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Preface
This volume presents the proceedings of the workshop 
“Collaboration and Coordination in the Context of 
Informal Care” (CCCiC 2014), held in Baltimore, USA, 
on the 15th February 2014, as part of the 17th ACM 
Conference on Computer Supported Cooperative Work 
and Social Computing (CSCW 2014). The proceedings 
list the papers accepted for presentation in the 
workshop and the abstract of the opening keynote. 

CCCiC 2014 is the first edition of a series of workshops 
organised by the academic members of TOPIC (The 
Online Platform for Informal Carers), a European 
project that aims to advance the understanding of the 
daily practices of informal carers and to design 
information and communication technologies to lower 
their burden, funded by the AAL (Ambient Assisted 
Living) Joint Program. 

Studies on issues of informal care suggest that further 
research in the area is needed to better understand its 
demands and to figure out more effective ways for 
technologies to support people who deal with them. 
These studies recurrently stress that care work is often 
demanding and that the results of these demands are 
different types of burden (e.g. psychological, physical, 
and emotional), which can be higher or lower 
depending on variables like the age, gender, and type 
of illness of the person receiving care. 

Therefore, the workshop invited contributions on issues 
of design and development of systems to support 
coordination and foster communication and 

collaboration between informal carers and their friends, 
family members, and health professionals, aiming at 
relieving the aforementioned burdens stemming from 
informal care activities. This includes but is not limited 
to systems such as: integrated social support platforms 
to serve all relevant aspects of carers’ needs through 
adequate products and services; accessible (mobile, 
tactile) ICT applications to automate tasks of general 
caregiving when suitable; and social media for social 
support, such as online communities with special focus 
on social support for the elderly.  

Acknowledging the relevance of understanding the 
users’ context to be able to design up-to-date, useful 
and usable solutions, the workshop focused on research 
following user-centred and participatory design 
approaches, valuing the development of sustainable 
technologies and taking into account relevant ethical 
issues in terms of the use of ICTs for informal care. 

The contributions featured in the proceedings have 
been peer-reviewed by the members of the workshop 
Program Committee and selected on the basis of their 
quality, compliance with the workshop theme, and the 
extent (and diversity) of their backgrounds in design. 
They express points of view of researchers from both 
academia and industry and provide relevant insights in 
the design and development of technologies for 
informal care. 

CCCiC 2014 Organisers 
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Enabling Care Provider Organizations 
to Make Use of Informal Resources: 
Visualizing Social Context

Abstract 
7KLV�LV�D�SRVLWLRQ�SDSHU�IRU�WKH�&6&:������:RUNVKRS�
³&ROODERUDWLRQ�DQG�&RRUGLQDWLRQ�LQ�WKH�&RQWH[W�RI�
,QIRUPDO�&DUH�´�,W�GHVFULEHV�WKH�HDUO\�VWDJHV�RI�GHVLJQ�
ZRUN�LQWHQGHG�WR�DOORZ�FDUH�SURYLGHU�RUJDQL]DWLRQV�WR�
PDNH�XVH�RI��LGHQWLI\��UHFUXLW��FRRUGLQDWH��PDQDJH��
LQIRUPDO�UHVRXUFHV��IDPLO\�PHPEHUV��IULHQGV��1*2V��
FRPPXQLW\�JURXSV��HWF���WR�VXSSRUW�WKHLU�FOLHQWV��7KH�
DSSURDFK�LV�WR�FRPELQH�D�EURDG�UDQJH�RI�GDWD�GUDZQ�
IURP�YDULRXV�VRXUFHV�WR�SURYLGH�D�KROLVWLF�YLVXDOL]DWLRQ�
RI�FOLHQWV�DQG�WKHLU�VRFLDO�FRQWH[WV��VR�WKDW�FDUH�
SURYLGHUV�FDQ�RUFKHVWUDWH�WKH�XVH�RI�ERWK�IRUPDO�DQG�
LQIRUPDO�UHVRXUFHV��:KLOH�WKLV�SURMHFW�IRFXVHV�RQ�FDUH�
SURYLGHU�RUJDQL]DWLRQV��VXFK�YLVXDOL]DWLRQV�FRXOG�DOVR�EH�
XVHIXO�WR�LQGLYLGXDOV�GHOLYHULQJ�FDUH�RQ�WKHLU�RZQ���
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Introduction 
7KH�DSSURDFK�WR�KHDOWK�DQG�VRFLDO�FDUH�LQ�PXFK�RI�WKH�
ZRUOG�LV�RIWHQ�SUREOHP�RULHQWHG��$�PRWKHU�EHFRPHV�LOO�
DQG�JRHV�WR�WKH�GRFWRU��DQ�HOGHUO\�SHUVRQ��GLVRULHQWHG�
DQG�IRXQG�ZDQGHULQJ�LQ�WKH�VWUHHW��LV�DLGHG�E\�D�PHQWDO�
KHDOWK�VSHFLDOLVW��D�FKLOG�VXIIHUV�DEXVH�DQG�LV�DVVLVWHG�
E\�FKLOG�SURWHFWLRQ�ZRUNHUV��3UREOHPV�RFFXU��FDUH�
SURYLGHUV�UHDFW���

