�XVH�IRU�HPSOR\PHQW�DQG�SURJUDPV�RI�VRFLDO�DQLPDWLRQ�

6XSSRUW�PHHWLQJV�DUH�RUJDQLVHG�ZLWK�WKH�IDPLOLHV�LQ�FRQQHFWLRQ�ZLWK�WKH�WHUULWRU\��
EHVLGH�WKH�DFWLYLWLHV�LQ�WKH�VWUXFWXUH���

7KH�VRFLR�HGXFDWLRQDO�UHKDELOLWDWLYH�GD\WLPH�FHQWUH� LV�D� WHUULWRULDO�VWUXFWXUH�DFWLYH�
GXULQJ� WKH� GD\� DWWHQGLQJ� VXEMHFWV� FRQGLWLRQHG� E\� GLVDELOLWLHV� ZLWK� LPSRUWDQW�
LPSDLUPHQWV� RI� WKH� IXQFWLRQDO� DXWRQRPLHV�� WKH� VXEMHFWV� KDYH� FRPSOHWHG� WKH�
FRPSXOVRU\� VFKRRO� F\FOH� IRU� WKHP� WKHUH� LV� QR� H[SHFWDWLRQ� RI� ZRUNLQJ� RU� WUDLQLQJ�
LQVHUWLRQ�LQ�WKH�VKRUW�WHUP��/�5�����GHO���������DUW����FRPPD�����

$W�WKH�EDVH�RI�WKHVH�VWUXFWXUHV�LV�WKH�QHFHVVLW\�WR�SURYLGH�SURJUDPV�RI�HQDEOHPHQW�
WR�SURPRWH�WKRVH�VNLOOV�WKDW�ZH�GHILQHG�³OLYLQJ�VNLOOV´��WU\LQJ�WR�DYRLG�WKDW�\RXQJ�DQG�
DGXOWV� ZLWK� GLVDELOLWLHV� VWD\� ZLWK� WKH� IDPLO\� IRU� WKH� GXUDWLRQ� RI� WKH� GD\�� VXIIHULQJ�
GLVDGYDQWDJHV� IURP� WKH� VRFLDO� YLHZSRLQW��8OWLPDWHO\�� WKH\�ZRXOG� QRW� IUHTXHQW� WKHLU�
SHHUV�WR�WKH�GHWULPHQW�RI�FRJQLWLYH�GHYHORSPHQW��'D\WLPH�FHQWUHV�VKRXOG�PDQDJH�WKH�
WUDLQLQJ�RI�JURXSV�DQG�DYRLG�WKDW�\RXQJ�SHRSOH�PL[�ZLWK�ROGHU�RQHV�DQG�YLFH�YHUVD��
UXQQLQJ�WKH�ULVN�RI�SUHVHQWLQJ�JHQHUDOLVHG�DQG�XVHOHVV�DFWLYLWLHV�IRU�WKH�TXDOLW\�RI�OLIH��
7KH�FHQWUHV�HIIHFWLYHO\�RIIHU�WKH�EHVW�RSSRUWXQLWLHV�WR�GHYHORS�WKH�DELOLWLHV�SURPRWHG�
E\�WKH�GLPHQVLRQV�RI�WKH�TXDOLW\�RI�OLIH��DXWRQRPRXV�VNLOOV��ZKLFK�DOORZ�WKH�SHUVRQ�WR�
EHFRPH� VHOI�VXIILFLHQW� DQG� OLYH� LQ� OLQH� ZLWK� WKH� VRFLDO� FRQWH[WV� RI� UHIHUHQFH�� WR� WKH�
DELOLW\�RI�PDQDJHLQJ�IUHH�WLPH��&RWWLQL���������DV�ZHOO�DV�WKH�SURPRWLRQ�RI�IRUPV�RI�
VHOI�GHWHUPLQDWLRQ�LQ�GDLO\�OLIH�DQG�LQ�WKH�OLIH�SODQ��)XUWKHUPRUH��WKHVH�FHQWUHV�VKRXOG�
SUHSDUH� WKH� SHUVRQV� UHFHLYHG� WR� UHDO� DQG� LQHYLWDEOH� FKDQJHV� VXFK� DV� WKH� ORVV� RI� D�
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SDUHQW��0RUJDQ��������RU�D�FKDQJH�RI�KRPH��:H�FDQ�IDFH�WKHVH�WUDQVLWLRQDO�PRPHQWV�
SUHSDUHG��VR�WKDW�WKH\�ZRXOG�QRW�UHVXOW�GLIILFXOW�WR�GHDO�ZLWK�DQG��HVSHFLDOO\��FRQILQHG�
WR�D�PHUH�DVVLVWLYH�DGPLQLVWUDWLRQ��7KH�VWUXFWXUHV�WKHPVHOYHV�FDQ�RUJDQLVH�SURJUDPV�
RI�parent�training�WR�VXSSRUW�WKH�IDPLO\�GXULQJ�WKH�WUDQVLWLRQDO�SKDVHV�RI�WKH�GLVDEOHG�
IDPLO\�PHPEHU����

,Q� WKLV� SLFWXUH�� WKH� VWUXFWXUHV� WKDW� SURPRWH� WKH� FRQWDFW� ZLWK� QDWXUH� DUH� RI�
UHPDUNDEOH� LQWHUHVW� WR� JXDUDQWHH� QHZ� ZD\V� IRU� WKH� TXDOLW\� RI� OLIH� DQG� IRU� WKH�
LQWHJUDWLRQ�RI�DGXOWV�ZLWK�GLVDELOLWLHV��WKH\�DUH�DOVR�NQRZQ�DV�farm communities.�

$� farm community� LV� DQ� DJULFXOWXUDO�UHVLGHQWLDO� FRPPXQLW\� ZKHUH� SHUVRQV� ZLWK�
GLVDELOLWLHV� OLYH� LQ� D� SURWHFWHG� DQG� QDWXUDO� HQYLURQPHQW�� 0DQ\� VXFK� H[SHULHQFHV�
VWDUWHG�LQ�WKH�6L[WLHV��IRU�H[DPSOH��IRU�DGXOWV�ZLWK�DXWLVP��7KHVH�SODFHV�VWDUWHG�ZLWK�
WKH� DLP� RI� SURYLGLQJ� VSDFHV� IRU� DGXOW� OLIH�� FKDUDFWHULVHG� E\� QDWXUDO� settings� DQG�
ZRUNLQJ� H[SHULHQFHV��PHDQLQJIXO� UHFUHDWLRQDO� DQG� VRFLDO� DFWLYLWLHV�ZLWK� DWWHQWLRQ� WR�
HQDEOHPHQW�SURJUDPV����

Farm community�YDU\�IRU�GLPHQVLRQV��LQWHUYHQWLRQ�VWUDWHJLHV��HGXFDWLRQDO�PRGHOV��
IDPLO\�LQYROYHPHQW��YHULILFDWLRQ�LQVWUXPHQWV��EDFNJURXQG�SKLORVRSKLHV�DQG�FXOWXUHV��
DOO�RI�WKHP�KDYH�VRPH�HOHPHQWV�LQ�FRPPRQ��ZKLFK�DUH�FRQVLGHUHG�HVVHQWLDO�IRU�WDNLQJ�
FDUH�DQG�TXDOLW\�RI�OLIH�IRU�SHRSOH�ZLWK�GLVDELOLWLHV���

7KH� UXUDO� OLYLQJ�FRQWH[W� LV� IXQGDPHQWDO�� LW� KDV� VPDOO� VFDOH�� LW� SHUPLWV�PHDQLQJIXO�
H[SHULHQFHV� DQG� D� ZLGH� UDQJH� RI� HQDEOHPHQW� DFWLYLWLHV� EDVHG� RU� DLPHG� WR� GR� UHDO�
DJULFXOWXUDO� MREV� �KRUWLFXOWXUH�� DJULFXOWXUH�� SURFHVVLQJ� WKH� SURGXFH�� EUHHGLQJ�� DQG�
PRUH��SODFHG�ZLWKLQ�D�SUHFLVH�WHPSRUDO�GLPHQVLRQ��7KH�FKDQJHV�DUH�SUHGLFWDEOH�VLQFH�
WKH\� DUH� IDYRXUHG� E\� WKH� QDWXUDO� F\FOH� RI� GD\V� DQG� VHDVRQV�� :RUN� DQG� HIIRUWV� LQ�
PHDQLQJIXO�DFWLYLWLHV� UHSUHVHQW� WKH� IRFXV�RI�D�TXDOLW\� LQWHUYHQWLRQ��)XUWKHUPRUH�� WKH�
ZRUN�KDV�QR�VHULDO��UHSHWLWLYH��PHFKDQLFDO�DQG�GH�FRQWH[WXDOLVHG�FKDUDFWHU��

$Q\�SHUVRQ�ZLWK�GLVDELOLWLHV�DQG�OHYHO�RI�FRPSOH[LW\�GHDOV�ZLWK�UHDO�ZRUN�DV�SDUW�RI�
D�SURMHFW� DQG�RI� D� FROOHFWLYH� OLIH��7KH� UHVLGHQWV� DUH� FRQVWDQWO\� LQYROYHG� LQ� MREV� DQG�
DFWLYLWLHV�WKDW�FDQ�SURYLGH�GLUHFW�PHDQLQJV��XVH�DQG�UHVXOWV����

/LIH�LQ�farm communities�KDV�D�FRQVWDQW�RSHQLQJ�DQG�FRQQHFWLRQ�ZLWK�WKH�WHUULWRU\��
WKURXJK�D�V\VWHP�RI�WUDGLQJ�OLQNHG�ZLWK�DJULFXOWXUH�DQG�EUHHGLQJ��EX\LQJ�DQG�VHOOLQJ�
RI�SURGXFH��PDWHULDOV��GHDOLQJ�ZLWK�IRUHPHQ�DQG�PRUH���DPXVHPHQW�DQG�VRFLDO�HYHQWV�
�IHDVWV��IDLUV��VKRZV�DQG�PRUH����VSRUW�DFWLYLWLHV�DQG�RUJDQLVHG�UHOD[DWLRQ��)DPLOLHV�DUH�
LQYROYHG�ZLWK�WKH�SHUVRQV�ZLWK�GLVDELOLWLHV��DV�ZHOO�DV�FLWL]HQV�DQG�WKH�FRPPXQLW\���
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7KH�H[SHULHQFHV�KLJKOLJKW�D�EHWWHU�TXDOLW\�RI�OLIH�SHUFHLYHG�ERWK�DW�VXEMHFWLYH�DQG�
REMHFWLYH�OHYHOV���

$� IXUWKHU� LQWHUHVWLQJ� SHUVSHFWLYH� IRU� WKH� TXDOLW\� RI� OLIH� DQG� WKH� LQFOXVLRQ� RI� WKH�
SHUVRQV�ZLWK�GLVDELOLWLHV�LV�RIIHUHG�E\�WKH�UHVHDUFK�RI�DGHTXDWH�DQG�VXVWDLQDEOH�IRUPV�
WR�DOORZ�GLVDEOHG�SHUVRQV�DQG�ROGHU�SHUVRQV��WR�OLYH�DW�KRPH�SURYLGLQJ�VDIHW\��VXSSRUW�
LQ�GDLO\� OLIH�DFWLYLWLHV�DQG�SURPRWLQJ�DXWRQRP\�DQG�DFWLYH�SDUWLFLSDWLRQ��&DVD]]D�et 
al�����������

�Ambient Assisted Living LV�D�SURJUDP�VWDUWHG�E\�WKH�(XURSHDQ�&RPPLVVLRQ���������
RULHQWHG� WR� WKH� TXDOLW\� RI� OLIH� RI� ROGHU� SHUVRQV� DQG� ZHDNHU� SRSXODWLRQ� WKURXJK� WKH�
VXSSRUW� RI� LQIRUPDWLRQ� DQG� FRPPXQLFDWLRQ� WHFKQRORJLHV� �Information and 
Communication Technology� �� ,&7��� ,W� LV� EDVHG� RQ� DQ� LQWHU�GLVFLSOLQDU\� DSSURDFK��
H[SHULPHQWHG� software� DQG� hardware� VROXWLRQV�� WKH\� DUH� GHYRWHG� ERWK� WR�
HQYLURQPHQWDO�DQG�SHUVRQDO�OHYHOV�WR�LPSURYH�WKH�TXDOLW\�RI�WKH�OLIH�RI�ROGHU�SHUVRQV�
RU�SHUVRQV�ZLWK�GLVDELOLWLHV������

)RU�H[DPSOH��ZH�FDQ� WKLQN� WR� WKH�PLFUR�V\VWHPV�ZRUQ� WR�DSSO\�Ambient Assisted 
Living� RULHQWHG� WR� WKH� PRELOLW\� DQG� GLVJXLVHG� LQ� WKH� FORWKLQJ� �EHOW�� ZDWFK�� VKRHV���
FDSDEOH� RI� PHDVXULQJ� WKH� G\QDPLFV� RI� KXPDQ� PRYHPHQW� DQG� SHUIRUPLQJ� WKH�
PRQLWRULQJ� RI� SK\VLFDO� DFWLYLWLHV�� DQG� HYHQWV� OLNH� IDOOV�� SRVWXUHV�� SHUDPEXODWLRQ�� ,Q�
RWKHU�ZRUGV��D�QHWZRUN�RI�VHQVRUV�UHFRUGV�DQ\�PRYHPHQW�RI�WKH�GD\��HYHQWXDO�IDOOV��RU�
SK\VLRORJLFDO� DQRPDOLHV�RI� WKH�SHUVRQ��RU�SRVVLEOH�FKDQJHV� DQG� HPHUJHQFLHV�ZLWKLQ�
WKH�OLYLQJ�FRQWH[W��7KHUH�DUH�DOVR�PDQ\�DXGLR�YLGHR�VHQVRUV�RU�JHQHULF�HQYLURQPHQWDO�
VHQVRUV�� ZKLFK� SURYLGH� LQIRUPDWLRQ�� UHODWHG� WR� WKH� SHUVRQV¶� GDLO\� DFWLYLWLHV�� WKHLU�
EHKDYLRXUDO�FRQGXFW�� LQFOXGLQJ� WKH�GHWHFWLRQ�RI�HYHQWXDO� LQGLFDWRUV�RI�DODUP�IRU� WKH�
IDPLO\�PHPEHUV�DQG�VWDII��7KH�ZHDUDEOH�VHQVRUV�DUH�XVHG�DOVR�WR�YDOXH�WKH�LQGH[�RI�
WKH�TXDOLW\�RI�WKH�DFWLYLWLHV�SHUIRUPHG��LQFOXGLQJ�VOHHS�DQG�PRYHPHQW�DPRQJ�RWKHUV��
(QYLURQPHQWDO�VHQVRUV�DUH�LQVWDOOHG�WR�GHWHFW�JDV��HOHFWULFLW\��RSHQLQJ�DQG�FORVLQJ�RI�
GRRUV�DQG�ZLQGRZV����

7KH� IURQWLHUV� RI� UHVHDUFK� SXVK� WRZDUG� WKH� FUHDWLRQ� RI� YLUWXDO� FRPPXQLWLHV� RI�
UHFLSURFDO� KHOS� �5DVKLGL�� 0LKDLOLGLV�� ������ S�� ����� RU� FDUHJLYHUV� ZKR� FDQ� PRQLWRU�
UHPRWHO\�DQG�LQWHUYHQH�ZKHQ�QHHGHG���

*HQHUDOO\� VSHDNLQJ�� WKH� FRPSOH[� DUWLFXODWLRQ� RI� WKH� V\VWHP� RI� Ambient Assisted 
Living� LV� WXUQHG� WRZDUG� activity recognition� DQG� EHKDYLRXUDO� DQDO\VLV�� ZLWK� VSHFLDO�
UHIHUHQFH�WR�VWDLQOHVV�VHQVRUV�RU�YLGHR�GHYLFHV�WR�GHWHFW�SK\VLRORJLFDO�SDUDPHWHUV�DQG�
HQYLURQPHQWDO�VHQVRUV��IRU�WKH�VDIHW\��SHUDPEXODWLRQ�DQG�PRELOLW\�LQ�WKH�VXUURXQGLQJ�
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HQYLURQPHQW��DFFHVV�DQG�XVH�RI�VWUXFWXUHV�VXFK�DV�VRIDV�DQG�EHGV��)LQDOO\��FRPHV�WKH�
PDQDJHLQJ� RI� ILUVW� DLG� UHTXHVWV�� PHPRULVLQJ� PXOWLSOH� GDWD� IRU� D� V\QFKURQLF� DQG�
GLDFKURQLF�DQDO\VLV��HODERUDWLRQ�DQG�DQDO\VLV�RI�WKH�LQIRUPDWLRQ�FRPLQJ�IURP�VHQVRUV�
IRU�JHQHUDO�GHWHFWLRQ��DW�TXDQWLWDWLYH�DQG�TXDOLWDWLYH�OHYHO�RI�DFWLYLWLHV�DQG�EHKDYLRXUV����

:H� FDQ� VD\� WKDW� WKH� VFRSHV� RI� Ambient Assisted Living� HQWHU� WKH� IUDPHZRUN� RI�
TXDOLW\� RI� OLIH�� &RQVHTXHQWO\�� WKH� ILQDOLWLHV� DLP� WR� SURORQJ� WKH� VWD\� LQ� WKH� OLYLQJ�
FRQWH[W� RI� WKH� SHUVRQ� ZLWK� GLVDELOLWLHV� RU� LQ� ROG� DJH�� LQFUHDVLQJ� WKH� SRVVLELOLWLHV� RI�
VHOI�VXIILFLHQF\��VDIHW\��PRELOLW\��DXWRQRP\�DQG�LQWHUDFWLRQ�ZLWK�WKH�FRQWH[W�DQG�WKH�
QHWZRUN�RI�VLJQLILFDQW�ILJXUHV��$�GLPHQVLRQ�SHUIHFWO\�DOLJQHG�ZLWK�WKH�QHZ�(XURSHDQ�
SURVSHFW�RI�Horizon��������

7KH�QDWLRQDO�SURJUDPV�RI�UHVHDUFK�DUH�QRWHZRUWK\��WKH\�VXSSRUW�SURMHFWV�WR�GHYHORS�
LQQRYDWLYH� VROXWLRQV� DLPHG� WR� LPSURYH� RI� WKH� TXDOLW\� RI� OLIH� RI� SHUVRQV� ZLWK�
GLVDELOLWLHV� DQG�ROGHU� SHUVRQV��6XFK�SURJUDPV�SUHWHQG� UHGXFLQJ� WKH�SRVVLEOH� RYHUDOO�
FRVWV� RI� KRPH� DVVLVWDQFH� RU� VLPLODU� VLWXDWLRQV�� DQ\ZD\� RXW� RI� WKH� GRPHVWLF� ZDOOV��
FRQVLGHULQJ�WKH�VWDWLVWLFV�RI�WKH�³DJHLQJ´�,WDOLDQ�SRSXODWLRQ��

7KH� SDWK� WKDW� ZH� GHVLUH� GRHV� QRW� VHH� RQO\� WKH� SRVVLELOLW\� WR� LPSOHPHQW� UHPRWH�
GHYLFHV� WR� FRQWURO� WKH� SK\VLRORJLF� SDUDPHWHUV� DQG� EHKDYLRXU�� 2Q� WKH� FRQWUDU\�� ZH�
SURSRVH� WR� IDYRXU� VWUHQJWKHQLQJ� SURFHGXUHV� DQG� GHYLFHV� WKDW� DOORZ� TXDOLW\� OLIH� WR�
GLVDEOHG�SHUVRQV�LQ�WKHLU�HQYLURQPHQW��ZKLFK�LV�PDGH�RI�VSDWLDO�GLPHQVLRQV��EXW�DOVR�
RI� UHODWLRQVKLSV��:H�� WKHUHIRUH��ZLVK� WKH� SURPRWLRQ� RI� WKH� TXDOLW\� RI� OLIH�ZLWKLQ� DQ�
LQFOXVLYH�YLHZ����

:H� FRQVLGHU� WKH� SHUVSHFWLYH� RI� VSHFLDO� SHGDJRJ\� HVVHQWLDO� ZLWKLQ� WKH� LQWHU�
GLVFLSOLQDU\� UHODWLRQV� DV� WKH� IUDPH� WKDW� PHDQV� SODQQLQJ� VXSSRUWV� WXUQHG� WR� WKH�
SURPRWLRQ� RI� WKH� TXDOLW\� RI� OLIH� RI� SHUVRQV� ZLWK� GLVDELOLWLHV�� ZKLOH� UHVSHFWLQJ� D�
SHUVRQDOLVHG�SODQQLQJ�� ,Q� IDFW��ZH�PXVW� FRQVLGHU�ZKDW�TXDOLW\�RI� OLIH�PHDQV� IRU� WKH�
SHUVRQ� ZLWK� GLVDELOLWLHV�� ZKDW� LW� PHDQV� LQ� D� SDUWLFXODU� SHULRG� RI� OLIH� DQG� LQ� IXWXUH�
SHUVSHFWLYHV��7KH�QHHG�LV�LQGHHG�WR�VHW�GHYLFHV�FDSDEOH�WR�DFFRPSDQ\�WKH�FKDQJHV�RI�
D�SHUVRQ�ZKR�LV�JURZLQJ�DQG�WKLQN�LQWHJUDWHG�IRUPV�RI�PHGLDWLRQ�EHWZHHQ�WKH�SHUVRQ�
DQG� KLV�KHU� OLIH� SODQ�� SURJUDPPLQJ� V\VWHPV� WKDW� DOORZ� D� GHHS� LQWHJUDWLRQ� ZLWK� WKH�
FRQWH[WV�RI�OLIH�ZLWKLQ�WKH�VFRSH�RI�LQFOXVLRQ����

�
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+RZ�GR�ZH�SODQ�D�PHDQLQJIXO�GLPHQVLRQ"�
�

:H� EHOLHYH� WKDW� IRU� SHUVRQV� ZLWK� GLVDELOLWLHV� WKH� WUDMHFWRULHV� RI� OLIH� PXVW� EH�
PHDQLQJIXO��7KLV� FDQQRW�EH�DWWDLQHG� LI� WKH�QHWZRUN�RI� VHUYLFHV� VWRSV� VXSSRUWLQJ� WKH�
IDPLO\� DQG� WKH� SHUVRQ� ZLWK� GLVDELOLWLHV� GXULQJ� WKH� GHOLFDWH� SKDVHV� RI� WUDQVLWLRQ��
6KDULQJ�WKH�FKRLFH�RI�D�OLIH�SDWK�PDNHV�VHQVH�LQ�UHDOLVLQJ�D�PHDQLQJIXO�SURMHFW���

7KLV�PHDQV�WKDW�FRQGLWLRQV�WR�SURORQJ�VLWXDWLRQV�RI�OLYLQJ�LQ�WKH�IDPLOLDO�FRQWH[W�LQ�
DVVLVWLYH�HQYLURQPHQWV�SURYLGHG��VXFK�SDWK�PXVW�EH�FRQWHPSODWHG�DQG�H[SORUHG�ZLWK�
WKH� ULJKW� SURIHVVLRQDO� DWWLWXGH� LQ� QRQ�JHQHULF� DQG� VWDQGDUGLVHG� VLWXDWLRQV�� EXW�
SHUVRQDOLVHG�RQHV�LQVWHDG����

7KH� VDPH� PXVW� KDSSHQ� IRU� UHVLGHQWLDO� VWUXFWXUHV�� :H� KDYH� DOUHDG\� DGYLVHG� WKH�
QHFHVVLW\�WR�FUHDWH�VHUYLFHV�WR�SUHSDUH�WR�UHVLGHQF\��KRZHYHU��ZH�ZRXOG�OLNH�WR�VWUHVV�
WKDW� VRPH� LQGLFDWRUV� FRXOG� FKDUDFWHULVH� TXDOLW\� OLYLQJ� LQ� WKH� VWUXFWXUHV� IRU� SHUVRQV�
ZLWK�GLVDELOLWLHV���

7KH� SRVVLELOLW\� RI� RZQLQJ� PXVLF� &'V�� FRPSXWHUV�� UDGLRV� DQG� EH� DEOH� WR� EX\�
EHYHUDJHV�GXULQJ�WHPSRUDU\�JRLQJ�RXWV�DUH�H[DPSOHV�RI�WKH�GHVLUHV�DQG�H[SHFWDWLRQV�
UHIHUDEOH� WR� WKH� GRPDLQ� RI� PDWHULDO� ZHOO�EHLQJ�� 7KH� SRVVLELOLW\� WR� FKRRVH� HOHPHQWV�
WKDW�FRQFHUQ�WKH�GLVDEOHG�SHUVRQ�LV�RQH�DFWLRQ�JRLQJ�WRZDUG�VHOI�GHWHUPLQDWLRQ��2WKHU�
HOHPHQWV�RI�TXDOLW\�LQ�WKH�SURMHFW�RI�OLIH�DUH�VHWWLQJ�UHVHUYHG�VSDFHV��D�SHUVRQDO�URRP�
ZKHUH�WR�NHHS�REMHFWV�DQG�VRXYHQLUV�DQG�KDYH�SHUVRQDO�VSDFH��KDYLQJ�WKH�SRVVLELOLW\�
WR�WDNH�SHUVRQDO�GHFLVLRQV��VXFK�DV�HVWDEOLVKLQJ�WKH�WLPH�WR�JR�WR�EHG��FKRRVH�D�SODFH�
WR� YLVLW�� ORRN� DIWHU� D� SHW�� 'RLQJ� PHDQLQJIXO� MREV�� IRUHVHHLQJ� DFWLYLWLHV� WR� HPSRZHU�
DXWRQRP\� DQG� VRFLDO� LQWHUDFWLRQ�� IRUHVHHLQJ� DFWLYLWLHV� DQG� UROHV� LQ� WKH� FRPPXQLW\��
DOORZLQJ�WKH�FKDQFH�WR�FKRRVH�DUH�HTXDOO\�LPSRUWDQW�IDFWRUV���

7KH�WUDMHFWRULHV�RI�PHDQLQJ�FDQ�EH�RSHUDWLRQDOO\�GHILQHG�E\�D�OLIH�SODQ�LQ�WKH�VLJQ�
RI�WKH�SDUDGLJP�RI�WKH�TXDOLW\�RI�OLIH��,V�LW�SRVVLEOH�WR�FRQVWUXFW�REMHFWLYHV�DOLJQHG�DQG�
FRKHUHQW�ZLWK�WKH�LQGLFDWRUV"�)ROORZLQJ�WKLV�WKUHDG��ZH�FDQ�IRUPXODWH�VRPH�TXHVWLRQV�
DV�JXLGHOLQHV�EDVHG�RQ� WKH�VFKHPH�RIIHUHG�E\�VHYHUDO�VFKRODUV� �$GDPV�et al���������
6DQG��'ROO���������

$PRQJ� WKH� LQGLFDWRUV� RI� D� SURJUDP� RI� TXDOLW\�� ZH� PXVW� VWUHVV� WKH� IROORZLQJ��
UHOHYDQFH�� REVHUYDELOLW\�� IXQFWLRQDOLW\�� WHPSRUDOLW\�� PRQLWRULQJ�� UHDOLVP�� UHJXODWLRQ�
DQG�SDUWLFLSDWLRQ���

7KH� JRDOV� RI� WKH� SURJUDPV� WR� LPSURYH� WKH� TXDOLW\� RI� OLIH� VKRXOG� DQVZHU� WKH�
GHPDQGV�WKDW�ZLOO�IROORZ����



���

$UH�WKH�UHKDELOLWDWLRQ�JRDOV�UHOHYDQW�DQG�VLJQLILFDQW�IRU�DQ�LQGLYLGXDO�OLIH�SODQ"��

&DQ� WKH\� EH� WUDQVODWHG� LQ� REVHUYDEOH� EHKDYLRXU"� 7KH� JRDOV� PXVW� WUDQVODWH� LQWR�
REVHUYDEOH�EHKDYLRXU�� WKURXJK�D�FOHDU�RSHUDWLRQDO� ODQJXDJH��ZKLFK�VKRXOG�QRW� OHDYH�
URRP�IRU�XQFHUWDLQ�WHUPLQRORJ\��

$UH�WKH\�VXLWDEOH�IRU�WKH�VXEMHFW�DQG�KLV�KHU�KHDOWK�FRQGLWLRQV"�7KLV�PHDQV�WKDW�WKH�
DFWLYLWLHV� PXVW� EH� VXLWHG� WR� WKH� FKURQRORJLFDO� DJH� RI� WKH� SHUVRQV�� UDWKHU� WKDQ� WKH�
PHQWDO� RQH�� EHFDXVH� D� MRE� IRFXVHG� RQO\� RQ� WKH� PHQWDO� DJH� ZRXOG� VLJQLI\� D� IDOO� LQ�
H[SHFWDWLRQV�DQG�OHYHOV�RI�SHUIRUPDQFH����

$UH�WKH\�IXQFWLRQDO�WR�WKH�GDLO\�QHHGV�DQG�VLJQLILFDQW�LQ�UHODWLRQ�WR�WKHLU�FRQWH[WV"�
7KH� JRDOV� PXVW� EH� IXQFWLRQDO� WR� WKH� GDLO\� QHHGV�� 3HUVRQV� ZLWK� GLVDELOLWLHV� PXVW� EH�
DFWLYHO\� LQYROYHG� LQ�PHDQLQJIXO�DFWLYLWLHV�ZLWKLQ� WKH�FRQWH[WV�ZKHUH�SHUVRQV�EHORQJ�
DQG�UHIHU�WR��DFWLYLWLHV�WKDW�DOORZ�SHUVRQV�WR�DVVXPH�VSHFLILF�UROHV���

$UH�WKH�JRDOV�WHPSRUDOO\�ZHLJKWHG�DQG�OLPLWHG�LQ�WLPH�WR�YHULI\�WKHLU�DWWDLQPHQWV"�

$UH�LPSURYHPHQWV�DQG�HYHQWXDO�GHWHULRUDWLRQV�WUDFHDEOH"�7KLV�EHFRPHV�HVVHQWLDO�LQ�
RUGHU�WR�UH�SODQ�WKH�SURMHFW�RI�OLIH��ZKLFK�FKDUDFWHULVHV�LWVHOI�IRU�WKH�IOH[LELOLW\����

$UH� WKH\� FODVVLILDEOH� DQG� TXDQWLILDEOH"� $� SURJUDP� RI� LQWHUYHQWLRQ� PXVW� KDYH�
LQGLFDWRUV� DW� TXDOLWDWLYH� DQG� TXDQWLWDWLYH� OHYHO�� DV� WR� DSSUHFLDWH� WKH� HIILFLHQF\� DQG�
HIILFDF\�RI�WKH�LQWHUYHQWLRQ���

$UH�WKH\�REWDLQDEOH�LQ�WHUPV�RI�KXPDQ�DQG�PDWHULDO�UHVRXUFHV"�,Q�RWKHU�ZRUGV��WKH�
JRDOV� PXVW� EH� UHDOLVWLF�� RU� WR� EH� REWDLQDEOH� ZLWK� WKH� DYDLODEOH� UHVRXUFHV�� WR� DYRLG�
GDQJHURXV�IDLOXUHV�ZKLFK�ZRXOG�DIIHFW�WKH�VHOI�HVWHHP�RI�WKH�SHUVRQ�ZLWK�GLVDELOLWLHV���

$UH� WKH\� IXQFWLRQDO� WR� LQFUHDVH� DXWRQRP\�� VHOI�GHWHUPLQDWLRQ�� DQG� SHUVRQDO�
empowerment"�$UH� WKH\� DOLJQHG� WR� WKH� SHUVRQ¶V� GHVLUHV"� :H� ZRXOG� VD\� WRGD\� WKDW�
JRDOV�PXVW� DLP� LQFOXVLRQ��PXVW�PDNH�SHUVRQV�PRUH� DEOH� WR�PDNH� FKRLFHV�EDVHG�RQ�
WKHLU�QHHGV�DQG�GHVLUHV����

'R�WKH\�IDYRXU�VRFLDO�SDUWLFLSDWLRQ�DQG�UHODWLRQV�ZLWK�IULHQGV��IDPLO\�DQG�FRQWH[W"�
7KH� SURJUDP� PXVW� SODFH� LWVHOI� LQVLGH� DQ� DPSOH� SURMHFW� RI� SDUWLFLSDWLRQ� WR� WKH�
FRPPXQLW\�OLIH���

,Q� WKLV� ZD\�� WKH� VHUYLFH� GLUHFWV� LWV� LQWHUYHQWLRQV� WRZDUG� TXDOLW\�� ZLGHQLQJ� WKH�
TXDOLWDWLYH�RIIHU�RI�WKH�VHUYLFH�DQG�RI�WKH�SHUVRQV�DGPLWWHG���

�
��
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:KDW�FKDQJHV�LQ�WDNLQJ�FKDUJH�RI�WKH�SHUVRQ�ZLWK�GLVDELOLWLHV"�
�

2YHU�WLPH��WKH�WDNLQJ�FKDUJH�RI�WKH�DGXOW�LQFOXGHV�D�UHIOHFWLRQ�WKDW�FRQFHUQV�DJHLQJ��
)URP� WKH� VSHFLDOLVW� GLDJQRVHV�EDVHG�RQ� VSHFLDOLVW� WHVWV�� WKH�SHGDJRJLFDO� SHUVSHFWLYH�
H[SUHVVHV� LWVHOI� GLUHFWO\� LQ� SODQQLQJ� HGXFDWLRQDO� LQWHUYHQWLRQV� ILQDOLVHG� WR� WKH�
SURPRWLRQ�RI�WKH�TXDOLW\�RI�OLIH�IRU�SHUVRQV�ZLWK�GLVDELOLWLHV�DQG�WKHLU�IDPLOLHV�������

�,Q� WKH� WH[WXUH� RI� WKH� GRPDLQV� RI� TXDOLW\� RI� OLIH�� ZH� ILQG� WKH� QHHG� WR� FDUU\� RXW�
SHGDJRJLFDO� UHIOHFWLRQV� WR� WUDLQ� VSHFLDOLVHG� VWDII� DQG� IRU� WKH� DQDO\VLV� RI� WKH� TXDOLW\�
LQGLFDWRUV�LQ�RUJDQLVLQJ�D�VHUYLFH�DQG�WKH�SURJUDPV����

7KH�FRQFHSWXDO�VWUXFWXUH�LV�QRW�DQ�DEVWUDFW�DQG�XVHOHVV�WKHRU\��WKLV�HOHPHQW�DOORZV�
DWWDLQPHQW�RI�WKH�PRVW�VXLWDEOH�SUDFWLFDO�JRDO��DQG�WKH�PDNLQJ�RI�D�UHSHUWRLUH�WKDW�FDQ�
UHO\�RQ�D�YDULHW\�RI�HOHPHQWV�DFFRUGLQJ�WR�WKH�QHFHVVLW\�ZLWK�LQVWUXPHQWV�FKRVHQ�ZLWK�
QR�UHJDUGV�WR�IDVKLRQ���

:H�ZDQW�WR�VWUHVV�WKH�SRVVLELOLW\�WR�DOLJQ�WKH�OLIH�SODQ�RI�D�SHUVRQ�ZLWK�GLVDELOLWLHV�
ZLWK�WKH�SDUDGLJP�RI�WKH�TXDOLW\�RI�OLIH��FRQVLGHULQJ�WKDW�JHQHUDO�UHIOHFWLRQV�FRQFUHWLVH�
LQ� UHIHUHQFH� WR� WKH� SHUVRQ� DQG� WKH� LQWHUDFWLRQV� ZLWK� KLV�KHU� RZQ� FRQWH[WV�� LQ� DQ�
HFRORJLFDO�DQG�ORQJLWXGLQDO�YLHZ����

:H� EHOLHYH� WKDW� LQ� WKLV� SKDVH� ZH� VKRXOG� PHQWLRQ� EULHIO\� D� JUHDW� FKDQJH� LQ�
DSSURDFKLQJ� WKH� FRPSOH[LW\� RI� WKH� SHUVRQ� ZLWK� GLVDELOLWLHV�� 7KH� HFRORJLFDO�
SHUVSHFWLYH�RI�TXDOLW\�RI�OLIH�KDV�VXUHO\�SURPRWHG�WKH�GHYHORSPHQW�RI�QHZ�UHIOHFWLRQV�
EXW�QRW�DOZD\V��DV�ZH�ZLOO� VHH�� LQ� UHVHDUFKLQJ�DZDUHQHVV�DERXW� WKH�QHZ�HGXFDWLRQDO�
SUDFWLFHV��7KH�FHQWUDOLW\�RI�WKH�SHUVRQ�FRQQHFWHG�WR�WKH�QHWZRUN�RI�UHODWLRQV�DQG�WKH�
SK\VLFDO� FRQWH[W�� DV� ZHOO� DV� WKH� VRFLDO� DQG� FXOWXUDO� FRQWH[WV� RI� WKH� FRPPXQLW\� RI�
EHORQJLQJ��VKRXOG�EH�PDLQWDLQHG��7KHUHIRUH��WKH�SHUVRQ�FDQQRW�EH�FRQILQHG�WR�D�PHUH�
HYDOXDWLRQ�RI�WKH�deficit��LQ�WKH�PHGLFDO�SHUVSHFWLYH��WKH�LQWHUYHQWLRQ�RQ�WKH�TXDOLW\�RI�
OLIH� LV�QRW�VHHQ�DV�D�UHFRYHU\�DQG� WKHUHIRUH�DV� WKH�DEVHQFH�RI� WKH�GLVHDVH��'LVDELOLW\�
VHHQ�LQ�WKH�G\QDPLF�RI�WKH�SHUVRQ�RQ�WKH�VXUURXQGLQJ�FRQWH[W�LV�WKH�H[SUHVVLRQ�RI�WKH�
OLPLWV� RI� WKH� LQGLYLGXDO� IXQFWLRQLQJ� LQVLGH� WKH� FRQWH[WV� RI� EHORQJLQJ�� 6XFK� YLVLRQ�
ZLGHQV� WKDQNV� WR� PHDQLQJIXO� FRQWULEXWLRQV� OLNH� WKH� International Classification of 
Functioning�RI�WKH�:RUOG�+HDOWK�2UJDQL]DWLRQ��:+2��DQG�WKH�PRGHO�RI�IXQFWLRQLQJ�
DQG� VXSSRUW� WR� LQWHOOHFWXDO� GLVDELOLW\� VXJJHVWHG� E\� WKH� American� Association on 
Intellectual and Developmental Disabilities��$$05���������7KH�SDUDGLJP�RI�TXDOLW\�
RI�OLIH�LQWHJUDWHV�WKHVH�SHUVSHFWLYHV�ZLWK�WKH�SHUVSHFWLYH�RI�WKH�GRPDLQV���
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,Q� WKLV� YLHZ�� PXOWL�GLVFLSOLQDU\� HYDOXDWLRQ� JRHV� WRZDUG� WKH� UHFRJQLWLRQ� RI� WKH�
SHUVRQ� LQ� WHUPV� RI� LQWHOOHFWXDO� VNLOOV�� DGDSWLYH� EHKDYLRXU�� SDUWLFLSDWLRQ�� LQWHUDFWLRQ�
DQG�WKH�VRFLDO�DQG�PHGLFDO�UROHV�RI�WKH�FRQWH[W��$W�WKH�VDPH�WLPH��WKH�HYDOXDWLRQ�ZLOO�
FRQVLGHU� WKH� QHHGV� RI� WKH� VXEMHFW� DQG� WKH� DUHDV� RI� LQWHUYHQWLRQ�� WKHUHIRUH�� WKH�
QHFHVVDU\� VXSSRUWV� IRU� WKH� TXDOLW\� RI� OLIH� RI� SHUVRQV�ZLWK� GLVDELOLWLHV��$OO� RI� WKLV� LV�
QHHGHG� WR� VHW� SURJUDPV� DLPHG� WR� LQYHVW� UHVRXUFHV� DQG� VHW� VXSSRUWV� IRU� WKH�
LPSURYHPHQW�RI�WKH�LQGLYLGXDO�FRQGLWLRQ�RI�WKH�SHUVRQ�DQG�WKH�TXDOLW\�RI�OLIH��

,V� WDUJHWLQJ�HGXFDWLRQDO�DQG�UHKDELOLWDWLYH�SURJUDPV�EDVHG�RQ� WKH�PHUH� LQGLYLGXDO�
IXQFWLRQLQJ�ZHOO�HQRXJK"�,QGLYLGXDO�IXQFWLRQLQJ�WKDW�LV�H[SHFWHG�DQG�SURPRWHG�DIWHU�
WKH� LQWHUYHQWLRQV� FRUUHVSRQGV� WR� D� OHYHO� RI� DGDSWDWLRQ� WR� WKH� VWUXFWXUH¶V� FRQWH[W��
KRZHYHU��LW�ORVHV�WKH�LQFOXVLYH�SHUVSHFWLYH��1HYHUWKHOHVV��WKH�SODQQLQJ�PXVW�VWDUW�IURP�
WKH�QHHG�RI�VXSSRUW��ZKLFK�JRHV�IURP�WKH�GLPHQVLRQV�RI�WKH�TXDOLW\�RI�OLIH�LQ�WKH�FDVH�
LQ�ZKLFK�SHUVRQV�ZLWK�GLVDELOLWLHV�SHUFHLYH�SHUVRQDOO\��RU�YHULI\�REMHFWLYHO\��WKDW�WKH\�
FDQQRW�DWWDLQ�JRRG�OHYHOV�RI�TXDOLW\�RI�OLIH��8QVDWLVIDFWRU\�GRPDLQV�RI�TXDOLW\�RI�OLIH�
VKRZ� WKH� QHHGV� RI� WKH� SHUVRQV�� WKH� QHHG� RI� VXSSRUW� LV� WKH� VXEMHFWLYH� DQG� REMHFWLYH�
SHUFHSWLRQ� RI� WKH� ODFN� RI� VSHFLILF� VSDFHV� LQ� RXU� GDLO\� OLIH�� 7KHUHIRUH�� ZH� GUDZ� D�
TXDOLWDWLYH�DQG�TXDQWLWDWLYH�SURILOH�RI�WKH�QHHGV�RI�WKH�GLVDEOHG�SHUVRQ��6XFK�QHHGV�RI�
VXSSRUW��ZKLFK�FRUUHVSRQG� WR� WKH�GRPDLQV�ZKHUH� WKH�SHUVRQ�GRHV� QRW� DWWDLQ� D�JRRG�
TXDOLW\� RI� OLIH�� KHOS� ILQGLQJ� WKH� SULRULWLHV� DQG� WKH� PDSSLQJ� RI� WKH� UHVRXUFHV� DQG�
VXSSRUWV� WR� EH� SURYLGHG� IRU� WKH� SXUSRVH� RI� D� EHWWHU� TXDOLW\� RI� OLIH� RI� WKH� VXEMHFW��
7KHUHIRUH�� WKH� IRFXV� EHFRPHV� WKH� PHDVXUHPHQW� RI� WKH� G\VFUDVLD� EHWZHHQ� WKH�
IXQFWLRQDO�FRQGLWLRQ�RI�WKH�SHUVRQ�DQG�WKH�W\SLFDO�OHYHOV�RI�TXDOLW\�RI�OLIH�ZLWKLQ�WKH�
VRFLDO�FRQWH[W��DV�ZHOO�DV�LQ�SUDFWLFDO�DQG�UHIHUHQWLDO�WHUPV��7KH�GLVFUHSDQF\�H[LVWLQJ�
EHWZHHQ�VNLOOV�DQG�UHTXHVWV�FRPLQJ�IRUP�WKH�VXUURXQGLQJ�FRQWH[W�FRXOG�EH�HYDOXDWHG�
LQ� WHUPV� RI� VXSSRUW� DUHDV� LQ� WKH� GHYHORSPHQW� RI� WKH� SHUVRQ� RU� LQ� WHDFKLQJ� DQG�
HGXFDWLRQDO� FRQWH[WV�� KRPH� OLYLQJ�� FRPPXQLW\� OLYLQJ�� ZRUN�� KHDOWK� DQG� � VDIHW\��
EHKDYLRXU�� VRFLDOLVDWLRQ�DQG� OHJDO�SURWHFWLRQ�� � ,Q�RWKHU�ZRUGV�� WKH�GLVWDQFH�EHWZHHQ�
WKH�IXQFWLRQLQJ�RI�D�SHUVRQ�DQG�WKH�TXDOLW\�RI�KLV�KHU�OLIH�LQ�WKH�FRPPXQLW\��DQG�QRW�
WKH�VHUYLFH�RU�FHQWUH�ZKHUH�KH�VKH�OLYHV��7KLV�GLVFUHSDQF\�OHWV�WKH�VXSSRUWV�WR�LPSURYH�
WKH� TXDOLW\� RI� OLIH� RI� SHRSOH� ZLWK� GLVDELOLWLHV� HPHUJH�� WKDW� LV�� UHDO� QHHGV� DUH� IRXQG�
LQVLGH�WKH�KLVWRU\�RI�WKH�VXEMHFWV�DQG�WKH�FRQWH[WV�RI�UHIHUHQFH��WKH��VXSSRUW�QHHGHG�E\�
WKH�SHUVRQV�LV�DVVHVVHG�WR�REWDLQ�WKH�EHVW�SRVVLEOH��OHYHO�RI�IXQFWLRQLQJ��WR�LQFUHDVH�WKH�
OHYHO�RI�LQGHSHQGHQFH�LQ�OLIH�DQG�LPSURYH�LWV�TXDOLW\��
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7KH� VXSSRUWV� DUH� UHVRXUFHV� DQG� VWUDWHJLHV� SRLVHG� WR� SURPRWH� GHYHORSPHQW��
LQVWUXFWLRQ��LQWHUHVWV�DQG�WKH�SHUVRQDO�ZHOO�EHLQJ�RI�WKH�VXEMHFW��ZKLOH�LPSURYLQJ�WKH�
SHUVRQDO�IXQFWLRQLQJ��

7KH� VHUYLFHV� UHSUHVHQW� D� PRGH� RI� VXSSRUW� SURYLGHG� E\� SURIHVVLRQDO� RSHUDWRUV�
�/XFNDVVRQ��6FKDORFN�HW�DO����������7KHUHIRUH�� WKH�VXSSRUWV�KDYH�GLIIHUHQW� IXQFWLRQV�
�WHDFKLQJ��DVVLVWDQFH�DW�ZRUN�DQG�DW�KRPH��$FFHVV�DQG�XVH�RI�WKH�FRPPXQLW\�VHUYLFHV��
DPRQJ�RWKHUV���WKH\�ZRUN�WR�UHGXFH�WKH�GLVFUHSDQF\�H[LVWLQJ�EHWZHHQ�WKH�IXQFWLRQLQJ�
DQG� WKH� H[SHFWDWLRQV�RI� D�SHUVRQ�DQG� WKH�GHPDQGV�RI� WKH� VXUURXQGLQJ�HQYLURQPHQW��
:H� FDQ� ILQG� VRPH� H[SHULPHQWDWLRQV� JRLQJ� LQ� WKLV� GLUHFWLRQ� LQ� VHYHUDO� $1)$66�
FRPPLWWHHV� DW� QDWLRQDO� OHYHO� �$QIDVV�� ������� ,Q� WKH� SHUVSHFWLYH� RI� DQ� RSHUDWLYH�
DSSOLFDWLRQ� RI� WKH� HVVHQFH� RI� WKH� TXDOLW\� RI� OLIH� DQG� RI� WKH� SULQFLSOHV� WKDW� ZH� KDYH�
GLVFXVVHG�� ZH� ZLOO� IRFXV� RQ� WKH� 6XSSRUWV� ,QWHQVLW\� 6FDOH� �6,6�� XVHG� VLQFH� ����� DW�
LQWHUQDWLRQDO�OHYHO�DQG�LQ�,WDO\�VLQFH�������WKDQN�WR�WKH�DGDSWDWLRQ�PDGH�E\�&RWWLQL�HW�
DO��

7KH�UHODWLRQ�RI�WKH�IXQFWLRQV�RI�TXDOLW\�RI�OLIH�DQG�HGXFDWLRQDO�LQWHUYHQWLRQV�LV�LWV�
PRVW� FRQVSLFXRXV� DVSHFW�� 6LPLODUO\�� WKH� JXLGLQJ� SULQFLSOH� LV� WKH� TXDOLW\� RI� OLIH� RI�
SHUVRQV�ZLWKLQ�WKH�FRPPXQLW\�RI�EHORQJLQJ��

7R� DSSO\� WKH� FRQVWUXFWLRQ� RI� WKH� TXDOLW\� RI� OLIH� ZH� ZRXOG� OLNH� WR� UHPLQG� VRPH�
DVSHFWV�UHODWHG�WR�WKH�GRPDLQV�DQG�LQGLFDWRUV��7KH�GRPDLQV�DUH�FRQVWLWXWHG�E\�DOO�WKH�
IDFWRUV� WKDW� PDNH� WKH� ZHOO�EHLQJ� RI� WKH� SHUVRQ�� WKH\� UHSUHVHQW� WKH� HVVHQFH� RI� WKH�
TXDOLW\� RI� OLIH�� WKH\� LQFOXGH� HPRWLRQDO� ZHOO�EHLQJ�� LQWHUSHUVRQDO� UHODWLRQV�� PDWHULDO�
ZHOO�EHLQJ�� SHUVRQDO� GHYHORSPHQW�� SK\VLFDO� ZHOO�EHLQJ�� VHOI�GHWHUPLQDWLRQ�� VRFLDO�
LQFOXVLRQ� DQG� ULJKWV�� 7KH� LQGLFDWRUV� DUH� SHUFHSWLRQV�� EHKDYLRXU� DQG� VSHFLILF�
FRQGLWLRQV�IRU�WKH�GRPDLQV�RI�TXDOLW\�RI�OLIH�WKDW�UHYHDO�WKH�ZHOO�EHLQJ�RI�WKH�SHUVRQV��
LQ�UHDO�RU�SHUFHLYHG�WHUPV��7KH�FULWHULD�IRU�VHOHFWLQJ�WKH�LQGLFDWRUV�PXVW�EH��6FKDORFN��
������� YDOLGLW\� �IRU� PHDVXULQJ� ZKDW� ZH� QHHG� WR� PHDVXUH��� UHOLDELOLW\� �DJUHHPHQW�
EHWZHHQ�VXEMHFWV�DQG�DVVHVVRUV��� VHQVLWLYLW\� �LW�REVHUYHV� WKH�FKDQJHV��� VSHFLILFLW\� �LW�
UHIOHFWV�WKH�VLWXDWLRQV���VXVWDLQDELOLW\��UHDOLVWLF�HFRQRPLF�WHUPV�DQG�KXPDQ�UHVRXUFHV�
LQ� D� ZLGH� WHPSRUDO� SHUVSHFWLYH��� WLPLQJ� �UHIHUUHG� WR� WKH� SHUVRQ��� ORQJLWXGLQDOO\�
YHULILFDWLRQ� �FRKHUHQW� LQGLFDWRUV��� FXOWXUDO� VHQVLWLYLW\� �LW� UHIOHFWV� WKH� FXOWXUH� RI�
EHORQJLQJ���

,Q�RWKHU�ZRUGV�� WKH� LQGLFDWRU� WUDQVODWHV� WKH�GRPDLQ� LQ� WHUPV�RI� VXEMHFWLYH�TXDOLW\�
DQG�FRQWH[WXDOLVHV�LW��,Q�WKLV�YLHZ��WKH�LQGLFDWRU�GHILQHV�WKH�XQLWV�RI�PHDVXUHPHQW�RI�
WKH� SHUVRQDO� IXQFWLRQLQJ� RU� WKH� FRQWH[W� DQG� RI� ZKDW� LV� QHFHVVDU\� WR� DVVHVV� KRZ� WR�
UHDFK� WKH� SODQQHG� JRDO�� UHSRUWLQJ� WKH� UHVXOWV� RI� WKH� LQWHUYHQWLRQ�� 7KHUHIRUH�� WKH�
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LQWHUYHQWLRQ�FDQ�EH�DVVHVVHG�LQ�UHODWLRQ�WR�WKH�LPSURYHPHQW�RI�WKH�TXDOLW\�RI�OLIH�ZLWK�
DQ� LQVWUXPHQW� WKDW� LV� REMHFWLYH�� DV� LW� TXDOLILHV� DQG� TXDQWLILHV� WKH� UHVXOWV�� ,W� HQDEOHV�
DSSUHFLDWLRQ� RI� WKH� EHQHILW� SURGXFHG� E\� WKH� LQWHUYHQWLRQ�� XVLQJ� D� WRRO� WKDW� LV�
FRQVLGHUHG� UHOLDEOH�� &RQVHTXHQWO\�� LW� DOORZV� WKH� FRPSDULVRQ� EHWZHHQ� VWDUWLQJ� SRLQW�
DQG�VLWXDWLRQ�FUHDWHG�E\�WKH�VXSSRUW�WKDW�ZDV�VXSSOLHG��

�
�

:KDW�FKDQJHV�LQ�WKH�SODQQLQJ"�
�

6FLHQWLILF� OLWHUDWXUH� RQ� GLGDFWLF� SODQQLQJ� IRFXVHV� RQ� WKH� FRQFHSW� RI� DOLJQPHQW�
�%LJJV��������/DXULOODUG���������:H�EHOLHYH�WKDW�WKLV�FRQFHSW�LV�FHQWUDO�LQ�HGXFDWLRQDO�
SODQQLQJ�DQG�LQ�OLIH�SODQV�RI�SHUVRQV�ZLWK�GLVDELOLWLHV��D�VWUDWHJLF�PRGH�WR�DWWDLQ�WKH�
LPSOHPHQWDWLRQ� RI� WKH� TXDOLW\� RI� OLIH�� 9DULRXV� SURFHGXUDO� SKDVHV� FKDUDFWHULVH� WKH�
FRQVWUXFWLRQ� DQG� SURPRWLRQ� RI� D� OLIH� SODQ� DW� VFKRRO� RU� LQ� D� GD\WLPH� VHUYLFH� RU�
UHVLGHQFH�� DVVHVVPHQW� RU� LQLWLDO� HYDOXDWLRQ�� HFRORJLFDO� EDODQFH��� SODQQLQJ� WKH�
VXSSRUWV��� VXSSO\� RI� VXSSRUWV� DQG� WKH� GHYHORSPHQW� RI� WKH� VXSSRUWLQJ� DFWLYLWLHV�� LQ�
SURJUHVV�PRQLWRULQJ�DQG�DVVHVVPHQW�RI�WKH�UHVXOWV���

,Q�WKLV�YLHZ��PXOWL�GLVFLSOLQH�WXUQV�WRZDUG�NQRZLQJ�WKH�SHUVRQ�IURP�WKH�YLHZSRLQW�
RI� LQWHOOHFWXDO� DELOLWLHV�� DGDSWLYH� EHKDYLRXU�� SDUWLFLSDWLRQ�� LQWHUDFWLRQ� DQG� VRFLDO��
PHGLFDO�DQG�FRQWH[WXDO�UROHV��$W�WKH�VDPH�WLPH��LW�FRQVLGHUV�WKH�QHHGV�RI�WKH�VXEMHFW�
DQG�WKH�DUHDV�RI� LQWHUYHQWLRQ��RU� WKH�QHFHVVDU\�VXSSRUWV�IRU� WKH�TXDOLW\�RI� OLIH�RI�WKH�
SHUVRQV�ZLWK�GLVDELOLWLHV��$OO�WKLV�LV�WR�SODQ�D�WDUJHWHG�SURJUDP��XVH�UHVRXUFHV�DQG�VHW�
VXSSRUWV� IRU� WKH� LPSURYHPHQW� RI� WKH� LQGLYLGXDO� FRQGLWLRQV� RI� WKH� SHUVRQ� DQG� WKH�
TXDOLW\�RI�OLIH���

,Q� DQ� HGXFDWLRQDO� SURMHFW�� PDQ\� GLPHQVLRQV� PXVW� JHW� LQ� OLQH� WR� JXDUDQWHH� WKH�
DOLJQPHQW�� ZKLFK� LV� WKH� GXW\� RI� SURIHVVLRQDO� ZRUNHUV� LQ� WKH� VWUXFWXUHV� WKDW� UHFHLYH�
DGXOWV�ZLWK�GLVDELOLWLHV��

�
�
�

�������������������������������������������������
��7KH�HFRORJLFDO�EDODQFH�FRQVLVWV�LQ�D�VFKHPH�RI�DQDO\VLV�RI�WKH�RSHUDWLRQDO�LQGLYLGXDO�FRQGLWLRQV�RI�
WKDW�LV�XVHG�LQ�PRQLWRULQJ�WKH�UHVXOWV�ZKLOH�RULHQWLQJ�WKH�QHHGV�RI�XQGHUVWDQGLQJ�DQG�VXSSRUWV�IRU�WKH�
GRPDLQV�RI�OLIH���
�� 7KH� VXSSRUWV� DUH� UHVRXUFHV� DQG� VWUDWHJLHV� WKDW� LPSURYH� WKH� UHOHYDQW� UHVXOWV� IRU� WKH� SHUVRQ� ZLWK�
GLVDELOLWLHV��6FKDORFN�HW�DO����������



���

7KH�IROORZLQJ�W\SHV�RI�DOLJQPHQW�DUH�UHFRJQLVHG��

�� 7KH� JRDOV� RI� WKH� VWUXFWXUH� DQG� WKH� SURMHFW� ZLWK� WKH� JRDOV� RI� WKH� SHUVRQV� ZLWK�
GLVDELOLWLHV��

�� 7KH� IXQFWLRQDOLW\� DQG� QHHGV� RI� WKH� SHUVRQ�ZLWK� WKH� GRPDLQV� RI� WKH� TXDOLW\� RI�
OLIH��

�� 5HVRXUFHV� DQG� VWUDWHJLHV�� WKHUHIRUH�� WKH� VXSSRUWV� WKDW� LPSURYH� WKH� UHOHYDQW�
UHVXOWV�IRU�WKH�SHUVRQV�ZLWK�GLVDELOLWLHV��

�� (GXFDWLRQDO�DFWLYLWLHV�DQG�VWUDWHJLHV��
�� $VVHVVPHQW�IRUPV��
6XFK�D�VWUXFWXUHG�OLIH�SODQ�UHSUHVHQWV�DQ�LQVWUXPHQW�VWURQJO\�SURMHFWHG�WRZDUG�WKH�

TXDOLW\� RI� OLIH� DQG� DFFRPSDQ\� WKH� SHUVRQV� ZLWK� GLVDELOLWLHV� DQG� WKH� FKDQJHV�� RYHU�
WLPH�� LQ� WKHLU� OLYHV� LQ� UHODWLRQ� WR� WKH� QHHGV�� LQ� WKHLU� FRQWH[WV�� 7KH� JRDO� WDUJHWHG� LV�
SURYLGLQJ�WKH�EHVW�SRVVLEOH�OLIH���

�,QWHUHVWLQJ�ILHOGV�RI�UHVHDUFK�DQG�DFWLRQ�RULJLQDWH�IURP�WKHUH�WR�UH�WKLQN�OLIH�SODQV�
LQ� WKHLU� FRQFUHWH� UHDOLVDWLRQ� DQG� LPSOHPHQWDWLRQ�� 7KH� SURMHFWV� VKRXOG� QRW� EH� PHUH�
SURMHFWV�RQ�SDSHU��WKH\�VKRXOG�HQDEOH�DFWLRQV�DQG�DFWLYLWLHV�IRU�WKH�TXDOLW\�RI�OLIH�RI�
SHUVRQV�ZLWK�GLVDELOLWLHV���

7KH� ILUVW� IRUP� RI� DOLJQPHQW� FRQFHUQV� WKH� JRDOV�� 7KH� SURMHFW¶V� JRDOV� DQG� WKH�
GLIIHUHQW� OHYHOV� RI� LQWHUYHQWLRQ� �FOLQLF�� UHKDELOLWDWLYH�� HGXFDWLRQDO� DQG� VRFLDO�� PXVW�
IRFXV�WR�SURPRWH�WKH�LPSURYHPHQWV�LQ�WKH�TXDOLW\�RI�OLIH�DQG�IDFLOLWDWH�WKH�FRQGLWLRQV�
RI�D�OLIH�DGDSWHG�WR�WKH�FRQWH[W��&RWWLQL��������S�������

�7KH�JRDOV�PXVW�EH�FKRVHQ�DPRQJ�FRPSHWHQFHV�RULHQWHG�WRZDUG�DGXOW�DXWRQRPLHV�
DQG�FRPSHWHQFHV� LQ�VHOI�GHWHUPLQDWLRQ��³OLIH� VNLOOV´��PDLQWHQDQFH�RI�D�JRRG�VXSSRUW�
QHWZRUN��DQ�DZDUH�PDQDJHPHQW�RI�SHUVRQDO�KHDOWK��IUHH�WLPH��RFFXSDWLRQ��LGHQWLW\�DQG�
VHOI�SODQQLQJ���

7KH� JRDOV� PXVW� EH� UHOHYDQW� DQG� PHDQLQJIXO� LQ� WKH� OLIH� SODQV� RI� SHUVRQV� ZLWK�
GLVDELOLWLHV��WKH\�PXVW�RSHUDWH�EDVHG�RQ�WKH�QHHGV�RI�GDLO\�OLIH�DQG�LQ�UHDO�FRQWH[WV�WR�
IDFLOLWDWH� VRFLDO� SDUWLFLSDWLRQ� LQ� IDPLO\�� IULHQGVKLS� DQG� FRPPXQLW\� QHWZRUNV��
)XUWKHUPRUH��WKH\�VKRXOG�ZLGHQ�WKH�OHYHOV�RI�VHOI�GHWHUPLQDWLRQ���:HKPH\HU��������

�������������������������������������������������
�� ,Q� WKLV� DVSHFW�� LQWHUQDWLRQDO� UHVHDUFK�SURPRWHG�DVVHVVPHQW�SURFHGXUHV� IRU� VHOI�GHWHUPLQDWLRQ� IRU�
SHUVRQV� ZLWK� GLVDELOLWLHV�� DQG� DV� LQVWUXPHQWV� IRU� VHOI�DVVHVVPHQW� DQG� KHWHUR�DVVHVVPHQW�� )RU�
H[DPSOH��ZH�UHSRUW� WKH�VFDOHV�RI�HYDOXDWLRQ�RI�VHOI�GHWHUPLQDWLRQ�E\�6RUHVL�DQG�1RWD���������7KH�
VFDOH�RI� HYDOXDWLRQ� H[DPLQHV� VHOI�GHWHUPLQDWLRQ� LQ� WKH�DFWLYLWLHV�RI�GDLO\� OLIH��)RU� H[DPSOH�� LI� WKH�
SHUVRQ� ZLWK� GLVDELOLWLHV� FDQ� VSHQG� PRQH\� RU� H[SUHVV� HPRWLRQV� RU�� DOVR�� FDQ� IUHHO\� SDUWLFLSDWH� WR�
DFWLYLWLHV�GXULQJ�WKH�GD\��DQG��LQ�JHQHUDO��EH�DEOH�WR�PDNH�SHUVRQDO�FKRLFHV���



���

VKRZHG�WKDW�VHOI�GHWHUPLQDWLRQ�GRHV�QRW�GHSHQG�IURP�WKH�VXUURXQGLQJ�FRQWH[WV��must��
DQG�WKH�RSHUDWLRQDO�FRQGLWLRQV��,QWHUQDWLRQDO�UHVHDUFK��/DFKDSHOOH��:HKPH\HU�et al���
������VKRZHG�WKDW�VHOI�GHWHUPLQDWLRQ�LV�D�FUXFLDO�GLPHQVLRQ�WR�LPSURYH�TXDOLW\�RI�OLIH�
DQG�VRFLDO�LQFOXVLRQ��$�KLJK�OHYHO�RI�VHOI�GHWHUPLQDWLRQ�LQFUHDVHV�SHRSOH¶V�SRVVLELOLW\�
WR�KDYH����D�SRVLWLYH�DGXOW�OLIH��IRU�H[DPSOH��LQ�ZRUN��DXWRQRP\�DQG�LQGHSHQGHQFH����

7KH�VHFRQG�IRUP�RI�DOLJQPHQW�FRQFHUQV�WKH�DOLJQPHQW�EHWZHHQ�WKH�IXQFWLRQLQJ�DQG�
QHHGV�RI�WKH�SHUVRQ��UHFRUGHG�E\�WKH�PXOWL�GLVFLSOLQDU\�assessment��ZLWK�WKH�GRPDLQV�
RI�TXDOLW\�RI�OLIH��6FKDORFN����������

7KH� focus� WKHUHIRUH� PHDVXUHV� WKH� G\VFUDVLD� EHWZHHQ� WKH� SHUVRQ¶V� IXQFWLRQLQJ�
FRQGLWLRQ�DQG�WKH�W\SLFDO�OHYHOV�RI�TXDOLW\�RI�OLIH�LQ�WKH�VRFLDO��FXOWXUDO�DQG�SUDFWLFDO�
FRQWH[W� RI� UHIHUHQFH�� 7KHUHIRUH�� WKH� DVVHVVPHQW� FRQFHUQV� WKH� GLVWDQFH� EHWZHHQ� WKH�
SHUVRQ¶V�IXQFWLRQV�DQG�WKH�TXDOLW\�RI�OLIH�LQ�WKH�FRPPXQLW\�RI�EHORQJLQJ��QRW�RQO\�LQ�
WKH�VHUYLFHV�RU�LQ�UHVLGHQFHV�LQ�XVH�����

7KLV�GLVFUHSDQF\� VKRZV� WKH� HPHUJHQFH�RI� WKH� VXSSRUWV� WR� LPSURYH� WKH�TXDOLW\�RI�
OLIH� RI� SHUVRQV�ZLWK� GLVDELOLWLHV��7KH� HIIHFWLYH� QHHGV� OLH� LQVLGH� WKH� VXEMHFW¶V� KLVWRU\�
DQG�LQ�WKH�FRQWH[WV�RI�UHIHUHQFH��7KH�VXSSRUWV�QHHGHG�E\�WKH�SHUVRQV�WR�DWWDLQ�WKH�EHVW�
SRVVLEOH�RSHUDWLRQDO� OHYHO� DUH�DVVHVVHG� WR� LQFUHDVH� WKH� OHYHO�RI� LQGHSHQGHQFH�RI�RXU�
OLYHV�DQG�LQFUHDVH�LWV�TXDOLW\��:KDW�KDV�EHHQ�GHVFULEHG�SUHYLRXVO\�FRQFHUQV�WKH�WKLUG�
IRUP�RI�DOLJQPHQW�� LWV�UHVRXUFHV�DQG�VWUDWHJLHV��ZKLFK�DUH�WKH� VXSSRUWV� WKDW� LPSURYH�
WKH�UHOHYDQW�RXWFRPHV�IRU�WKH�SHUVRQV�ZLWK�GLVDELOLWLHV��6FKDORFN�HW�DO����������

&RQVHTXHQWO\�� WKH� SODQQLQJ� PXVW� VWDUW� IURP� WKH� QHHGV� RI� VXSSRUW�� ZKLFK� LV� WKH�
PHDVXUH�RI�WKH�TXDOLW\�RI�OLIH�ZKHQ�WKH�SHUVRQ�ZLWK�GLVDELOLWLHV�SHUFHLYHV�VXEMHFWLYHO\��
RU�DVFHUWDLQV�REMHFWLYHO\��WKDW�KH�VKH�GRHV�QRW�JHW�VDWLVIDFWRU\�OHYHOV�RI�TXDOLW\�RI�OLIH��
1RQ�VDWLVIDFWRU\�GRPDLQV�RI�TXDOLW\�RI�OLIH�VKRZ�WKH�QHHGV�RI�WKH�SHUVRQV��WKH�QHHG�RI�
VXSSRUW�LV�XQGRXEWHGO\�WKH�VXEMHFWLYH�DQG�REMHFWLYH�SHUFHSWLRQ�RI�WKH�ODFN�RI�TXDOLW\�
LQ� VSHFLILF� DUHDV� RI� RXU� GDLO\� OLYHV�� � 6XFK� QHHGV� RI� VXSSRUW� FRUUHVSRQG� WR� DUHDV� LQ�
ZKLFK�WKH�SHUVRQ�FDQQRW�REWDLQ�D�JRRG�TXDOLW\�RI�OLIH��WKH\�KHOS�ILQGLQJ�WKH�SULRULWLHV�
DQG�PDS� WKH� UHVRXUFHV� DQG� VXSSRUWV� WR�SURYLGH� LQ� WKH�SHUVSHFWLYH�RI� LPSURYLQJ� WKH�
VXEMHFW¶V�TXDOLW\�RI�OLIH���

7KH�GLVFUHSDQF\�EHWZHHQ�VNLOOV�DQG�UHTXHVWV�FRXOG�EH�HYDOXDWHG� LQ�WHUPV�RI�DUHDV�
RI�VXSSRUW�LQ�GHYHORSLQJ�WKH�SHUVRQ�RU�LQ�OHDUQLQJ�DQG�HGXFDWLRQDO�FRQWH[WV��DW�KRPH�

�������������������������������������������������
�� 7KHUHIRUH�� WKH� OLIH¶V� OHYHO� RI� VDWLVIDFWLRQ� LV� WLJKWO\� FRQQHFWHG� WR� WKH� OHYHO� RI� VHOI�GHWHUPLQDWLRQ�
�:HKPH\HU���������7KLV�H[DPSOH�LV�HYHQ�FOHDUHU�IRU�SHUVRQV�ZLWK�GLVDELOLWLHV���
�



���

DQG� LQ�FRPPXQLW\� OLIH��RQ� WKH�ZRUNSODFHV�� LQ�KHDOWK�DQG�VDIHW\� FRQWH[WV��EHKDYLRXU��
DQG�VRFLDOLVDWLRQ�DQG�LQ�OHJDO�SURWHFWLRQ����

7KH�FRUUHODWLRQ�EHWZHHQ�RSHUDWLRQ��TXDOLW\�RI�OLIH�DQG�HGXFDWLRQDO�LQWHUYHQWLRQV�LV�
WKH�PRVW�UHOHYDQW�DVSHFW��DQG�WKH�JXLGLQJ�SULQFLSOH�LV�WKH�TXDOLW\�RI�OLIH�RI�WKH�SHUVRQV�
LQ�WKHLU�FRPPXQLWLHV���

,Q�IDFW��WKH�SHUVSHFWLYH�GRHV�QRW�SXW�DVLGH�WKH�QHFHVVDU\�DFWLRQ�RI�assessment�ZLWK�
VXEMHFWLYH�DQG�REMHFWLYH�LQVWUXPHQWV��RQ�WKH�FRQWUDU\�� LW�YDOXHV�LW� WR�DOLJQ�LW�ZLWK�DOO�
WKDW�WKH�SHUVRQ�UHJDUGV�DV�LPSRUWDQW�LQ�OLIH��7KLV�SUHVXSSRVHV�WKH�LQYROYHPHQW�RI�WKH�
SHUVRQ�DQG�WKH�IDPLO\�WR�YDOXH�WKH�GHVLUHV�DQG�H[SHFWDWLRQV�RI� WKH�DGXOW�SHUVRQ�ZLWK�
GLVDELOLWLHV��IRU�WKH�H[SHFWDWLRQV�RI�IDPLO\�DQG�FRPPXQLW\�RI�EHORQJLQJ�WR�REVHUYH�WKH�
GLVFUHSDQFLHV�LQ�VNLOOV��GHVLUHV��H[SHFWDWLRQV��JRDOV�DQG�SHUIRUPDQFH�GHPDQGHG�E\�WKH�
FRQWH[WV�RI�UHIHUHQFH������

7KLV�OHDGV�WR�WKH�UH�WKLQNLQJ�RI�WKH�OLIH�SODQ��WR�LQWHJUDWH�WKHVH�YLVLRQV�DQG�SURGXFH�
DOLJQLQJ�DFWLRQV�GHULYLQJ� IURP� WKH�GLIIHUHQW� DUHDV�RI�SRVVLEOH��YLDEOH� DQG� IXQFWLRQDO�
VXSSRUWV�WR�LPSURYH�WKH�TXDOLW\�RI�OLYH���

6SDFHV�WRR�VKRXOG�DOLJQ�WR�WKH�GRPDLQV�RI�WKH�TXDOLW\�RI�OLIH��

'HILQLQJ� RSHUDWLRQDOO\� WKLV� SHUVSHFWLYH� PHDQV�� IRU� LQVWDQFH�� KDYLQJ� D� SHUVRQDO�
VSDFH� RI� privacy�� ,Q� REVHUYLQJ� WKH� YDULRXV� RUJDQLVDWLRQV� RI� WKH� VWUXFWXUHV� DWWHQGLQJ�
SHUVRQV�ZLWK�GLVDELOLWLHV��LW�LV�LPSRUWDQW�WR�XQGHUVWDQG�LI�WKH�VHUYLFHV�SURYLGHG�UHVSHFW�
WKH�privacy�RI�WKH�DGPLWWHG�SHUVRQV��LI�WKH�VWUXFWXUH�KDV�SULYDWH�URRPV��ZKLFK�PD\�EH�
SHUVRQDOLVHG�ZLWK�REMHFWV�DQG�SLFWXUHV�WKDW�FDQ�SURYLGH�D�VHQVH�RI�KLVWRU\��SUHVHQW�DQG�
IXWXUH�RI�WKH�SHUVRQ�ZLWK�GLVDELOLWLHV��

,W�LV�LPSRUWDQW�WR�IDYRXU�³DGXOW´�ZRUNLQJ�PRGHV�ZLWKLQ�WKH�OLIH�SURMHFW���

2FFDVLRQV�RI�SHUVRQDO�HQULFKPHQW�DQG�OHDUQLQJ�GHFUHDVH�ZLWK�WKH�WLPH�IRU�SHUVRQV�
ZLWK� GLVDELOLWLHV�� LQ� JHQHUDO�� WKH� HGXFDWLRQDO� DFWLYLWLHV� SURSRVHG� DUH� UHSHWLWLYH��
VFDUFHO\� PHDQLQJIXO� RU� FRKHUHQW� ZLWK� WKH� DJH� RI� WKH� VXEMHFW�� 2Q� WKH� FRQWUDU\��
UHJDUGOHVV�RI�WKH�PHQWDO�DJH�RI�WKH�VXEMHFW��SODQQHG�DFWLYLWLHV�VKRXOG�EH�SHUWLQHQW�ZLWK�
DQ�DGXOW�OLIH�SODQ��QRW�OLNH�DQ�³HWHUQDO�FKLOG´��

�������������������������������������������������
��7KHUH�ZDV�HYLGHQFH�RI�VHYHUDO�H[SHULPHQWV�LQ�WKLV�ILHOG�E\�WKH�VFLHQWLILF�FRPPLWWHHV�RI�$1)$66�
LQ�,WDO\��$QIDVV���������:H�ZLOO�WDON�DERXW�WKH�Supports Intensity Scale��6,6��XVHG�DW�LQWHUQDWLRQDO�
OHYHO�VLQFH������DQG�LQ�,WDO\�VLQFH�������WKDQNV�WR�WKH�DGDSWDWLRQ�E\�&RWWLQL�et al���LQ�WKH�SHUVSHFWLYH�
RI�RSHUDWLRQDO�LPSOHPHQWDWLRQ�RI�WKH�FRQVWUXFWLRQ�RI�TXDOLW\�RI�OLIH�DQG�WKH�SULQFLSOHV�WKDW�ZH�KDYH�
EHHQ�GHVFULELQJ���



���

$V� KLJKOLJKWHG� LQ� WKH� SUHYLRXV� FKDSWHU�� WKH� OHYHOV� RI� VDWLVIDFWLRQ� LQFUHDVH� ZKHQ�
GLVDEOHG�SHUVRQV�HQWHU�DVVLVWHG��EXW�DW�WKH�VDPH�WLPH�³UHDO´�DQG�FRPSHWLWLYH�FRQWH[WV��
HVSHFLDOO\�LI�WKH\�DUH�LQYROYHG�LQ�PHDQLQJIXO�DFWLYLWLHV��6RUHVL�et. al����������

$FWLYLWLHV� WR� EH� HQFRXUDJHG� DUH� WKHUHIRUH� PHDQLQJIXO� DFWLYLWLHV� LQ� UHDO� FRQWH[WV��
WXWRULDOV�DQG�VLPXODWLRQV�RI�UHDO�SUREOHPV���

,QWHUQDWLRQDO� OLWHUDWXUH� �,UYLQ�� &ORVH�� :HOOV�� ������ KDV� ORQJ� EHHQ� DZDUH� WKDW� WKH�
SRVVLELOLW\�WR�LPSURYH�WKH�TXDOLW\�RI�OLIH�RI�SHUVRQV�ZLWK�GLVDELOLWLHV�LV�FORVHO\�OLQNHG�
WR�WKH�DYDLODELOLW\�RI�VHUYLFHV�DQG�training�WR�RU�IRU��

�� &RQWDLQ�WKH�LPSDLUPHQW�RI�WKH�FRJQLWLYH�UHTXLUHPHQWV��&RWWLQL��������S������

�� Daily living skills�� IXQFWLRQDO�VNLOO� LQ�GDLO\� OLIH� �GRPHVWLF�VNLOOV�DQG�FDUH�RI�
WKH�OLYLQJ�VSDFHV���

�� Community living skills�� DV� VNLOOV� IRU� OLYLQJ� LQ� WKH� FRPPXQLW\� �PRELOLW\�
ZLWKLQ�WKH�FRPPXQLW\��DFFHVV�WR�VHUYLFHV�DQG�PRQH\��VRFLDO�VNLOOV�DQG�PRUH���
ZKLFK�DUH�UHJDUGHG�DV�WKH�PRVW�IXQFWLRQDO�VNLOOV�IRU�VRFLDO�LQWHJUDWLRQ��,DQHV��
�������

�� Leisure skills �)HGHOL��7DPEXUUL��������6FKRROHU����������

�� &DSDFLW\�RI�VHOI�GHWHUPLQDWLRQ���

�������������������������������������������������
��:H�PXVW�NHHS�LQ�PLQG�WKDW�DFFHVV�WR�UHFUHDWLRQDO�VHUYLFHV�ZH�QHHG��DV�WR�NHHS�WKH�RYHUDOO�SLFWXUH�
WRJHWKHU��WKDW�WKH�SHUVRQ�VKRXOG�EH�DEOH�WR�PRYH�RQ�PHDQV�RI�WUDQVSRUWDWLRQ�DQG�WKDW�WKH�UHFUHDWLRQDO�
VWUXFWXUHV�DUH�DFFHVVLEOH�WR�SHUVRQV�ZLWK�GLVDELOLWLHV��7KH�ZRUN�VKRXOG�GHOLEHUDWHO\�IRFXV�RQ�VRFLDO�
VNLOOV�DQG�PDQDJHPHQW�RI�SUREOHPDWLF�EHKDYLRXU��IRU�DQ�LQWHUYHQWLRQ�RQ�WKH�IUHH�WLPH��
�� )RU� ³VHOI�GHWHUPLQDWLRQ´�� ZH� PHDQ� ³SULPDU\� FDXVDO� DJHQW� LQ� RQH¶V� OLIH� DQG� WR� PDNH� FKRLFHV�
UHJDUGLQJ�RQH¶V�DFWLRQV�IUHH�IURP�H[WHUQDO�LQIOXHQFH�RU�LQWHUIHUHQFH´��:HKPH\HU�������������������
:HKPH\HU��6FKDORFN���������6HOI�GHWHUPLQDWLRQ�LV�QRW�OLQNHG�WR�WKH�DELOLW\�RI�SHUVRQV�WR�DFW�LQ�WRWDO�
DXWRQRP\� WKLV� DVSHFW�ZRXOG� EH�PLVVLQJ� LQ� SHUVRQV�ZLWK� VHYHUH� GLVDELOLWLHV�� KRZHYHU�� LW� LV� WLJKWO\�
OLQNHG�WR�SDUWLFLSDWLRQ�WR�WKH�GHFLVLRQDO�SURFHVV��:HKPH\HU���������,Q�WKLV�YLHZ�WRR��DGXOW�SHUVRQV�
ZLWK�GLVDELOLWLHV�ILQG�WKHPVHOYHV�LQ�OLYLQJ�FRQWH[WV�ZKHUH�WKH�RWKHUV��IDPLO\�PHPEHUV�DQG�RSHUDWRUV��
IUHTXHQWO\� FKRRVH� LQ� WKHLU� SODFH� KRZ� WR� RUJDQLVH� WKHLU� WLPH� RU� ZKDW� WR� GR� RU� QRW� WR� GR� ZLWK� LW��
:HKPH\HU�H�6FKDORFN��������GHVFULEH�IRXU�HVVHQWLDO�FKDUDFWHULVWLFV�RI�VHOI�GHWHUPLQHG�EHKDYLRXU��
DXWRQRP\�� VHOI�UHJXODWHG� EHKDYLRXU�� SV\FKRORJLFDO� empowerment� DQG� VHOI�UHDOLVDWLRQ� �:HKPH\HU��
6FKDORFN�� ������� $XWRQRP\� UHODWHV� WR� WKH� FDSDFLW\� RI� DFWLRQ� RI� WKH� SHUVRQ� ZLWK� GLVDELOLWLHV� LQ�
UHODWLRQ�WR�WKH�V\VWHP�RI�SHUVRQDO�SUHIHUHQFHV�DQG�LQWHUHVWV��7KHUHIRUH��WKH�FDSDFLW\�WR�WDNH�GHFLVLRQV�
DQG�PDNH�FKRLFHV��)ROORZLQJ�WKLV�GLUHFWLRQ��LW�LV�LPSRUWDQW�WR�REVHUYH�LI�WKHUH�DUH�IDPLO\�PHPEHUV�
DQG� RSHUDWRUV� VXUURXQGLQJ� WKH� SHUVRQ� ZLWK� GLVDELOLWLHV�� ZKR�� EHVLGH� SD\LQJ� IXOO� DWWHQWLRQ� WKH�
SHUVRQ¶V�LQWHUHVWV�DQG�SUHIHUHQFHV��DOORZ�WKH�SHUVRQ�WR�DFW�VWDUWLQJ�RQ�KLV�KHU�SHUVRQDO�SUHIHUHQFHV�
DQG�WKHUHIRUH�FUHDWH�VSDFHV�DQG�RSSRUWXQLWLHV�IRU�LQGHSHQGHQW�DFWLRQ��6LPLODUO\��LW�EHFRPHV�FUXFLDO�
WR�FRQVLGHU�LI�GLVDEOHG�SHUVRQV��HYHQ�LI�DFFRPPRGDWHG�LQ�UHVLGHQWLDO�VWUXFWXUHV��KDYH�WKH�FKRLFH�RI�



���

7KH�EHVW�UHVXOWV�LQ�WHUPV�RI�TXDOLW\�RI�OLIH�RFFXU�ZKHQ�SHUVRQV�ZLWK�GLVDELOLWLHV�DUH�
DFWLYHO\�LQYROYHG�LQ�PHDQLQJIXO�DFWLYLWLHV�LQ�WKHLU�FRQWH[W�RI� UHIHUHQFH��WKH�DFWLYLWLHV�
VKRXOG�HQDEOH�ERWK�DFWLYH�SDUWLFLSDWLRQ�WR�FRPPXQLW\�OLIH�DQG�DVVXPSWLRQ�RI�VSHFLILF�
UROHV����

6HYHUDO�DXWKRUV��&DQQHOOD�HW�DO���������6DQGHUVRQ��������*UHHQ�HW�DO���������VWUHVV�
WKH� QHHG� WR� HPSRZHU� WKH� SURFHGXUHV� WR� OHDUQ� WKH� QHHGV� RI� SHRSOH� ZLWK� GLVDELOLWLHV�
ZLWKLQ�WKH�GRPDLQV�RI�WKH�TXDOLW\�RI�OLIH�DQG�IDFLOLWDWH�LQWHUYHQWLRQ�VWUDWHJLHV�FDSDEOH�
RI� LPSOHPHQWLQJ� OLIH� FRQGLWLRQV�� 7KHVH� WRROV� DOORZ� WKH� HQKDQFHPHQW� RI� HYHQWXDO�
VWUXFWXUDO�FKDUDFWHULVWLFV�DQG�SURFHGXUHV�IRU�WKH�SUHVHQFH�RI�REMHFWLYH�DVSHFWV��GLHWDU\�
DQG�PHGLFDO�FRQGLWLRQV�DQG�PRUH���DV�ZHOO�DV�RWKHU�VXEMHFWLYH�DVSHFWV�RI�WKH�TXDOLW\�RI�
OLIH� �HQKDQFHPHQW� RI� VDWLVIDFWLRQ� DQG� H[SHFWDWLRQ� DPRQJ� RWKHUV��� :H� SUHVHQWHG� DQ�
RYHUYLHZ�RI� WKHVH� LQVWUXPHQWV� LQ�FKDSWHU� WZR�� WKH\�DOORZ�DOVR�D� WULDQJXODWLRQ�RI� WKH�
PHWKRGRORJLHV��self-report�DQG�report����

�
�

:KLFK�WUDLQLQJ�IRU�WKH�SURIHVVLRQDOV"�
�

:H� EHOLHYH� WKDW�� IRU� ZKDW� ZH� DUH� FRQFHUQHG�� WKH� WUDLQLQJ� RI� WUDLQHUV� DQG�
SHGDJRJXHV�PXVW�NHHS�LQ�DFFRXQW�WKHVH�SHUVSHFWLYH�DFWLRQV�WRR��LQ�WHUPV�RI�TXDOLW\�RI�
OLIH� IRU� SHUVRQV� ZLWK� GLVDELOLWLHV�� 'XULQJ� WKHLU� VFKRROLQJ� \HDUV�� VWXGHQWV� VKRXOG� QRW�
RQO\�OLVWHQ�DERXW�FKLOGUHQ�ZLWK�GLVDELOLWLHV�EXW�DOVR�DERXW�DGXOWV�ZLWK�GLVDELOLWLHV�DQG�
DJHLQJ� DGXOWV� ZLWK� GLVDELOLWLHV�� ,QWHUGLVFLSOLQDU\� WHDPV� VKRXOG� DOUHDG\� PRYH� LQ� WKLV�
GLUHFWLRQ�WR�FRQIURQW�ZLWK�VXFK�VFHQDULRV�DQG�VLWXDWLRQV����

)XUWKHUPRUH��WKH�SUREOHPDWLF�FDOOV�IRU�WKH�WUDLQLQJ�RI�WKH�SHUVRQQHO�ZRUNLQJ�LQ�WKH�
VHUYLFHV��7KH�WUDLQLQJ�VKRXOG�VWDUW�IURP�PRQLWRULQJ�WKH�DWWLWXGHV�WRZDUG�WKH�TXDOLW\�RI�

������������������������������������������������������������������������������������������������������������������������������������������������������������������
WZR� RSWLRQV� LQ� WKHLU� GDLO\� SURJUDPV�� IRU� H[DPSOH�� LQ� WHUPV� RI� DFWLYLWLHV� IRU� WKH� IUHH� WLPH�� 6HOI�
UHJXODWHG� EHKDYLRXU� LQFOXGHV� WKH� DELOLW\� RI� LQWHUSHUVRQDO� problem solving� DQG� WKH� SHUFHSWLRQ� RI�
SHUVRQDO� FRQWURO��+HUH� WRR�� SXWWLQJ� LQWR� DFWLRQ� HGXFDWLRQDO� SURFHGXUHV� WR� SURPRWH� WKH� FDSDFLW\� RI�
problem solving�LQ�IDPLOLDO�RU�FDUHJLYLQJ�FRQWH[WV��,W�LV�DOVR�QHFHVVDU\�WR�ZDWFK�WKDW�WKH�SHUVRQ�KDV�
WKH� RSSRUWXQLW\� WR� PDNH� H[SHULHQFHV� LQ� WHUPV� RI� FRQWURO� DQG� FKRLFH�� RU�� LI� HIIHFWLYH� SUDFWLFHV� RI�
LQWHUYHQWLRQ�RQ� WKH�GHILQLWLRQ� DQG�DWWDLQPHQW�RI� UHDO� JRDOV��3V\FKRORJLFDO�empowerment� FRQFHUQV�
WKH� ZRUN� RQ� WKH� OHYHOV� RI� VHOI�VXIILFLHQF\� DQG� DQ� LQWHUQDO� locus of control�� ZKLOH� VHOI�UHDOLVDWLRQ�
UHODWHV�WR�WKH�GHJUHH�RI�VHOI�DZDUHQHVV��
��:H�VWUHVV�WKH�³*XLGHOLQHV�IRU�VHUYLFHV�RI�TXDOLW\�IRU�WKH�GHILQLWLRQ�RI�WKH�6WDQGDUGV�RI�4XDOLW\�LQ�
VHUYLFHV� IRU� GLVDELOLWLHV� LQ� ,WDO\´� �$,50�� ������� RQ� ZKLFK� PDQ\� VWUXFWXUHV� DUH� FRQYHUJLQJ� DQG�
VSHFLDOLVLQJ��



���

OLIH� RI� GLVDEOHG� SHUVRQV� WR� SURGXFH� QHZ� GHYLFHV� IRU� WKH� WUDLQLQJ� DQG� WR� PDNH�
SURIHVVLRQDO�FKDQJHV��

6RPH�LPSRUWDQW�FRQFHSWXDO�SRLQWV�HPHUJH�IURP�WKH� WKUHDGV�RI�)UHQFK�UHVHDUFK�LQ�
WKLV� ILHOG�� WKH\� DYRLG� WKH� PHUH� SDUFHOOLQJ� RI� WKH� WDVNV� RI� WKH� H[SHUW� SURIHVVLRQDO�
RSHUDWRUV�� DV�PXFK� DV� H[SORULQJ� WKH�QDWXUH��PRGHV� RI� FRQVWUXFWLRQ�� DUWLFXODWLRQ� DQG�
WUDLQLQJ�� LQ� LQLWLDO� WUDLQLQJ�DQG� OLIHORQJ� OHDUQLQJ� �$OWHW��&KDUOLHU��3DTXD\��3HUUHQRXG�
�����������

7KLV� FRQVLGHUDWLRQ� HQWHUV� D� VFHQDULR� FKDUDFWHULVHG� E\� VWURQJ� DQG� IDVW� VRFLDO��
HFRQRPLF� DQG� WHFKQRORJLFDO� FKDQJHV�� DV� ZHOO� DV� E\� TXLFN� DQG� GHHS� FKDQJHV� WKDW�
LQYROYH�HGXFDWLRQDO�V\VWHPV�DQG�SURIHVVLRQDO�SURILOHV��$OO�RI�WKLV�MRLQV�WKH�SHFXOLDULW\�
RI� WKH� FRQWH[WV� RI� HGXFDWLYH� FRPPXQLWLHV��7KH� VWUXFWXUHV� DFFRPPRGDWH� DGXOWV�ZLWK�
GLVDELOLWLHV�ZLWK�YHU\�VSHFLILF�FKDUDFWHULVWLFV��ZKR��DV�VFLHQWLILF� OLWHUDWXUH�SRLQWV�RXW��
GHPDQG� SODQQLQJ� VHUYLFHV� DQG� WKH� WUDLQLQJ� RI� SHUVRQQHO� ZKR� VKRXOG� NQRZ� WKH�
SHFXOLDU�OHDUQLQJ�VW\OHV�DQG�SURILOHV�RI�SHUVRQV�ZLWK�GLVDELOLWLHV�DQG�DXWLVP��,Q�VXFK�D�
ZD\�� SURIHVVLRQDOV� FRXOG� DQVZHU�� ZLWK� WKHLU� HGXFDWLRQDO� SUDFWLFHV� DQG� DFWLRQV�� WKH�
VSHFLDO� HGXFDWLRQDO� QHHGV� DQG� WKH� TXDOLW\� RI� OLIH� RI� WKH� SHUVRQV� DGPLWWHG� E\� WKH�
VHUYLFHV��JRLQJ�EH\RQG�WKH�DVVLVWDQFH�EDVHG�PRGHO��*LDFRQL��������DQG�WKH�PLQLPXP�
UHTXLUHPHQWV�RI�WKH�ODZ��0RUJDQ����������

,Q� WKLV� YLHZ�� WKH� SURIHVVLRQDO� RSHUDWRU� DV� VXFK� LV� UHFRJQLVHG� DV� WKH� RQH� ZKR�
SRVVHVVHV� VSHFLILF� SUDFWLFHV� DQG� SURIHVVLRQDO� FRPSHWHQFHV� �$OWHW�� &KDUOLHU�� 3DTXD\��
3HUUHQRXG��������7KLV�EHFRPHV�WKH�FRQWH[W�ZKHUH�WR�SRQGHU�D�QHZ�DSSURDFK�WR�LQLWLDO�
DQG� FRQWLQXRXV� WUDLQLQJ��ZKLFK� OHWV� WKH� QHFHVVLW\� RI� D� QHZ� V\QHUJ\�EHWZHHQ� WKHRU\�
DQG�SUDFWLFH�DSSHDU����

7KLV� SHUVSHFWLYH�� IRXQG� LQ� WKH� YDULHW\� RI� WKH� LQWHUSUHWDWLRQDO� PRGHOV� �,GHP��
'RQQD\��&KDUOLHU���������DOORZV�DSSUHFLDWLQJ�WKH�YLVLRQ�RI�D�SURIHVVLRQDO�ZLWK�D�VHW�RI�
FRPSHWHQFHV� O\LQJ� VXUHO\� ZLWK� VSHFLILF� DQG� PXOWLSOH� SURIHVVLRQDO� NQRZOHGJH� �IRU�
LQVWDQFH�� WKH\� FRQVLGHU� WKH�NQRZOHGJH� UHODWHG� WR�SURFHGXUHV� DQG� WRROV� WR� MXGJH� DQG�
LQWHUYHQH� LQ� D� VSHFLILF� FRQWH[W� RI� GLVDELOLW\��� +RZHYHU�� LW� EHFRPHV� HVVHQWLDO� WR�
XQGHUVWDQG�DOVR�WKH�³VFKHPHV�RI�DFWLRQ��«��XVHG�LQ�SUDFWLFLQJ�WKH�SURIHVVLRQ´��$OWHW��
&KDUOLHU��3DTXD\��3HUUHQRXG������������7KH�ODWWHU�DUH�LQWHQGHG�DV�habitus �,ELGHP��S��
����WKDW�EHORQJV�WR�D�SURIHVVLRQDO�DQG�GHWHUPLQHV�KLV�KHU�SHUFHSWLRQV��LQWHUSUHWDWLRQV��
DQDO\VHV�DQG�GHFLVLRQV��7KH�habitus DOORZV� WKH�SURIHVVLRQDO� WR�FRSH�ZLWK� WKH� LVVXHV�
IRXQG�LQ�FRPSOH[�VLWXDWLRQV��,Q�IDFW��3HUUHQRXG��������VWUHVVHV�WKDW�SUDFWLFH�LV�“(…) 
expression de l’habitus (…) ensemble des schèmes de perception, de pensée, d’action 
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et d’évaluation qui nous guident à chaque pas dans l’illusion de la spontanéité”�
�3HUUHQRXG����������

,Q� UHJDUGV� WR�SURIHVVLRQDO�GHYHORSPHQW�� WKH�ZRUN�E\�VRPH�UHVHDUFKHUV� �)UHHPDQ��
5LFKDUGVRQ�� VXJJHVWV� WR� PDNH� WKH� EHOLHIV� RI� SURIHVVLRQDO� RSHUDWRUV� DYDLODEOH� DQG�
KHDUG�� WR� DOORZ� WKHLU� H[DPLQDWLRQ� DQG� HYHQWXDOO\� PRGLI\� WKHP� ZLWK� FKDQJHV� LQ�
SUDFWLFLQJ��

1H[W�WR�WKHVH�UHIOHFWLRQV��ZH�UHFDOO�WKH�SURSRVLWLRQ�E\�6FK|Q��������IRFXVHG�RQ�WKH�
WKLQNLQJ�DQG�WKH�UHIOHFWLRQV�RI�WKH�RSHUDWRU�ZKLFK�DUH�URRWHG�LQ�WKH�DFWLRQ��PLQGLQJ�WR�
H[SODLQ�ZKDW�PHDQV�EXLOGLQJ�SURIHVVLRQDO�FRPSHWHQFHV�³EDVHG�RQ�H[SHULHQFH´��$OWHW��
&KDUOLHU��3DTXD\��3HUUHQRXG�������S�������

5HPDUNDEOH� LQWHUHVW� FRPHV� IURP� WKH� TXHVWLRQV� UDLVHG� DQG� SRLVHG� E\� VRPH�
UHVHDUFKHUV� ZKR� WULHG� WR� LQYHVWLJDWH� KRZ� WR� LQYROYH� DQG� IDFLOLWDWH� WUDLQLQJ� WKDW�
FRQMXJDWHV� WKHRUHWLFDO� DQG� SUDFWLFDO� NQRZOHGJH�� 7R� ILQG� KRZ� WR� HPSRZHU� WKH�
SDUWLFLSDWLRQ� WR� WKH� GHYHORSPHQW� RI� NQRZOHGJH� UHODWHG� WR� SURIHVVLRQDO� FRPSHWHQFH�
DQG�PDNH�SDUWLFLSDWLRQ� WR� UHVHDUFK�D�PRGDOLW\� WR� IDYRXU� WKH�SURIHVVLRQDOL]DWLRQ�DQG�
UHIOHFWLRQ�RQ�WKH�DFWLRQ��,ELGHP��S������0DJQROHU���������

�,Q�RWKHU�ZRUGV��QHZ�GHYLFHV�IRU�WUDLQLQJ�PXVW�EH�DFWLYDWHG��WKH\�VKRXOG�HVWDEOLVK�
FORVH�OLQNV�EHWZHHQ�FRXUVHV�DQG�LQWHUQVKLSV��SURYLGLQJ�DQ�DGHTXDWH�VXSHUYLVLRQ�RI�WKH�
SUDFWLFH�� ZKLFK� VKRXOG� HQDEOH� H[SHULPHQWDWLRQ� DQG� DQDO\VLV� �'DUOLQJ�+DPPRQG� 	�
%DUDW]� �6QRZGHQ�� ������� 7KH� VLJQLILFDQFH� RI� VWUXFWXUHG� SDWKV� IRU� WKH� DQDO\VLV� RI�
HGXFDWLRQDO� SUDFWLFHV� LV� KLJK�� DV� VKRZQ�E\� WKH� FXUUHQW� VFLHQWLILF� UHVHDUFK� �9LQDWLHU��
$OWHW�� ������� 7KH� VDPH� DSSOLHV� WR� WKH� DZDUHQHVV� DQG� WKH� WUDQVIRUPDWLRQ� RI� WKH�
VFKHPHV�RI�DFWLRQ�RU�RI�WKH�habitus��3HUUHQRXG���������XVLQJ�YDULRXV�WUDLQLQJ�GHYLFHV�
OLNH�UHIOH[LYH�SUDFWLFH��H[FKDQJH�RI�UHSUHVHQWDWLRQV�DQG�SUDFWLFHV��PXWXDO�REVHUYDWLRQ��
FOLQLFDO�ZULWLQJ��OLIH�VWRU\��YLGHR�OHDUQLQJ�DQG�PRUH���

,Q� VKRUW�� WKLV� YLVLRQ� EHFRPHV� LPSRUWDQW� LQ� LQLWLDO� DQG� FRQWLQXRXV� WUDLQLQJ�� ZKHUH�
GHYLFHV�JRLQJ�WRZDUG�DZDUHQHVV�PXVW�EH�DFWLYDWHG��IRU�D�WKHRUHWLFDO�DQG�SUDFWLFDO�UH�
WKLQNLQJ�ZKHUH�XQVSRNHQ�NQRZOHGJH�FRXOG�EH�VSHOW�RXW��1RQDND��7DNHXFKL���������

�
�

�
�
�
�
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&KDSWHU�IRXU�

)LQGLQJ�SRVW�VFKRRO�SHUVSHFWLYHV��WUDLQLQJ�DQG�ZRUN�IRU�LQFOXVLRQ�
�

Di Maria Beatriz Rodrigues 
�
�

,QWURGXFWLRQ��
�

:KLFK�UHODWLRQ�VKRXOG�H[LVW�DPRQJ�6WDWH��ODERXU�DQG�GLYHUVLW\"�6KRXOG�GLIIHUHQWO\�
DEOH�VXEMHFWV�EH�VHJUHJDWHG�VLQFH�WKH�VFKRRO�GHVNV��DV�LW�KDSSHQV�LQ�%UD]LO��RU�VKRXOG�
WKH\� EH� LQFOXGHG� LQ� WKH� SURGXFWLYH� OLIH� DV� LW� KDSSHQV� LQ� RWKHU� FRXQWULHV"� 0DQ\�
FRQFHSWV� RULJLQDWH� IURP� WKLV� GLVFXVVLRQ�� WKH\� LQFOXGH� DFFHSWDWLRQ�� GLVFULPLQDWLRQ��
LQFOXVLRQ�� QRUPDOLVDWLRQ�� DQG� KLHUDUFK\� RI� GLIIHUHQFHV�� DPRQJ� PDQ\� RWKHUV�� 2QH�
FHUWDLQW\� UHPDLQV�� LW� LV� QRW� HDV\� WR� GHDO� GDLO\� ZLWK� GLVDELOLW\�� QXPHURXV� H[DPSOHV�
FRQILUP� WKLV� DVVXPSWLRQ�� %HFDXVH� GLVFULPLQDWLRQV� DJDLQVW� ZRPHQ� RU� EODFN� SHRSOH�
H[LVW�DORQJVLGH�RWKHUV�� WKDW�DUH�DSSDUHQWO\� OHVV� IUHTXHQW�� OLNH�GLVFULPLQDWLRQV�DJDLQVW�
GLIIHUHQWO\�DEOHG�SHRSOH��DQG�SHRSOH�ZLWK�SK\VLFDO�RU�PHQWDO�GLVDELOLWLHV�����

7KH� GLYHUVLW\� WKDW� ZH� PHHW� KHUH� UHODWHV� WR� GLIIHUHQW� DELOLWLHV�� ,Q� WKLV� FKDSWHU�� ZH�
SURSRVH�D�GLVFXVVLRQ�RQ�VRFLDO�LQFOXVLRQ�IURP�WKH�SURGXFWLYH�SRLQW�RI�YLHZ��RU��KRZ�
GLIIHUHQWO\�DEOH�SHRSOH�DUH�RU�FRXOG�EH�LQWHJUDWHG�LQWR�ZRUN�FRQWH[WV��,Q�,WDO\��WKH�ODZ�
WKDW�FORVHG� WKH�PHQWDO�KRVSLWDOV� LQ������ UHJXODWHV� LQFOXVLRQ��DQG� LQ������ LW�DOORZHG�
FKLOGUHQ� ZLWK� GLVDELOLWLHV� IUHTXHQWLQJ� UHJXODU� FODVVHV�� WKLV� ZLOO� SURYLGH� DQ�
HSLVWHPRORJLFDO� UHIHUHQFH�ZKHQ� WUHDWLQJ� WKH�%UD]LOLDQ� H[DPSOHV��:H� LQFOXGH� LQ� WKLV�
GLVFXVVLRQ� DQ� HQWUHSUHQHXULDO� H[DPSOH� RI� LQFOXVLRQ� RI� SHRSOH� ZLWK� GLVDELOLWLHV�
ZRUNLQJ�LQ�D�FRPSDQ\��2XU�LQWHQWLRQ�LV�QRW�WR�FRPSDUH�WKH�VXFFHVV�LQ�LPSOHPHQWLQJ�
LQFOXVLRQ�EXW�WR�SURSRVH�H[DPSOHV�WR�GLVFXVV�WKH�WKHPHV�RI�LQFOXVLRQ�DW�ZRUN�DQG�KRZ�
WR� EULGJH� WKH� JDS� H[LVWLQJ� EHWZHHQ� WKH� HQG� RI� VFKRROLQJ� DQG� WKH� EHJLQQLQJ� RI� WKH�
ZRUNLQJ�OLIH���

7KH� IROORZLQJ� TXHVWLRQV� DUH� DW� WKH� EDVLV� WKLV� WH[W�� &DQ� FRPSDQLHV� DFWLYHO\�
SDUWLFLSDWH� WR� LQFOXGH�SHRSOH�ZLWK� GLVDELOLWLHV�ZLWK� WKH� KHOS� RI� JRYHUQPHQWDO� SXEOLF�
SROLFLHV"�:KDW� LV� WKH� UROH�RI� WKH�FRPSDQLHV"�+RZ�VKRXOG�VFKRRO� SUHSDUH� WKH�\RXQJ�
GLVDEOHG�WR�HQWHU�WKH�MRE�PDUNHW"�7KH�EDFNGURS�RI�WKLV�GLVFXVVLRQ�LV�D�SUHVVLQJ�QHHG��
DQ�anaghi��OLQNHG�ZLWK�WKH�FRQVWUXFWLRQ�RU�VROLGLILFDWLRQ�RI�D�%UD]LOLDQ�welfare state���



���

7KH�FKDSWHU�ZLOO�EH�GLYLGHG�LQWR�VL[�VHFWLRQV��)LUVWO\��ZH�VWDUW�IURP�WKH�FRQFHSW�RI�
VRFLDO�ZHOOEHLQJ��RU�welfare state��DQG�D�VKRUW�KLVWRU\�RI�LWV�GHYHORSPHQW�LQ�(XURSH�WR�
GLVFXVV� WKH� SUHVHQW� PRPHQW� DQG� WKH� QRWLRQ� RI� welfare mix�� 6HFRQGO\�� ZH� GLVFXVV�
H[DPSOHV� RI� SXEOLF� SROLFLHV� RI� VRFLDO� SURWHFWLRQ� IRU� GLYHUVLW\� LQ� YDULRXV� FRXQWULHV��
7KLUGO\��ZH�UHIOHFW�RQ�WKH�HSLVWHPRORJLFDO�IRXQGDWLRQV�RI�WKH�PRGHOV�RI�LQFOXVLRQ�LQ�
WKH� WZR� GLIIHUHQW� FRXQWULHV�� 6HFWLRQ� IRXU� DSSURDFKHV� WKH� LPSRUWDQFH� DQG� WKH�
FRPSOH[LW\�RI�ZRUNLQJ�ZLWK�SHRSOH�ZLWK�GLVDELOLWLHV��6HFWLRQ�ILYH�SUHVHQWV�H[DPSOHV�
IURP�,WDO\�DQG�%UD]LO�RQ�VFKRROLQJ�DQG�ODERXU�LQFOXVLRQ��)LQDOO\��ZH�FRQWULEXWH�ZLWK�
DQ�DQDO\VLV�RI�ZRUN�DV�LQVWUXPHQW�RI�HPDQFLSDWLRQ��DQG�ZH�GLVFXVV�WKH�UHVSRQVLELOLWLHV�
RI� FRPSDQLHV� DQG� WKH� SRVVLEOH� FRQWULEXWLRQV� WKDW� WKHVH� FDQ� SURYLGH�� DV� ZHOO� DV� WKH�
EHQHILWV� WR� EH� JDLQHG� ZLWK� WKH� SDUWLFLSDWLRQ� LQ� SXEOLF� SROLFLHV� LQ� LQWURGXFLQJ�
GLIIHUHQWO\�DEOH�SHRSOH�RQ�WKH�ZRUNSODFH����

�
�

���6RFLDO�%DFNJURXQG�IRU�LQFOXVLRQ��

7R�REWDLQ�DQ�RYHUDOO�OHJLVODWLYH�DQG�KLVWRULFDO�IUDPHZRUN��LW�LV�LPSRUWDQW�WR�VHH�KRZ�
VRFLDO�LQFOXVLRQ�ZDV�FRQFHLYHG�LQ�D�SURMHFW�RI�VRFLDO�HTXLW\�LQ�HDFK�RI�WKH�FRXQWULHV��
)ROORZLQJ� RXU� IUDPHZRUN� DERXW� WKH� TXDOLW\� RI� OLIH� RI� GLVDEOHG� DGXOWV� LV� RQH� RI� WKH�
LQGLFDWRUV�WR�DQDO\VH�WKH�FUXFLDO�WUDQVLWLRQ�IURP�VFKRRO�WR�ZRUN���

7KH�ZHOIDUH�VWDWH� LV� WKH�V\VWHP� WKDW�JXDUDQWHHV�VDWLVIDFWRU\� OLYLQJ�FRQGLWLRQV� WR�D�
SRSXODWLRQ�DV�SURMHFWHG�DQG�SUDFWLFHG�E\�D�6WDWH�� ,Q�RWKHU�ZRUGV�� LW� LV� WKH�SURMHFW�RI�
VRFLDO�MXVWLFH�WUDQVIRUPHG�LQWR�DVVLVWDQFH�WR�WKH�SRSXODWLRQ��KRXVLQJ��ZRUN��HGXFDWLRQ��
PHGLFDO� DVVLVWDQFH�� PLQLPXP� LQFRPH�� EHQHILWV�� VRFLDO� VHFXULW\�� UHWLUHPHQW�� DPRQJ�
RWKHU�FRQGLWLRQV� WR�SURYLGH�GLJQLILHG�OLIH��7KHVH�V\VWHPV�ZRUN� WKURXJK�WD[DWLRQ�DQG�
UHGLVWULEXWLRQ�RI�LQFRPH��WKDW�LV��D�SHUFHQWDJH�RI�*URVV�'RPHVWLF�3URGXFW��*'3��JRHV�
WR�JXDUDQWHH�DQG�PDLQWDLQ�WKH�OLYLQJ�FRQGLWLRQV�RI�WKH�SRSXODWLRQ���

7KH�LGHD�RI�welfare state JRHV�EDFN�WR�WKH�HQG�RI�WKH�QLQHWHHQ�FHQWXU\��+RZHYHU��
WKH� ILUVW� HIIHFWLYH� DFWLRQV� WRRN� SODFH� DIWHU� WKH� :RUOG� :DU� ,�� GXULQJ� WKH� *UHDW�
'HSUHVVLRQ�LQ�WKH�8QLWHV�6WDWH��ZKHUH�WKH�IDPRXV�New Deal ZDV�FRQFHLYHG�WR�WDFNOH�
XQHPSOR\PHQW� DQG� SURJUHVVLYH� LPSRYHULVKPHQW�� 6HQQHWW� �������� LQ� KLV� UHVHDUFK� RQ�
WKH�RULJLQV�RI�WKH�welfare state�LQ�(XURSH�DQG�8QLWHG�6WDWHV��DIILUPV�WKDW��LQ�������WKH�
FULVLV� KLW� ZRUNHUV� LQ� GLIIHUHQW� ZD\V�� UHYHDOLQJ� D� SUHFDULRXV� ZRUNLQJ� FODVV� KLJKO\�
VXVFHSWLEOH�WR�HFRQRPLF�FKDQJHV������

7KH�JROGHQ� DJH� RI� WKH� welfare VWDWH�ZDV� EHWZHHQ� ����� DQG������� LQ� D� SHULRG� RI�
SRVW�ZDU�HFRQRPLF�H[SDQVLRQ�ZKHQ�WKH�EHQHILWV�RIIHUHG�WR�WKH�SRSXODWLRQ�LQFUHDVHG���
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$OUHDG\� LQ� WKH�PLG�VHYHQWLHV�� WKLV� UHDOLW\�EHJDQ� WR�FKDQJH��+RZHYHU�� WKH�HQG�RI� WKH�
SURVSHURXV�SHULRG�KDSSHQHG� LQ� WKH� HLJKWLHV�ZLWK�SROLFLHV�RI� HFRQRPLF�DXVWHULW\�DQG�
FRVW� FXWWLQJ� LQ� VHYHUDO� FRXQWULHV�� DV� LW� KDSSHQHG�ZLWK� WKH� JRYHUQPHQWV� RI�0DUJDUHW�
7KDWFKHU� LQ� WKH� 8QLWHG� .LQJGRP� DQG� 5RQDOG� 5HDJDQ� LQ� WKH� 86$�� :LWK� WKHVH�
WUDQVIRUPDWLRQV��WKH�FHQWUH�RI�WKH�GHEDWH�DERXW�WKH�IXWXUH�RI�VRFLDO�SURWHFWLRQ�V\VWHPV�
ZDV� VSOLW� LQWR� SRVLWLRQV� WKDW� VKRZHG� WZR� SRVVLELOLWLHV�� RQH� RI� GLVPDQWOLQJ� LW� DQG�
DQRWKHU�RI�UHVLVWDQFH�WR�PDLQWDLQ�LW��

7KH�W\SRORJ\�RI�(VSLQJ�$QGHUVHQ��������LQWURGXFHV�WKH�QRWLRQ�RI�welfare�UHJLPH��
KRZ�WKH�LQWHUGHSHQGHQFLHV�DPRQJ�SXEOLF�LQVWLWXWLRQV��PDUNHW�DQG�VRFLHW\��SURGXFH�D�
SURWHFWLYH�V\VWHP�LQ�D�JLYHQ�UHDOLW\��$FFRUGLQJ�WR�WKH�DXWKRU�� WKH�PRGHOV�YDU\��ZKHQ�
HODERUDWLQJ� WKHLU� welfare VWDWHV� HYHU\� FRXQWU\� IROORZHG� GLIIHUHQW� FRQFHSWV� RI�ZKDW��
DFFRUGLQJ�WR�WKHP��PHDQW�³JRRG�VRFLHW\´��7KH�FRPPRQ�JRDO�RI�WKHVH�FRXQWULHV��LQ�WKH�
SULPRUGLDO�SKDVHV�RI�HODERUDWLRQ��ZDV�WR�VROYH�WKH�SRVW�ZDU�VRFLDO�LQHTXDOLWLHV��EXW�WKH�
WUDMHFWRU\�RI�HDFK�VRFLHW\�GHSHQGHG�RQ�WKH�IRXQGLQJ�FKDUDFWHULVWLFV�DQG�WKHLU�SULRULWLHV�
LQ� WHUPV� RI� VRFLDO� MXVWLFH�� $FFRUGLQJ� WR� WKLV� W\SRORJ\�� WKH� VROXWLRQV� EDVHG� RQ�
LQGLYLGXDOLVP� DUH� SUHIHUUHG� LQ� WKH� $QJOR�6D[RQ� FRXQWULHV�� WKH� VROXWLRQV� EDVHG� RQ�
VRFLDO� HTXDOLW\� DQG� XQLYHUVDOLVP� DUH� W\SLFDO� RI� WKH� 6FDQGLQDYLDQ� FRXQWULHV�� ZKLOH�
VROXWLRQV�EDVHG�RQ�FRUSRUDWLVP�DQG�FRQFHVVLRQV�RI� VXEVLGLHV� DUH� IRXQG� LQ� FRXQWULHV�
VXFK�DV�)UDQFH��,WDO\�DQG�6SDLQ�����

$W� WKH� SUHVHQW� PRPHQW�� E\� UHDVRQV� VXFK� DV� OLPLWHG� HFRQRPLF� JURZWK�� LQFUHDVHG�
WD[DWLRQ� DQG� WKH� DJHLQJ� SRSXODWLRQ� LQ� WKH� :HVWHUQ� FRXQWULHV�� WKH� GHEDWH� EHWZHHQ�
GLVPDQWOLQJ�DQG�UHVLVWDQFH�RI�WKH�ZHOIDUH�VWDWH�VHHPV�SDUWLDOO\�RYHUFRPH��1RZDGD\V��
WKH�IRFXV�OLHV�RQ�WKH�FDSDELOLW\�RI�UH�VWUXFWXULQJ�RI�HDFK�FRXQWU\�DQG�WKH�SRVVLELOLWLHV�
WR�ILQG�DOWHUQDWLYHV�IRU�WKH�V\VWHPV�RI�VRFLDO�SURWHFWLRQ��&RQVHTXHQWO\��WKH�DUULYDO�QHZ�
SROLWLFDO�DFWRUV�DQG�WKH�SDUWQHUVKLS�EHWZHHQ�SXEOLF�DQG�SULYDWH�DUH�WKHPHV�WKDW�JDLQ�LQ�
UHOHYDQFH�� :H� GLVFXVV� WKH� SDVVDJH� IURP� WKH� FODVVLF� welfare state WR� D� V\VWHP� RI�
welfare mix�� VLQFH� WKH� 6WDWH�� ILQGLQJ� GLIILFXOWLHV� WR� DQVZHU� LQFUHDVLQJ� GLIILFXOWLHV��
ORRNV� IRU� DLG� LQ� WKH� SULYDWH� VHFWRU� �3RZHOO�� %DUULHQWRV�� ������ +RJJ�� %DLQHV�� ������
/RQJR�� 1RWDUQLFROD�� 7DVVHOOL�� ������� :H� FRXOG� PHQWLRQ� WKH� VRFLDO� FRRSHUDWLYHV� RI�
,WDO\�WKDW��LQ�SDUWQHUVKLS�ZLWK�WKH�6WDWH��DVVXPH�DQ�LPSRUWDQW�UROH�LQ�VRFLDO�DVVLVWDQFH�
RI� FKLOGUHQ�� ROGHU� SHRSOH�� SHRSOH� ZLWK� GLVDELOLWLHV�� EHVLGH� VHUYLFHV� OLQNHG� ZLWK�
K\JLHQH�� HQYLURQPHQW��KRXVLQJ�� DPRQJ�RWKHUV��$OVR��RQH�RI� WKH� ODUJHVW� VXSHUPDUNHW�
FKDLQV� LQ� ,WDO\� LV� D� VRFLDO� FRRSHUDWLYH� DQG�� LQ� WKLV� FDVH�� WKH� VXSSO\� RI� VHUYLFHV� LV�
FOHDUO\�OLQNHG�ZLWK�SURILW�����

�
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7KH�SUHVHQW�UH�VWUXFWXULQJ�RI�WKH�welfare LQ�(XURSH�LV�LQFUHPHQWDO�DQG�REMHFWLYH��LW�
SULRULWLVHV�FRVW�FRQWURO��UH�FRPPRGLWLVDWLRQ�DQG�PRGHUQLVDWLRQ�RI�WKH�V\VWHPV��$�ELJ�
GLIIHUHQFH� EHWZHHQ� WKH� RULJLQDO� SRVW�ZDU� welfares DQG� WKH� SUHVHQW� RQHV� LV� SUHFLVHO\�
WKHLU�FRPPRGLWLVDWLRQ��:KDW�ZDV�FRQVLGHUHG�D�GXW\�RI�WKH�6WDWH� LQ�WKH�SDVW��WRGD\�LV�
EHLQJ� UH�WKRXJKW� ZLWK� DWWHQWLRQ� WR� UHGXFLQJ� WKH� EHQHILWV� DQG� WKH� UHVWULFWLRQ� RI� WKH�
DOWHUQDWLYHV� RI� SDUWLFLSDWLRQ� LQ� WKH� VRFLDO� VHFXULW\� V\VWHP� �$JRVWLQL�� ������� *OREDO�
PDUNHWV�� GLIIHUHQWO\� IURP� WKH� SRVW�ZDU� HIIRUWV� WR� UH�EXLOG� (XURSHDQ� VRFLHWLHV�� DUH�
IRXQGHG�RQ�LQGLYLGXDOLVP�ZLWK�HPSKDVLV�RQ�FRQVXPSWLRQ�DQG�FRPSHWLWLYHQHVV�ZLWK�D�
UHGXFHG�LQWHUHVW�LQ�FROOHFWLYH�TXHVWLRQV��,Q�RWKHU�ZRUGV��ZH�SHUFHLYH�D�WUDQVLWLRQ�IURP�
DQ�LGHRORJ\�RI�VRFLDO�HQJDJHPHQW�WR�WKLV�QHZ�RUGHU���

$QRWKHU�LPSRUWDQW�TXHVWLRQ�LQ�WKH�SUHVHQW�GLVFXVVLRQ�LV�D�UHODWLYLVHG�FRQFHSWLRQ�RI�
SRSXODWLRQ� DQG� QHFHVVLWLHV�� *OREDOLVDWLRQ� EURXJKW� D� PRYHPHQW� RI� SHRSOH� DPRQJ�
FRXQWULHV�� FRQVHTXHQWO\�� LQWHUFXOWXUDO� FRKDELWDWLRQ� DQG� WKH� SROLWLFDO� SUHVVXUH� RI�
PLQRULW\�JURXSV�JDLQHG�UHOHYDQFH��&RQVHTXHQWO\��WKH�DSSURDFK�WR�WKH�SUREOHP�VKRXOG�
EH�FKDQJHG��EXW�LW�LV�HTXDOO\�LPSRUWDQW�WR�FRQFHLYH�ULJKWV��GXWLHV�DQG�EHQHILWV�WKURXJK�
PHDQV�RI�XQGHUVWDQGLQJ�WKH�QHZ�VRFLDO�GHPDQGV����

)RXFDXOW� ��������DIILUPV� WKDW� WKH�ZHOIDUH�V\VWHP�FDQQRW�EH�GHILQHG�RQO\�ZLWK� WKH�
PHGLFDO�FRQFHSWV�RI�KHDOWK�DQG�LOOQHVV��:HOO�EHLQJ��RU�4XDOLW\�RI�/LIH��LV�D�G\QDPLF�
FRQFHSW��D�PRELOH�OLQH��ZKLFK�DFFRPSDQLHV�VRFLDO�FKDQJHV�DQG�QHFHVVLWLHV�LQ�D�JLYHQ�
UHDOLW\�� )ROORZLQJ� WKLV� OLQH� RI� WKLQNLQJ�� DVVRFLDWLQJ� LW� ZLWK� WKH� KLVWRULFDO� GDWD� VHHQ�
DERYH�� ZH� FDQ� SHUFHLYH� WKDW�� LQ� WKH� ODVW� GHFDGHV�� WKH� QHR�OLEHUDOLVW� SROLWLFDO� DQG�
HFRQRPLF�IUDPHZRUN�SRLQWV� WRZDUG�D�QHZ�GLUHFWLRQ�IRU�WKH�welfare state LQ�(XURSH��
7KLV�LV�WKH�FRQVHTXHQFH�RI�WKH�WHQVLRQV�FDXVHG�E\�GHPDQGV�IRU�DQ�HTXDO�GLVWULEXWLRQ�
RI� WKH� 6WDWH¶V� UHVRXUFHV�� 2Q� WKH� RWKHU� KDQG�� LQGHSHQGHQWO\� IURP� WKH� FKDQJHV� RI�
FRQWH[W�� LW� LV� LPSRUWDQW� WR�FRQVLGHU� WKDW� WKH�(XURSHDQ�SRSXODWLRQV�SUHVVXUL]H�DJDLQVW�
WKH� UHGXFWLRQ� RI� WKH� DFTXLUHG� EHQHILWV�� IRU� H[DPSOH�� WKH� FRQVLVWHQW� SURWHVWV� DJDLQVW�
FKDQJHV�LQ�WKH�SHQVLRQ�V\VWHPV�LQ�YDULRXV�FRXQWULHV��7KHVH�DUH�GHOLFDWH�SRLQWV�RQ�WKH�
DJHQGDV� RI� FRQWHPSRUDU\� JRYHUQPHQWV�� ZKLFK� PHDQV� ILQGLQJ� YLDEOH� DOWHUQDWLYHV� WR�
PDLQWDLQ� WKH� VWDQGDUGV�RI� WKH�(XURSHDQ�FLWL]HQV�� DYRLGLQJ�H[FHVVLYH�EXUGHQV�RQ� WKH�
VWDWH�EXGJHWV���

,Q� WKH�YDULRXV�(XURSHDQ�FRXQWULHV�� WKH�welfare state VHUYHV�DV�EDFNJURXQG IRU�WKH�
VWXGLHV� RQ� SXEOLF� SROLFLHV� EHFDXVH� LW� KDV� D� ORQJ� DQG� G\QDPLF� KLVWRU\� DQG� LW� KDV�
VXSSRUWHG� WKH� GHPRFUDWLF� FRKDELWDWLRQ� RI� LWV� SRSXODWLRQV�� ZKHUH� WKH� ULJKW� WR� 6WDWH�
KHDOWK� FDUH�� HGXFDWLRQ�� KRPH�� DQG� WKH� YDULRXV� DLGV� H� LQFHQWLYHV� DUH� SURYLGHG� WR� WKH�
HQWLUH�SRSXODWLRQ��(DFK�VRFLHW\�LV�XQLTXH�LQ�LWV�FKDUDFWHULVWLFV�DQG�QHHGV��EXW�D�ZHOO�
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VWUXFWXUHG� DQG� VWDEOH� V\VWHP�FDQ�EH�XVHG� IRU� RULHQWDWLRQ�� DV� HSLVWHPRORJLFDO� WRRO� WR�
DQDO\VH� WKH� SXEOLF� SROLFLHV� LQ� RWKHU� FRXQWULHV�� ,Q� RXU� DQDO\VLV�� ZH� ZHUH� HVSHFLDOO\�
LQWHUHVWHG�E\� WKH�SHULRG�RI� VWDELOLVDWLRQ�RI� WKH� welfare state LQ�(XURSH�� VLQFH� OLYLQJ�
DQG� KHDOWK� FRQGLWLRQV� RI� WKH� SRSXODWLRQV� QHHGHG� XUJHQW� DWWHQWLRQ�� OLNH� WKH� SUHVHQW�
VLWXDWLRQ�IRU�PRVW�RI�WKH�%UD]LOLDQ�SRSXODWLRQ���

%UD]LO�QHHGV� WR�HVWDEOLVK� LWV�V\VWHP�RI�VRFLDO�ZHOIDUH�RQ�ILUPHU�JURXQG��)URP�WKH�
HLJKWLHV� RQZDUG��ZLWK� WKH� UHWXUQ� WR� GHPRFUDF\�� WKH� FRXQWU\� LQYHVWHG� LQ� UHIRUPV� IRU�
ZHOIDUH�H[WHQVLRQV�DQG�PRGHUQLVDWLRQ�� OLNH�XQLYHUVDOLVLQJ� WKH�RIIHU�RI�welfare� WR�DOO�
VRFLDO�JURXSV��UHJDUGOHVV�IURP�WKH�MRE�SRVLWLRQ�RU�LQFRPH �'UDLEH���������������,W�LV�
LQGLVSHQVLEOH� WR� WKLQN� FKDQJHV� DQG� QHZ� VRFLDO� GHPDQGV� WR� SURMHFW� RU� UH�WKLQN� WKH�
ZHOIDUH�V\VWHP��%UD]LO�ZHQW�WKURXJK�FRQVLGHUDEOH�SROLWLFDO�FKDQJHV��ZLWK�WKHP�FDPH�D�
JUHDWHU� SUHRFFXSDWLRQ� LQ� FKDQJLQJ� WKH� GLUH� FRQGLWLRQV� RI� VRFLDO� LQHTXDOLW\� LQ� WKH�
FRXQWU\��/LYLQJ�FRQGLWLRQV�RI�WKH�SRSXODWLRQ�VWLOO�QHHG�XUJHQW�DWWHQWLRQ���

:H� FRXOG� PHQWLRQ� H[DPSOHV� RI� HIIRUWV� OLNH� WKH� VWDELOL]DWLRQ� RI� WKH� HFRQRP\�� DV�
ZHOO� DV� WKH� VHDUFK� RI� VRFLDO� PRGHV� RI� RUJDQLVDWLRQ� WKDW� DLP� WR� JUHDWHU� MXVWLFH��
SDUWLFLSDWLRQ� DQG� LQFRPH� GLVWULEXWLRQ� DV� HIIRUWV� WRZDUGV� D� PRUH� HTXDO� VRFLHW\��
$QRWKHU�PRUH�UHFHQW�H[DPSOH�LV�WKH�LQLWLDWLYH�bolsa família��IDPLO\�DOORZDQFH���ZKLFK�
EHVLGHV�EHLQJ�FULWLFLVHG�DWWHQGV����PLOOLRQ�IDPLOLHV��RU����PLOOLRQ�YHU\�LPSRYHULVKHG�
SHRSOH��&KDQJHV�RQ�QDWLRQDO�DQG�LQWHUQDWLRQDO�VFHQDULRV�GHPDQG�D�UHQRYDWLRQ�RI�WKH�
PRGHO�RI�WKH�VRFLDO�LQFOXVLRQ�LI�ZH�H[SHFW�WKH�HQWLUH�VRFLHW\�WR�DFFHVV�HGXFDWLRQ�DQG�
KHDOWK��DGHTXDWH�KRXVLQJ�FRQGLWLRQV��ZRUN�DQG�JUHDWHU�VRFLDO�SDUWLFLSDWLRQ���

�
�

3XEOLF�3ROLFLHV�RI�6RFLDO�3URWHFWLRQ�DQG�'LYHUVLW\��
�

2QH� IRUP� RI� VWUXFWXULQJ� WKH� VRFLDO� ZHOIDUH� V\VWHP�� DW� WKH� EDVLV� RI� WKH� SRVW�ZDU�
(XURSHDQ�PRGHO�� LV� WKH�DWWHQWLRQ� WRZDUG�JURXSV�ZLWK�VSHFLDO�QHHGV�� LQ� WKRVH�GD\V� LW�
UHIHUUHG� WR� WKH� DWWHQWLRQ� WR� WKH� SRSXODWLRQ� WKDW� PRVWO\� VXIIHUHG� FRQVHTXHQFHV� DQG�
ORVVHV� GXULQJ� WKH� ZDU�� /DWHU�� WKH� JURXS�ZLWK� VSHFLDO� QHHGV� EHFDPH� ELJJHU� DIWHU� WKH�
UHFHSWLRQ�RI�RWKHU�JURXSV�ZLWK�GLIIHUHQW�VLWXDWLRQV�RI�LQHTXDOLW\��WKH�ZHOIDUH�SDVVHG�WR�
FDUH�IRU�DVVLVWDQFH�DQG�LQFOXVLRQ�LQ�WKH�VRFLDO�WH[WXUH��8QGRXEWHGO\��WKLV�DSSURDFK�FDQ�
EH�DFFXVHG�RI�EHLQJ�PHUH�DVVLVWDQFH�SHUSHWXDWLQJ�VRFLDO�LQHTXDOLWLHV��+RZHYHU��DW�WKH�
VDPH� WLPH�� LW� VXSSRUWV� JURXSV� ZLWK� GLYHUVLWLHV� ZKRP�� ZLWKRXW� DLG�� ZRXOG� KDYH�
UHGXFHG�FKDQFHV�RI�LQWHJUDWLRQ�DQG��LQ�VRPH�FDVH��RI�VXUYLYDO��)XUWKHUPRUH��LW�VKRZV�
KRZ�PXFK�WKH�FRQFHSW�RI�PRELOH�OLQHV�LQWURGXFHG�E\�)RXFDXOW��������LV�DSSOLFDEOH�WR�
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SUDFWLFH���

7KH�FRQFHSW�RI�GLYHUVLW\�FRQWLQXHV�WR�H[SDQG�DEVRUELQJ�RWKHU�JURXSV��,Q�WKH�UHFHQW�
SDVW�� PRUH� SUHFLVHO\� EHWZHHQ� WKH� VL[WLHV� DQG� VHYHQWLHV�� UDFLDO� DQG� ZRPHQ�
GLVFULPLQDWLRQV�GRPLQDWHG� WKH�VFHQH��PRYHPHQWV�DVVRFLDWHG�ZLWK� WKHVH�JURXSV�ZHUH�
JUDQWHG� VRPH� FRQTXHVWV�� OLNH� ZRPHQ¶V� ULJKW� WR� ZRUN�� DERUWLRQ�� VRFLDO� OLEHUWLHV��
LQFUHDVHG� YLJLODQFH� DJDLQVW� UDFLDO� GLVFULPLQDWLRQ�� HTXDO� RSSRUWXQLWLHV� IRU� GLIIHUHQW�
HWKQLF� JURXSV� DQG� PRUH�� 7DONLQJ� DERXW� GLYHUVLW\� PHDQV�� DSDUW� IURP� WKH� DOUHDG\�
PHQWLRQHG� JURXSV�� WDONLQJ� DERXW� PDQ\� RWKHU� JURXSV�� OLNH� SHRSOH� ZLWK� GLIIHUHQW�
SK\VLFDO� RU� PHQWDO� DELOLWLHV�� SHRSOH� ZLWK� VH[XDO� RULHQWDWLRQV� GLIIHUHQW� IURP�
KHWHURVH[XDO�� PLJUDQWV�� UHIXJHHV�� UHOLJLRXV� PLQRULWLHV�� ODQGOHVV� ZRUNHUV� DQG� PDQ\�
RWKHUV��7KHUHIRUH��GLYHUVLW\�LV�D�G\QDPLF�FRQFHSW�VXEMHFW�WR�FRQVWDQW�VRFLDO�FKDQJHV��
:KDWHYHU� ZDV� GLIIHUHQW� LQ� WKH� SDVW� FRQWLQXHV� VR�� KRZHYHU�� QHZ� JURXSV� HQWHU� WKLV�
FRQWLQXRXV�PRYHPHQW���

6LQFH�WKH�VL[WLHV��GLYHUVLW\�LV�SDUW�RI�PDLQVWUHDP�SROLWLFDO�DQG�VRFLDO�GLVFXVVLRQV�LQ�
WKH�:HVWHUQ�ZRUOG��+RZHYHU��IURP�WKH�HLJKWLHV�WKH�LQIOXHQFH�RI�WKH�VRFLDO�PRYHPHQWV�
RI� WKH� VR�FDOOHG� PLQRULWLHV� JUHZ� VLJQLILFDQWO\�� 7KLV� LQIOXHQFH� FDQ� EH� IHOW� LQ� WKH�
FKDQJHG�SROLWLFDO�DJHQGDV�RI�SURPLQHQW�SROLWLFDO�ILJXUHV�RI�\HVWHU\HDU�OLNH�WKH�3ULPH�
0LQLVWHUV� RI� WKH� 8.� DQG� 6SDLQ�� 7RQ\� %ODLU� DQG� -RVp� =DSDWHUR�� ZKR� LQKHULWHG� WKH�
(XURSHDQ� 6RFLDOLVW� WUDGLWLRQ�� EXW� LQVWHDG� RI� HPSKDVLVLQJ� LQFRPH� GLVWULEXWLRQ� DQG�
HFRQRPLF� HTXDOLW\�� WRRN� FLYLO� ULJKWV� DV� WKH� PDLQ� JXLGHOLQHV� RI� WKHLU� JRYHUQPHQWV��
8QGRXEWHGO\�� WKH� WZR� VRFLHWLHV� HQMR\HG� JRRG� HFRQRPLF� KHDOWK� DQG� LQFRPH�
GLVWULEXWLRQ� ZDV� QRW� D� SULRULW\� DQ\PRUH�� LW� LV� KRZHYHU� XQGHQLDEOH� WKDW� WKRVH�
GLVFXVVLRQV�OLNH�OHJDO�UHFRJQLWLRQ�RI�XQLRQV�RXWVLGH�WKH�WUDGLWLRQDO�IDPLO\�PRGHO�KDYH�
NHSW�SDUOLDPHQWV�EXV\�LQ�WKH�ODVW�IHZ�\HDUV���

6FLHQFH� WRR� ZDV� VWURQJO\� LQIOXHQFHG� E\� WKH� LQFUHDVHG� DWWHQWLRQ� WRZDUG� VRFLDO�
PRYHPHQWV�DQG�FLYLO�ULJKWV�� LW�DFTXLUHG��XVLQJ�UHVHDUFK�PHWKRGRORJLHV��PRUH�FULWLFDO�
DQG� OHVV� GLVFULPLQDWRU\� IRUPV� RI� UHDGLQJ� WH[WV�� ZRUNV� RI� DUW�� FXOWXUHV� DQG� WKH�
VXUURXQGLQJ� UHDOLW\�� ,Q� VRFLDO� VFLHQFHV�� SRVW�VWUXFWXUDOLVP� UHSUHVHQWHG� D� ZDWHUVKHG��
ZLWK�LWV�GHVWDELOLVLQJ�UHDGLQJ�RI�WKH�PHFKDQLVPV�RI�SRZHU�DQG�FRQWURO�RI�VRFLHWLHV�DQG�
ZLWK� WKH� FRQILUPDWLRQ� RI� WKH� GHFRQVWUXFWLRQ� RI� WKH� SKLORVRSK\� RI� WKH� VXEMHFW�
�HVSHFLDOO\�LQ�)RXFDXOW�DQG�'HUULGD��EXW�QRW�RQO\����

,Q�WKLV�DSSURDFK��WKH�DQDO\VLV�RI�WKH�GLVFRXUVH�VWDUWV�IURP�SRZHU�DQG�LWV�LQIOXHQFH�
LQ� FRQVWUXFWLQJ� WUXWKV� DQG� VRFLDO� UHODWLRQV�� 8S� WR� WKDW� SRLQW�� ORJRFHQWULVP� ZDV�
GRPLQDQW� LQ� WKH� DQDO\VLV� RI� WKH� GLVFRXUVH�� HVSHFLDOO\� LQ� SV\FKRDQDO\VLV�� EXW� DOVR� LQ�
VHPLRWLFV� DQG� FXOWXUH�� ,W� ZDV� KDUGO\� KLW� DQG�� DOEHLW� NHHSLQJ� WKH� ZRUG� DW� WKH� FRUH��
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FULWLFV�GLVPDQWOHG�WKH�FHUWDLQW\�RI�UDWLRQDOLW\�DQG�V\PEROLVP��7KH�PHDQLQJ�LV�DOZD\V�
UHODWLYH��LW�GHSHQGV�RQ�WKH�UHDGLQJ�GRQH��WKH�ODWWHU�H[FOXGHV�DOZD\V�WKH�RWKHU�UHDGLQJV��
HYLGHQWO\��WKHUH�LV�QRW�RQO\�RQH�H[KDXVWLYH�H[SODQDWLRQ��+$//���������([DFW�VFLHQFHV�
WRR�ZHUH�DIIHFWHG�E\�WKH�UHODWLYLVDWLRQ�RI�VFLHQWLILF�FHUWDLQWLHV�DQG��VWDUWLQJ�IURP�WKH�
WKHRU\�RI�UHODWLYLW\�DQG�TXDQWXP�SK\VLFV��WKH�GRJPDV�RQ�VFLHQWLILF�QHXWUDOLW\�DQG�WKH�
LQIOXHQFH�RI�WKH�UHVHDUFKHUV�RQ�WKH�UHVXOWV�ZHUH�SXW�LQ�GLVFXVVLRQ���

)RXFDXOW� ������� DQDO\VHG� WKH� VWUXFWXUHV� RI� SRZHU� LQ� ZHVWHUQ� VRFLHWLHV� DQG�
HYLGHQFHG� FRQWURO� V\VWHPV� FRPLQJ� IURP� VRFLDO� FDUH�� KHDOWK� VHUYLFHV� WR� SHRSOH� ZLWK�
PHQWDO� LOOQHVVHV�� FRQYLFWV�� ERGLHV� DQG� VH[XDOLW\�� &DUH� DSSHDUV� DV� DVVLVWLYH�� EXW��
PRVWO\��LV�DQ�LQVWUXPHQW�WR�FRQILUP�WKH�VWUXFWXUHV�RI�SRZHU��7KH�XQGHUVWDQGLQJ�RI�WKH�
V\VWHPV� RI� SURWHFWLRQ� DQG� VRFLDO� ZHOIDUH� EHFRPHV� HVVHQWLDO� LQ� GLVFXVVLQJ� SXEOLF�
SROLFLHV��DV�ZHOO�DV�WKH�XQGHUVWDQGLQJ�RI�WKH�FRQWURO�JHQHUDWHG�E\�WKHVH�V\VWHPV���

,Q�RUGHU�WR�SURFHHG�ZLWK�WKH�DQDO\VLV�RI�WKH�GLIIHUHQW�PRGHOV�RI�ZHOIDUH�LQ�WKH�WZR�
FRXQWULHV�FRQVLGHUHG�DQG�WKHLU�LQIOXHQFH�LQ�WKH�VRFLDO�LQFOXVLRQ��ZH�SUHVHQW�GDWD�IURP�
FDVH�VWXGLHV�GHULYHG�IURP�RXU�H[SHULHQFHV�LQ�,WDO\�DQG�%UD]LO��7R�GR�WKLV��ZH�IRFXV�RQ�
VRPH�RI�WKH�PDLQ�FKDUDFWHULVWLFV�RI�WKH�WZR�PRGHOV��DV�ZHOO�DV�RQ�WKHLU�GHYHORSPHQW�
LQ�WHUPV�RI�DWWHQWLRQ�WR�GLYHUVLW\���

�
�

(SLVWHPRORJLFDO�FRQVLGHUDWLRQ�RQ�WKH�LQFOXVLRQ�PRGHOV�
�

:H�VWDUW�IURP�WKH�SHUVRQDO�NQRZOHGJH�RI�WKH�,WDOLDQ�V\VWHP��ZLWK�DQ�H[SHULHQFH�RI�
ILYH� \HDUV� DV� SV\FKRORJLVW� DQG� HGXFDWRU� LQ� DWWHQGLQJ� FKLOGUHQ� DQG� WHHQDJHUV� LQ�
FRQGLWLRQV� RI� OHDUQLQJ� DQG� GHYHORSLQJ� GHILFLW�� ZKLFK� FRXOG� GHULYH� IURP� RUJDQLF��
PHQWDO�� VHQVRULDO� VRFLR�IDPLOLDO� DQG� FRQWH[WXDO� SUREOHPV�� 7KH� HGXFDWLRQDO�
LQWHUYHQWLRQ� DLPHG� HVSHFLDOO\� VFKRRO� LQVHUWLRQ� DV� SULPDU\� VRFLDO� FRUH� RXWVLGH� WKH�
IDPLO\�DQG�SULYLOHJHG�SODFH�WR�DFTXLUH�GLGDFWLFDO�NQRZOHGJH��EXW�DOVR�LQ�HVWDEOLVKLQJ�
UHODWLRQDO� FRPSHWHQFHV�� 7KH� VRFLR�HGXFDWLRQDO� V\VWHP� GHULYHV� IURP� DQ� DQWL�
LQVWLWXWLRQDO� PRGHO�� GHFHQWUDOLVHG�� ZKLFK� PHDQV� WKDW� LW� LV� FDUULHG� RXW� E\� VRFLDO�
FRRSHUDWLYHV�WKDW�DVVLVW�WKH�VXEMHFWV�LQ�QHHG�DQG��DW�WKH�VDPH�WLPH��RSHUDWH�LQ�FRQVWDQW�
LQWHUDFWLRQ�EHWZHHQ�WKH�FRPPXQLW\�DQG�WKH�UHDOLW\�RI�WKH�VXEMHFW�DQG�KLV�KHU�JUDGXDO�
DFFHSWDWLRQ���

7KH�,WDOLDQ�H[SHULHQFH�LV�LPSRUWDQW��DV�LW�LV�PRUH�WKDQ�WKLUW\�\HDUV�ROG��7KH�VWDUWLQJ�
SRLQW�ZDV�WKH�ZRUN�RI�%DVDJOLD��������LQ�WKH�VHYHQWLHV��ZKR�DFKLHYHG�KLV�JRDO�ZLWK�
WKH� /DZ� ����� LQ� 0D\� ������ NQRZQ� DV� WKH� ODZ� WKDW� FORVHG� WKH� $V\OXPV�� 7KH� QHZ�
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UHODWLYL]LQJ�DSSURDFK� WR�PDGQHVV� DQG� WKH�EHOLHI� LQ� WKH�KXPDQ�FDSDFLW\�RI� IUHH�ZLOO��
UHJDUGOHVV� RI� PHQWDO� LOOQHVV�� DUH� WKH� EDVLV� RI� WKH� ODZ�� (VVHQWLDOO\�� WKH� ODZ� IRUELGV�
IRUFHG�DGPLVVLRQ�IRU� WKH�PHQWDOO\�LOO�DQG�SURPRWHV�WKHLU�FRKDELWDWLRQ�LQ�WKH�VRFLHW\��
DYRLGLQJ� ORQJ� SHULRGV� LQ� PHQWDO� KRVSLWDOV�� 7KH� SUHYLRXV� ODZ�� GDWLQJ� IURP� ������
FRQVLGHUHG� OHJLWLPDWH� FRPSXOVRU\� DGPLVVLRQ� WKURXJK� WKH� UHFRJQLWLRQ� RI�
GDQJHURXVQHVV�RI�D�SHUVRQ�IRU�KLP�KHUVHOI�DQG�WKH�RWKHUV�HVWDEOLVKHG�E\�D�GRFWRU��/DZ�
����VKDNHV�WKH�SRZHU�RI�PHGLFLQH�DQG�WKH�GRJPDV�RI�WKH�WKHUDS\��FKDQJLQJ�UDGLFDOO\�
WKH�UROH�RI�WKH�KHDOWK�SURIHVVLRQDOV���

%DVDJOLD��������SXW�WKH�VXEMHFW�DQG�WKH�FRPPXQLW\�DW�WKH�FHQWUH�RI�WKH�TXHVWLRQ�RI�
SV\FKLDWULF� LOOQHVV�� ³&DULQJ� LV� HYHU\ERG\¶V� UROH´�� WKLV� SUHPLVH� H[SHFWV� D� ELJ�
WUDQVIRUPDWLRQ� RI� LQVWLWXWLRQDO� DQG� VRFLDO� UROHV�� 0DGQHVV� LV� JLYHQ� HTXDO� VWDWXV� ZLWK�
UHDVRQ��ERRWK�DUH�KXPDQ�FRQGLWLRQV��7KH�VLFN�VXEMHFW�FDQ�DQG�PXVW�GHFLGH�ZKHQ�WR�EH�
UHIUDLQHG�� SHUVRQDOO\� VHDUFKLQJ� IRU� KHOS� ZKHQ� KH�VKH� ILQGV� LW� QHFHVVDU\�� 7KH�
FRPPXQLW\�FDQ�DQG�PXVW�DFFHSW�WKHVH�VXEMHFWV�LQ�LWV�GDLO\�OLIH��KHOSLQJ�DQG�DFFHSWLQJ�
WKHP�ZLWK�WKHLU�GLIIHUHQFHV��%DVDJOLD��������*LDQQHOOD����������

7KHVH� LGHDV� SUHSDUHG� ,WDOLDQ� VRFLHW\� WR� OLYH� ZLWK� GLIIHUHQFH� LQ� YDULRXV� FRQWH[WV��
DPRQJ�WKHP��IXQGDPHQWDOO\�LPSRUWDQW��DW�VFKRRO��)URP�WKH�EHJLQQLQJ�RI�WKH�QLQHWLHV��
WKH� ODZ� LQ� ,WDO\� HVWDEOLVKHV� WKDW� FKLOGUHQ� ZLWK� GLVDELOLWLHV� PXVW� IUHTXHQW� UHJXODU�
FODVVHV��'LYHUVLW\�LQ�QRW�XVHG�DV�DQ�H[FXVH�WR�VHJUHJDWH�WKHP��)XUWKHUPRUH��WKHUH�LV�D�
VWUXFWXUH� RI� UHFHSWLRQ� DQG� DVVLVWDQFH� WR� WKRVH� ZKR� DUH� FRQVLGHUHG� VRFLDOO\�
GLVDGYDQWDJHG�� LW�ZRUNV� LQ� V\QHUJ\�ZLWK� VFKRROV�� IDPLOLHV�� ODERXU�PDUNHW� DQG� RWKHU�
LQVWLWXWLRQV���,W�LV�D�QHWZRUNHG�V\VWHP�RI�DVVLVWDQFH�DQG�VRFLDO�FRQWURO���

6HQQHWW� �������� GHVSLWH� EHLQJ� FULWLFDO� WR� WKH� DQWL�LQVWLWXWLRQDO� PRYHPHQWV� RI� WKH�
VL[WLHV�DQG�VHYHQWLHV��REWDLQV�LPSRUWDQW�FRQWULEXWLRQV�WR�XQGHUVWDQG�WKH�GHYHORSPHQW�
DQG� WUDQVIRUPDWLRQV� RI� WKH� ZHOIDUH� VWDWH� LQ� GLIIHUHQW� FRXQWULHV�� +LV� FULWLFV� RI� DQWL�
LQVWLWXWLRQDO� WKHRUHWLFLVWV��HVSHFLDOO\�*RIIPDQ��EXW�KH�GRHV�QRW�VSDUH�)RXFDXOW��JR�LQ�
WZR�GLIIHUHQW�GLUHFWLRQV��RQ�RQH�KDQG��6HQQHWW�VXVWDLQV�WKDW�WKH�FORVLQJ�RI�WKH�DV\OXPV�
DQG�RWKHU�WRWDO�LQVWLWXWLRQV�KDSSHQHG�WRR�IDVW�IRU�WKH�SRVVLELOLW\�RI�VXEVWLWXWLRQ�RI�WKH�
LQVWLWXWLRQV� WR� SURYLGH� RWKHU� VKHOWHULQJ� DQG� VXSSRUWLYH� VWUXFWXUHV� IRU� WKH� VXEMHFWV� LQ�
QHHG��2Q� WKH�RWKHU�KDQG�� WKH�DXWKRU� VXVWDLQV� WKDW� WKHUH�ZDV�DQ� RYHUYDOXDWLRQ�RI� WKH�
YDOXH� RI� WKH� FRPPXQLW\�� RU� WKH� LQFOXVLYH� FDSDFLW\� RI� WKH� VRFLHW\� WR� DVVXPH� WKH�
DVVLVWDQFH� RI� WKHVH� VXEMHFWV�� RYHUORRNLQJ� WKH� QHFHVVDU\� V\PELRVLV� EHWZHHQ�
FRPPXQLW\�DQG�LQVWLWXWLRQV��

)XUWKHUPRUH��PDQ\�JRYHUQPHQWV�WRRN�DGYDQWDJH�RI�WKH�DQWL�LQVWLWXWLRQDO�VWUXJJOH�WR�
OLJKWHQ�WKHLU�UHVSRQVLELOLWLHV�ZLWK�VRFLDO�DVVLVWDQFH��DQG�UHGXFLQJ�SXEOLF�H[SHQGLWXUH��
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WKLV�DIIHFWHG�PRUH�WKDQ�WKH�GXH�WKH�VXEMHFWV�LQ�QHHG��7KH�DXWKRU�PHQWLRQV�WKH�,WDOLDQ�
FDVH�DV�RQH�RI�WKH�IHZ�ZKHUH�WKH�6WDWH�GHVWLQHG�FRQVLVWHQW�IXQGV�WR�FUHDWH�DOWHUQDWLYH�
UHFHSWLYH� VWUXFWXUHV� WR� WKH� QHZ� GHPDQGV� WKDW� IROORZHG� WKH� FORVXUH� RI� WKH� DV\OXPV��
+RZHYHU��WKLV�PRGHO�WRR�KDV�LWV�FULWLFV����

7KH� FRPSOH[� DQG� SDUWLFXODU� QHHGV� RI� WKH� H[�SDWLHQWV� FHUWDLQO\� GLG� QRW� VWRS�
H[LVWLQJ�ZKHQ�SDWLHQWV�ZHUH� IUHH� WR� OHDYH�� WKH�QXPEHU�RI� SHUVRQV� LQ� D� VWDWH� RI�
WRWDO� DEDQGRQPHQW� RQ� WKH� VWUHHWV� URVH� GUDPDWLFDOO\�� 6RFLDO� ZRUNHUV� KDG� WR�
UHLQYHQW��VR�WR�VD\��WKH�EXUHDXFUDWLF�PHFKDQLVPV��6HQQHW��������S��������
��

:H� GLVDJUHH� ZLWK� PDQ\� RI� WKH� FULWLFV� RI� WKH� DXWKRU�� EXW� ZH� WKLQN� RI� HVVHQWLDO�
LPSRUWDQFH�WKLV�XQGHUVWDQGLQJ�RI�WRWDO�LQVWLWXWLRQV�WKDW�IROORZHG�WKH�DQWL�LQVWLWXWLRQDO�
PRYHPHQWV��DQG�KRZ�WKH�EXUHDXFUDWLF�PDFKLQH�PRYHG�IDFLQJ�WKH�QHZ�QHHGV��6WDUWLQJ�
IURP� WKHVH� KLVWRULFDO� GDWD�� ZH� WKLQN� WKDW� LW� LV� SRVVLEOH� WR� UH�EXLOG� DQG� XQGHUVWDQG�
FDUHJLYLQJ� IRU� SHRSOH� ZLWK� VSHFLDO� QHHGV�� SODQ� QHZ� SROLFLHV� DGDSWHG� WR�
FRQWHPSRUDQHLW\��NHHSLQJ�DOZD\V�WKH�PRELOH�OLQHV�RI�WKH�ZHOIDUH�VWDWH�LQ�PLQG���

�
�

:RUNLQJ�ZLWK�'LYHUVLW\��
�

'LYHUVLW\� LV� VRPHWKLQJ� SUHVHQW� LQ� RXU� GDLO\� OLYHV�� PDQ\� RI� WKRVH� GLIIHUHQFHV�
GHPDQG�QHZ�DQVZHUV� IURP�XV� HYHU\�GD\��$FFHSWLQJ� WKH�GLYHUVH�PHDQV�EHLQJ�RSHQ��
TXHVWLRQLQJ�WKH�FHUWDLQWLHV���WR�FRQWUDVWV��WROHUDQFH��VXIIHULQJ�DQG�OLPLWDWLRQV��3HUVRQV�
UHDG\�IRU�WKLV�FKDOOHQJH�UHVXOW�PRUH�XQGHUVWDQGLQJ�DQG�OHVV�LQGLYLGXDOLVWLF�IDFLQJ�WKH�
QHHGV� RI� RWKHUV�� DV� ZHOO� DV� PRUH� VHQVLWLYH� WRZDUG� FROOHFWLYH� TXHVWLRQV� �5RGULJXHV��
������� 7KLV� LV� ZK\� WKH� FRKDELWDWLRQ� RI� SHRSOH� ZLWK� GLVDELOLWLHV� ZLWK� QRUPDOO\�
GHYHORSHG�RQHV�LV�HVVHQWLDO��WKH\�FDQ�WHVW�WKH�HGXFDWLRQDO�EHQHILWV�IRU�ERWK�VLGHV���

0DQ\�\HDUV�DJR��,�UHDG�RQ�DQ�DUWLFOH�ZLWK�DQ�XQVHWWOLQJ�GHILQLWLRQ�RI�³XQGHFHLYHG´��
DQ�H[SUHVVLRQ�FRPPRQO\�XVHG�IRU�VRPHERG\�ZKR�KDV�QR�PRUH�OLIH�H[SHFWDQF\��QHDU�
WR�GHDWK��7KH�DXWKRU��RI�ZKLFK�,�ORVW�UHIHUHQFH��DVNHG�KLPVHOI��LI�D�SHUVRQ�QHDU�GHDWK�LV�
FDOOHG�³XQGHFHLYHG´��WKDW�LV�QR�PRUH�GHFHSWLRQV��DUH�ZH�DOO��ZKR�DUH�IHHOLQJ�IDU�IURP�
GHDWK��GHFHLYHG"�:H�FRXOG�WKLQN�LQ�WKLV�WHUPV�RI�WKH�H[SUHVVLRQ�³GLVDEOH´�DV�ZLWKRXW�
DELOLWLHV�� ZLWKRXW� HIILFLHQF\�� GHQ\LQJ� WKH� FDSDFLWLHV� RI� VRPHRQH� PDNLQJ� WKLQJV�
SURSHUO\���

$IWHU� ������ WKH� :RUOG� +HDOWK� 2UJDQL]DWLRQ� �:+2�� GHFLGHG� WR� GURS� WKH�
H[SUHVVLRQV� disability DQG� handicap DQG� LQVLVW� RQ� FRQFHSWV� OLNH� FDSDFLW\� DQG�
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SHUIRUPDQFH DQG�VWUHQJWKHQ�WKH�LGHD�WKDW��GHSHQGLQJ�RQ�WKH�VLWXDWLRQ��HYHU\ERG\��ZLWK�
RU�ZLWKRXW�HIILFLHQF\��FDQ�KDYH�WKHLU�performance DOWHUHG��,Q�������(XURSHDQ�\HDU�RI�
DZDUHQHVV� RQ� GLVDELOLWLHV�� FDPH� WKH� SURSRVDO� RI� VXEVWLWXWLQJ� WKH� QHJDWLYH� WHUP�
³GLVDELOLW\´�WR�³GLYHUVDELOLW\´�GLYHUVH�DELOLWLHV��ZDV�EURXJKW�IRUZDUG��7KH�UHDVRQV�GR�
QRW� UHIHU� WR� WKH� SROLWLFDOO\� FRUUHFW�� GHVSLWH� UHFRJQLWLRQ� RI� WKH� LPSRUWDQFH� RI�
PRQLWRULQJ� DW� DOO� WLPHV� SRWHQWLDOO\� GLVFULPLQDWRU\� WHUPV�� EXW� EHORQJ� WR� D� SURMHFW� RI�
FDUH�DQG�HGXFDWLRQ�IRU�GLYHUVH�DEOH�SHUVRQV��WKH�UHVXOW�RI�PDQ\�\HDUV�RI�UHVHDUFK�DQG�
DFWLRQ�ZLWK�WKHVH�SHUVRQV�LQ�(XURSHDQ�FRXQWULHV��,DQHV����������

$W� ILUVW� VLJKW�� GLYHUVLW\� VHHPV� DQ� H[FHVVLYHO\� JHQHULF� WHUP�� VLQFH� ZH� DUH� DOO�
GLIIHUHQW�IURP�HDFK�RWKHU��7KH�LGHD�LV�WKDW�GLYHUVLW\��RU�WKH�VLWXDWLRQ�RI�EHLQJ�XQDEOH�WR�
DFKLHYH� D� JLYHQ� JRDO�� FDQ� FRQFHUQ� HYHU\ERG\� LQ� DQ\� PRPHQW� RI� RXU� OLYHV� RU� LQ� D�
VSHFLILF�FRQGLWLRQ��7KH�SRLQW�LV�QRW�GHQ\LQJ�WKH�UHDO�QHHGV�IRU�DLG�IRU�WKRVH�ZKR�KDYH�
D� OHDUQLQJ� DQG� GHYHORSPHQW� GHILFLW�� EXW�PRGLI\LQJ� WKH� QRUPDWLYH� LPDJH� RI� OLPLWHG��
LQVXUPRXQWDEOH�DQG�UHVWULFWHG�WR�WKDW�RI�EHLQJ�ZLWK�RU�ZLWKRXW�HIILFLHQF\��,Q�ZRUNLQJ�
WR�PRGLI\�WKH�QRUPDWLYH�LPDJH��ZH�ZRUN�RQ�LWV�IL[LW\��ZKLFK�RIWHQ�LV�DW�WKH�EDVLV�RI�
WKH�GLVFULPLQDWLRQ��,DQHV��������&DQJXOKHP����������

�
:H� FRQVLGHU� DOO� FRQGLWLRQV� RI� GLYHUVLW\� DV� VSHFLDO� QHHGV�� RU� QHHGV� RI� VSHFLDO�

HGXFDWLRQDO� WUHDWPHQW�� RULJLQDWLQJ� IURP�SV\FKRORJLFDO�� SK\VLFDO� DQG� VHQVRULDO� OLPLWV�
WKDW�SUHYHQW� WKH�SV\FKRSK\VLFDO�GHYHORSPHQW�DFFRUGLQJ� WR� WKH�DJH� LQ�D�GHILQLWLYH�RU�
WHPSRUDU\�IRUP��$W�WLPHV��WKHVH�FRQGLWLRQV�H[SHFW�SHUVRQDOLVHG�DWWHQWLRQ�WR�WKH�VLQJOH�
LQGLYLGXDO� LQVLGH� WKH� UHJXODU� FODVV�� 6RPH� H[DPSOHV� WKDW� ZH� ZLWQHVV� LQ� RXU� ZRUN�
H[SHULHQFH�DUH�QHHGV�WKDW�JR�IURP�WKH�VRFLDOLVDWLRQ�RI�D�IRUHLJQ�FKLOG�ZLWK�VLWXDWLRQDO�
FRPPXQLFDWLRQ� GLIILFXOWLHV�� VXSSRUW� IRU� D� JLUO� ZLWK� LPSDLUHG� YLVLRQ� WR� DWWHQG� KHU�
VFKRRO�DFWLYLWLHV��KHOS�IRU�D�FKLOG�ZLWK�PLQRU�QHXURORJLFDO�GHILFLWV��ZKR�FDQQRW�NHHS�
XS� ZLWK� WKH� SDFH� RI� WKH� UHVW� RI� WKH� FODVV� WR� DQRWKHU� FKLOG� ZKR� QHHGV� KHOS� IRU�
ORFRPRWLRQ��$�FKDUDFWHULVWLF� VKDUHG�E\�DOO�ZDV� WKH�GLIILFXOW\�RI�EHLQJ� DFFHSWHG� DQG�
EHLQJ� VHHQ� DV� SHUVRQV� ZLWK� OLWWOH� RU� QR� FRQGLWLRQ� WR� RYHUFRPH� WKHLU� SK\VLFDO��
LQWHOOHFWXDO�RU�EHKDYLRXUDO�OLPLWV��7R�DVVLVW�SHUVRQV�ZLWK�VSHFLDO�QHHGV�DW�VFKRRO�GRHV�
QRW�RQO\�PHDQ�WR�LQVHUW�WKHP�LQ�UHJXODU�FODVVHV��LQVWHDG�RI�VSHFLDO�LQVWLWXWLRQV��&ODVV�
DVVLVWDQFH��RU�LQ�WKH�IDPLO\��UHTXLUHV�SURIHVVLRQDOO\�TXDOLILHG�SHUVRQQHO��DQG�DOVR���

D��WKH�FDSDFLW\�WR�HPSKDVLVH�DQG�LQWHUSUHW�WKH�QHHGV�RI�WKH�VXEMHFWV��ီ�

E��WKH�DELOLW\�WR�SURMHFW�DQG�LQWHJUDWH�JURXS�DQG�LQGLYLGXDO�DFWLYLWLHV��ီ�

F�� EHLQJ� DEOH� WR� KDUPRQL]H� WKH� VXEMHFWV¶� LQWHJUDWLRQ� ZLWKRXW� RYHUORRNLQJ� RU�
GHQ\LQJ�WKHLU�VSHFLDO�QHHGV����ီ�
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G��WKH�FRPSHWHQFH�WR�SURGXFH�DGHTXDWH�PDWHULDO�IRU�GLIIHUHQW�OHDUQLQJ�QHHGV��

H��WKH�FDSDFLW\�WR�DFW�DQG�DGDSW�EHIRUH�WKH�XQH[SHFWHG��ီ�

I��WKH�H[SHULHQFH�WR�DFW�DQG�UHIOHFW�DERXW�WKH�WDVN��ီ�

J��WKH�VHQVLWLYLW\�WR�EDODQFH�WKH�OHYHOV�RI�H[SHFWDWLRQ�ZLWK�WKH�XQGHUVWDQGLQJ�RI�
WKH�OLPLWV��ZLWKRXW�DFWLQJ�SDWURQL]LQJO\��GHQ\LQJ�WKH�SRVVLELOLWLHV�RI�JURZWK�RU�
IDYRXULQJ�GHSHQGHQFH��ီ�

�
:H�FRXOG�PHQWLRQ�PDQ\�PRUH�VNLOOV�UHTXLUHG��KRZHYHU��LQ�VKRUW��LW�LV�QHFHVVDU\�WR�

KDYH�WHFKQLFDOO\�WUDLQHG�SHUVRQQHO��DQG�DOVR�KLJKO\�IOH[LEOH�DQG�FUHDWLYH���

,Q�RXU�H[SHULHQFH�ZLWK�GLYHUVLW\�LQ�(XURSH��ZH�SHUFHLYHG�D�FRQVLGHUDEOH�QXPEHU�RI�
SHRSOH� RQ� ZKHHOFKDLU�� ZLWK� FDQHV�� GRJ� JXLGHV� RQ� WKH� VWUHHWV� DQG� LQ� SXEOLF� DUHDV��
,QLWLDOO\��IRU�WKRVH�ZKR�WKLQN�RI�LW�DV�FRQVHTXHQFH�RI�GLVDVWHUV�RU�UHFHQW�ZDUV��LW�WDNHV�
WLPH�WR�XQGHUVWDQG�WKDW�WKHVH�SHUVRQV�FDQ�EH�LQ�DOO�WKHVH�SODFHV��EHFDXVH�WKH\�FDQ�UHO\�
RQ� DGHTXDWH� VWUXFWXUHV�� EXLOGLQJV� ZLWK� IHZHU� EDUULHUV� DQG� PHDQV� RI� WUDQVSRUWDWLRQ�
DGDSWHG�WR�GLIIHUHQW�SK\VLFDO�DQG�VHQVRULDO�FRQGLWLRQV��6HFRQGO\��WKH\�FDQ�FRXQW�ZLWK�
WKH� DFFHSWDWLRQ� DQG� QRUPDOLVDWLRQ� RI� WKHLU� SUHVHQFH� LQ� VRFLHW\� DQG� LQ� SURGXFWLYH�
FRQWH[WV�� )XUWKHUPRUH�� SHRSOH� ZLWK� GLVDELOLWLHV� UHO\� RQ� DQ� HGXFDWLRQDO� V\VWHP� RI�
LQFOXVLRQ�WKDW�SURYLGHV�DQ�HDUO\�LQWURGXFWLRQ�WR�GDLO\�VRFLDO�OLYLQJ����

0RVW�RI� WKH�SHRSOH�ZLWK�GLYHUVLW\� LQ�%UD]LO�FDQQRW� UHO\�ZLWK�SURIHVVLRQDO� VXSSRUW�
DQG�HDUO\�VWLPXODWLRQ�WR�H[HUFLVH�DXWRQRP\�DQG�JDLQ�LQGHSHQGHQFH��7KH\�GR�QRW�UHO\�
RQ�D�MRE�WR�VXSSRUW�WKHLU�ZHDN�SRLQWV�WR�JDLQ�FRQILGHQFH�DQG�SOD\�D�UROH�LQ�WKH�VRFLDO��
SURIHVVLRQDO� DQG�DIIHFWLYH� OLIH��$OO� WKHVH�SHRSOH��ZKRP�ZH�QHYHU�PHW� LQ� WKH� VFKRRO�
DQG�XQLYHUVLWLHV�WKDW�ZH�DWWHQG�DQG�WHDFK�LQ�%UD]LO��KDYH�D�ORW�WR�JLYH�DQG��SUREDEO\��
WKH\�KDG�HYHQ�PRUH�LQ�WKH�SDVW��EXW�ZHUH�QHYHU�HQFRXUDJHG��VWLPXODWHG�RU�KHOSHG�WR�
GHYHORS��7KLV�LV�YHU\�WUXH�LI�ZH�WKLQN�WR�WKH�SHULRG�WKDW�LQWHUYHQHV�EHWZHHQ�VFKRRO�DQG�
ZRUN�� DV� ZHOO� DV� WR� WKH� JXDUDQWHH� RI� TXDOLW\� RI� OLIH� QHHGHG� IRU� WKH� GHYHORSPHQW� RI�
DXWRQRP\� IRU� WKHVH� SHUVRQV�� 1H[W�� ZH� GLVFXVV� WKH� FKDOOHQJH� WKDW� SHUVRQV� ZLWK�
GLVDELOLWLHV�IDFH�WR�FRQTXHU�LQFOXVLRQ�LQ�GLIIHUHQW�FRQWH[WV��ZLWK�WKH�SURWHFWLRQ�RI�WKHLU�
ULJKWV�IRU�D�IXOO�OLIH�ZLWK�TXDOLW\����

�
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&DVH�VWXGLHV�RI�VRFLDO�LQFOXVLRQ��PRGHOV�DQG�SHUVSHFWLYHV�
�

/HW�XV�LPDJLQH�D�PRGHO�RI�LQFOXVLRQ�ZKHUH�D�FKLOG�LV�GLDJQRVHG�DQG�UHFRJQLVHG�DV�
EHDUHU�RI�RQH�RU�PRUH�GLVDELOLWLHV�DIWHU�ELUWK��7KLV�FKLOG�ZLOO�UHFHLYH�DOO�WKH�FDUH�WKDW�
WKH� FRQGLWLRQV� UHTXLUH� IURP� WKH� HDUO\� \HDUV� RI� OLIH�� DVVHVVPHQWV�� WHVWV�� VXUJHULHV��
SURVWKHVLV��SK\VLRWKHUDS\��VHQVRULDO�UHKDELOLWDWLRQ�DQG�RWKHU�VWLPXOL��$FFRUGLQJ�WR�WKH�
GHJUHH�RI�VHYHULW\��WKH�FKLOG�ZLOO�FRQWLQXH�WR�UHFHLYH�DVVLVWDQFH�E\�VSHFLDOLVW�PHGLFDO�
WHDPV����

7KLV�FKLOG��MXVW�OLNH�HYHU\�RWKHU�FKLOG�RI�WKH�VDPH�DJH�LQ�KLV�FRPPXQLW\��ZLOO�HQURO�
LQ�WKH�VFKRRO�QHDUHVW�WR�KRPH��LQ�D�UHJXODU�FODVV��$W�WKH�VDPH�WLPH��WKH�VRFLDO�VHUYLFHV�
RI� KLV� FRPPXQLW\� HVWDEOLVK�� RQ� WKH� EDVLV� RI� WKH� DYDLODEOH� SXEOLF� EXGJHW� DQG� WKH�
GLVDELOLW\��ZKLFK�NLQG�RI�DVVLVWDQFH�LV�QHHGHG��LQ�WKH�VFKRRO�KRXUV��DW�KRPH�RU�RWKHU�
IRUPV�LQ�GLIIHUHQW�DUHDV�RI�LQWHUYHQWLRQ��,W�LV�PDQGDWRU\��VFKRROV�PXVW�DFFHSW�FKLOGUHQ�
ZLWK�GLVDELOLWLHV�WR�HQDEOH�WKH�WRWDO�LQFOXVLRQ�RI�WKH�VXEMHFWV�LQ�VRFLHW\�DQG�WKHLU��DQG�
WKHLU�IDPLOLHV��TXDOLW\�RI�OLIH��

6XFK�FKDUDFWHULVWLFV��W\SLFDO�RI�WKH�,WDOLDQ�PRGHO��VKRZ�WKDW�VFKRRO�LQFOXVLRQ�KDV�D�
ORQJ�KLVWRU\�LQ�WKLV�FRXQWU\��ZKHUH�WKH�ZHOIDUH�VWDWH�KDV�ROG�DQG�GHHS�URRWV��(YHQ�ZLWK�
WKH�EXGJHWDU\�UHVWULFWLRQV��ZKLFK�DIIHFW�KHDOWK�V\VWHPV� LQ�RWKHU�FRXQWULHV� WRR��VRFLDO�
LQFOXVLRQ� KDV� VWURQJ� FXOWXUDO� EDVLV� LQ� ,WDO\�� DQG� LV� D� YDOXH� LQ� LWVHOI�� $FWLRQV� RI�
LQFOXVLRQ�KDYH�WKH�WKHRUHWLFDO�DQG�OHJLVODWLYH�URRWV�WKDW�ZH�KDYH�DOUHDG\�PHQWLRQHG�LQ�
RWKHU�ZRUNV�DQG�DERYH��*LDFRQL��5RGULJXHV��������5RGULJXHV���������������

7R�SURYLGH�H[DPSOHV�RI�WKH�,WDOLDQ�PRGHO�RI�LQFOXVLRQ��ZH�UHODWH�RXU�H[SHULHQFH�DV�
HGXFDWRU� LQ� VFKRROV�� IURP� ����� WR� ������ DLPLQJ� WR� GHVFULEH� DQG� DQDO\VH� KRZ� WKH�
SULQFLSOHV�RI�LQFOXVLRQ�ZRUN��RU��KRZ�WKH\�KDSSHQ�LQ�UHDO�OLIH�LQ�WKH�FODVVURRP�DQG�DW�
WKH� EHJLQQLQJ� RI� ODERXU� LQVHUWLRQ�� 7KHUHIRUH�� ZH� GHVFULEH� KRZ� WKH� GDLO\� URXWLQH� DW�
VFKRRO�KDSSHQV�XVLQJ�WKH�H[DPSOH�RI�WZR�JLUOV�LQ�D�WRZQ�QHDU�*HQRD��/XLVD�DJHG�����
LQ� WKH� WKLUG� JUDGH� RI� VHFRQGDU\� VFKRRO� DQG� 0DULD� DJHG� ���� LQ� WKH� ILIWK� JUDGH� RI�
SULPDU\� VFKRRO�� 7KH� FKRLFH� IHOO� RQ� WKHVH� WZR� FDVHV�� DPRQJ� PDQ\� RWKHU�� SDUWO\� E\�
FKDQFH��EXW�DW�WKH�VDPH�WLPH�EHFDXVH�RI�WKH�VSDQ�RI�WKH�HGXFDWLRQDO�UHODWLRQ�DQG�WKH�
W\SHV� RI� DVVLVWDQFH��/XLVD�ZDV� DVVLVWHG� DW� VFKRRO��0DULD� DW� KRPH�� DIWHU� VFKRRO��7KH�
IRUPHU�ZDV�DWWHQGHG�IRU�WKUHH�PRQWKV��WKH�ODWWHU�IRU�WZR�\HDUV����

The Italian cases��/XLVD�VXIIHUHG�D�EUDLQ� WXPRU�DW� WKH�DJH�RI� WKUHH�� LW�FDXVHG�KHU�
VHYHUH� YLVXDO� LPSDLUPHQW� ZLWKRXW� DIIHFWLQJ� KHU� FRJQLWLYH� FDSDFLW\�� 7KH� PXQLFLSDO�
VRFLDO�VHUYLFHV�SURYLGHG�DQ�HGXFDWRU�WR�DVVLVW�KHU�DW�VFKRRO��IRU����KRXUV�D�ZHHN��RU��
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QHDUO\�KDOI�RI�WKH�WRWDO�ZHHNO\�VFKRRO�DWWHQGDQFH�RI���KRXUV��$SDUW�IURP�WKH�HGXFDWRU��
WKH�\RXQJ�VWXGHQW�KDG�D�VXSSRUW�WHDFKHU�IRU�VRPH�KRXUV�LQ�WKH�FODVVURRP�����

/XLVD�ZDV�DVVLJQHG�WR�D�FODVV�RQ�WKH�ILUVW�IORRU�RI�KHU�SXEOLF�VFKRRO��LQ�WKH�WRZQ¶V�
KLVWRULFDO�FHQWUH��D�EXLOGLQJ�IURP�WKH�QLQHWHHQWK�FHQWXU\�� LW�KDG�VWDLUFDVHV�EXW� LW�ZDV�
DGDSWHG�WR�WKH�QHHGV�RI�SHRSOH�ZLWK�GLIILFXOWLHV�RI�ORFRPRWLRQ�ZLWK�WKH�LQWURGXFWLRQ�RI�
UDPSV�DQG�HOHYDWRUV��$�PHPEHU�RI�VWDII�KDG�WKH�GXW\�WR�HVFRUW�/XLVD�WR�KHU�FODVV�HYHU\�
PRUQLQJ��ZLWK�WLPH�WKLV�WDVN�ZDV�VKDUHG�ZLWK�VRPH�KHU�FODVVPDWHV���

6LQFH�WKH�DVVLVWDQFH�IRU�/XLVD�ZDV�QRW�GDLO\��FODVVPDWHV�DQG�WHDFKHUV�VKRZHG�PXFK�
LQYROYHPHQW�ZLWK�/XLVD��KHOSLQJ�KHU�ZKLOH�VKH�VWXGLHG�DORQH��7KH�HGXFDWRU�KHOSHG�KHU�
LQ�KHU�VFKRRO�GXWLHV��PRVWO\�UHDGLQJ��EXW�DOVR�JHRPHWULF�GUDZLQJ�DQG�RWKHU�SUHFLVLRQ�
WDVNV��/XLVD�GLG�QRW�XVH�JODVVHV��EXW�PDJQLILHUV� WR� UHDG�DQG�ZULWH��+HU�SURILW�YDULHG�
IURP� DYHUDJH� WR� DERYH� DYHUDJH� LQ� DOO� VXEMHFWV�� WKHUHIRUH� VKH� QHYHU� QHHGHG� DQ\�
IDFLOLWDWLRQ� LQ� WKH� HYDOXDWLRQV�� 6KH� ZDV� YHU\� GHPDQGLQJ� RI� KHUVHOI�� VKH� VKRZHG�
IUXVWUDWLRQ�ZKHQ�VKH�UHFHLYHG�ORZ�JUDGHV��,Q�WKHVH�HSLVRGHV��WKH�HGXFDWRU�ZDV�DEOH�WR�
FRPPXQLFDWH�ZLWK�KHU�DERXW�KHU�IHHOLQJ�DQG�KHU�GLVDELOLW\���

,Q�0DULD¶V�FDVH��IDPLO\�SUREOHPV��HFRQRPLF�DQG�GRPHVWLF��PDGH�WKH�PXQLFLSDOLW\�
RSW�IRU�KRPH�HGXFDWLRQDO�DVVLVWDQFH��DOVR�IRU����ZHHNO\�KRXUV��$V�IXUWKHU�HFRQRPLF�
DLG��ZLWK�WKH�LQWHQW�RI�JXDUDQWHHLQJ�VFKRRO�DWWHQGDQFH��WKH�PXQLFLSDOLW\�SURYLGHG�IUHH�
WUDQVSRUWV�WR�VFKRRO�DQG�EDFN��$IWHU�WKH�PRUQLQJ�VFKRRO��WKH�HGXFDWRU�ZHQW�WR�0DULD¶V�
KRXVH�� WKUHH� GD\V� D� ZHHN� WR� KHOS� KHU� ZLWK� WKH� KRPHZRUN�� 7KLV� LQWHUYHQWLRQ� ZDV� D�
SHGDJRJLFDO�DLG�DQG�D�IRUP�RI�VRFLDO�FRQWURO��DV�0DULD¶V�GLIILFXOWLHV�ZHUH�ZRUVHQHG�LQ�
D� VFDUFHO\� VWLPXODWLQJ� DQG� FRQIOLFWLQJ� KRPH� HQYLURQPHQW�� 7KH� JLUO� VKRZHG�
DSSUHFLDWLRQ� IRU� WKH� SUHVHQFH� RI� WKH� HGXFDWRU�� KRZHYHU�� VKH� VKRZHG� UHVLVWDQFH� LQ�
GRLQJ�WKH�KRPHZRUN���

(DFK� YLVLW� ODVWHG� WZR� FRQVHFXWLYH� KRXUV� DQG� 0DULD� KDG� OLWWOH� WROHUDQFH� IRU� WKLV�
DPRXQW�RI�WLPH��VKH�FRPSODLQHG�DERXW�VOHHS��JHQHUDO�SDLQV�DQG�DW�WLPHV�VKH�UHVRUWHG�
WR� FU\LQJ�DQG�RWKHU�PHWKRGV�RI�SHUVXDVLRQ��7KH� LQWHUYHQWLRQ� WRRN�SODFH� LQ� D�KLJKO\�
WURXEOHG�HQYLURQPHQW��ZLWK�D�FRQVWDQW�PRYHPHQW�RI�SHRSOH�DQG�ORXG�IDPLO\�GLQQHUV��
VRPHWLPHV� FRQIOLFWLYH�� WKLV� GLVWUDFWHG� WKH� VWXGHQW¶V� DWWHQWLRQ� DQG� UHTXLUHG� GRXEOH�
HIIRUWV�IURP�WKH�HGXFDWRU�����

0DULD¶V�VFKRRO�SURILW�ZDV�EHORZ�DYHUDJH�DQG�VKH�KDG�IDFLOLWDWHG�HYDOXDWLRQV��+HU�
GLDJQRVWLF�ZDV�RI�OHQJWK�FRJQLWLYH�GLVDELOLW\��ZLWK�EHKDYLRXU�ZRUVHQHG�E\�WKH�IDPLO\�
FRQWH[W�DQG�WKH�VXVSHFW�RI�KHDULQJ�GHILFLW��7KH�ODVW�SUREOHP�FRXOG�QRW�EH�GHILQLWLYHO\�
HVWDEOLVKHG� EHFDXVH� RI� WKH� FRJQLWLYH� OLPLWDWLRQV� RI� WKH� JLUO�� ZKLFK� LQWHUIHUHG� LQ� WKH�
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LQWHUSUHWDWLRQ�RI�WKH�UHVXOWV�RI�WKH�KHDULQJ�WHVWV��:KHQ�VKH�ZDV�DVNHG�WR�VD\�ZKDW�VKH�
KHDUG��RU�KRZ�VKH�KHDUG�VRPH�VWLPXOL��0DULD�SURYHG�XQDEOH� WR�DUWLFXODWH�FRKHUHQWO\�
LQSXWV�DQG�DQVZHUV��ZKLFK�GLVWRUWHG�WKH�UHVXOWV�RI�WKH�WHVWV��

,I� /XLVD� DQG� 0DULD� GLG� QRW� ZDQW� WR� FRQWLQXH� VWXG\LQJ� DW� WKH� HQG� RI� FRPSXOVRU\�
VFKRROLQJ��ZRXOG� EH� DFFRPSDQLHG� LQWR� WKH� ODERXU�PDUNHW�� /XLVD� FKRVH� WKH� 3V\FKR�
SHGDJRJLFDO�/\FHXP��WR�SXUVXH�D�XQLYHUVLW\�FRXUVH�EDVHG�RQ�KXPDQLVWLF��0DULD�FKRVH�
D� YRFDWLRQDO� VFKRRO� WR� ZRUN� LQ� EHDXW\� FHQWUHV�� ZKLFK� UHTXLUHV� WKH� FRPSXOVRU\�
VFKRROLQJ�DQG�VRPH�WHFKQLFDO�WUDLQLQJ����

,Q�WKH�SHULRG�WKDW�SUHSDUHV�WR�ZRUN��WKH�PXQLFLSDO�VRFLDO�VHUYLFHV�WU\�WR�VXSSO\�DLG�
IRU�SHRSOH�ZLWK�GLVDELOLWLHV��7KH�LGHD�RI�SDVVDJH�IURP�D�OLIH�VWDJH�WR�DQRWKHU��RU�IURP�
RQH�LQVWLWXWLRQ�WR�DQRWKHU��IURP�SXEOLF�LQVWLWXWLRQV�IRU�VFKRRO�LQFOXVLRQ�WR�RWKHU�RQHV�
UHODWHG�WR�ZRUN�LQFOXVLRQ���VKRXOG�EH�ZHOO�RUJDQLVHG��0DULD�FKRVH�D�SURIHVVLRQDOLVLQJ�
SDWK�DQG�ZDV�GLUHFWHG�WRZDUG�WKH�ODERXU�0DUNHW���

3HRSOH� ZLWK� GLVDELOLWLHV� DUH� HPSOR\HG� XQGHU� ODZ� ��������� ZKLFK� UHJXODWHV� ZRUN�
LQVHUWLRQ� NQRZQ� DV� 1RUPV� RQ� WKH� 5LJKW� WR� :RUN� IRU� 3HRSOH� ZLWK� 'LVDELOLWLHV�� D�
FRPPLVVLRQ�IURP�WKH�ORFDO�EUDQFK�RI�WKH�1DWLRQDO�+HDOWK�6HUYLFH�YDOXHV�WKH�SHUVRQ��
7KH�VHUYLFH�HVWDEOLVKHV�WKH�SHUVRQ¶V�FRQGLWLRQV�DQG�VXLWDEOH�DFWLYLWLHV��RQ�WKH�EDVLV�RI�
WKH� SHUVRQ¶V� SK\VLFDO�� SV\FKLFDO� DQG� VHQVRULDO� FDSDFLWLHV�� 7KLV� HYDOXDWLRQ� KDSSHQV�
DOVR�ZKHQ�D�SHUVRQ�ZLWK�GLVDELOLWLHV�HQWHUV�D�ZRUNSODFH�WKDW�FDQ�FDXVH�ULVNV�IRU�KLV�KHU�
KHDOWK�� OLPLWLQJ� RI� UHVWULFWLQJ� WKH� SHUVRQ¶V� WDVNV�� 7KH� ODZ� DOORZV� SHUVRQV� ZLWK�
GLVDELOLWLHV�DIIOLFWLQJ�DW�OHDVW�����RI�WKH�ODERXU�FDSDFLWLHV��7KH�ODZ�SUHVFULEHV�DFFHVV�
WR� WKH� ODERXU� PDUNHW�� LQFOXGLQJ� WUDLQLQJ� FRXUVHV�� DV� ZHOO� DV� LQFHQWLYHV�� QDPHO\� WD[�
UHIXQGV��IRU�FRPSDQLHV�WKDW�HPSOR\�WKHVH�ZRUNHUV��,I�WKH�SHUVRQ�LV�GLDJQRVHG�ZLWK�D�
WHPSRUDU\�RU�ILQDO�LQDELOLW\�WR�ZRUN��KH�VKH�ZLOO�UHFHLYH�SXEOLF��IURP�WKH�FRPSDQ\�LQ�
FDVH�RI�D�ZRUN�DFFLGHQW����

7KHVH� REOLJDWLRQV� ZHUH� UHVSHFWHG�� D� PDQDJHU� IURP� WKH� HPSOR\PHQW� DJHQF\� IRU�
GLVDEOHG�SHUVRQV�RI�WKH�3URYLQFH�DV�ZHOO�DV�DQ�HQWUHSUHQHXU�IURP�D�FKHPLFDO�LQGXVWU\�
IURP�WKH�VDPH�UHJLRQ�FRQILUPHG�LW��'DWD�IURP�WKH�HPSOR\PHQW�DJHQF\�GHPRQVWUDWHG�
WKDW�����RI�WKH�TXRWDV�GXH�KDG�EHHQ�DVVLJQHG��$QRWKHU�LPSRUWDQW�HOHPHQW��DV�VWDWHG�
E\�WKH�HQWUHSUHQHXU��LV�WKDW�WKH�UHVSRQVLEOH�VRFLDO�RSHUDWRUV�H[HFXWH�DQG�PDQDJH�³WKH�
HQWLUH� SURMHFW� RI� LQFOXVLRQ� RI� SHRSOH� ZLWK� GLVDELOLWLHV� LQ� KLV� FRPSDQ\� ZLWKRXW�
LQWHUPHGLDWLRQ´������

:H�IRXQG�VRPH�IDXOWV�LQ�WKH�,WDOLDQ�PRGHO�WRR��IRU�H[DPSOH��WKHVH�ZRUNHUV�UHFHLYH�
RQO\�VOLJKWO\�PRUH� WKDQ�����RI� WKH�ZDJH�RI�RWKHU�ZRUNHUV��/RZ�ZRUN�WXUQRYHU�LV�D�
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FKDUDFWHULVWLF� RI� WKH� ,WDOLDQ� ODERXU� PDUNHW�� ZKLFK� FDXVHV� D� VKRUWDJH� RI� DYDLODEOH�
ZRUNSODFHV��6RPH�SURMHFWV�KHOS� WKH�FRPSDQLHV�HFRQRPLFO\��ZLWK� WD[�H[HPSWLRQV�� LI�
WKH\�HPSOR\�DQ�QXPEHU�RI�ZRUNHUV�ZLWK�GLVDELOLWLHV�KLJKHU�WKDQ� WKH�TXRWDV�LPSRVHG�
E\�WKH�ODZ��$V�WKH�PDQDJHU�RI�WKH�HPSOR\PHQW�DJHQF\�SXW�LW��“this is a new frontier, 
currently studied, which will give higher incentives to companies that employ people 
with disabilities”���

7KH�SUHVHQW�EXGJHWDU\�FULVLV�RI�WKH�,WDOLDQ�VWDWH��HVSHFLDOO\�DIWHU�������XQGHUPLQHG�
WKHVH� SURMHFWV��1HYHUWKHOHVV�� WKHUH� LV� VRPH� URRP� RI�PDQRHXYUH� DV� PRVW� HQWHUSULVHV�
ZHOFRPHG� WKH�REOLJDWLRQV�RI� ODZ��������$SDUW� IURP� WKLV�� WKH�SRVVLELOLW\� WR� LQFUHDVH�
ODERXU�LQFOXVLRQ�IRU�SHRSOH�ZLWK�GLVDELOLWLHV�UHOLHV�RQ�WKH�VRFLDO�UHVSRQVLELOLW\�RI� WKH�
FRPSDQLHV��D�UDWKHU�ZHOO�VSUHDG�DWWLWXGH�WKURXJKRXW�WKH�FRXQWU\���

³&RPSDQLHV�DUH�PRUH�UHFHSWLYH�WKDQ�RXU�EHOLHI��:KHQ�,�VWDUWHG�ZRUNLQJ�LQ�WKLV�
DUHD�LQ�������,�KDG�D�ZURQJ�SHVVLPLVWLF�LGHD�ZKHQ�,�ORRNHG�IRU�ILUPV�WKDW�KDG�QR�
REOLJDWLRQV�WR�OLVWHQ�WR�XV��+RZ�FRXOG�ZH�RYHUFRPH�WKLV�EDUULHU�DQG�IRFXV�RQ�RXU�
JRDOV"� 3UDFWLFH� SURYHG� PH� ZURQJ�� UHDFWLRQV� DUH� SRVLWLYH´�� �0DQDJHU� RI� WKH�
DJHQF\�IRU�HPSOR\PHQW�RI�GLVDEOHG�SHUVRQV������

The Brazilian cases�� %UD]LO� WRR� KDV� ODZV� RQ� VFKRRO� LQFOXVLRQ�� DQG� TXRWDV� IRU�
SHRSOH� ZLWK� GLVDELOLWLHV� RQ� WKH� ODERXU� PDUNHW�� /DZ� ���������� NQRZQ� DV� ODZ� RI� WKH�
TXRWDV��HVWDEOLVKHG�D�TXRWD�YDU\LQJ�IURP���WR����RI�HPSOR\PHQWV�IRU�ILUPV�ZLWK�����
RU�PRUH�ZRUNHUV��0RUH� UHFHQWO\�� ODZ�������������� NQRZQ� DV�6WDWXWH� RI� WKH�3HRSOH�
ZLWK� 'LVDELOLWLHV�� DGGUHVVHG� VRPH� FULWLFLVDEOH� DVSHFWV� RI� WKH� SUHYLRXV� ODZ�� ,WV� EDVH�
ZDV� WKH�&RQYHQWLRQ�RQ� WKH�5LJKWV� RI�3HRSOH�ZLWK�'LVDELOLWLHV�� UDWLILHG� E\�%UD]LO� LQ�
������ LQWURGXFLQJ� WKH� FRQFHSW� RI� IXQFWLRQDOLW\�� ,W� DOVR� HVWDEOLVKHV� UXOHV� WR� HYDOXDWH�
GLVDELOLWLHV� WR� ZRUN� ZLWK� D� ELRORJLFDO�SV\FKRORJLFDO�VRFLDO� DSSURDFK�� E\� D�
LQWHUGLVFLSOLQDU\� WHDP�� 7KH� LQVWUXPHQWV� RI� WKLV� LQYHVWLJDWLRQ� DUH� XQGHU� FRQVWUXFWLRQ�
DQG�ZLOO�EH�DSSOLHG�DV�IURP���������

7KH�H[DPSOHV�SURYLGHG�KHUH�DUH�RI�SHRSOH�ZLWK�GLVDELOLWLHV�ZKR�ZRUN�LQ�%UD]LOLDQ�
ILUPV�WKDW�SDUWLFLSDWHG�WR�UHVHDUFKHV�GXULQJ������DQG�������$�ILUVW�HOHPHQW��HPHUJLQJ�
IURP� WKH� VWXG\�� LV� WKDW� WKHVH� \RXQJ�ZRUNHUV� DJHG� IURP���� WR� ���� LQYDULDEO\� KDG� WR�
RYHUFRPH�EDUULHUV�WR�EH�DFFHSWHG�DW�VFKRRO��7KHUH�DUH�H[DPSOHV�RI�FKLOGUHQ�ZKR�ORVW�
\HDUV�RI�VFKRROLQJ��RU�ZHUH�GLVFRXUDJHG� WR�DWWHQG�VFKRRO�EHFDXVH� WKH\�GLG�QRW�KDYH�
³WKH�QHFHVVDU\�FRQGLWLRQV´�WR�OHDUQ��DQG�RWKHUV�ZKR�KDG�WR�WU\�HLJKW�GLIIHUHQW�VFKRROV�
EHIRUH� EHLQJ�� ILQDOO\�� DFFHSWHG�� 2IWHQ�� WKH� VFKRROV� GLG� QRW� KDYH� EDVLF� VWUXFWXUHV� WR�
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DFFHVV��OLNH�UDPSV�RU�HOHYDWRUV��RWKHU�VFKRROV�GLG�QRW�KDYH�WUDLQHG�SHUVRQQHO�WR�DFFHSW�
WKHVH�VWXGHQWV���

³LQ�P\�GLVWULFW�WKHUH�DUH�DERXW���RU���VFKRROV��DOO�RI�WKHP�SXEOLF��QR�RQH�RI�WKHP�
DFFHSWHG� PH�� WKH\� DOO� WDONHG� DERXW� DFFHVVLELOLW\�� WR� PDNH� QHZ� FRQVWUXFWLRQV��
UHYLHZ�VRPH�WKLQJV��ZKLFK�ZHUH�XQDYDLODEOH�LQ�WKDW�PRPHQW´���$�������SK\VLFDO�
GLVDELOLW\� Grebe syndrome1���

³,�ZDV�KHOSHG�E\�RQH�RU�WZR�SHUVRQV��IHZ�SHRSOH�UHDOO\�EHOLHYHG�WKDW�WKLV�FRXOG�
KDSSHQ��,�VWDUWHG�VWXG\LQJ�LQ�D�UHJXODU�VFKRRO´���&�������YLVXDO�LPSDLUPHQW��
�

:H�KDYH�WKH�FDVH�RI�D�VFKRRO�WKDW�GHQLHG�WKH�DFFHVV��EHFDXVH�WKH�GLVDELOLW\�RI�WKH�
FKLOG� QHHGHG�� DV� SUHFDXWLRQ�� WKH� FRQVWDQW� SUHVHQFH� RI� WKH� PRWKHU� RXWVLGH� WKH�
FODVVURRP���

³,W�ZDV�FRPSOLFDWHG��PLQH�ZDV�D�VPDOO�SULYDWH�VFKRRO��7KH\�GLG�QRW�KDYH�PHDQV�
WR�DGDSW�WKH�VWUXFWXUH��EXW�WKH\�ZHUH�WKH�RQO\�RQHV�WR�DFFHSW�PH��1R�RWKHU�VFKRRO�
DFFHSWHG� PH�� P\� PRWKHU� KDG� WR� VWD\� LQ� WKH� FRUULGRU�� MXVW� LQ� FDVH� VRPHWKLQJ�
KDSSHQHG�WR�PH��>«@�WKLV�ODVWHG�WKURXJKRXW�P\�VFKRRO�\HDUV´���0�������SK\VLFDO�
GLVDELOLW\��Osteogenesis Imperfecta2��
�

$QRWKHU�WHVWLPRQ\�FRPHV�IURP�D�\RXQJ�ZRPDQ�ZKR�ORVW�KHU�YLVLRQ�DW� WKH�DJH�RI�
���DQG�ZDV�DGYLVHG�WR�VWRS�VWXG\LQJ��DV�WKH�WHDFKHUV�IHOW�LQDGHTXDWH�WR�WHDFK�KHU��6KH�
NHSW�VWXG\LQJ��DLGHG�E\�WKH�GHWHUPLQDWLRQ�RI�KHU�PRWKHU��ZKR�DVVLVWHG�WR�WKH�FODVVHV�
DQG�KHOSHG�KHU�ZLWK�WKH�WDVNV��LQ�D�WLPH�LQ�ZKLFK�FRPSXWHUV�DQG�RWKHU�WHFKQRORJLFDO�
VXSSRUWV� ZHUH� QRW� ZLGHO\� DYDLODEOH�� 7KH� PRWKHU� LQIRUPDOO\� SOD\HG� WKH� UROH� RI� WKH�
HGXFDWRU�GHVFULEHG�DERYH����

�
³0\�PRWKHU�OLVWHQHG�WR�WKH�FODVVHV�DQG�FRSLHG�HYHU\WKLQJ�LQ�%UDLOOH�WR�DOORZ�PH�
WR� VWXG\�� 6KH� DQG� P\� EURWKHU� SUDFWLFDOO\� DWWHQGHG� VFKRRO� ZLWK� PH�� XQLYHUVLW\�
LQFOXGHG��7KH\�DOZD\V�EHOLHYHG�LQ�PH´���&������YLVXDO�LPSDLUPHQW��
�

,W� LV� LPSRUWDQW� WR�KLJKOLJKW� WKDW� WKH�SHRSOH� LQWHUYLHZHG�VWUXJJOHG�DQG�VXIIHUHG�IRU�
WKHLU�LQFOXVLRQ��LQ�RQH�ZD\�RU�WKH�RWKHU�WKH\�FRPSOHWHG�WKHLU�VFKRROLQJ�DQG��LQ�PDQ\�

�������������������������������������������������
��7KLV�V\QGURPH�UHVXOWV�LQ�ORZ�KHLJKW��ZLWK�VKRUWHQHG�XSSHU�DQG�ORZHU�OLPEV���
��3DWKRORJ\�RI�JHQHWLF�RULJLQ��LW�FDXVHV�IUDLOWLHV�LQ�WKH�ERQpV�DQG�RWKHU�FRQQHFWLYH�WLVVXHV��7KHUH�DUH�
GLIHUHQWH�IRUPV�RI�PDQLIHVWDWLRQ�RI�WKH�GLVHDVH���



���

FDVHV��REWDLQHG�D�XQLYHUVLW\�GHJUHH��5LJKW�QRZ��WKH\�DOO�ZRUN��+RZHYHU��ZH�DVVXPH�
WKDW�PDQ\�IDPLOLHV�UHQRXQFHG�DWWHQGLQJ�VFKRRO�EHFDXVH�RI�WKH�GLIILFXOWLHV�IRXQG�DQG�
WKH�UHMHFWLRQ�WRZDUG�WKH�GLVDELOLWLHV�RI�WKHLU�FKLOGUHQ��

'DWD� VKRZ� WKDW� %UD]LOLDQ� VFKRROV� QRZ� DFFHSW� PRUH� FKLOGUHQ� ZLWK� GLVDELOLWLHV��
&RQVLGHULQJ�WKH�DJH�RI�WKH�VXEMHFWV��LQ�WKH�VWXGLHV�DQDO\VHG�KHUH��ZKR�IRXQG�EDUULHUV�
WR� WKHLU� LQFOXVLRQ�� LW� DSSHDUV� WKDW� VORZO\� WKH� FRQGLWLRQV� RI� WKH� VFKRROV� WR� GHDO� ZLWK�
WKHVH�VLWXDWLRQV�LPSURYHG�LQ�WKH�ODVW�\HDUV��7KHVH�GDWD�FDQ�EULQJ�VRPH�RSWLPLVP�WR�WKH�
SHRSOH� ZLWK� GLVDELOLWLHV�� WKHLU� IDPLOLHV� DQG� SURIHVVLRQDOV� ZKR� ZRUN� ZLWK� LQFOXVLRQ���
7KH�SDVVDJH� IURP�VFKRRO� WR�ZRUN�VHHPV� WR�EH� WKH�QHXUDOJLF�SRLQW� LQ� WKH�SURFHVV�RI�
LQFOXVLRQ�� EHFDXVH�� RQFH� WKH� VFKRRO� LV� RYHU�� PD\� LW� EH� VHFRQGDU\�� YRFDWLRQDO� RU� DW�
XQLYHUVLW\� OHYHO��ZKHUH� GR� SHRSOH�ZLWK� GLVDELOLWLHV� JR� RU� UHVRUW� WR"� ,Q� WKH�%UD]LOLDQ�
FDVH�� WKHUH� LV� D� IUDFWXUH�� D� JDS�� EHWZHHQ� VFKRRO� DQG� ODERXU� PDUNHW� DQG� WKLV� KDV� D�
IXQGDPHQWDO�UROH�LQ�WKH�GLIILFXOWLHV�LQ�WKH�ODERXU�LQFOXVLRQ�RI�SHRSOH�ZLWK�GLVDELOLWLHV��

7KH� WHVWLPRQLHV� VKRZHG� WKDW� HDFK� FDVH� ZDV� JRYHUQHG� E\� H[FHSWLRQDOLW\�� ZLWKRXW�
IL[HG� UXOHV� RU� OHJLVODWLYH� SUH�GHWHUPLQDWLRQ��7KH� JRYHUQPHQW� SDVVHG� D� ODZ�� QXPEHU�
������� RI� ��� -XQH� ������ WR� XQLYHUVDOLVH� VFKRRO� IRU� HYHU\ERG\� E\� ������ 7KH� JRDO�
HVWDEOLVKHG� UHDGV� DV� IROORZV�� ‘universalise, for the population from 4 (four) to 17 
(seventeen) years of age with disabilities, global disorders of development and high 
abilities and giftedness, access to basic education and specialised educational 
attention, preferably in the regular school system, with guarantee of inclusive 
educational system, multifunctional classes, classes, specialised schools and services, 
public or associates. 

:H�PD\�FRPPHQW�WKDW�WKLV�ODZ�PD\�EH�VOLJKWO\�WRR�YDJXH�ZKHQ�LW�VD\V�µSUHIHUDEO\�
LQ�WKH�UHJXODU�VFKRRO�V\VWHP¶��+RZHYHU��WKHUH�VHHPV�WR�EH�D�IXUWKHU�SUREOHP��WKHUH�DUH�
QR�UHOLDEOH�GDWD�RQ�VFKRRO�DWWHQGDQFH�IRU�NLGV�DJHG�IURP���WR����ZLWK�VRPH�NLQG�RI�
GLVDELOLW\�� 7KH� WZR� PDLQ� SURYLGHUV� RI� VWDWLVWLFV�� ,%*(� H� GR� ,QVWLWXWR� 1DFLRQDO� GH�
(VWXGRV�H�3HVTXLVDV�(GXFDFLRQDLV�$QtVLR�7HL[HLUD��,QHS���DUH�QRW�FRPSDWLEOH��WKHUH�LV�
QR� ZD\� WR� FURVV�FKHFN� WKHP�� 7KH� WZR� DJHQFLHV� XVH� GLIIHUHQW� FULWHULD� WR� GHILQH�
GLVDELOLW\��)RU�H[DPSOH��,%*(�GRHV�QRW�JDWKHU�GDWD�RQ�JOREDO�GHYHORSPHQW�GLVRUGHUV�
DQG�KLJK�DELOLWLHV�DQG�JLIWHGQHVV��WKH�RQO\�GDWD�LV�RQ�%UD]LOLDQ�ZLWK�GLIILFXOW\�WR�VHH��
KHDU�RU�ZDON�DQG�SHUPDQHQW�PHQWDO�LQWHOOHFWXDO� LOOQHVV��:KHUH�GR�ZH�VWDUW� LI�ZH�GR�
QRW�NQRZ�ZKR�DUH�WKH�SHRSOH�LQ�QHHG"��

�KWWS���ZZZ�WRGRVSHODHGXFDFDR�RUJ�EU�UHSRUWDJHQV�WSH�������EUDVLO�QDR�VDEH�
TXDQWDV�FULDQFDV�FRP�GHILFLHQFLD�HVWDR�IRUD�GD�HVFROD���



���

,W�DSSHDUV�HYLGHQW� WKDW� WKH�UHODWHG�WUDMHFWRULHV�RI�VFKRRO�DQG� ODERXU�LQVHUWLRQ�KDYH�
VWDQGDUGLVHG�FRXUVHV�RI�DFWLRQ��HDFK�VFKRRO�RU�ILUP�DFW�DFFRUGLQJ�WR�LWV�RZQ�FULWHULD��
7KH�VWRULHV�YDU\�JUHDWO\�IURP�HDFK�RWKHU��LQ�VRPH�RI�WKHP�DOO�ZHQW�ZHOO��LQ�RWKHUV�WKH�
ILUP�ZDV�WRWDOO\�XQSUHSDUHG�WR�UHFHLYH�ZRUNHUV�ZLWK�GLVDELOLWLHV��RU�ZKHUH�WKH�ZRUNHU�
ZDV�PDUJLQDOLVHG�DV�WKH�ZRUNHU�ZDV�FRQVLGHUHG�XQDEOH�WR�GR�WKH�WDVNV��LQ�RWKHU�FDVHV�
WKHUH�ZHUH�QREOH�DWWHPSWV�WR�DGDSW�WR�WKH�QHHGV�RI�WKH�ZRUNHUV�ZLWK�GLVDELOLWLHV���

³,�VWDUWHG�ZRUNLQJ�LQ�D�ODUJH�FRPPHUFLDO�ILUP�LQ�������DV�WHOHSKRQH�RSHUDWRU��,Q�
WKH� ILUP� WKH\�RIIHUHG�RQO\�%UDLOOH� DQG�QR� FRPSXWHU�� >«@� DIWHU� VHYHQ�PRQWKV� ,�
ZHQW� WR� ZRUN� LQ� D� ODUJH� VFKRRO�� 7KHUH� ,� KDG� WKH� RSSRUWXQLW\� WR� ZRUN� RQ�
FRPSXWHU��WKH�VFKRRO�RIIHUHG�WKH�FRPSXWHU�EXW�GLG�QRW�EHOLHYH�WKDW�LW�QHHGHG�WR�
EH� DGDSWHG�� ,W� WRRN� WKUHH� PRQWK� IRU� P\� FRPSXWHU� WR� EH� UHDG\�� ZLWK� D� VFUHHQ�
UHDGLQJ�VRIWZDUH���

0\� WKLUG� ZRUN� H[SHULHQFH� ZDV� WKH� EHVW� DGDSWDWLRQ�� LW� ZDV� D� WHFKQRORJ\� ILUP��
&RPSXWHUV�ZHUH�UHDG\��,�RQO\�QHHGHG�WR�ZRUN´���&�������YLVXDO�LPSDLUPHQW��

³)LUPV�ZDQW�ZRUNHUV�ZLWK�GLVDELOLWLHV�RQO\�WR�ILOO�WKH�TXRWDV��%XW��ZH�DOVR�KDYH�
DQRWKHU� VLGH��ZKHQ� WKH�GLVDEOHG� ILQGV�D�EDUULHU�DQG�GRHV�QRW� WU\� WR� VROYH� LW��KH�
WKLQNV�LW�LV�EHWWHU�WR�OHDYH�WKH�ILUP´���-�������YLVXDO�LPSDLUPHQW��

³7DONLQJ� DERXW� YLVXDO� LPSDLUPHQW�PDGH� HYHU\WKLQJ�ZRUVH� >«@� ,�ZHQW� WKURXJK�
VLWXDWLRQV�ZKHUH� WKH�YDFDQF\�H[LVWHG�ZKHQ� WDONLQJ�RQ� WKH�SKRQH��:KHQ�,�ZHQW�
WKHUH�WKH�YDFDQF\�GLG�QRW�H[LVW�DQ\PRUH´���&������YLVXDO�LPSDLUPHQW����
�

7KH�ZDJH�LV�DQRWKHU�HOHPHQW�RI�GLVFRXUDJHPHQW�IRU�PDQ\�SHUVRQV�ZLWK�GLVDELOLWLHV��
$V�VHHQ�DERYH��LI�WKH�FDSDELOLWLHV�DQG�TXDOLILFDWLRQV�RI�WKH�ZRUNHUV�DUH�QRW�VXIILFLHQWO\�
XQGHUVWRRG��WKH�ZRUN�UHFHLYHV�ORZ�UHFRJQLWLRQ��:H�UHFRUGHG�QRWHZRUWK\�GLIIHUHQFHV�
LQ� WKH� ILQDQFLDO� WUHDWPHQW�� KRZHYHU�� WKH� PRVW� IUHTXHQW� FRPSODLQW� ZDV� DERXW� ORZ�
UHPXQHUDWLRQ��%HVLGHV��WKHUH�LV�QR�VWDWH�HPSOR\PHQW�DJHQF\�XQGHU�WKH�UHVSRQVLELOLW\�
RI�D�SXEOLF�HQWLW\�RU�GHVLJQHG�E\� WKH�JRYHUQPHQW��RU�ZLWK�DQ�DFFHSWDEOH�HIILFLHQF\��
WKHUH�LV�GLUHFW�FRQWUDFWLQJ�EHWZHHQ�ILUP�DQG�ZRUNHU��ZKLFK�FDXVHV�ZDJH�LQHTXDOLWLHV�
DPRQJ� ZRUNHUV�� 2QH� FRQVHTXHQFH� RI� WKHVH� SUDFWLFHV� LV� WKDW� WKH\� SDYH� WKH� SDWK� IRU�
PDQSRZHU� PHGLDWRUV�� ZKR� HDUQ� ZLWK� UHFUXLWPHQW� DQG� VHOHFWLRQ�� 7KLV� VLWXDWLRQ� LV�
VWLPXODWHG�E\�WKH�ILUPV��ZKLFK�IHHO�WKH�SUHVVXUH�WR�ILOO�WKH�TXRWDV��LQ�D�ODERXU�PDUNHW�
WKDW�ODFNV�LQ�ZRUNHUV�ZLWK�GLVDELOLWLHV����

�



���

³,�KDYH�D�KLJK�OHYHO�RI�VFKRROLQJ�DQG�KDYH�H[SHULHQFH��,�JR�WR�YDULRXV�LQWHUYLHZV�
HYHU\� \HDU�� WKH\� UHTXHVW� DQG� TXHVWLRQ� PDQ\� WKLQJ� EXW� DOZD\V� RIIHU� WKH� VDPH�
ZDJHV��:RUVH��VRPHWLPHV�WKH\�RIIHU�MXVW�D�IHZ�PRUH�5HDLV��:KR�FKDQJHV�ZRUN�
WR�HDUQ�MXVW�D�OLWWOH�ELW�PRUH"´��&������YLVXDO�LPSDLUPHQW��

³0\�ZDJH� LV�ZLWKLQ� WKH� FRQWH[W� RI�P\� WDVN�� EXW� ,�ZRUN� IRU� D� FRPSDQ\� WKDW� LV�
RUJDQLVHG�ZLWK�IDLU�ZDJH�EUDFNHWV´���-������YLVXDO�LPSDLUPHQW���

³+HUH�WKH�ZDJH�LV�EHWWHU��7KHUH�>the previous workplace@� WKH\�SDLG�OLWWOH��7KH\�
GLG� QRW� SD\� RYHUWLPH� WKHUH�� 7KH\� RQO\� OHW� XV� JR� HDUOLHU� VRPHWLPHV´�� �/�� ����
LQWHOOHFWXDO�GLVDELOLW\��
�

7KH�H[SHULHQFHV�VKRZ�XV��DSDUW�IURP�LQGLYLGXDO�H[SHFWDWLRQV�DQG�GLIILFXOWLHV�� WKDW�
WKHUH�DUH�HOHPHQWV�UHFXUULQJ�LQ�HDFK�PRGHO��LQ�LQFOXVLRQ�DV�ZHOO�DV�LQ�H[FOXVLRQ��7KH�
%UD]LOLDQ� PRGHO� LV� VWLOO� VXEMHFW� WR� WKH� DSSURDFK� RI� WKH� RQH�ZKR� UHFHLYHV�� VFKRRO� RU�
ILUP��:H�XVHG�WKH�WHUP�H[FHSWLRQDOLW\�EHIRUH��WR�GHVFULEH�WKH�DERYH�XQHYHQ�VLWXDWLRQV�
RI� LQFOXVLRQ�� DV� WKHUH� LV� QR� HVWDEOLVKHG� SURFHGXUH� LQ� UHFHLYLQJ� ZRUNHUV� RU� VWXGHQWV�
ZLWK�GLVDELOLWLHV�� ,PSURYLVDWLRQ�VHHPV�WR�GHQRWH� WKH�VWRULHV�RI� WKH� LQFOXVLRQ�RI� WKHVH�
SHUVRQV��7KH�OHJLVODWLRQ�GRHV�QRW�SURYLGH�GHWDLOV�RQ�WKH�LQFOXVLRQ�SURFHVVHV��DQG�WKH�
LQVWLWXWLRQV�UHVSRQVLEOH�IRU�HDFK�VWDJH��DQG�PRUH��2XU�GHVLUH�LV�WKDW�WKLV�FRXOG�EH�WKH�
GHSDUWXUH�SRLQW�RI�D�MRXUQH\�WKDW�LQ�WLPH�ZLOO�EH�PRUH�UHFHSWLYH�WRZDUG�WKH�QHHGV�RI�
WKH�SHRSOH�ZLWK�GLVDELOLWLHV����

7KH�,WDOLDQ�PRGHO�VKRZV�DQ�KLJKHU�GHILQLWLRQ�RI�UROHV�DQG�SURFHGXUHV��7KH�VXEMHFWV�
NQRZ��RU�OHDUQ�DW�DQ�HDUO\�VWDJH��ZKRP�WR�FRQWDFW�IRU�WKHLU�QHHGV�DQG�ZKRP�WR�WDON�WR��
6LQFH�WKHLU�ELUWK��FKLOGUHQ�DUH�RULHQWHG�WR�PHGLFDO��UHKDELOLWDWLYH�DQG�HGXFDWLRQDO�FDUH��
KHOSLQJ�GHYHORSPHQW�DQG�DYRLGLQJ�ORVLQJ�SUHFLRXV�WLPH�WR�VWLPXODWH�WKHLU�FDSDFLWLHV��
5HJDUGOHVV�RI�ZKDW�WKH�IXWXUH�KROGV�IRU�WKH�SHUVRQ��RU�KLV�KHU�FKRLFHV���SHRSOH�UHFHLYH�
VXSSRUW� WKURXJKRXW� WKH� MRXUQH\�� WKLV� LV� DQ� HOHPHQW� RI� HTXDOLW\� IRU� DOO� FLWL]HQV�� QR�
PDWWHU�WKH�JRRG�RU�EDG�GLVSRVLWLRQ�RI�DQ�LQGLYLGXDO�RU�RUJDQLVDWLRQ��

8QGRXEWHGO\�� WKH� UROH� RI� WKH� FRQWH[W� SDVVHV� WKURXJK� UDLVLQJ� DZDUHQHVV� IRU� WKH�
QHFHVVLWLHV�RI�GLIIHUHQW�JURXSV�DQG�WKH�HQVXLQJ�FKDQJHV�RI�WKHLU�SXEOLF�SHUFHSWLRQ��:H�
DQDO\VH�EHORZ�WKH�LQFOXVLRQ�DQG�WUDLQLQJ�RI�SHRSOH�ZLWK�GLVDELOLWLHV�LQ�RUJDQLVDWLRQV��
SURYLGLQJ�VRPH�H[WUDFWV�IURP�D�UHVHDUFK�FRQGXFWHG�LQ�D�ODUJH�LQGXVWULDO�RUJDQLVDWLRQ�
LQ�VRXWKHUQ�%UD]LO��ZKLFK�KDV�D�VXFFHVVIXO�VFKHPH�RI�WUDLQLQJ�SHUVSHFWLYH�HPSOR\HHV�
ZLWK�GLVDELOLWLHV���
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7KH�3URMHFW�RI�,QFOXVLRQ�RI�GLVDEOHG�SHRSOH�LQ�WKLV�ILUP�VWDUWHG�LQ�D�VWDEOH�IRUP�LQ�
������ WR� IXOILO� WKH� OHJDO� UHTXLUHPHQW� RI� DFFRPSOLVKPHQW� RI� WKH� ��UG� DUWLFOH� RI� WKH�
DIILUPDWLYH� DFWLRQ� OHJLVODWLRQ�� ZKLFK� GHPDQGV� D� SHUFHQWDJH� RI� ZRUNHUV� ZLWK�
GLVDELOLWLHV�LQ�ODUJH�RUJDQLVDWLRQV���

$�WHDP�RI�ZRUNHUV�RI� WKH�+XPDQ�5HVRXUFHV�RI� WKH�FRPSDQ\��+5��GHYHORSHG�WKH�
SURSRVDO�RI�D�VSHFLILF�SURJUDPPH�IRU�ZRUN� WUDLQLQJ�DQG� LQFOXVLRQ��DIWHU� UHVHDUFKLQJ�
ZLWK� LQVWLWXWLRQV� WKDW� LQFOXGH� GLVDEOHG� SHRSOH� DQG� EHQFKPDUNLQJ� ILUPV� WKDW� KDYH�
H[SHULHQFH� LQ� WKLV� ILHOG� LQ� WKH� UHJLRQ�� 7KH� %RDUG� DQG� PDLQ� GLUHFWRUV� DFFHSWHG� WKH�
SURSRVDO���

7KH�ILUVW�VWHS�ZDV�WR�JLYH�WDONV��KHOG�E\�WKH�WHDP��WR�PDNH�PDQDJHUV�DQG�ZRUNHUV�RI�
WKH�ILUP�DZDUH�RI�WKH�LPSRUWDQFH�RI�LQFOXGLQJ�GLVDEOHG�SHRSOH��,Q�GRLQJ�VR��FRQWHQWV�
RI�DZDUHQHVV�DV�ZHOO�DV�LQIRUPDWLRQ�RI�WKH�W\SHV�RI�GLVDELOLWLHV�ZHUH�DQDO\VHG��

7KLV�ILUVW�VWHS�XQORFNHG�RWKHU�DFWLRQV�DQG�DGDSWDWLRQV� LQ� WKH�ILUP��ZKLFK�FKDQJHG�
VXEVWDQWLDOO\� WKH� ZD\� LW� ORRNHG� DW� ZRUN�� $� SURJUDPPH� WKDW� KDG� EHHQ� FUHDWHG� IRU�
DIILUPDWLYH�DFWLRQV��ZDV�WUDQVIRUPLQJ�WKH�RUJDQLVDWLRQ�WKDW�EHJDQ�WR�JHW�LQYROYHG�ZLWK�
WKH� ZKROH� SURFHVV� RI� LQFOXVLYH� ZRUN� ±� IURP� VHOHFWLRQ�� LQWHJUDWLRQ�� RULHQWDWLRQ��
DGDSWDWLRQ��GHYHORSPHQW�WR�UHWHQWLRQ�RI�GLVDEOHG�ZRUNHUV�LQ�WKH�ILUP���

7KH�FRPSDQ\�VWDUWHG�WR�FKDQJH�VRPH�SURFHVVHV�WR�LPSURYH�WKH�XQGHUVWDQGLQJ�DQG�
DGDSWDWLRQ� RI� WKH�ZRUNLQJ� FRQGLWLRQV��7KH� SURFHVV� RI� VHOHFWLRQ� LQYROYHG� WKH� IDPLO\�
PHPEHUV��7KH\�ZHUH�DOVR�LQYROYHG�LQ�WUDLQLQJ�DQG�DGDSWDWLRQ�VFKHPHV��7KH�SURFHVV�
FR�RSWHG�DOVR�VHFWRUV�VXFK�OLNH�KHDOWK�DQG�VDIHW\��LQ�D�UROH�SUHYLRXVO\�FRYHUHG�E\�WKH�
+5�GHSDUWPHQW��7KLV�SURFHVV�ZDV�HVVHQWLDO�LQ�DGDSWLQJ�WKH�MRE�SODFHV�WR�WKH�QHHGV���

7KH�WUDLQLQJ�VFKHPH�ZDV�VR�VXFFHVVIXO�WKDW�WKH�FRPSDQ\�SDVVHG�IURP����ZRUNHUV�
ZLWK�GLVDELOLWLHV�LQ������WR�����LQ�������)LJXUHV�SURYLGHG�E\�WKH�ILUP�VKRZ�WKDW�WZR�
WKLUG� RI� WKH� ZRUNHUV�ZLWK� GLVDELOLWLHV� DUH� LQWHOOHFWXDOO\� GLVDEOHG� LQ� DGGLWLRQ� WKHUH� LV�
DQRWKHU� VPDOO� QXPEHU�RI� GLVDEOHG�ZRUNHUV�ZLWK�GLVDELOLWLHV� UHODWHG� WR�RWKHU� RULJLQV��
7KLV�REVHUYDWLRQ�ZDV�XVHIXO� WR�HQODUJH� WKH� LQWHUHVW�RI� WKH�RUJDQLVDWLRQ� WR�KLUH�PRUH�
ZRUNHUV�WKURXJK�WKH�OHDUQLQJ�SURJUDP��6LQFH�WKHQ��WKH�ILUP�KDV�SURPRWHG�ILYH�PRUH�
JURXSV� �RQH� SHU� \HDU��� HDFK� RQH� SUHSDULQJ� IURP� VHYHQ� WR� WHQ� WUDLQHHV�� 8S� WR� WKLV�
PRPHQW��WKH�ILUP�KDV�KLUHG�PRVW�RI�WKH�SDUWLFLSDQWV��WKLV�IDFWRU�LQGLFDWHV�WKH�VXFFHVV�
RI�WKH�SURMHFW�RI�LQFOXVLRQ��$�SURIHVVLRQDO�IURP�WKH�FRPSDQ\�VWDWHG�WKDW�WKH�WUDLQLQJ�
SURJUDPPH� LV� H[FHOOHQW� IRU� WKH� FRPSDQ\� DQG� WKDW� WKH� VWDII� DGDSWV� WR� UHFHLYH� WKH�
WUDLQHHV������
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%HIRUH�WKH�EHJLQQLQJ�RI�WKH�WUDLQLQJ�FRXUVH��WKH�FRPSDQ\�JLYHV� WKH�DYDLODELOLW\�RI�
FRXUVHV� IRU� WUDLQHHV� XVLQJ� FKDQQHOV� OLNH� ZHE� VLWHV�� QHZVSDSHUV�� DVVRFLDWLRQV� DQG�
VLPLODU��7KH�VHOHFWLRQ�RI�WKH�FDQGLGDWHV�KDSSHQV�WKURXJK�LQWHUYLHZV�ZLWK�WKH�WUDLQLQJ�
LQVWUXFWRU�� ZKR� ZLOO� DFFRPSDQ\� WKH� OHDUQLQJ� SURFHVV�� WKH� +5� DQDO\VW� DQG� WKH�
SV\FKRORJLVW�UHVSRQVLEOH�IRU�VHOHFWLRQ�DQG�UHFUXLWPHQW����

7KHUH� LV� D� SURJUDPPH� RI� LQWHJUDWLRQ� WUDLQLQJ� IRU� WUDLQHHV�� OHJDO� UHSUHVHQWDWLYHV��
WHDFKHUV�DQG�PHPEHUV�RI� WKH�FRPSDQLHV� WKDW� VLJQHG� WKH� WUDLQLQJ�FRQWUDFWV��7UDLQHHV�
KDYH� DOVR� VRPH� EHQHILWV� OLNH� WUDQVSRUWDWLRQ� YRXFKHUV�� PHGLFDO� DVVLVWDQFH� DQG�
GLVFRXQWV� RQ� SKDUPDFHXWLFDOV�� 7KH� LQWHJUDWLRQ� SKDVH� DLPV� WR� FODULI\� DOO� WKDW� ZLOO�
KDSSHQ� GXULQJ� WKH� WUDLQLQJ� SHULRG�� LW� DOVR� SURYLGHV� D� JRRG� HQYLURQPHQW� IRU� WKH�
WUDLQLQJ��DQG�JRRG�LQIRUPDWLRQ�IRU� WKH�GHFLVLRQV� WKDW� WUDLQHHV�DQG�WKHLU�IDPLOLHV�ZLOO�
KDYH�WR�WDNH���

7KH�QH[W�VWDJH�LV�HQWHULQJ�WKH�ZRUN�OLIH��LQ�WKH�ODVW�SDUW�RI�WKH�FRXUVH�MRE�SODFHV�DUH�
FRQILUPHG�DIWHU�SUDFWLFDO�WUDLQLQJ�H[SHULHQFH�LQ�WKH�FRPSDQ\��7KH�IDPLO\��RU�SHUVRQV�
OHJDOO\� UHVSRQVLEOH�� WKH�ZRUNHU�ZLWK�GLVDELOLW\�DQG� WKH� VHFWRU� WKDW�ZLOO� UHFHLYH� WKHP�
PXVW�DJUHH�RQ�DOO�SRLQWV�RI�WKH�FRQWUDFW��2QFH�WKH�DJUHHPHQW�LV�UHDFKHG��+5�VWDUWV�WKH�
OHJDO� SURFHGXUHV� WR� HPSOR\� WKH� QHZ� ZRUNHUV�� 7KH� DSSURYHG� ZRUNHUV� DUH� HPSOR\HG�
DIWHU� OHJDO�SURFHGXUHV�DV� DGPLVVLRQ�H[DPV��RSHQLQJ�D�EDQN�DFFRXQW� IRU� WKH� WUDLQLQJ�
VXSSRUW�VDODULHV��SURYLGLQJ�GRFXPHQWV��DQG�PRUH�����

)LQGLQJ� D� SODFH� LQ� WKH� ODERXU� PDUNHW� ZDV� D� GHVLUH� FRPPRQ� WR� ERWK� SHRSOH� ZLWK�
GLVDELOLWLHV�DQG� WKHLU�IDPLOLHV��7KH\�SHUFHLYHG� WKLV�RSSRUWXQLW\�DV�DQ�RSHQ�GRRU� WR�D�
PRUH�VWHDG\�ZRUNLQJ�OLIH��$OO�LQWHUYLHZHG�WUDLQHHV�KDG�WKH�H[SHFWDWLRQ�WR�VWD\�LQ�WKH�
FRPSDQ\�DV�SHUPDQHQW�ZRUNHUV�DIWHU�WKH�HQG�RI�WKH�FRXUVH���

(YHQ�LI� IRU�PDQ\�RI� WKH�SDUWLFLSDQWV� WKH�FRXUVH�ZLOO�EH�IROORZHG�E\�D� WULDO�SHULRG�
WKDW�PD\�QRW�HQG�ZLWK�IXOO�HPSOR\PHQW�� WKH\�DUH�YHU\�DZDUH� WKDW� WKLV� LV�D�GRRU� WKDW�
RSHQV�RQWR�WKH�UHDO�ODERXU�PDUNHW��$�FRXUVH�OLNH�WKLV�SURYLGHV�D�PXFK�QHHGHG�ILOO�IRU�
WKH�JDS��EHWZHHQ�VFKRRO�DQG�ZRUN�WKDW�VR�RIWHQ�RFFXUV�IRU�WKH�\RXWK�ZLWK�GLVDELOLWLHV��
ZKR�DIWHU�OHDYLQJ�VFKRRO�VWD\�KRPH�����

6LPSOH� DQG� URXWLQHO\� DFWLRQV� OLNH� ZDONLQJ� WKH� VWUHHW�� FDWFKLQJ� D� EXV�� DQG� RWKHU�
DFWLYLWLHV� FDQ� EH� FKDOOHQJHV� GHSHQGLQJ� RQ� WKH� NLQG� RI� GLVDELOLW\� DQG� WKH� HFRQRPLF�
FRQGLWLRQV�DQG�OLIHVW\OH�RI�VRPH�VXEMHFWV��6RPH�RI�WKH�LQWHUYLHZHG�WUDLQHHV�UHSRUWHG�
WKDW� WKH� FRXUVH� PDGH� WKHP� PHHW� QHZ� SHRSOH�� DQG� PDGH� WKHP� PRUH� LQGHSHQGHQW��
*RLQJ�RXW�DQG�UHWXUQLQJ�KRPH�RQ�WKHLU�RZQ�PDGH�WKHP�GLVFRYHU�WKDW�WKHUH�LV�D�ZRUOG�
RXWVLGH� WKHLU� KRPHV�� 'LVFRYHULQJ� QHZ� URXWLQHV�� 6RPH� UHSRUWHG� WKDW� WKH\� KDG� WR�



���

FRQYLQFH�WKHLU�SDUHQWV�WR�OHW�WKHP�JR�WR�WKH�FRXUVH�DORQH��DQG�PDQDJHG�WR�GR�LW��

7KH� LPSURYHPHQWV� UHDFKHG� KRPH� WRR�� 2QH� WUDLQHH� VDLG� WKDW� KH� OHDUQW� IURP� WKH�
WHDFKHU� WKLQJV� OLNH� FOHDQOLQHVV� DQG� RUJDQLVDWLRQ�� ZKDW� KH� OHDUQW� LQ� WKH� FRXUVH� KH�
WUDQVIHUUHG�WR�KRPH��'LVKZDVKLQJ��PRSSLQJ�WKH�IORRU�DQG�PRUH��7KH�SURIHVVLRQDOV�VHH�
WKH�UHVXOWV�LQ�D�VLPLODU�ZD\�WR�WKH�RQH�UHODWHG�E\�WKH�WUDLQHHV��WKH\�LQFOXGH�LQFUHDVHG�
UHVSRQVLELOLW\�DQG�LQYROYHPHQW�RQ�WKH�MRE��DSDUW�IURP�WKH�VSHFLILF�NQRZOHGJH�RI� WKH�
ZRUNLQJ�SURFHVV�RI�WKH�RUJDQLVDWLRQ���

$FFRUGLQJ�WR�D�PDQDJHU�RI�WKH�SXEOLF�LQFOXVLRQ�SURJUDPPH��WKH�ILUP�JDLQV�EHFDXVH�
WKHUH�DUH�QR�RWKHU�FRXUVHV�WKDW�SUHSDUH�WUDLQHHV�VSHFLILFDOO\�IRU�WKH�ZRUNLQJ�SURFHVV�RI�
WKH� FRPSDQ\�� 7KHUH� LV� DOUHDG\� D� OHJDO� REOLJDWLRQ� WR� KDYH� WUDLQHHV� DW� ZRUN�� DQG� LW�
LQYROYHV� FRVWV�� 7KHUHIRUH�� LW� LV� EHWWHU� WR� WUDLQ� WKHP� SURSHUO\�� 7KH� SHUVRQ� ZLWK�
GLVDELOLWLHV� REWDLQV� DQ� RSSRUWXQLW\� WR� TXDOLI\� DQG� ZRUN� LQ� IRUPDO� MREV� DQG� VWRSV�
GHSHQGLQJ�RQ�WKH�6WDWH�DQG�FRQWULEXWHV�WR�VRFLHW\��:H�PD\�DGG�WR�WKLV��DV�ZH�VDZ�LQ�
WKH�VWDWHPHQWV�PDGH�E\�WKH�WUDLQHHV��WKHLU�4XDOLW\�RI�/LIH�PDNHV�D�OHDS�IRUZDUG��

�
�

�:RUN�DV�LQVWUXPHQW�RI�HPDQFLSDWLRQ�
�

7KLQNLQJ�DERXW�DGXOWV�ZLWK�GLVDELOLWLHV�OHDGV�XV�WR�UHIOHFW�DERXW�D�VFHQDULR�PDGH�RI�
OLJKWV� DQG� VKDGRZV�� ZKLFK� ZUDSV� WKH� SDWK� WRZDUG� DGXOWKRRG� RI� WKH� SHUVRQV� ZLWK�
GLVDELOLWLHV�� 6FLHQWLILF� OLWHUDWXUH� �*RXVVRW�� ������ 'HWWRUL�� ������ *LDFRQL�� ������ LV�
LQFUHDVLQJO\�IRFXVLQJ�RQ�ZKLFK�SDWKV�VKRXOG�EH�WDNHQ�WR�FRQWUDVW�WKH�VWDWLF�LPDJH�RI�
WKH� GLVDEOHG� VXEMHFW� DV� HWHUQDO� FKLOG�� WKHUHIRUH� UDLVLQJ� DZDUHQHVV� VXSSRUWLQJ�
VWUXFWXUHG��FRKHUHQW�DQG�G\QDPLF�SDWKV��ZKLFK�PD\�OHDG�WR�FRPSOHWH�D�WUDLO�XQGHU�WKH�
VLJQ�RI�WKH�4XDOLW\�RI�/LIH�RI�WKH�SHUVRQ����

$W� WKH�HQG�RI� WKH�VFKRRO�F\FOH��\RXQJ�SHUVRQV�ZLWK�GLVDELOLWLHV�DQG� WKHLU� IDPLOLHV�
DUH�HIIHFWLYHO\�LQ�GDQJHU�RI�QRW�ILQGLQJ�DQ�DGHTXDWH�LQWHJUDWHG�V\VWHP�WKDW�IDFLOLWDWHV�
ZLGHQLQJ�WKH�VSDFHV�RI�DXWRQRP\��SDUWLFLSDWLRQ�DQG�LQWHJUDWLRQ�LQ�WKH�FRPPXQLW\��)RU�
VRPH� \RXWK�� OHDYLQJ� VFKRRO� PHDQV� UHGXFLQJ� WKH� VRFLDO� QHWZRUN�� WKH� RSSRUWXQLW\� WR�
OLYH�LQ�FRQWH[WV�RWKHU�IURP�WKH�IDPLOLDO�RQH��DV�ZHOO�DV� WKH�UHSHUWRLUH�RI�UHFUHDWLRQDO�
DFWLYLWLHV�DQG�IUHH�WLPH���

7KH� SKDVHV� RI� WUDQVLWLRQ� IURP� VFKRRO� WR� ZRUNLQJ� LQVHUWLRQ�� IURP� KRPH� WR� RWKHU�
OLYLQJ�VROXWLRQV��IRU�H[DPSOH��DIWHU�WKH�ORVV�RI�WKH�IDPLO\�PHPEHUV�RI�UHIHUHQFH��PXVW�
EHFRPH� PRPHQWV� RULHQWHG� DQG� WKRXJKW� RYHU� WLPH� DQG� ³LQ� WLPH´� VR� WKDW� WKH\� PD\�
EHFRPH� WKH� VSULQJERDUGV� WRZDUG� DGXOW� OLIH� DQG� WKH� UHDOLVDWLRQ� RI� WKH� SHUVRQ� ZLWK�



���

GLVDELOLW\�� ,Q� IDFW��/HSUL� VD\V�³ZH�EHFRPH�DGXOWV� VWDUWLQJ�DV�FKLOGUHQ´� �/HSUL��������
S������WKDQNV�WR�D�SURMHFW�RI�OLIH�WKDW�ILOOV�DQG�UHVWUXFWXUHV�LWVHOI�LQ�VSDFH�DQG�WLPH��LV�
FRQVLVWHQW� ZLWK� WKH� GLIIHUHQW� SKDVHV� RI� WKH� F\FOH� RI� OLIH� DQG� WKH� XQLTXHQHVV� DQG�
VSHFLILFLW\�RI�HDFK�SHUVRQ�ZLWK�GLVDELOLWLHV�DQG�WKH�FRPPXQLW\��

7KH�SDWK� WR�ZRUNLQJ� LQFOXVLRQ� VQHDNV�EHWZHHQ� OLJKWV� DQG� VKDGRZV�� VWDUWLQJ� IURP�
WKH� UHPDUNDEOH� OHJLVODWLYH� IUDPHZRUN� IRU� WKH� ULJKW� WR� ZRUN� IRU� WKH� GLVDEOHG� �/DZ�
���������� ,W� PDUNHG� WKH� FKDQJH� IURP� WKH� SULQFLSOH� RI� PHUH� DVVLVWDQFH� WR� WDUJHWHG�
HPSOR\PHQW� UHVSHFWLQJ� WKH� ZRUNLQJ� SRWHQWLDOLWLHV� RI� WKH� SHUVRQV� ZLWK� GLVDELOLWLHV��
GDWD� DUH� QRW� DOZD\V� FRPSDUDEOH� EXW� VKRZ� WKDW� RFFXSDWLRQDO� OHYHOV� DUH� VWLOO�
XQVDWLVIDFWRU\��3DWHUQz�XVHV�WKH������,QWHUQDWLRQDO�/DERXU�2UJDQLVDWLRQ�UHSRUW��ZKLFK�
VKRZV�WKDW�����RI�GLVDEOHG�SHUVRQV�LQ�ZRUNLQJ�DJH�GRHV�QRW�DSSHDU�RQ�WKH�MRE�PDUNHW�
LQ�(XURSH��LQ�D�WRWDO�SRSXODWLRQ�RI����PLOOLRQ�GLVDEOHG���,Q�,WDO\��,67$7�RXWOLQHV�DQ�
RFFXSDWLRQDO� UDWH� RI� ������ LQ� ����� �RXW� RI� D� ��PLOOLRQ� DQG����� GLVDEOHG��� LQ� �����
,6)2/�3/86� UHSRUWHG� DQ� RFFXSDWLRQDO� UDWH� RI� ���� ��� �RQ� ���� WKRXVDQG� GLVDEOHG��
FRPSDUHG�WR�WKH�������RI�WKH�RYHUDOO�,WDOLDQ�SRSXODWLRQ��3DWHUQz��������S��������

:KLOH�LQ�%UD]LO�WKH�SUREOHP�EHJLQV�DW�VFKRRO��DFFRUGLQJ�WR�GDWD�E\�,1(3��,QVWLWXWR�
1DFLRQDO� GH� (VWXGRV� H� 3HVTXLVDV� (GXFDFLRQDLV� $QtVLR� 7HL[HLUD��� WKH� QXPEHU� RI�
VWXGHQWV�ZLWK�GLVDELOLWLHV�LQ�WKH�UHJXODU�QHWZRUN�RI�VFKRRO�JURZV�HYHU\�\HDU��:KLOH��LQ�
����� WKHUH� ZHUH� ����� WKRXVDQG� GLVDEOHG� VWXGHQWV� LQ� SXEOLF� DQG� SULYDWH� VFKRROV�� LQ�
����� WKLV� ILJXUH� JUHZ� WR� ������ WKRXVDQG�� LQ� ����� LW� ZHQW� WR� ������ WKRXVDQG�� WKLV�
PHDQW� D� \HDUO\� JURZWK� RI� ������� &RQVHTXHQWO\� HQUROPHQWV� LQ� VSHFLDO� VFKRROV� IRU�
GLVDEOHG� FKLOGUHQ� IHOO� ���� LQ� ������ DQG� ������ LQ� ������ �$YDLODEOH�
KWWS���ZZZ�LQHS�JRY�EU��DFFHVVHG�RQ���������������

+RZHYHU��WKH������&HQVXV��,QVWLWXWR�%UDVLOHLUR�GH�*HRJUDILD�H�(VWDWtVWLFD��DIILUPV�
WKDW�WKH�\RXWK�WKDW�HQGV�WKH�VFKRRO�F\FOH�LQ�%UD]LO�DUH�D�PLQRULW\��DV�����RI�WKH�\RXWK�
ZLWK�GLVDELOLWLHV�KDYH�QR�DFFHVV� WR� VFKRRO�RU� DWWHQGV�RQO\� WKH� ILUVW� WZR�\HDUV�RI� WKH�
HOHPHQWDU\� VFKRRO�� $� PLQRULW\� LQGHHG�� EXW� DOVR� DQ� LPSRUWDQW� JURXS�� EHFDXVH� LW�
VRPHZKDW�PHDQV�WKDW�WKH�FRXQWU\�EHJDQ�WR�DFFHSW�\RXWK�ZLWK�GLVDELOLWLHV��$ERYH�DOO��
WKLV� PHDQV� WKDW� WKLV� JURXS� UHSUHVHQW� WKH� UHVLOLHQFH� DQG� SHUVLVWHQFH� GHVSLWH� DOO� WKH�
GLIILFXOWLHV���

�KWWS���ELEOLRWHFD�LEJH�JRY�EU�YLVXDOL]DFDR�SHULRGLFRV�����FGB����BHGXFDFDRBHBGHVOR
FDPHQWR�SGI��DFFHVVHG�RQ��������������
�

7KH� FDVH� DERYH� PHQWLRQHG� LV� DQ� LOOXVWUDWLYH� H[DPSOH�� ZKLFK� JRHV� EH\RQG� WKH�
UHTXLUHPHQW� RI� WKH� %UD]LOLDQ� OHJLVODWLRQ� IRU� DOO� FRPSDQLHV� ZLWK� PRUH� WKDQ� RQH�



���

KXQGUHG� HPSOR\HHV� WR� KDYH� �� WR� ��� HPSOR\HHV� ZLWK� GLVDELOLWLHV�� 7KH� H[DPSOH� LV�
ORFDWHG�LQ�WKDW�HVVHQWLDO�JDS�WKDW�QHHGV�WR�EH�EULGJHG��WKH�RQH�H[LVWLQJ�EHWZHHQ�VFKRRO�
DQG� ZRUN�� ,Q� WKH� ZRUGV� RI� � D� FRRUGLQDWRU� RI� WKH� 0LQLVWU\� IRU� (PSOR\PHQW� LQ� WKH�
UHJLRQ�ZKHUH�WKH�FRPSDQ\�LV�ORFDWHG�³VHYHUDO�PXQLFLSDO�VWUXFWXUHV�LQ�GLVDGYDQWDJHG�
DUHDV�RI� WKH� FLWLHV� �LQ� VRXWKHUQ�%UD]LO�� DXWKRU¶V�QRWH�� WU\� WR� EULGJH� WKH�JDS�EHWZHHQ�
VFKRRO�DQG�ZRUN��,I�WKHUH�LV�QRW�D�SDVVDJH�EHWZHHQ�ZRUN�DQG�VFKRRO��WKH�SHUVRQ�JRHV�
EDFN� KRPH� DQG� LW� EHFRPHV� PRUH� GLIILFXOW� WR� UHVFXH� WKH� SHUVRQ� WR� ZRUN� DQG� EH�
SDUWLFLSDQW�LQ�WKH�VRFLHW\´����

)XUWKHUPRUH�� LQ� D� FXOWXUDO� DQG� HFRQRPLF� VFHQDULR� PDUNHG� E\� WKH� FULVLV� DQG� WKH�
JHQHUDO�LQFUHDVH�RI�XQHPSOR\PHQW��WKH�FULWLFDO�LVVXH�RI�ZRUN�LV�HYHQ�PRUH�UHPDUNDEOH�
IRU�GLVDEOHG�DGXOWV�DQG�LQ�SDUWLFXODU�IRU�ZRPHQ�ZLWK�GLVDELOLWLHV��&RORPER��������S��
������

7KH� FRPSOH[LW\� RI� WKH� DUJXPHQW� FRPPDQGV� D� ZLGHU� FRQFHSWXDOLVDWLRQ� UHODWHG� WR�
VRFLDO� LQFOXVLRQ� DQG� WKH� 4XDOLW\� RI� /LIH� RI� WKH� DGXOWV� ZLWK� GLVDELOLWLHV� �6FKDORFN� H�
9HUGXJR�$ORQVR��������*LDFRQL���������7KLV�FRQWULEXWLRQ�ZLOO�IRFXV�RQ�ZRUN�DV�WKH�
SULYLOHJHG�ZD\� WR� UHFRJQLVH�DQG�EH� UHFRJQLVHG�DV�DGXOWV� DQG� WKHUHIRUH�DVVXPLQJ�DQ�
DGXOW�LGHQWLW\��LQ�WHUPV�RI�SDUWLFLSDWLRQ�DQG�DFWLYH�FLWL]HQVKLS���

:RUN��HYHQ�LQ�LWV�DPELJXRXV�DVSHFWV�PDGH�RI�FULWLFDO�LVVXHV�DQG�SRWHQWLDOV��OLPLWV�
DQG�VHOI�UHDOLVDWLRQ��UHPDLQV�RI�IXQGDPHQWDO� LPSRUWDQFH�LQ�WKH� OLIH�RI�SHRSOH��/HSUL��
������S�������$Q�HIIHFWLYH�SDWK�RI�ZRUNLQJ�LQVHUWLRQ�OHDGV�WR�LPSURYH�WKH�4XDOLW\�RI�
/LIH�RI� WKH�SHUVRQ�� �&HUWDLQO\��ZRUN�DOORZV�XV� WR�PHHW�RXU� OLPLWV�DQG�GHPDQGV�QHZ�
PRGHV� RI� FRPPXQLFDWLRQ�� GLIIHUHQW� UHODWLRQDO� IRUPV�� UHVSRQVLELOLW\� DQG� FR�
UHVSRQVLELOLW\�DQG�D�SDWK�WRZDUG�IRUPV�RI�VHOI�DZDUHQHVV��0RQWREELR�H�/HSUL���������

7KLV�LV�D�GHOLFDWH�PDWWHU��WKHUHIRUH��ZH�PXVW�UHIOHFW�RQ�WKLV�FULWLFDO�SRLQW�XVLQJ�DOO�
WKH� SRVVLEOH� SHGDJRJLFDO� VHQVLWLYLW\� WR� DYRLG� IDOOLQJ� LQWR� LQWHUSUHWDWLYH� ULJLGLW\��
RSHQLQJ�LQVWHDG�WR�GHVLUDEOH�VHWWLQJV��,Q�WKLV�GLUHFWLRQ��ZH�UHSRUW�VRPH�FKDOOHQJHV�IRU�
ZRUNLQJ� LQFOXVLRQ�� ZKLFK� SHGDJRJ\� KDV� WR� PHHW�� ZKLFK� ZH� ZLOO� VHH� LQ� WKH� QH[W�
SDUDJUDSKV��

,Q�PHHWLQJ�ZLWK�WKH�WKHPHV�RI�GLVDELOLW\�RQ�WKH�ZRUNSODFH��WKH�ILUVW�FULWLFDO�LVVXH�RQ�
WKH�ZD\�FRQFHUQV�WKH�FROOHFWLYH�LPDJLQDWLRQ�RQ�WKHVH�WZR�FRQFHSWV��DV�VLQJOH�LVVXHV�RU�
WRJHWKHU��7KH�ILUVW�&(16,6�UHSRUW�RI������KLJKOLJKWV�D�JHQHUDOLVHG�XQGHUHVWLPDWLRQ�LQ�
WKH�SHUFHSWLRQ�RI�GLVDELOLW\��WKH�PRWRU�GLVDELOLW\�LV�RYHUHVWLPDWHG�ZKLOH�VHQVRULDO�DQG�
LQWHOOHFWXDO�GLVDELOLW\�DUH�XQGHUHVWLPDWHG���

�



���

,Q� WKH� WH[WXUH�RI� WKH� FROOHFWLYH� LPDJLQDWLRQ�� D�SDUWLDO� LPDJLQDU\� DERXW� WKH�SHUVRQ�
ZLWK�GLVDELOLWLHV�GRPLQDWHV�DQG�UHJDUGV�WKH�VWHUHRW\SH�RI�WKH�HWHUQDO�FKLOG��7KHVH�QRQ�
SHUFHSWLRQV� LQYROYH�DFWLYDWLQJ� UHODWLRQDO� VW\OHV��ZKLFK�DUH�RIWHQ�XQVXLWDEOH� IRU�DGXOW�
UHODWLRQVKLSV��DV�WKH\�DUH�FRQQHFWHG�WR�SDWHUQDOLVWLF�DQG�LQIDQWLOLVLQJ�WUDLWV���

'HVFHQGLQJ� WR� WKH� FRQQHFWLRQ� EHWZHHQ� GLVDELOLW\� DQG� ZRUN�� ZH� RIWHQ� UHPDLQ�
DQFKRUHG� WR� WKH� YLVLRQ� RI� ZRUN� IRU� GLVDEOHG� VXEMHFWV� DV� D� PHUH� LQVWUXPHQW� WR�
UHKDELOLWDWH� SV\FKLFDO� GLVRUGHUV�� ZLWK� ILQDOLWLHV� RI� FRQWDLQPHQW� DQG� VRFLDO� FRQWURO��
ZKHUH�ZHOIDUH�ORJLFV�IRUHJR�HGXFDWLRQDO�LQVWDQFHV��:RUN�LV�PXFK�PRUH�WKDQ�WKLV��

7KHUHIRUH��WKH�ILUVW�FKDOOHQJH�LV�WR�UHLQVWDWH�ZKDW�/HSUL��������GHILQHG�WKH�³QHHGV�
RI�QRUPDOLW\´��:RUN�EHORQJV�IXOO\�WR�WKHVH�QHHGV��:RUN�UHSUHVHQWV�DQ�HVVHQWLDO�YDOXH�
IRU� WKH� UHDOLVDWLRQ�RI�HYHU\RQH�� LQFOXGLQJ�SHUVRQV�ZLWK�GLVDELOLWLHV��$Q�DXGLWRU� IURP�
WKH�/DERXU�0LQLVWU\��UHVSRQVLEOH�WR�LPSOHPHQW�WKH�LQFOXVLRQ�ODZ�DW�ZRUN�FDPH�WR�WKH�
SRLQW� RI� VD\LQJ� WKDW� FRPSDQLHV� ZDQW� ³EOLQG� ZKR� FDQ� VHH�� GHDI� ZKR� FDQ� KHDU� DQG�
SK\VLFDOO\�GLVDEOHG�ZKR�FDQ�ZDON´�����

:RUN� EHORQJV� IXOO\� WR� WKHVH� QHHGV�� :RUN� LV� DW� WKH� EDVLV� RI� SHRSOH� IXOILOPHQW��
LQFOXGLQJ� SHRSOH� ZLWK� GLVDELOLWLHV�� :H� KDYH� WR� LPDJLQH� RXUVHOYHV� LQ� D� VSDFH�WLPH�
LQKDELWHG� E\� GHVLUHV� DQG� GUHDP\� H[SHFWDWLRQV� FRPPRQ� WR� DOO� ZKR� GUHDP� IURP�
FKLOGKRRG�ZKDW�WKH\�ZLOO�GR�RQFH�JURZQ�XS��7KH\�PD\�WKLQN�DQG�EHFRPH��IRUHVHH�DQG�
GHVLUH� WR� EH� ILUH�ILJKWHUV�� GRFWRUV�� DQG� GRRU� DWWHQGDQWV� RU� EH� PRWKHUV� RU� IDWKHUV�� DOO�
WKHVH�DUH�QRW�FDVXDO�HYHQWV��6XUHO\��WKLV�LV�IROORZHG�E\�WKH�FRQVWUXFWLRQ�RI�D�SDWK�WKDW�
LV� EDODQFHG�EHWZHHQ� H[SHFWDWLRQV� DQG� DELOLWLHV�� HIIRUWV� DQG�PHGLDWLRQ�� GHPDQGV� DQG�
RIIHUV��OLPLWV�DQG�SRVVLELOLWLHV��DFWLRQ�DQG�WUDLQLQJ��

7KHVH�QRUPDO�HYHQWV�UHDFWLYDWH�³WKH�QHHG�RI�WKH�QRUPDOLW\�RI�WKH�UROH´��,I�SHRSOH�GR�
QRW� KDYH� D� UROH�� WKH� SRVVLELOLWLHV� RI� FRQQHFWLRQ� ZLWK� VRFLDO� FRPSOH[LWLHV� GLVDSSHDU��
3HUVRQV� ZLWK� QR� UROH� KDYH� QR� ULJKWV� RU� GXWLHV� DQG� QHYHU� HQWHU�ZLWK� IXOO� WLWOH� LQ� WKH�
JDPH�RI�UHODWLRQVKLSV�RI�WKH�SHRSOH�ZKR�SRSXODWH�D�VRFLHW\��3HUVRQV�ZLWK�GLVDELOLWLHV�
DUH�RIWHQ�H[HPSWHG�IURP�DVVXPLQJ�UROHV�� WKHUHIRUH�IURP�ULJKWV�DQG�GXWLHV��DQG�IURP�
H[HUFLVLQJ�UHVSRQVLELOLWLHV��<RXQJ�GLVDEOHG�SHUVRQV��ZKR�QHYHU�DVVXPHG�UHVSRQVLEOH�
UROHV� LQ� WKHLU� HGXFDWLRQDO� VWRULHV�� ZLOO� ILQG� PDQ\� GLIILFXOWLHV� LQ� WKHLU� ZRUNLQJ�
LQVHUWLRQV��%RIIR��)DOFRQL�DQG�=DSSDWHUUD���������

,Q�WKH�GLPHQVLRQ�RI�WKH�SDUWLDO�LPDJLQDWLRQ��WKH�DEVHQFH�RI�SODQQLQJ�RI�IDPLO\�DQG�
WHDFKHUV� UXOHV�JR� MRLQWO\�ZLWK� WKH� VDPH�DEVHQFH�RI� WKH�SHUVRQ�ZLWK�GLVDELOLWLHV��7KH�
ODFN�RI�D�SURMHFW�DIIHFWV� WKH� LPPXWDELOLW\�RI� UROH�DQG�VRFLDO�GLPHQVLRQ��ZKLOH�VRFLDO�
UROH�DQG�FKRLFH�DUH�HVVHQWLDO�WR�HQWHU�WKH�DGXOW�ZRUOG��DV�ZH�ZLOO�LOOXVWUDWH�LQ�WKH�QH[W�



���

SDUDJUDSKV���

7KH�OLIH�SURMHFW�LV�D�FROOHFWLYH�HIIRUW��3DYRQH��������S�������IDPLO\�DQG�HGXFDWLRQDO�
DJHQFLHV�ZRUN�ZLWK�DQG�IRU�WKH�SHRSOH�ZLWK�GLVDELOLWLHV��LQVHUWLQJ�WKHP�LQ�OLYLQJ�DQG�
UHODWLRQDO�VWRULHV�DQG�IRUHVHHLQJ�WKH�DFKLHYHPHQW�RI�WKH�SRVVLEOH�DXWRQRPLHV�VWDUWLQJ�
IURP�HDUO\�FKLOGKRRG��ZLWK�D�FRQVWDQW�UHPLQGHU��DV�ZH�ZLOO�VHH��RI�PLFUR�DQG�PDFUR�
SODQQLQJ���

7KH�VHFRQG�FKDOOHQJH�DQG�VWUDWHJLF�OLQH�FRQFHUQ�WKH�QHFHVVDU\�VXSSRUW�WR�UH�WKLQN�
WKH�ZRUNLQJ�GLPHQVLRQ�DV�DQ�HYHQW�WKDW�LQYROYHV�WKH�LGHQWLW\�RI�WKH�GLVDEOHG�SHUVRQ��
RU�RI�DQ\�RWKHU�SHUVRQ��)RU�WKH�GLVDEOHG�SHUVRQ��DV�SURYHG�E\�UHFHQW�UHVHDUFK��WKH�
ZRUNLQJ�SUDFWLFH�EHFRPHV�RQH�RI�WKH�PDLQ�GHYLFHV�WR�FRQVWUXFW�LGHQWLW\��LW�
LQFRUSRUDWHV�VHOI�SHUFHSWLRQ��KHOSLQJ�WR�FUHDWH�DQG�VWUHQJWKHQ�LW���

:RUN�VWUHQJWKHQV�LGHQWLW\�EXW�DOVR�EHORQJLQJ�WR�DQ�DGXOW�FRPPXQLW\�JXDUDQWHHV�WR�
ILQG�SDWKV�WR�DXWRQRP\�DQG�UHFRJQLWLRQ��$OO�RI�WKLV�DFWLYDWHV�WKH�QHFHVVDU\�SURFHVVHV�
RI� DGXOW� VRFLDOLVDWLRQ�� HFRQRPLF� LQGHSHQGHQFH�� DXWRQRP\� IURP� WKH� RULJLQDO� IDPLO\�
DQG��PRVWO\��DIIHFWV�WKH�VRFLDO�DQG�FLYLF�UROH�RI�WKH�SHUVRQ�ZLWK�GLVDELOLWLHV��FRQQRWLQJ��
LQ�WKLV�YLHZ��DV�D�JUHDW�emancipatory value��=DSSDWHUUD������

7KHUHIRUH�� WKH� ZDON� RQ� D� SDWK� RI� LGHQWLW\� SODQQLQJ� DQG� VRFLDO� UHFRJQLWLRQ� JHWV�
XQGHUZD\�� WRZDUG�WKH�FRQWULEXWLRQ�WKDW� LW�FDQ�SURYLGH� WR� WKH�ZRUNLQJ�FRPPXQLW\�RI�
EHORQJLQJ�� WKH� PRUH� DQ� LQGLYLGXDO� IHHOV� LQWHJUDWHG� LQWR� SURIHVVLRQDO� FRQWH[WV� DQG�
UHODWLRQVKLSV�� WKH� JUHDWHU� EHFRPH� WKH� SRVVLELOLWLHV� WR� EH� UHFRJQLVHG� DQG� YDOXHG�
�&KLFFKL���������:RUN�EHFRPHV�WKH�SRWHQWLDO�UHJXODWRU�RI�LQFOXVLRQ���

:H�QHHG� WR� RYHUFRPH� WKH� FRQFHSW� RI� RULHQWLQJ� WKH� GLVDEOHG� SHUVRQ� WR�ZRUN� LQ� D�
IUDPH�GLFWDWHG�E\� WKH�XVH�RI� WHFKQLFDOLWLHV�DLPHG� WR� WHDFK� MXVW�D� VLQJOH�FRPSHWHQFH��
3UDFWLFHV� WKDW� NHHS� LQWR� DFFRXQW� WKH� DVVXPSWLRQ� RI� WKH� UROH� DQG� WKH� JOREDO� SHUVRQ�
SURGXFH�EHWWHU�UHVXOWV��%RUNRZVNL���������7KH�SUREOHPV�WKDW�DIIHFW�ZRUNLQJ�LQVHUWLRQ�
PRVW� DUH� QRW� VR� PXFK� OLQNHG� WR� SHUIRUPDQFH�� WKH\� UDWKHU� FRQFHUQ� LQDGHTXDWH�
UHODWLRQDO� PRGDOLWLHV�� ZKLFK� LQFOXGH� GLIILFXOWLHV� LQ� VHOI�SHUFHSWLRQ� LQ� DVVXPLQJ� WKH�
ZRUNLQJ� UROH�� 7R� JURZ� XS�� ZH� QHHG� WR� H[SHULPHQW� UROHV�� KDYH� UHVSRQVLELOLWLHV�� GR�
WKLQJV� DORQH� DQG� UHVSHFW� GHDGOLQHV�� 3HUVRQV� ZLWK� GLVDELOLWLHV� ZLOO� SHUFHLYH� WKH�
UHFRJQLWLRQ�RI�WKHLU�DGXOWKRRG��HVSHFLDOO\�LQ�WKH�LQWHUDFWLQJ��UHIOHFWHG�LQ�WKH�LPDJH�DQG�
H[SHFWDWLRQV� WKDW� RWKHUV� SODFH� RQ� WKHP�� 7KLV� ZLOO� PDNH� WKHP� DFTXLUH� PRUH�
FRPSHWHQFHV� DQG� DGHTXDWH� EHKDYLRXU�� 7KH� QDWXUH� RI� WKH� UHODWLRQV� WKDW� ZH� VWDUW� LV�
IXQGDPHQWDO� WR� VWUHQJWKHQ� RXU� LGHQWLW\�� EXW� DOVR� WR� VKDUH� VLJQLILFDWLRQV�� ZKLFK� ZLOO�
RSHUDWH�LQ�WKH�WULDQJOH�FRPSRVHG�E\�GLVDEOHG�SHUVRQ��ZRUNSODFH�DQG�DOO�RWKHU�VXEMHFWV�
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ZKR�DFW�DV�PHGLDWRUV���

$�KXJH�HGXFDWLRQDO�UHVSRQVLELOLW\�EHORQJV�WR� WKH�VFKRRO�DQG�WR� WKH�FRPPXQLW\�RI�
EHORQJLQJ� RI� WKH� \RXQJ� GLVDEOHG�� LQ� IDFW�� ZH� VKRXOG� ILQG� LQ� WKHP� WKH� SHGDJRJ\� RI�
UROHV��ZKLFK�DOORZV�QHZ�H[SHULHQFHV�EHVLGH�WKH�RQHV�LQ�IDPLO\��VFKRRO�DQG�ZRUNSODFH��
3HUVRQDO�LGHQWLW\�FRXOG�FRQILJXUH�DV�WKH�UHVXOW�RI�DOO�WKH�UROHV�WKDW�D�SHUVRQ�LQWHUSUHWV�
±�WKH�DFWHG�UROHV�±�VRFLDOO\�UHFRJQLVHG��WKHVH�UROHV�FDQ�SURGXFH�VLJQLILFDQW�DQG�XVHIXO�
FKDQJHV�RQ�WKH�ZD\�WR�DGXOWKRRG��1HYHUWKHOHVV�DQG�WRR�IUHTXHQWO\��H[SHULHQFH�JLYHV�
EDFN�D�VXIIHULQJ�LPDJH�WR�WKH�SHUVRQ�ZLWK�GLVDELOLWLHV��D�SOXUDO�LGHQWLW\�LV�GHQLHG��VR�
DUH�SHUVSHFWLYH�IXWXUH�UROHV��ZKLOH�LGHQWLW\�EHFRPHV�PRQR�LGHQWLW\��EHORQJLQJ�WR�WKH�
GLV�DEOHG��� )XUWKHUPRUH�� ZH� GR� QRW� WUXVW� WKH� SHUVRQ� ZLWK� WKDW� FRPSHWHQW� LGHQWLW\�
ZKRVH� FRPSHWHQFH�GHULYHV� IURP�DQ� DSSUHFLDWLQJ�JODQFH� DQG�FRQWH[W�� RU�EHWWHU� IURP�
WKH�DELOLW\�RI� VHHLQJ� LQ� WKH�RWKHU�XQXVXDO� VNLOOV�DQG� WDOHQWV�� SODQQLQJ�SUR�DFWLYH�DQG�
QRW�KDQGLFDSSLQJ�VLWXDWLRQV��&DOGLQ�HW�DO���������S���������

$�IRXUWK�FKDOOHQJH�OLHV�LQ�WKH�SRVVLELOLW\�WR�VWUHQJWKHQ�WKH�FRQFHSW�RI�ZRUN�DV�WRRO�
RI�HPDQFLSDWLRQ��QRW�RQO\�DV�WRRO�RI�SV\FKRORJLFDO�UHKDELOLWDWLRQ���

,Q� WKH� SDVW�� ZRUN� ZDV� XVHG� LQ� WKH� rehabilitation� RI� SV\FKLDWULF� GLVHDVHV�� LQ� WKH�
DWWHPSW� WR� FRQILQH� WKH� SDWLHQW� LQWHUQHG� LQ� DQ� LQVWLWXWLRQDOLVHG� HQYLURQPHQW�ZLWK� WKH�
JRDO�RI�NHHSLQJ�VRFLDO�GHYLDQFH�XQGHU�FRQWURO��7KH�LPSRUWDQFH�RI�ZRUN�ZDV�LQLWLDOO\�
UHFRJQLVHG� IRU� WKH� UHKDELOLWDWLRQ� RI� PHQWDO� GLVHDVHV� LQ� D� WLPH� ZKHUH� WKH� GLVDEOHG�
SHUVRQ�ZDV�FRQVLGHUHG� LQFDSDEOH� WR� ORRN�DIWHU�KLP�KHUVHOI�DQG�� WKHUHIRUH�� VXEMHFW� WR�
assistance���

,Q�WKH�����¶V��ZRUN�WKHUDS\�FRQILJXUHG�LWVHOI�DV�D�PRGH�WR�RFFXS\�WKH�WLPH�RI�WKH�
VLFN� DQG� SUHYHQW� LQDFWLYLW\�UHODWHG� GHWHULRUDWLRQ�� 7KH� HGXFDWLRQDO� JRDO� ZDV� WR�
VWUXFWXUH� WKH� GD\�� JLYLQJ� UK\WKP� WR� WKH� WLPH�RI� WKH� GLVRUGHUHG� OLIH� RI� WKH� SV\FKRWLF�
VXEMHFW��:RUN�WKHUDS\��FULWLFLVHG�IRU� WKH�FORVXUH�ZLWKLQ� WKH� LQVWLWXWLRQDO�FRQWH[W�� OHIW�
LWV� SODFH� WR� RFFXSDWLRQDO� WKHUDS\� SUDFWLFHG� LQ� DV\OXPV� DQG� SURWHFWHG� ODERUDWRULHV�
RXWVLGH�� SHUIRUPLQJ� UHSHWLWLYH� DFWLYLWLHV� IRU� RXWVRXUFHG� ILUPV�� :H� EHJLQ� WR� VHH� WKH�
SRVVLELOLW\� WR� SHUIRUP� D� ZRUNLQJ� DFWLYLW\� ZLWK� D� UHKDELOLWDWLQJ� JRDO� OLQNHG� ZLWK� WKH�
UHFRYHU\� RI� VRFLDO�� UHODWLRQDO� DQG� ZRUNLQJ� VNLOOV�� $W� WKH� HQG� RI� WKH� ����¶V�� WKH�
PRYHPHQW�VWDUWHG�E\�%DVDJOLD��EHVLGHV�KDYLQJ�JHQHUDWHG�D�UHIOHFWLRQ�RQ�WKHVH�WKHPHV��
JDLQHG�FUHGLWV�IRU� LQWURGXFLQJ�LQWHUHVWLQJ�H[SHULHQFHV�DOVR�LQ� WKH�ILHOG�RI�ZRUN�� WKH\�
LQFOXGHG� IRXQGLQJ� WKH� ILUVW� FRRSHUDWLYHV� DQG� PDQ\� LQWHUYHQWLRQV� RI� VRFLDO� DQG�
ZRUNLQJ�UHKDELOLWDWLRQ�RSHUDWHG�E\�ORFDO�DJHQFLHV��3V\FKLDWU\�RI�WKRVH�GD\V�ZLGHQHG�
WKH�VFRSH�EH\RQG�LQVWLWXWLRQDOLVDWLRQ�DQG�DFFHSWHG�HGXFDWLYH�LQVWDQFHV��FKDQJLQJ�WKH�
YLHZSRLQW�RI�PHUH�DVVLVWDQFH�WR�D�YLHZ�RI�D�JOREDO�WDNLQJ�LQ�FKDUJH�DQG�TXDOLW\�RI�OLIH��
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ZKLFK� RYHUWDNHV� WKH� VHDUFK� IRU� DELOLWLHV� DV� quantum� DQG� FRLQFLGHV� PRVWO\� ZLWK� WKH�
IXQFWLRQDOLW\�RI�WKH�UROH���

�� WKH�SHUVRQ�DV�KH�VKH�OLYHV�DQG�ZRUNV��

�� ZKDW�LV�KLV�KHU�UHFRJQLVHG�UROH�LQ�VRFLHW\��

7KDQNV�WR�ZRUN��SHUVRQV�ZLWK�GLVDELOLWLHV�REWDLQ�WKH�RSSRUWXQLW\�WR�UHFRPSRVH�WKHLU�
RZQ� LPDJH�� WKH� LQWUD�SV\FKLDWULF� DQG� WKH� VRFLDOO\� LQWHULRULVHG� RQH��ZKLFK� LV� WKH�RQH�
JLYHQ�EDFN�WR�WKH�RWKHUV��:RUNLQJ�PHDQV�LQWURMHFWLQJ�WKH�UROH��UHFRJQLVLQJ�WKH�UROH�RI�
WKH�RWKHUV�DQG�FKDQJLQJ�WKH�TXDOLW\�RI�VRFLDOLVDWLRQ��0RQWREELR��*URQGRQD����������

7KH�6HUYLFHV�RI�,QWHJUDWLRQ�DW�ZRUN�QHHG�QHZ�SHUVSHFWLYHV��NQRZOHGJH��SRWHQWLDOV�
DQG� QHHGV� RI� WKH� VXEMHFW� DQG� RI� WKH� ILUP�� PDQDJHPHQW� RI� SHUVRQDOLVHG� SDWKV� RI�
ZRUNLQJ� LQWHJUDWLRQ�� SURPRWLRQ� LQLWLDWLYHV� WR� UDLVH� DZDUHQHVV� DQG� FROODERUDWLRQ�
DPRQJ� DJHQFLHV�� :RUNLQJ� ZLWK� QHWZRUNV� LV� WKH� SLYRWDO� VWUDWHJ\�� LQVWLWXWLRQV�� ORFDO�
UHVRXUFHV��FRRUGLQDWLQJ�OLIH�SODQV�WKDW�FRQVLGHU�WKH�VXEMHFW�DQG�KLV�KHU�OLYLQJ�FRQWH[W��
+DUPRQLVDWLRQ�RI�PRGHV��WLPH�DQG�VSDFH����

7KH�ILUVW�SHUVSHFWLYH�FRQFHUQV�WKH�FUHDWLRQ�RI�QHZ�GHYLFHV�IRU�VNLOOV�DVVHVVPHQW�RI�
GLVDEOHG�SHUVRQV��SD\LQJ�DWWHQWLRQ�WR�ZKDW� WKHUH�LV�EHKLQG�FRPSHWHQFHV��H[SODQDWLRQ�
RI� EHOLHIV�� FRQYLFWLRQV�� DQG� YDOXHV� RI� WKH� GLVDEOHG� SHUVRQ� RQ� WKH� ZRUNSODFH�� 7KLV�
SHUVSHFWLYH�HQDEOHV�WR�LQWHUYHQH�on the job�GXULQJ�SKDVH�RI�ZRUNLQJ�LQVHUWLRQ��JRLQJ�
WRZDUG� UHVWUXFWXULQJ�HYHQWXDO� FRQYLFWLRQV� WKDW� FRXOG� OLPLW� WKH� SHUVRQ¶V�SHUIRUPDQFH�
LQ� WKH� SURIHVVLRQDO� FRQWH[W� �+LWFKLQJV� HW� DO��� ������ <DQFKDN� HW� DO�� ������� ,Q� IDFW��
GLVDEOHG� DGXOW� ZRUNHUV� KDYH� LQDGHTXDWH� SURIHVVLRQDO� EHOLHIV�� ZKLFK� FRXOG� EULQJ�
GLIILFXOWLHV�RI�DGDSWDWLRQ�RU�FDXVH�WKH�IDLOXUH�RI�DQ\�IRUP�RI�ZRUNLQJ�LQVHUWLRQ����

,Q� WKLV� ZD\�� WKH� 8QLYHUVLW\� RI� 0DFHUDWD� GHYHORSHG� D� Professional e-portfolio,�
ZKLFK� LV� JHQHUDO� RU� VSHFLILF� DFFRUGLQJ� WR� VSHFLILF� SURIHVVLRQDO� SDWK�� 7KLV� VWUXFWXUH�
DFFHSWV�PDWHULDO��PHDQLQJIXO� H[SHULHQFHV�� H[SHULHQFHV� DW� ULVN� WR� EH� IUDJPHQWHG� DQG�
WKRXJKWV�RI� WKH�SHUVRQV�ZLWK�GLVDELOLWLHV��7KH�DLP� LV� WR�SRUWUDLW� WKH�SLFWXUH�RI�EHLQJ�
SURIHVVLRQDO�LQ�WKH�ZRUNLQJ�FRQWH[WV��

7KH�VHFRQG�SHUVSHFWLYH�FRQFHUQV�D�QHZ�SURSRVDO�RI�³WUDLQLQJ�LQ�DFWLRQ´�IRU�SHRSOH�
ZLWK�GLVDELOLWLHV� LQ�ZRUNLQJ� FRQWH[WV��7KH� DSSURDFK�RI�)UHQFK� DXWKRUV�9LQDWLHU� DQG�
$OWHW�� FRQWH[WXDOLVHG� LQ� WKH� ,WDOLDQ� V\VWHP�� FRQFHUQV� WKH� 3URIHVVLRQDO� 'LGDFWLFV�
�9LQDWLHU��$OWHW�������� ,W�DOORZV�WKH�DQDO\VLV�RI�D�SURIHVVLRQDO�SUDFWLFH�� WR�PHUJH�DOO�
DFWLRQ� SODQV�� WKH� WHFKQLFDO� DQG� WKH� UHODWLRQDO� RQHV�� ZKLFK� EHORQJ� VSHFLILFDOO\� WR� D�
SURIHVVLRQ� UHODWHG� WR� WKH� FRQWH[WV� DQG� WR� WKH� VSHFLILF�RUJDQLVDWLRQDO� FRQFHSWV�RI� WKH�
ZRUNLQJ�UHDOLW\�ZKHUH�WKH�SHUVRQ�ZLWK�GLVDELOLWLHV�EHORQJV����
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&RQVLGHUDWLRQV�
�

$� PDQDJHU� IURP� WKH� SULYDWH� VHFWRU� FDQQRW� GLVUHJDUG� HQWLUHO\� WKLV� FKDSWHU�� WKHVH�
TXHVWLRQV� GR� QRW� FRQFHUQ� H[FOXVLYHO\� SXEOLF� DGPLQLVWUDWLRQ�� 7KH� FKDSWHU� UHIHUV� WR�
SXEOLF� SROLFLHV� EXW� WKHUH� LV� DOVR� WKH� H[DPSOH� FRPLQJ� IURP� WKH� SULYDWH� VHFWRU�� 7KH�
SULYDWH�VHFWRU�PDQDJHUV�FRXOG�DVN�WKHPVHOYHV�RQ�KRZ�PXFK�WKH�HGXFDWLRQ�RI�FKLOGUHQ�
ZLWK� GLVDELOLWLHV� KDV� WR� GR� ZLWK� WKHLU� EXVLQHVV�� :H� ZDQW� WR� FKDOOHQJH� RU� DW� OHDVW�
XQVHWWOH� WKLV� DVVXPSWLRQ��7KH� FRQYHUJHQFH� RQ� WKH� FRQWHQWV� GHYHORSHG�ZLOO� OHDG� RXU�
GLVFXVVLRQ�����

)LUVWO\�� WKH� GLVFXVVLRQ� RQ� WKH� SDVVDJH� IURP� WKH� welfare state WR� welfare mix 
LQGLFDWHV� D� JOREDO� WUHQG�� WKH� FRXQWULHV� DOUHDG\� H[SHULHQFH� WKH� LPSRVVLELOLW\� WR�
PDLQWDLQ�WKH�SUHYLRXV�V\VWHPV��ZKLFK�PD\�GHULYH�IURP�SROLWLFDO�RSWLRQV��RU�IURP�WKH�
SUHVHQW� HFRQRPLF� VLWXDWLRQ�� 7KLV� PHDQV� WKDW� WKH� SDUWQHUVKLS� EHWZHHQ� SXEOLF� DQG�
SULYDWH� VHFWRUV� LQ� VRFLDO� SROLFLHV� OHDYHV� WKH� KDQGERRNV� RI� DGPLQLVWUDWLRQ� DV� best 
practices��DQG�HQWHUV�UHDO�DQG�GDLO\�SUDFWLFHV�LQ�FRPSDQLHV�DQG�FRUSRUDWLRQV�����

6HFRQGO\�� WKH� ODFN� RI� HGXFDWLRQ� RI� SHRSOH� ZLWK� GLVDELOLWLHV� LQ� %UD]LO� HVVHQWLDOO\�
PHDQV� WKDW� D� FRQVLGHUDEOH� SDUW� RI� WKH� SRSXODWLRQ� LV� OHIW� RQ� LWV� RZQ� GHYLFH�� ZLWKRXW�
VWLPXOL�DQG�GHYHORSPHQW��:H�GR�QRW�UHIHU�RQO\�WR�WKH�SRRUHU�SRSXODWLRQ��DOVR�IDPLOLHV�
ZLWK� PHGLXP� DQG� KLJKHU� HFRQRPLF� VLWXDWLRQV� RIWHQ� GHVLVW� IURP� VWLPXODWLQJ� WKHLU�
FKLOGUHQ��DV�WKH\�FDQQRW�UHO\�RQ�DGHTXDWH�DLG�IRU�WKHLU�QHHGV��WKH�EXUGHQ�EHFRPHV�WRR�
KDUG� WR� VXVWDLQ�� 3HUVRQV� ZLWK� GLVDELOLWLHV� HQG� XS� PDUJLQDOLVHG� EHFDXVH� WKH\� FDQQRW�
UHO\�RQ�DQ�DGHTXDWH�VWUXFWXUH�DQG�ORJLVWLF�VXSSRUW�DW�KRPH�DQG�DW�VFKRRO��DEDQGRQHG�
LQ� WKHLU� GHYHORSPHQW�� ZLWKRXW� VWLPXOL� DQG�� WKHUHIRUH�� ZLWK� OLWWOH� FKDQFHV� RI� VRFLDO�
LQVHUWLRQ�� &OHDUO\�� WKHUH� DUH� KRQRXUDEOH� H[FHSWLRQV�� ZKLFK� DSDUW� IURP� EHLQJ�
H[FHSWLRQV��VKRXOG�QRW�EH�H[FHSWLRQV���

&RPSDQLHV� FDQ� EHQHILW� IURP� SHRSOH� ZLWK� GLIIHUHQW� DELOLWLHV� ZKHQ� WKH\� HQWHU� WKH�
SURGXFWLYH�DJH�RQO\� LI� WKH\�KDYH�EHHQ�HQFRXUDJHG�DQG�KHOSHG�LQ� WKHLU�GHYHORSPHQW��
7KHUH�DUH�FODVVLF�H[DPSOHV�RI�GHDI�ZRUNHUV�LQ�LQGXVWULDO�SODQWV�ZLWK�KLJK�QRLVH�OHYHOV��
DV�ZHOO�DV�SHUVRQV�ZLWK�DXWLVWLF�WUDLWV�LQ�MRE�SODFHV�WKDW�QHHG�KLJK�FRQFHQWUDWLRQ�VXFK�
DV�LQVWDOOLQJ�VPDOO�HOHFWURQLF�FRPSRQHQWV��DQG�WKHUH�FRXOG�EH�PRUH�H[DPSOHV��6RFLDO�
LQVHUWLRQ�PHDQV� WKDW� LQWHUDFWLQJ�HYHU\�GD\�ZLWK�RWKHU�SHRSOH�� DIIHFWLYH� LQYROYHPHQW�
DQG� WKH� H[HUFLVH� RI� VH[XDOLW\� DUH� HVVHQWLDO� IRU� HYHU\ERG\�� UHJDUGOHVV� RI� LQWHOOHFWXDO�
DQG� SK\VLFDO� GHYHORSPHQW�� %\� VHJUHJDWLQJ� WKLV� VOLFH� RI� WKH� SRSXODWLRQ� LQ� VSHFLDO�
VFKRROV�DQG�LQVWLWXWLRQV��ZH�FRQGHPQ�WKHP�WR�OLYH�D�³VSHFLDO´�OLIH��³FXVWRPLVHG´�LQ�D�
IDVKLRQ� RIWHQ� GLFWDWHG� E\� SUHFRQFHSWLRQV� RQ� WKHLU� SRWHQWLDOLWLHV� DQG� WKH� WDUJHWV� WKDW�
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FRXOG�EH�UHDFKHG����

2Q�WKH�RWKHU�KDQG��WKHUH�LV�D�OLIH�EDVHG�RQ�VWHUHRW\SHG�SDWWHUQV��EHORZ�GLJQLW\��LQ�
RWKHU� ZRUGV�� WKH� LQIDQWLOLVDWLRQ� RI� WKHVH� SHRSOH� RQ� WKH� DVVXPSWLRQ� WKDW� WKH\� DUH�
LQFDSDEOH� WR� XQGHUVWDQG� DQG� FKRRVH� WKHLU� IXWXUH�� 7KH\� EHFRPH� XVHG� WR� GHSHQGHQFH�
DQG� WR� SDWWHUQV� RI� UHODWLRQVKLSV� ZKHUH� WKH� FRQVWDQW� GHPRQVWUDWLRQ� RI� WKHLU� OLPLWV�
SUHYDLOV�� 3HUKDSV�� WKLV� LV� WKH� RULJLQ� RI� WKH� VWHUHRW\SHG� LPDJH� RI� WKH� SHUVRQ� ZLWK�
GLVDELOLWLHV�DV�D�SHUVRQ�ZKR�GRHV�QRW�UHVSHFW�UXOHV�DQG�EHKDYHV�LQ�D�EL]DUUH�ZD\����

$W�WKH�EDVLV�RI�WKH�welfare LV�WKH�SURMHFW�RI�MXVWLFH�RI�D�FRXQWU\�IRU�LWV�SRSXODWLRQ��
WKLV� LV� WKH�UHVSHFW� WKDW�HYHU\�JRYHUQPHQW�SD\V� WR� LWV�FLWL]HQV� �6HQQHW��������(VSLQJ�
$QGHUVHQ�� ������� :HOIDUH¶V� PXOWLIDFHWHG� UHVSHFW� OLQNV� ZLWK� PDQ\� VSKHUHV� RI� WKH�
FROOHFWLYH�OLIH��)LUVWO\��LW�LV�UHODWHG�WR�WKH�EDVLF�OLYLQJ�FRQGLWLRQV�RI�WKH�SRSXODWLRQ��OLNH�
KRXVLQJ��VHZDJH�DQG�JHQHUDO�LQIUDVWUXFWXUHV�WKDW��DV�ZH�NQRZ��DUH�YHU\�SUHFDULRXV�RU��
DW� OHDVW�� XQHYHQO\� GLVWULEXWHG�� 6HFRQGO\�� LW� LV� DVVRFLDWHG� WR� KHDOWK� DQG� DVVLVWDQFH�
SURYLGHG�E\� WKH�6WDWH�� WR� DLG� WKH� WHPSRUDU\� RU� SHUPDQHQW� OLPLWV� DQG�GHILFLWV� RI� WKH�
FLWL]HQV�� LQ� %UD]LO�� WKLV� DVSHFW� RI� WKH� ZHOIDUH� LV� SUHFDULRXV� DQG� VRPHWLPHV� QRQ�
H[LVWLQJ��7KLUGO\��LW�DVVRFLDWHV�ZLWK�HGXFDWLRQ�DQG�WUDLQLQJ�WR�ZRUN�WKDW�RIWHQ�GHSHQG�
H[FOXVLYHO\� RQ� WKH� SULYDWH� LQLWLDWLYH�� 7KHVH� HOHPHQWV� WRJHWKHU� OHDYH� WKH� %UD]LOLDQ�
\RXQJ� SRSXODWLRQ� ZLWK� ORZ� OHYHOV� RI� HGXFDWLRQ� DQG� JHQHUDO� NQRZOHGJH�� ZKLOH�
SUDFWLFDO�HGXFDWLRQ�IRU� OLYLQJ�DQG�ZRUNLQJ�UHPDLQV�YHU\�LQVLJQLILFDQW��,Q�DGGLWLRQ�WR�
WKH�DERYH�FRQVWLWXWLYH�SUREOHPV�WKDW�RULJLQDWH�IURP�WKHVH�VKRUWFRPLQJV��ZH�ILQG�DOVR�
FRQVLGHUDEOH�VWRULHV�RI�IDPLOLDO�DQG�VRFLDO�GLVLQWHJUDWLRQ��DPRQJ�RWKHU�FRQVHTXHQFHV�
WKDW�ZH�FRXOG�OLVW��7KLV�LV�WKH�QHFHVVLW\��WKH�anaghi WKDW�VKRXOG�PRYH�%UD]LOLDQ�VRFLHW\�
WRZDUG�D�JUHDWHU�HTXDOLW\�LQ�LWV�SRSXODWLRQ��WR�LQFOXGH�DOO�WKH�VWUDWD�RI�WKH�VRFLHW\�LQ�DQ�
DGHTXDWH� OHYHO� RI� VRFLDO� OLIH�� ,I� ZH� WKLQN� LQ� WHUPV� RI� GLYHUVLW\�� ZH� FDQ� DIILUP� WKDW�
SUHFDULRXVQHVV� LV� VWLOO� SUHYDLOLQJ�� (GXFDWLRQ� IRU� SHRSOH� ZLWK� GLVDELOLWLHV�� DV� DOUHDG\�
PHQWLRQHG�� LV� VWLOO� PRVWO\� GHYROYHG� WR� VSHFLDO� LQVWLWXWLRQV�� 7KHVH� SHUVRQV� KDYH� QR�
DFFHVV� WR� QRUPDO� OLYLQJ�� WKH\� DUH� QRW� SUHSDUHG� WR� VRFLDO� FRKDELWDWLRQ�� RU� KDYH� D�
SURGXFWLYH�OLIH���

:H� DOO� VXIIHU� LQ� WKLV� SLFWXUH�� %UD]LO� WXUQHG� LQWR� D� VRFLHW\� WKDW� LV� LQFUHDVLQJO\�
XQHTXDO�DQG�YLROHQW��&RPSDQLHV�ORVH�ILQDQFLDO�DQG�KXPDQ�FDSLWDO�KDYLQJ�WR�VHOHFW�DQG�
WUDLQ�ZRUNHUV�ZLWK�OLWWOH�QRWLRQ�RI�WKH�UHDOLW\�RI�ZRUN�WKDW�RIWHQ��GHVSLWH�RI�WKH�HIIRUWV��
QHYHU� DFKLHYH� WKH� GHVLUHG� OHYHOV�� $� PHDQLQJIXO� SDUW� RI� WKH� SRSXODWLRQ� FRQWLQXHV� WR�
OLYH� ZLWKRXW� WKH� PLQLPDO� FRQGLWLRQV� RI� K\JLHQH�� VDIHW\� DQG� SURWHFWLRQ�� DSDUW� IURP�
KDYLQJ� IHZ� UHVRXUFHV� DQG� DOWHUQDWLYHV� WR� FKDQJH� WKHLU� OLYHV�� :H� KDYH� D� OHJLRQ� RI�
³LQYLVLEOHV´�� SHRSOH� ZKR� DUH� QRW� UHJLVWHUHG� DQG� GR� QRW� DFFHVV� DQ\� NLQG� RI� VRFLDO�
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SDUWLFLSDWLRQ�RU�DFWLYH�FLWL]HQVKLS��&DQ�ZH�LJQRUH�WKLV�QHHG�IRU�D�FKDQJH"�7KLV�FRQWH[W�
DIIHFWV� %UD]LOLDQ� LQGXVWU\� DQG� WKH� SRVVLELOLW\� RI� DQ� HIIHFWLYH� DQG� VWDEOH� JURZWK��
+XPDQ� UHVRXUFHV� SROLFLHV� EDVHG�RQ� WKH� URWDWLRQ� RI� WKH� SHUVRQQHO�� ORZ� VDODULHV�� ORZ�
TXDOLILFDWLRQV�DQG�ZHDN�LQYROYHPHQW�RI�WKH�ZRUNHUV�LQ�LPSURYHPHQW�SURJUDPPHV�RI�
WKH�FRPSDQLHV�DUH�SUDFWLFHV� WKDW�GHWHUPLQH�DQ� LQWHUPLWWHQW�JURZWK�RI� WKH�FRPSDQLHV�
�5RGULJXHV����������

6HQQHWW��������LGHQWLILHV�WKUHH�SLOODUV�RI�UHVSHFW�LQ�WKH�SUHVHQW�VRFLHW\��WR�GLVFXVV�
SXEOLF�SROLFLHV�DQG�ZHOIDUH�V\VWHPV��0DNLQJ�VRPHWKLQJ�RI�RQHVHOI��WDNLQJ�FDUH�RI�
RQHVHOI��DQG�KHOSLQJ�RWKHUV��,I�DEVHQW��WKHVH�SLOODUV�RU�SULQFLSOHV�FDXVH�SHUVRQDO�
GLVVDWLVIDFWLRQ�DQG�VRFLDO�LQMXVWLFH���$FFRUGLQJ�WR�WKH�DXWKRU�WKH�URDG�WR�IXOILO�WKHVH�
SULQFLSOHV�SDVVHV�IRUFLEO\�WKURXJK�VRFLDO�UHFRJQLWLRQ�RI�GLYHUJLQJ�UHVXOWV�DQG�WKH�
DFFHSWDWLRQ�RI�GHSHQGHQF\��DSDUW�IURP�DFWLYH�SDUWLFLSDWLRQ�RI�WKH�SHRSOH�WR�GHILQH�
SXEOLF�SROLFLHV�DQG�V\VWHPV�RI�SURWHFWLRQ��������

³>���@�,�FDQ�VD\�WKDW�VHOI�UHVSHFW�EDVHG�RQ�ZRUN��LQ�SURIHVVLRQDOLVP��FDQQRW�DORQH�
FDXVH� UHFLSURFDO� UHVSHFW�� )LJKWLQJ� WKH� GLVHDVH� RI� LQHTXDOLW\� LQ� VRFLHW\� FDQQRW�
DORQH�FDXVH�UHFLSURFDO�UHVSHFW��,Q�VRFLHW\��LQ�SDUWLFXODU�LQ�WKH�ZHOIDUH�V\VWHP��WKH�
SUREOHP�LV�HVVHQWLDOO\�WR�XQGHUVWDQG�KRZ�WKH�VWURQJHVW�RQHV�FDQ�H[HUFLVH�UHVSHFW�
LQ�UHODWLRQ�WR�WKRVH�ZKR�DUH�GHVWLQHG�WR�UHPDLQ�ZHDNHU´���6HQQHWW��������S������
�������
�

7KLV� FRQWULEXWLRQ�GRHV� QRW� KDYH� WKH� DQVZHUV� IRU� VXFK� D� FRPSOH[� WKHPH�� 6WDUWLQJ�
IURP�WKH�JHQHVLV�RI�WKH�ZHOIDUH�VWDWH�DQG�WKH�anaghi WKDW�FDXVHG�LW��LW�SUHWHQGV�WR�XVH�
WKH� FRQFHSW� RI� PRELOH� OLQH� DV� WKH� NH\� IRU� WKH� LQWHUSUHWDWLRQ� RI� WKH� FKDQJHV� RI� RXU�
WLPHV�� 7KHVH� FKDQJHV�� DV� ZH� VDZ�� RULJLQDWH� LQ� SDUW� IURP� WKH� HFRQRPLF� WUHQGV� WKDW�
UHGXFH�WKH�DYDLODELOLW\�RI�EHQHILWV��EXW�DOVR�IURP�WKH�QHZ�QHFHVVLWLHV�RI�PLQRULWLHV�DQG�
GLYHUVH� JURXSV�� ZKLFK� VWDUWHG� WR� LQIOXHQFH� WKH� GLVFXVVLRQ� RQ� SXEOLF� SROLFLHV�� 7KLV�
FKDSWHU� LQWHQWLRQV� ZHUH� GLUHFWHG� WR� LQYROYH� SXEOLF� DQG� SULYDWH� DGPLQLVWUDWRUV� WR�
DFKLHYH� WRJHWKHU� ODERXU� SROLFLHV�� ZKLFK� ZRXOG� LQFOXGH� GLYHUVLW\� YLD� WKH� DQDO\VLV� RI�
DXWKRUV� DQG� WKHPHV� UDUHO\� XVHG� LQ� DGPLQLVWUDWLRQ�� ,I� WKH� JOREDO� WUHQG� LV� WRZDUG� WKH�
V\QHUJ\� RI� SXEOLF� DQG� SULYDWH�� ZH� PLJKW� OHDUQ� IURP� H[SHULHQFHV� RI� RWKHU� FRXQWULHV�
WKDW� IDFH� RU� KDYH� IDFHG� VLPLODU� VLWXDWLRQV�� EHQFKPDUNLQJ WKH� DERYH�PHQWLRQHG�
H[SHULHQFHV� FRXOG� SURYLGH� YDOLG� HSLVWHPRORJLFDO� WRROV� IRU� DQDO\VLV� DQG� SODQQLQJ��
(VSHFLDOO\�LQ�FRXQWULHV�OLNH�%UD]LO��ZKHUH�ZHOIDUH�LV�VWLOO�D�SURMHFW�XQGHU�FRQVWUXFWLRQ��
WKH�SULYDWH�VHFWRU�FDQ�KDYH�D�IXQGDPHQWDO�UROH��7KHUHIRUH�� LW� LV�HVVHQWLDO� WR�DJUHH�RQ�
WKH� PHDQLQJ� ZH� JLYH� WR� UHVSHFW�� FRPPXQLW\� DQG� LQFOXVLRQ�� VR� WKDW� ZH� FDQ� GHILQH�
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ZKLFK�SURMHFW�RI�VRFLDO�MXVWLFH�DQG�WKH�42/�GHULYHG�IURP�LW��WKDW�ZH�ZDQW�WR�IROORZ���

7KH�LQWHUYLHZV�LQ�WKH�%UD]LOLDQ�FRQWH[W�VKRZHG�XV��IURP�GLIIHUHQW�VLGHV��WKH�OHYHO�RI�
LQYROYHPHQW�RI� WKH�SDUWLFLSDQWV�WR�WKH�3URJUDPPH�RI�,QFOXVLRQ�� ,QFOXVLRQ�HOLPLQDWHV�
LQHTXDOLW\�DQG�DOORZV�HQWUDQFH�LQWR�FRQVXPSWLRQ��QRQ�LQFOXVLRQ�MHWWLVRQV�DQ�LPSRUWDQW�
SDUW� RI� WKH� VRFLHW\� EHFDXVH� RI� OLPLWHG� UHVRXUFHV�� GDWD� IURP� ,%*(� �'HPRJUDSKLF�
&HQVXV� ������ VKRZ� WKDW� QHDUO\� ���PLOOLRQ�%UD]LOLDQV� KDYH� VRPH�NLQG�RI� GLVDELOLW\��
ZKDW�NLQG�RI�VRFLHW\�LV�RQH�WKDW�GRHV�QRW�DOORZ�WR�LWV�YXOQHUDEOH�SRSXODWLRQ�WR�JURZ�
VWURQJHU"���

��
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&RQFOXVLRQ�DQG�ZRUN�LQ�SURJUHVV�
�

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

7KLV� ERRN� DLPHG� WR� DQDO\VH� GLIIHUHQW� SHUVSHFWLYHV� DQG� VXVWDLQDEOH� SURSRVDOV� WR�
LQLWLDWH� QHZ� IRUPV�RI� LQFOXVLYH�SODQQLQJ� IRU�GLVDEOHG� DGXOWV��'LVDELOLW\� LQ� DGXOW� DJH�
FUHDWHV�QHZ�HGXFDWLRQDO�DQG�ZRUNLQJ�FKDOOHQJHV� WKDW�QHFHVVLWDWH�D� UHWKLQNLQJ�RI� WKH�
VHUYLFHV�SURYLGHG�IRU�SHRSOH�ZLWK�GLVDELOLW\�ZLWKLQ�WKH�VFRSH�RI�WKH�4XDOLW\�RI�/LIH���

4XDOLW\�RI�/LIH�LV�D�FRPSOH[�DQG�LQWHUGLVFLSOLQDU\�FRQFHSW�WKDW�OHDGV�WR�LQWHUHVWLQJ�
DSSURDFKHV�WR�EH�DSSOLHG�WR�SHUVRQV�ZLWK�GLVDELOLWLHV��7KH�FKDOOHQJHV�RI�VFKRROLQJ�DQG�
ZRUNLQJ�DUH�KXJH�IRU�WKHVH�SHUVRQV�DQG�LQYROYH�6WDWH��IDPLO\�DQG�PDQ\�SURIHVVLRQDOV�
LQ�RUGHU�WR�EH�RSHUDWHG��,W� LV�DOVR�LPSRUWDQW� WR�PHQWLRQ�WKH�FRPPLWPHQW�RI�VRFLHWLHV�
ZLWK�VRFLDO�LQFOXVLRQ�DQG�WKH�V\VWHPV�RI�ZHOIDUH�VWDWH�LQ�GLIIHUHQW�FRXQWULHV�WKDW�OHDG�
WR� EHWWHU� TXDOLW\� RI� OLIH��:H� KDYH� H[DPLQHG� VHQVLWLYH� SRLQWV� DQG� UHOHYDQW� TXHVWLRQV�
LQYROYHG� LQ� WKH� HYROXWLRQ� RI� WKHVH� SURFHVVHV� GXULQJ� D� OLIHWLPH�� HVSHFLDOO\� LQ� WKH�
WUDQVLWLRQ�EHWZHHQ�VFKRRO�DQG�ZRUN�IRU�GLVDEOHG�DGXOWV���

42/�VKRZV�LQWHUHVWLQJ�LQWHJUDWLRQV�RI�WKH�UHVHDUFK�RQ�GLIIHUHQW�ILHOGV�OLNH�VSHFLDO�
HGXFDWLRQ��SK\VLFDO�DQG�PHQWDO�KHDOWK��LQWHOOHFWLYH�GLVDELOLWLHV��ROG�DJH�DQG�TXDOLW\�RI�
OLIH� LQ� WKH� IDPLO\�� 1RZDGD\V�� PDQ\� DVSHFWV� RI� WKHVH� ILHOGV� KDYH� EHHQ� UHDFKHG� EXW�
WKUHH� PDLQ� GLUHFWLRQV� VWLFN� RXW� DPRQJ� WKH� PDLQ� DFTXLVLWLRQV� RI� WKH� VFLHQWLILF�
FRPPXQLW\��WKH�PXOWL�GLPHQVLRQDO�VFRSH�RI�WKH�FRQFHSW��WKH�WHPSRUDO�SHUVSHFWLYH�DQG�
WKH�PXOWL�V\VWHPLF�SHUVSHFWLYH�RI�WKH�TXDOLW\�RI�OLIH��7KH�FRQVHQVXV�RQ�GRPDLQV�DQG�
FUXFLDO�LQGLFDWRUV�DOORZV�RYHUFRPLQJ�WKH�FODVVLF�GHEDWH�RQ�µVXEMHFWLYLW\�REMHFWLYLW\¶��
ZKLFK� FRQFHUQV� ZKLFK� GLPHQVLRQ� WR� LQFOXGH� RU� OHDYH� RXW� LQ� WKLV� ILHOG�� %RWK� DUH�
HVVHQWLDO�LQ�WKH�GLVFXVVLRQ�RI�42/�DQG�VKRXOG�EH�VHHQ�DV�LQWHJUDWHG�VLGHV�RI�WKH�VDPH�
SUREOHP�� :H� FDQQRW� WUHDW� WKH� GLVDEOHG� SHRSOH� FKRLFHV� LQ� OLIH� HLWKHU� DV� D� FKDULWDEOH�
LVVXH�LQ�D�VXEMHFWLYLVW�YLHZ�RU�SXUH�REMHFWLYH�DQG�SUHVFULSWLYH�UXOHV�RI�DVVLVWDQFH����

$V�ZH�KDYH�VHHQ��WR�XQGHUVWDQG�WKH�TXDOLW\�RI�OLIH�RI�D�SHUVRQ�ZLWK�GLVDELOLWLHV��ZH�
PXVW� WDNH� LQ� DFFRXQW� WKH� LQWHUDFWLRQV� RI� WKH� VXEMHFW� ZLWK� IDPLO\�� KRPH�� SHHUV� DQG�
ZRUNSODFH� �PLFUR�V\VWHP��� DV� PXFK� DV� ZLWK� QHLJKERXUKRRG�� FRPPXQLW\�� DYDLODEOH�
VHUYLFHV� DQG� RUJDQLVDWLRQV� �PHVR�V\VWHP��� :H� FDQQRW� IRUJHW� WKH� LQIOXHQFH�� LQ� WKH�
TXDOLW\�RI�OLIH�RI�GLVDEOHG�SHUVRQV��RI�WKH�IDFWRUV�FRQQHFWHG�WR�VRFLDO�SROLFLHV�DQG�WKH�
VXUURXQGLQJ�FXOWXUDO�FRQWH[W��PDFUR�V\VWHP���
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7KH�FHQWUDO�JXLGHOLQHV�LQ�VHUYLFHV�WR�WKH�SHUVRQ�DQG�LQ�VXSSO\LQJ�EHQHILWV�FRQVLGHU�
DOO� WKHVH� FRQWH[WV�� LQWHUYHQLQJ� VLPXOWDQHRXVO\� RQ� VWUHQJWKHQLQJ� WKH� FRQWH[W� DQG� WKH�
SHUVRQ��LQ�VHOI�GHWHUPLQDWLRQ��DXWRQRP\�DQG�PRUH��WR�REWDLQ�D�UHDO�LQFOXVLRQ��,Q�WKLV�
GLUHFWLRQ��VHUYLFHV�WHQG�WR�SODQ�DQG�LPSOHPHQW�SURFHGXUHV�DQG�GHYLFHV�WR�LPSURYH�WKH�
FRQWH[W�DQG�WKH�RUJDQLVDWLRQ�RI�WKH�VHUYLFHV�IRU�WKH�TXDOLW\�RI�OLIH�RI�SHRSOH�WKDW�WKH\�
LQWHQG�WR�EHQHILW��DIIHFWLQJ�WKH�VRFLDO�SROLFLHV��

�7KH�ODWH�1LQHWLHV�VDZ�D�VXUJH�RI�SURSRVDOV�RI�V\QWKHVLV�EHWZHHQ�WKH�REMHFWLYH�DQG�
VXEMHFWLYH� GLPHQVLRQV� RI� WKH� TXDOLW\� RI� OLIH�� )RU� H[DPSOH�� %URZQ� ������� FRQVLGHUV�
SDUW� RI� WKH� REMHFWLYH� GLPHQVLRQ� WKH� FKDUDFWHULVWLFV� RI� WKH� SK\VLFDO� FRQWH[W�� UHDO�
VXSSRUW� DQG� VWDELOLW\� RI� IDPLO\� UHODWLRQV�� 7KH� VDPH� DSSOLHV� WR� WKH� GHYHORSPHQW� RI�
SHUVRQDO�VNLOOV��WKH�OHYHO�RI�SK\VLFDO�DQG�VRFLDO�LQWHJUDWLRQ�DQG�WKH�TXDOLW\�RI�training�
DQG� UHDO� VXSSRUW�� WKH� HFRQRPLF� �LQFRPH��� KHDOWK� DQG� IRRG� VLWXDWLRQV�� DV�ZHOO� DV� WKH�
SKLORVRSK\� RI� WKH� VHUYLFHV�� DQG� WKH� FRPPXQLW\�� )RU� WKH� VXEMHFWLYH� VLGH�� WKH� DXWKRU�
HPSKDVLVHV� KRZ� VXSSRUW� DQG� SHUVRQDO� KHDOWK� DUH� SHUFHLYHG�� DORQJ� ZLWK� VHOI�
DVVXUHGQHVV�� UHVSRQVLELOLW\�� VHOI�HVWHHP�� LQYROYHPHQW� DQG� EHORQJLQJ� WR� WKH�
FRPPXQLW\��DV�ZHOO�DV�H[SHFWDWLRQV�DQG�OHYHOV�RI�VDWLVIDFWLRQ��%URZQ��������SURSRVHV�
WR�FRQVLGHU�TXDOLW\�RI�OLIH�DV�GHWHUPLQHG�E\�WKH�gap�EHWZHHQ�VDWLVILHG�RU�QRQ�VDWLVILHG�
ZLVKHV� DQG� QHHGV�� DQG� WKH� FRQWURO� H[HUWHG� E\� WKH� SHUVRQ� LQ� WKH� VXUURXQGLQJ�
HQYLURQPHQW��

2Q� WKH� RWKHU� KDQG�� 6FKDORFN� SURSRVHG� WKH� ³KHXULVWLF� PRGHO´� WKDW� HYHQWXDOO\�
EHFDPH�WKH�PRVW�XVHG� LQ�FRQFHSWXDOLVLQJ�TXDOLW\�RI� OLIH�� WKLV� LQFOXGHV� WKH�VWXGLHV� LQ�
WKH� ILHOG� RI� VSHFLDO� SHGDJRJ\�� ,W� LQFOXGHV� HLJKW� GRPDLQV� RI� 42/�� (PRWLRQDO� ZHOO�
EHLQJ�� ,QWHUSHUVRQDO� UHODWLRQV��0DWHULDO� ZHOO�EHLQJ�� 3HUVRQDO� GHYHORSPHQW�� 3K\VLFDO�
ZHOO�EHLQJ�� 6HOI�GHWHUPLQDWLRQ�� 6RFLDO� LQFOXVLRQ�� 5LJKWV�� DQG� WKHLU� SRVVLEOH�
FRPELQDWLRQV���

2WKHU�VWXGLHV�LQ�WKH�ILHOGV�RI�42/�DQG�GLVDELOLW\�IRFXV�RQ�WKH�LPSURYHPHQW�RI�WKH�
TXDOLW\�RI� OLIH�RI� WKH�VXEMHFWV� IROORZLQJ�GH�LQVWLWXWLRQDOLVDWLRQ�DQG� LQWHJUDWLRQ� LQ� WKH�
FRPPXQLW\��7KLV� LPSURYHPHQW� VKRXOG�EH� OLQNHG� WR� D�KLJKHU�SDUWLFLSDWLRQ�RI�SHRSOH�
ZLWK� GLVDELOLWLHV� WR� GDLO\� DFWLYLWLHV�� XVH� RI� WKH� VHUYLFHV�� PRUH� LQWHUDFWLRQ� ZLWK�
PHDQLQJIXO� SHRSOH� �IDPLO\� PHPEHUV�� IULHQGV�� DQG� WKH� RSHUDWRUV� RI� WKH� UHVLGHQWLDO�
VWUXFWXUHV�� DQG� WR� WKH� VWUHQJWKHQLQJ� RI� DGDSWLYH� EHKDYLRXU� DV� ZHOO� DV� LQFUHDVHG�
SRVVLELOLWLHV�RI�FKRLFH��

7KHVH� VWXGLHV� SURYLGH� HYLGHQFH� RI� D� GLUHFW� UHODWLRQ� EHWZHHQ� 42/� DQG� VHOI�
GHWHUPLQDWLRQ� LQ� SHUVRQV� ZLWK� GLVDELOLWLHV�� KLJKHU� OHYHOV� RI� VHOI�GHWHUPLQDWLRQ�
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FRUUHVSRQG� WR� KLJKHU� OHYHOV� RI� 42/� DQG� YLFH�YHUVD�� )XUWKHUPRUH�� VHYHUDO� DXWKRUV�
FRQVLGHU� VHOI�GHWHUPLQDWLRQ� D� JRRG� LQGLFDWRU� RI� WKH� HIIHFWLYHQHVV� RI� WKH� WUHDWPHQWV��
2WKHU� VWXGLHV� VWUHVV� WKDW� OHYHOV� RI� VHOI�GHWHUPLQDWLRQ� LQ� SHUVRQV� ZLWK� LQWHOOHFWXDO�
GLVDELOLWLHV� DUH� KLJKHU� WKDQ� SDUHQWV� DQG� RSHUDWRUV� SHUFHLYH�� ,Q� RFFXSDWLRQDO� WHUPV��
PDQ\� VWXGLHV� VKRZ� WKDW� SHRSOH� ZLWK� GLVDELOLWLHV� SHUFHLYH� KLJKHU� VDWLVIDFWLRQ� LQ� WKH�
OLYHV� LI� WKH\� DUH� SDUW� RI� FRPSHWLWLYH� ZRUNSODFHV� DQG� DUH� LQYROYHG� LQ� ZRUN� UHODWHG�
GHFLVLRQV���

'HVSLWH� WKH� DFNQRZOHGJHG� QHHG� WR� HYDOXDWH� VXEMHFWLYH� IDFWRUV�� HVSHFLDOO\�
VDWLVIDFWLRQ�� RQO\� IHZ� VWXGLHV� KDYH� EHHQ� FDUULHG� RXW� LQWHUYLHZLQJ� SHUVRQV� ZLWK�
LQWHOOHFWXDO�GLVDELOLWLHV��7KH\�VKHG�OLJKW�RQ�VRPH�IDFWRUV�WKDW�PD\�LQIOXHQFH�WKH�OHYHOV�
RI�VDWLVIDFWLRQ��WKHVH�FRQFHUQ�WKH�FDSDFLW\�RI�OHDGLQJ�DQ�DXWRQRPRXV�DQG�LQGHSHQGHQW�
OLIH��WKH� SRVVLELOLW\� RI� EHLQJ� SURGXFWLYH� DQG� ZRUN� DV� ZHOO� DV� LQWHJUDWLRQ� LQ� WKH�
FRPPXQLW\�� :H� FRQVLGHU� LPSRUWDQW� WKH� VWUHVV� DWWULEXWHG� WR� WKH� GHJUHH� RI� SHUVRQDO�
VDWLVIDFWLRQ�DQG�VHOI�UHDOLVDWLRQ�RI�WKH�SHUVRQ�ZLWK�GLVDELOLWLHV��DV�ZH�ZLOO�VHH�LW�DOORZV�
WR�GLUHFW�VWUDWHJLHV�DQG�HGXFDWLRQDO�DFWLRQV�WRZDUG�RIWHQ�RYHUORRNHG�GLPHQVLRQV��OLNH�
PDQDJHLQJ�IUHH�WLPH�DQG�UHFUHDWLRQDO�DFWLYLWLHV��

7KH�PRVW�DFFHSWHG�UHVHDUFK�RULHQWDWLRQ�VXVWDLQV�WKDW�WKH�HYDOXDWLRQ�RI�WKH�TXDOLW\�RI�
OLIH�RI�SHUVRQV�ZLWK�GLVDELOLWLHV�VKRXOG�LQYROYH�PXOWLSOH�PHWKRGRORJLHV��ZKLFK�DOORZ�
FRPSDULQJ� VHOI�HYDOXDWLRQV� DQG� KHWHUR�HYDOXDWLRQV�� ZLWKRXW� LJQRULQJ� GLUHFW�
REVHUYDWLRQ���

7KHUH�DUH�PDQ\�WRROV�WR�HYDOXDWH�WKH�TXDOLW\�RI�OLIH�LQ�SHUVRQV�ZLWK�GLVDELOLWLHV��RU��
PRUH�SUHFLVHO\� WKH�SURFHGXUHV� WKDW�ZHUH�FRQFHLYHG� WR�HYDOXDWH� WKH�TXDOLW\�RI� OLIH�RI�
LQGLYLGXDOV� DQG� XVHG� DOVR� LQ� UHVHDUFKLQJ� VXEMHFWV� ZLWK� GLVDELOLWLHV��$SDUW� IURP� WKH�
VLQJOH�SURFHGXUHV��WKH�SHUVSHFWLYH�RI�DSSOLFDWLRQ�DQG�³PHDVXUHPHQW´�RI�WKH�TXDOLW\�RI�
OLIH�DOORZV�YLHZLQJ�WKH�SHUVRQ�ZLWK�GLVDELOLW\�LQ�WKH�lifespan SHUVSHFWLYH��WR�DSSUHFLDWH�
ZKLFK�GRPDLQV�RI�TXDOLW\�RI�OLIH�DUH�LQ�JUHDWHU�QHHG�DQG�ZRUN�RQ�LPSURYLQJ�WKH�ZHOO�
EHLQJ�� )XUWKHUPRUH�� LW� DOORZV� UH�WKLQNLQJ� DQG� SODQQLQJ� LQWHUYHQWLRQV� DQG� VHUYLFHV�
IRFXVHG�RQ�WKH�TXDOLW\�RI�OLIH�RI�WKH�SHUVRQ�LQ�D�ORQJLWXGLQDO�SHUVSHFWLYH����

:H� PXVW� VWUHVV� WKDW� DQ� DGXOW� SHUVRQ� ZLWK� GLVDELOLWLHV� ULVNV� SUHFRFLRXV� DJHLQJ� LQ�
WHUPV� RI� FRJQLWLYH� IXQFWLRQV�� EHVLGHV� QDWXUDO� DJHLQJ�� LW� LV� GXH� WR� WKH� SDVVDJH� IURP�
SURFHVVHV�RI�VFKRRO�LQWHJUDWLRQ�DQG�IURP�SHULRGV�RI�LQWHQVH�UHKDELOLWDWLRQ�WR�D�ODFN�RI�
FRQWDFW�ZLWK�WKH�SHHUV��VFDUFH�IUHH�WLPH�DQG�UHFUHDWLRQ��LQWHJUDWLRQ�RQ�WKH�ZRUNSODFH�
DQG�RIWHQ�D�UHKDELOLWDWLYH�YRLG��7KHVH�FKDQJHV�LQWHUYHQH�VLJQLILFDQWO\�RQ�WKH�TXDOLW\�RI�
OLIH�RI�SHRSOH�LQ�JHQHUDO�DQG�PRUH�SDUWLFXODUO\�LQ�SHUVRQV�ZLWK�GLVDELOLWLHV�DV�ZHOO�DV�
WR�WKH�PHDQLQJ�WKDW�WKH�SHUVRQ�DWWULEXWHV�WR�WKH�TXDOLW\�RI�OLIH���
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$SDUW� IURP� SHUPDQHQFH� LQ� WKH� IDPLO\�� OLIH� FRQGLWLRQV� PD\� YDU\� IRU� D� GLVDEOHG�
SHUVRQ�� 7KHUH� DUH� SHUVRQV� ZKR� IUHTXHQW� VRFLR�PHGLFDO� GD\WLPH� FHQWUHV�� RU� VPDOO�
UHVLGHQWLDO�VWUXFWXUHV��RU� LQVWLWXWLRQV�ZLWK�D�KLJK�QXPEHU�RI�SHUVRQV�ZLWK�GLVDELOLWLHV�
DFFRPPRGDWHG�LQ�WKH�VWUXFWXUH��7KHUH�DUH�DOVR�QHZ�SHUVSHFWLYHV�RI�Ambient Assisted 
Living�XVLQJ�KRPH�DXWRPDWLRQ�V\VWHPV��ZKLFK�DOORZ�OLYLQJ�VDIHO\�DW�KRPH��KRZHYHU��
DV�ZH�KDYH� VHHQ� WKLV�SDWK� LV� DW� LQLWLDO� VWDJHV�DQG� LW� LV�QRW� D� VXVWDLQDEOH� VROXWLRQ� IRU�
SHUVRQV�ZLWK�LQWHOOHFWXDO�GLVDELOLWLHV��+HUH�WRR��VLWXDWLRQV�GR�QRW�DOO�IRFXV�FRQFUHWHO\�
RQ�WKH�FRQFHSW�RI�TXDOLW\�RI�OLIH��VLQFH�HYHQ�LQ�FDVHV�ZKHUH�DQ�DGHTXDWH�DVVLVWDQFH�LV�
DYDLODEOH�� SUDFWLFHV� RI� PDLQWHQDQFH� DQG� LPSURYHPHQW� RI� WKH� TXDOLW\� RI� OLIH� UHPDLQ�
RQO\�DQ�DEVWUDFWLRQ��

)RU�SHRSOH�ZLWK�GLVDELOLWLHV�WKH�RSSRUWXQLWLHV�RI�SHUVRQDO�HQULFKPHQW�DQG�OHDUQLQJ�
GHFUHDVH� ZLWK� WKH� WLPH�� 8VXDOO\�� WKH� HGXFDWLRQDO� DFWLYLWLHV� SURSRVHG� DUH� UHSHWLWLYH��
VFDUFHO\� VLJQLILFDQW� DQG� LQ� OLQH� ZLWK� WKH� FKURQRORJLFDO� DJH�� 'HFOLQH� LV� LQ� DQ\� FDVH�
VORZHG�GRZQ� LQ�SHUVRQV�ZKR�FRQWLQXH� WR� OLYH� LQ�VWLPXODWLQJ�HQYLURQPHQWV� IURP�WKH�
HGXFDWLRQDO�DQG�VNLOO�WUDLQLQJ�YLHZSRLQW��DV�LW�GRHV�QRW�GHSHQG�VWULFWO\�RQ�DJH��EXW�RQ�
YDULDEOHV�OLNH�WKH�VHYHULW\�RI�WKH�FRQGLWLRQ�RU�RWKHU�SDWKRORJLHV���

$XWRQRP\�EHORQJV�WR�WKH�FDSDFLW\�RI�DFWLRQ�RI�WKH�SHUVRQ�ZLWK�GLVDELOLW\�UHIHUULQJ�
WR� WKH� V\VWHP� RI� SHUVRQDO� SUHIHUHQFHV� DQG� LQWHUHVWV�� 7KHUHIRUH�� WKH� DELOLW\� WR� WDNH�
GHFLVLRQV� DQG�PDNLQJ� FKRLFHV�� ,Q� WKH�KHWHUR�HYDOXDWLRQ�TXHVWLRQQDLUHV�RI� TXDOLW\�RI�
OLIH��WKH�RXWVLGHU�DVVRFLDWHG�ZLWK�WKH�GLVDEOHG�SHUVRQ�LV�DVNHG�WR�EHDU�LQ�PLQG�WKH�ORRN�
DQG�IDFLDO�PLPLFV�RU�WKH�WRQH�RI�YRFDOLVDWLRQV�RI�WKH�SHUVRQ��HYHQ�LI�KH�VKH�LV�DIIOLFWHG�
E\�PXOWLSOH� GLVDELOLWLHV�� WR� XQGHUVWDQG�KLV�KHU�PRGH�RI� FRPPXQLFDWLRQ�� DSSURYDO� RU�
GLVDSSURYDO�IRU�DQ�REMHFW�RU�DFWLYLW\����

2YHU� WLPH�� VXEMHFWV� ZLWK� GLVDELOLWLHV� UXQ� WKH� ULVN� RI� KDYLQJ� IHZHU� DQG� IHZHU�
RSSRUWXQLWLHV�IRU�LQWHJUDWLRQ�DQG�SDUWLFLSDWLRQ�LQ�WKH�FRPPXQLW\��7KH�SODFHV�WKDW�WKH\�
XVXDOO\�IUHTXHQW�DUH�KRPH�DQG�DOZD\V�WKH�VDPH�UHVWULFWHG�VRFLDO�HQYLURQPHQWV��ZKHQ�
LQVHUWHG�LQ�D�UHVLGHQWLDO�FHQWUH�WKDW�VWUXFWXUH�ULVNV�WR�EHFRPH�WKH�RQO\�SODFH�WKH\�YLVLW��
$W� SDUWLFLSDWLRQ� OHYHO� WRR�� LQ� HYHU\� VXEMHFW�� WKH� GHJUHH� RI� PDLQWHQDQFH� RU�
HPSRZHUPHQW�QHHGHG�IRU�LQFOXVLRQ�FDQ�YDU\�FRQVLGHUDEO\��7KH�FRQWH[W�LV�RI�H[WUHPH�
LQWHUHVW�EHFDXVH��OHDYLQJ�SODQQLQJ�DSDUW��LW�OHDGV��DPRQJ�RWKHU�WKLQJV��WR�DVN�RXUVHOYHV�
ZKDW� KDV� WR� FKDQJH� WR� LPSURYH� WKH� TXDOLW\� RI� OLIH� RI� SHUVRQV� ZLWK� GLVDELOLWLHV� DQG�
VRFLDO�LQFOXVLRQ��HYHQ�ZKHQ�WKH�OHYHO�RI�DGDSWDELOLW\�LV�ORZ��

7KH� DJHLQJ� RI� WKH� SHUVRQV� ZLWK� GLVDELOLW\� SRLVHV� UHPDUNDEOH� FKDOOHQJHV�� 7KLV�
FRPSOH[�SLFWXUH� KDV� VHYHUDO� UHDGLQJ�NH\V� DQG�GLIIHUHQW� OHYHOV� RI� FRPSOH[LW\�� 6RPH�
DXWKRUV� FRQVLGHU� WKH� FRQVHTXHQFHV� DW� VRFLDO� OHYHO�� WKHUHIRUH� WKH� IDOO�RXWV� RQ� WKH�



����

LQGLYLGXDO� ZHOO�EHLQJ� DQG� RQ� WKH� OHYHO� RI� WKH� HFRQRPLF� DQG� VRFLDO� FRVWV�� ,Q� WKH�
SHUVSHFWLYH�RI�WKH�VSHFLDO�SHGDJRJ\�FRPH�VLJQLILFDQW�HGXFDWLRQDO�H[SHULHQFHV��LQ�UH�
WKLQNLQJ� URXWHV� DQG� DFWLRQV� WR� FRQVWUXFW� OLIH� SODQV�XQGHU� WKH� DHJLV� RI� WKH� TXDOLW\� RI�
OLIH��

$SDUW� IURP� WKH� HFRQRPLF� VLWXDWLRQ� RI� WKH� IDPLO\� DQG� WKH� UHDFWLRQ� RI� WKH�
FRPPXQLW\��WKH�IDLOXUH�RI�FDUHJLYLQJ�LV�DOVR�GXH�WR�WKH�ODFN�RI�D�QHWZRUN�WR�VXSSRUW�
WKH�IDPLO\��ZKLFK�VKRXOG�SUHSDUH�RQ�WKH�SRVVLEOH�VSHFLILF�FKRLFHV�IRU�WKH�OLIH�SODQ�RI�
WKH� IDPLO\� PHPEHU� ZLWK� GLVDELOLWLHV�� $� QHWZRUN� WR� WDNH� FDUH� RI� WKH� DGXOW� ZLWK�
GLVDELOLWLHV� DQG�KLV�KHU� IDPLO\� VKRXOG�EH�DW� WKH�FHQWUH�RI� WKH� SHUVRQDO�SURMHFW� WR� WKH�
GHFLVLRQDO�SURFHVV�WRZDUG�D�EHWWHU�OLYLQJ�FRQGLWLRQ��WR�UHVSRQG�SURIHVVLRQDOO\�DQG�LQ�D�
SODQQLQJ�PRGH�WR�WKH�GHOLFDWH�SKDVHV�RI�WUDQVLWLRQ�IURP�DGROHVFHQFH�WR�DGXOWKRRG�RI�
WKH� SHUVRQ� ZLWK� GLVDELOLWLHV�� :H� EHOLHYH� WKDW� LQ� SHUVRQV� ZLWK� GLVDELOLWLHV� OLIH�
WUDMHFWRULHV�PXVW�EH�PHDQLQJIXO�WUDMHFWRULHV��7KLV�FDQQRW�EHFRPH�WUXH�LI�WKH�QHWZRUN�
RI�VHUYLFHV�VWRSV�VXSSRUWLQJ�WKH�IDPLO\�DQG�WKH�SHUVRQ�ZLWK�GLVDELOLWLHV�LQ�WKH�GHOLFDWH�
SKDVHV�RI�WUDQVLWLRQ����

7KH�ZHOIDUH�VWDWH� LV� WKH�V\VWHP�WKDW�JXDUDQWHHV�VDWLVIDFWRU\� OLYLQJ�FRQGLWLRQV�RI�D�
SRSXODWLRQ�� SURMHFWHG� DQG� SUDFWLFHV� E\� D� 6WDWH�� ,Q� RWKHU� ZRUGV�� LW� LV� WKH� SURMHFW� RI�
VRFLDO�MXVWLFH�WUDQVIRUPHG�LQWR�DVVLVWDQFH�WR�WKH�SRSXODWLRQ��KRXVLQJ��ZRUN��HGXFDWLRQ��
PHGLFDO� DVVLVWDQFH�� PLQLPXP� LQFRPH�� EHQHILWV�� VRFLDO� VHFXULW\�� UHWLUHPHQW�� DPRQJ�
RWKHU� FRQGLWLRQV� RI� GLJQLILHG� OLIH�� :HOO�EHLQJ�� RU� 4XDOLW\� RI� /LIH�� LV� D� G\QDPLF�
FRQFHSW��D�PRELOH�OLQH��ZKLFK�DFFRPSDQLHV�VRFLDO�FKDQJHV�DQG�QHFHVVLWLHV�LQ�D�JLYHQ�
UHDOLW\��)ROORZLQJ�WKLV� OLQH�RI� WKLQNLQJ��DVVRFLDWLQJ�LW�ZLWK� WKH�KLVWRULFDO�GDWD�DERYH��
ZH� FDQ� SHUFHLYH� WKDW�� LQ� WKH� ODVW� GHFDGHV�� WKH� QHR�OLEHUDOLVW� SROLWLFDO� DQG� HFRQRPLF�
IUDPHZRUN�SRLQWV�WRZDUG�D�QHZ�GLUHFWLRQ�IRU�WKH�welfare state. 

7KH� FRQFHSW� RI� GLYHUVLW\� FRQWLQXHV� WR� H[SDQG� DEVRUELQJ� RWKHU� JURXSV�� 7DONLQJ�
DERXW�GLYHUVLW\�PHDQV��DSDUW�IURP�WKH�DOUHDG\�PHQWLRQHG�JURXSV��WDONLQJ�DERXW�PDQ\�
RWKHU� JURXSV�� OLNH� SHRSOH� ZLWK� GLIIHUHQW� SK\VLFDO� RU� PHQWDO� DELOLWLHV�� SHRSOH� ZLWK�
VH[XDO�RULHQWDWLRQV�GLIIHUHQW�IURP�KHWHURVH[XDO��PLJUDQWV��UHIXJHHV��DQG�PDQ\�RWKHUV��
7KHUHIRUH�� GLYHUVLW\� LV� D� G\QDPLF� FRQFHSW� VXEMHFW� WR� FRQVWDQW� VRFLDO� FKDQJHV��
:KDWHYHU� ZDV� GLIIHUHQW� LQ� WKH� SDVW� FRQWLQXHV� VR�� KRZHYHU�� QHZ� JURXSV� HQWHU� WKLV�
FRQWLQXRXV�PRYHPHQW��

:H�FRQVLGHUHG�LQ�WKLV�ERRN�GLIIHUHQW�PRGHOV�RI�ZHOO�EHLQJ�LQ�WZR�FRXQWULHV��%UD]LO�
DQG� ,WDO\�� DQG� WKHLU� LQIOXHQFH� LQ� WKH� VRFLDO� LQFOXVLRQ�� ZH� SUHVHQWHG� GDWD� IURP� FDVH�
VWXGLHV� GHULYHG� IURP� RXU� SURIHVVLRQDO� H[SHULHQFHV�� :H� VWDUWHG� IURP� WKH� SHUVRQDO�
NQRZOHGJH�RI� WKH� ,WDOLDQ�V\VWHP��ZLWK�DQ�H[SHULHQFH�RI�PDQ\�\HDUV�DV�SV\FKRORJLVW�
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DQG� HGXFDWRU� LQ� DWWHQGLQJ� FKLOGUHQ� DQG� WHHQDJHUV� LQ� FRQGLWLRQV� RI� OHDUQLQJ� DQG�
GHYHORSLQJ�GHILFLW��:H�FRQWLQXHG�IURP�WKH�H[SHULHQFH�DV�D�SV\FKRORJLVW�DQG�SURIHVVRU�
LQ�%UD]LO��ZRUNLQJ�DQG�UHVHDUFKLQJ�ZLWK�GLVDEOHG�SHRSOH���

,Q�ERWK�FDVHV��EXW�ZLWK�FRQVLVWHQW�GLIIHUHQFHV�� DW� WKH�HQG�RI� WKH� VFKRRO�F\FOH�� WKH�
\RXQJ�ZLWK�GLVDELOLWLHV�DQG�KLV�IDPLO\�UXQ�WKH�ULVN�RI�QRW�ILQGLQJ�DQ�LQWHJUDWHG�V\VWHP�
WR�DOORZ�ZLGHQLQJ�DXWRQRP\��SDUWLFLSDWLRQ�DQG�LQWHJUDWLRQ�ZLWKLQ�WKH�FRPPXQLW\��)RU�
VRPH� \RXQJVWHUV� VFKRRO� H[LW� PHDQV� WKH� VRFLDO� FRQWH[W� VKULQNLQJ�� LQVWHDG� RI� WKH�
GHVLUDEOH� OLYLQJ� LQ� HQYLURQPHQWV� GLIIHUHQW� IURP� WKH� IDPLO\� RQH� DQG� WKH� FKRLFH� RI�
UHFUHDWLRQDO�DFWLYLWLHV�DQG�IUHH�WLPH���

7KH� FRPSOH[� VFHQDULR� RI� WKH� VXEMHFW� RI� WKLV� ERRN�� ZKLFK� UHFDOOV� D� ZLGHU�
FRQFHSWXDOL]DWLRQ� LQ� UHODWLRQ� WR� VRFLDO� LQFOXVLRQ� DQG� 4XDOLW\� RI� /LIH� RI� DGXOWV� ZLWK�
GLVDELOLWLHV�� IRFXVHG� RQ� WKH� ZRUN� DV� D� SULYLOHJHG� ZD\� IRU� SHRSOH� WR� UHFRJQLVH�
WKHPVHOYHV�DQG�EH�UHFRJQLVHG�DV�DGXOWV�DQG��FRQVHTXHQWO\��DVVXPLQJ�DQ�DGXOW�LGHQWLW\�
LQ�WHUPV�RI�SDUWLFLSDWLRQ�DQG�DFWLYH�FLWL]HQVKLS���

:RUN��HYHQ�LQ�LWV�DPELJXRXV�DVSHFWV��FULWLFDO�LVVXHV�DQG�SRWHQWLDOV��OLPLWV�DQG�VHOI�
UHDOLVDWLRQ��UHPDLQV�RI�HVVHQWLDO�LPSRUWDQFH�LQ�WKH�OLIH�RI�D�SHUVRQ��$Q�HIIHFWLYH�SDWK�
WR�HPSOR\PHQW�EULQJV�DQ� LPSURYHPHQW� LQ� WKH�4XDOLW\�RI�/LIH�RI� WKH�SHUVRQ��6XUHO\��
ZRUN�DOORZV�XV� WR�PHHW�ZLWK�RXU� OLPLWV�DQG�UHTXLUHV�QHZ�PRGHV�RI�FRPPXQLFDWLRQ��
GLIIHUHQW�IRUPV�LQ�UHODWLRQV��UHVSRQVLELOLWLHV�DQG�FR�UHVSRQVLELOLWLHV�DQG�D�SDWK�WR�VHOI�
DZDUHQHVV��

2UJDQLVDWLRQV�FDQ�EHQHILW�IURP�SHRSOH�ZLWK�GLIIHUHQW�DELOLWLHV�ZKHQ�WKH\�HQWHU�WKH�
SURGXFWLYH�DJH�LI�WKH\�KDYH�EHHQ�HQFRXUDJHG�DQG�KHOSHG�LQ�WKHLU�GHYHORSPHQW��6RFLDO�
LQFOXVLRQ� DQG� OLYLQJ� GDLO\� VLWXDWLRQV� ZLWK� RWKHU� SHRSOH�� DUH� HVVHQWLDO� IRU� HYHU\RQH��
UHJDUGOHVV�RI�LQWHOOHFWXDO�DQG�SK\VLFDO�GHYHORSPHQW��,I�WKLV�VOLFH�RI�WKH�SRSXODWLRQ�LV�
VHJUHJDWHG� LQ�VSHFLDO�VFKRROV�DQG� LQVWLWXWLRQV��ZH�FRQGHPQ�WKHP�WR� OLYH�D�³VSHFLDO´�
OLIH�� ³FXVWRPLVHG´�� LQ� D� IDVKLRQ�� RIWHQ�� GLFWDWHG� E\� SUHFRQFHSWLRQV� DERXW� WKHLU�
SRWHQWLDOLWLHV� DQG� WKH� WDUJHWV� WKDW� FRXOG� EH� UHDFKHG�� $� OLIH� FDQQRW� EH� EDVHG� RQ�
VWHUHRW\SHG�SDWWHUQV��EHORZ�GLJQLW\��LQ�FRQFHLYLQJ�SHRSOH�LPPDWXUH�DQG�LQFDSDEOH�WR�
XQGHUVWDQG�DQG�FKRRVH�WKHLU�IXWXUH����

7KH�OLIH�WUDLO�EHFRPHV�PHDQLQJIXO�IRU�WKH�GLVDEOHG�SHUVRQ�ZLWKLQ�D�OLIH�SODQ�VXLWHG�
WR� WKH� FKDUDFWHULVWLFV� RI� WKH� TXDOLW\� RI� OLIH�� IRU� LQVWDQFH�� WDNLQJ� LQWR� DFFRXQW�
RFFXSDWLRQ�� WUDLQLQJ� RSSRUWXQLWLHV� DOVR� DW� XQLYHUVLW\� OHYHO�� LQWHUQVKLS�� ZRUNLQJ�
LQVHUWLRQ�DQG�SURWHFWHG�ZRUNSODFHV��:H�EHOLHYH�WKDW��IRU�SHUVRQV�ZLWK�GLVDELOLWLHV��WKH�
WUDMHFWRULHV� RI� OLIH� PXVW� EH� WUDMHFWRULHV� RI� PHDQLQJ�� 7KLV� FDQQRW� EH� UHDOLVHG� LI� WKH�
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QHWZRUN�RI�VHUYLFHV�VWRSV�VXSSRUWLQJ�WKH�IDPLO\�DQG�WKH�SHUVRQ�ZLWK�GLVDELOLWLHV�LQ�WKH�
GHOLFDWH�SKDVHV�RI�WUDQVLWLRQ��6KDULQJ�WKH�FKRLFH�RI�D�OLIH�SDWK�PDNHV�VHQVH�LQ�UHDOLVLQJ�
D�PHDQLQJIXO�SURMHFW���

)LQDOO\�� WKHVH� H[SHULHQFHV� H[SRVHG� KHUH� SURYH� WKDW� SHRSOH� FDQ� ILQG� UHDOLVDWLRQ�
WKURXJK� ZRUN� DQG� EH� SURGXFWLYH� ZLWKLQ� WKH� RUJDQLVDWLRQ�� 'LYHUVLW\� EHFDPH�
DSSUHFLDWHG� E\�PDQDJHULDO� OLWHUDWXUH� DV� D� SRVVLEOH�PRGH� WR� JDLQ� LQ� FRPSHWLWLYHQHVV�
DQG�SURYLGHV�IUHVK�ZD\V�WR�ORRN�DW�WKH�RXWVLGH�ZRUOG��9DULRXV�DUJXPHQWDWLRQV�FRXOG�
VXVWDLQ� WKH� DERYH�� IURP� ILQDQFLDO� LQYHVWPHQWV� WR� KXPDQ� YDOXHV�� HQDEOLQJ�
LQWHUPHGLDWLRQ� DQG� UHVROXWLRQ� RI� WKH� SUREOHPV�� DV� LW� IDFLOLWDWHV� WKH� DSSURDFK� RI� WKH�
SUREOHPV�LQ�D�GLIIHUHQW�OLJKW��7KH�WKHPH�JDLQV�UHOHYDQFH��EXW�OLWWOH�LV�SXEOLVKHG�RQ�WKH�
SROLFLHV� RI� KXPDQ� UHVRXUFHV�PDQDJHPHQW� DQG� LWV� RSHUDWLRQV�GLUHFWHG� WR� WKLV� SXEOLF��
:H�SHUFHLYH�WKH�GLIILFXOWLHV�WR�UHFRJQLVH�DQG�LQWHUSUHW�WKH�WKHPH��ZLWK�WKH�FRQVHTXHQW�
LQDELOLW\� WR� UHVROYH� FRQFUHWH� VLWXDWLRQV�� ZKLFK� FDQ� RYHUFRPH� WKH� WHQGHQWLDOO\�
GLVFXUVLYH� DVSHFW� RI� WKH� GHEDWH�� 'LYHUVLW\� VKRXOG� EH� VWXGLHG� LQ� UHODWLRQ� WR� SRVVLEOH�
JDLQV�LQ�SURGXFWLYLW\�DQG�SHUIRUPDQFH��

+RZHYHU��QRWKLQJ�FDQ�EH�GRQH�ZLWKRXW�VROLG�SHGDJRJLFDO�EDVHV�LQ�WKH�HGXFDWLRQ�RI�
\RXQJ� VWXGHQWV� WR� VXSSRUW� LQGLYLGXDO� DQG� FROOHFWLYH� GHYHORSPHQW�� DQG�� DW� WKH� VDPH�
WLPH�� SUHSDUH� WKH� LQGLYLGXDOV� WR� OLIH� DQG� ZRUN�� /HJLVODWLRQ�� QRUPV� DQG� FOHDU�
SURFHGXUHV� DUH� QHHGHG� WRR� VR� WKDW� LQVWLWXWLRQV� FDQ� ZRUN� LQ� KDUPRQ\� DQG� DOORZ�
LQGLYLGXDOV� WR�ZDON�RQ� WKHLU�SDWKV�RI� OLIH� DQG�ZRUN� LQ�D�SURGXFWLYH�DQG� VDWLVIDFWRU\�
PDQQHU���
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