2YHU�WKH�ODVW�WZR�GHFDGHV�YDULRXV�DJHQFLHV�KDYH�EHHQ�
H[SORULQJ�D�QHZ�SDUDGLJP�IRU�GHOLYHULQJ�KHDOWK�DQG�
VRFLDO�FDUH�>�@��7KRXJK�RSHUDWLQJ�XQGHU�YDULRXV�UXEULFV�
±�FRRUGLQDWHG�FDUH��SDWLHQW�FHQWHUHG�PHGLFDO�KRPHV��
FRPPXQLW\�KHDOWK�WHDPV��LQWHJUDWHG�FDUH�±�WKHVH�
DSSURDFKHV�DOO�VKDUH�D�ORQJHU�WHUP��PRUH�SURDFWLYH�
VWDQFH��FDUH�LV�GHOLYHUHG�E\�WHDPV��SUREOHPV�DUH�
LGHQWLILHG�HDUO\�ZKHQ�SUHYHQWLRQ�LV�OHVV�FRVWO\��DQG�
VROXWLRQV�DUH�GHVLJQHG�DQG�PDQDJHG�VR�WKDW�WKH\�ZRUN�
LQ�WKH�ODUJHU�FRQWH[W�RI�D�FOLHQW¶V�OLIH��

$Q�LPSRUWDQW�DVSHFW�RI�WKLV�DSSURDFK�WR�FDUH�GHOLYHU\�LV�
WKDW�LW�GHSHQGV�QRW�MXVW�RQ�IRUPDO�UHVRXUFHV��L�H��
JRYHUQPHQW�DQG�LQVWLWXWLRQV���EXW�DOVR�RQ�LQIRUPDO�
UHVRXUFHV�VXFK�DV�IDPLO\�PHPEHUV��IULHQGV��DQG�
FRPPXQLW\�JURXSV�DQG�VHUYLFHV��([DPSOHV�RI�SUREOHPV�
WKDW�PLJKW�EH�DGGUHVVHG�LQ�VXFK�ZD\V�LQFOXGH�
 ,GHQWLI\LQJ�ORFDO�DIWHU�VFKRRO�DFWLYLWLHV�IRU�DQ�µDW�

ULVN¶�WHHQDJHU��
 5HFUXLWLQJ�VRPHRQH�WR�DFFRPSDQ\�DQ�HOGHU�WR�DQ�

DSSRLQWPHQW�ZLWK�D�SK\VLFLDQ��DQG�WR�DVVLVW�WKHP�LQ�
DGKHULQJ�WR�WKHLU�PHGLFDWLRQ�UHJLPHV�

 &RRUGLQDWLQJ�YROXQWHHUV�WR�SD\�UHJXODU�YLVLWV�WR�
VRPHRQH�ZKR�LV�XQDEOH�WR�HDVLO\�OHDYH�WKHLU�KRPH��

 )LQGLQJ�D�QHLJKERUKRRG�)RRG�6KHOI�WR�VXSSOHPHQW�
JRYHUQPHQW�SURYLGHG�DVVLVWDQFH�

�

8VLQJ�ERWK�IRUPDO�DQG�LQIRUPDO�UHVRXUFHV�WR�VXSSRUW�
WKRVH�LQ�QHHG�RI�FDUH�DQG�VHUYLFHV�KDV�DGYDQWDJHV�IRU�
ERWK�FDUH�SURYLGHU�RUJDQL]DWLRQV�DQG�LQGLYLGXDOV��2Q�
WKH�RUJDQL]DWLRQDO�VLGH��LW�DOORZV�IRU�PRUH�FRPSOHWH�
VXSSRUW��DQG�E\�WDSSLQJ�LQWR�YROXQWHHUV�VWUHWFKHV�WKH�
RUJDQL]DWLRQ¶V�EXGJHW��2Q�WKH�FOLHQW¶V�VLGH��LW�KDV�WKH�
SRWHQWLDO�WR�FUHDWH�QHZ�WLHV�ZLWK�IDPLO\��IULHQGV�DQG�
FRPPXQLW\�RUJDQL]DWLRQV�WKDW�FDQ�EHWWHU�PHHW�WKH�
LQGLYLGXDO¶V�QHHGV��DQG�WKDW�FDQ�RXWODVW�WKH�UHODWLRQVKLS�
ZLWK�WKH�FDUH�SURYLGHU�RUJDQL]DWLRQ���

+RZHYHU��PXFK�RI�WKH�LQIRUPDWLRQ�QHHGHG�WR�SURYLGH�
WKLV�NLQG�RI�VXSSRUW�LV�QRW�HDVLO\�JOHDQHG�IURP�FXUUHQW�
UHFRUG�NHHSLQJ�V\VWHPV��,Q�SDUW�LW�LV�EHFDXVH�PRVW�
UHFRUGV�DUH�QDUURZO\�IRFXVHG�RQ�FOLHQWV��DQG�GR�QRW�
V\VWHPDWLFDOO\�UHSUHVHQW�NQRZOHGJH�DERXW�D�FOLHQWV¶�
VRFLDO�FRQWH[WV�±�WKHLU�KRXVHKROG��IDPLO\��IULHQGV�DQG�
FRPPXQLW\��(YHQ�ZKHUH�VXFK�LQIRUPDWLRQ�H[LVWV��LW�LV�
JHQHUDOO\�SURGXFHG�DQG�FRQVXPHG�E\�GLIIHUHQW�SHRSOH�
LQ�GLIIHUHQW�LQVWLWXWLRQV�XVLQJ�GLIIHUHQW�V\VWHPV��7R�
VXSSRUW�WKH�VKLIW�WR�WKH�PRUH�KROLVWLF��FRRUGLQDWHG�FDUH�
SDUDGLJP��WKH�V\VWHPV��GDWD��DQG�ZD\V�LQ�ZKLFK�GDWD�LV�
UHSUHVHQWHG�ZLOO�QHHG�WR�FKDQJH���

7KH�IRFXV�RI�WKLV�ZRUN�LV�RQ�KRZ�WR�SRUWUD\�WKH�
FRPSOH[��HQWZLQHG�GDWD�WKDW�PDNH�XS�D�FOLHQW¶V�VRFLDO�
FRQWH[W�VR�DV�WR�DVVLVW�FDUH�ZRUNHUV�FKDUJHG�ZLWK�
GHOLYHULQJ�FDUH�XQGHU�WKLV�QHZ�SDUDGLJP��:LWK�
UHIHUHQFH�WR�WKH�ZRUNVKRS��QRWH�WKDW�VXFK�
UHSUHVHQWDWLRQV�FDQ�DOVR�EH�XVHG�WR�VXSSRUW�FDUHJLYHUV�
XQDIILOLDWHG�ZLWK�FDUH�SURYLGHU�RUJDQL]DWLRQV��)HZ�
FDUHJLYHUV�KDYH�D�FRPSUHKHQVLYH�NQRZOHGJH�RI�WKH�
UHVRXUFHV�DYDLODEOH�LQ�WKHLU�FRPPXQLW\��DQG�PDQ\�ODFN�
IXOO�NQRZOHGJH�RI�WKH�VRFLDO�FRQQHFWLRQV�±�DQG�WKXV�
SRVVLEOH�VRXUFHV�RI�VXSSRUW�±�RI�WKRVH�IRU�ZKRP�WKH\�
DUH�FDULQJ���

�
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7KLV�SDSHU�LV�GLYLGHG�LQWR�WKUHH�VHFWLRQV��)LUVW��LW�
FKDUDFWHUL]HV�WKH�GRPDLQ�RI�FRRUGLQDWHG�FDUH�GHOLYHU\��
6HFRQG��LW�GHVFULEHV�WKH�GHVLJQ�UDWLRQDOH�DQG�URXJK�
SURWRW\SHV�WKDW�UHVXOWHG�IURP�VWXG\LQJ�WKH�GRPDLQ��
7KLUG��LW�UHSRUWV�RQ�D�LQLWLDO�XVHU�VWXG\��

The Coordinated Care Domain 
7KLV�FKDUDFWHUL]DWLRQ�RI�WKH�GRPDLQ�LV�EDVHG�RQ�
LQWHUYLHZV�ZLWK�VXEMHFW�PDWWHU�H[SHUWV��60(V���
UHVRXUFHV�WR�ZKLFK�WKH�60(V�GLUHFWHG�XV��DQG�YLVLWV�WR�
WZR�FRRUGLQDWHG�FDUH�RUJDQL]DWLRQV�WKDW�LQFOXGHG�
FRQYHUVDWLRQV�ZLWK�PDQDJHUV�DQG�FDUH�ZRUNHUV��7KHVH�
VWXGLHV��DQG�VXEVHTXHQW�DQDO\VHV��ZHUH�LQIRUPDO�DQG�
ad hoc��'XH�WR�VLWXDWLRQDO�FRQVWUDLQWV��QR�SKRWRV�RU�
UHFRUGLQJV�ZHUH�PDGH��ILHOG�QRWHV�ZHUH�NHSW�ZKHQ�
SRVVLEOH��EXW�ZHUH�QRW�FRPSUHKHQVLYH��7KH�DLP�RI�WKLV�
ZRUN�ZDV�not�WR�SURYLGH�D�GHILQLWLYH�SRUWUDLW�RI�WKH�
GRPDLQ��EXW�WR�HQDEOH�GHVLJQ�SURWRW\SHV�WR�DGGUHVV�
UHDOLVWLF�FKDOOHQJHV�WKDW�PDGH�VHQVH�WR�GRPDLQ�
ZRUNHUV��DQG�WKDW�FRXOG�VXEVHTXHQWO\�SURYLGH�OD\�WKH�
JURXQG�IRU�PXWXDO�GLVFXVVLRQ���

Themes 
$�QXPEHU�RI�WKHPHV�UHFXUUHG��2QH�ZDV�WKDW�EHLQJ�
UHDFWLYH�LV�H[SHQVLYH��$�FRPPRQ�VWRU\�W\SH�IHDWXUHG�D�
SHUVRQ�ZLWK�D�FKURQLF�GLVHDVH�OLNH�GLDEHWHV�ZKR�LV�LQ�
DQG�RXW�RI�D�KRVSLWDO��KLV�RU�KHU�LPPHGLDWH�SUREOHPV�
EHLQJ�WUHDWHG�EXW�QRW�WKH�XQGHUO\LQJ�FRQGLWLRQ���

$�VHFRQG�WKHPH�ZDV�WKDW�RIWHQ�WKH�FRQVWUDLQWV�RI�D�
FOLHQW¶V�VLWXDWLRQ�GLVUXSW�WKH�RUJDQL]DWLRQDOO\�PDQGDWHG�
ZD\V�RI�DGGUHVVLQJ�D�FRQGLWLRQ��³It’s hard to treat 
diabetes if you can’t take care of your insulin, if you 
can’t get your syringes, if you can’t get to the 
pharmacy, if you don’t have transportation, or if you 
can’t keep track of those things´�>�@��0HPEHUV�RI�RQH�

&RPPXQLW\�+HDOWK�7HDP�GLVFXVVHG�WKH�QHHG�WR�KDYH�D�
ILQH�JUDLQHG�XQGHUVWDQGLQJ�RI�WKHLU�FOLHQWV¶�VLWXDWLRQV��
'RHV�WKH�FOLHQW�KDYH�D�ZRUNLQJ�FDU�WR�JHW�WR�D�
SKDUPDF\"�'RHV�VKH�KDYH�D�ZRUNLQJ�UHIULJHUDWRU�LQ�
ZKLFK�WR�VWRUH�KHU�LQVXOLQ"�,V�WKHUH�D�KRXVHKROG�
PHPEHU�ZLWK�VXEVWDQFH�DEXVH�SUREOHPV�ZKR�PLJKW�
VWHDO�KHU�QHHGOHV"�7KHVH�QHHGV�PD\�QRW�EH�HYLGHQW��
PDQ\�FOLHQWV�DUH�HPEDUUDVVHG�DQG�DUH�UHOXFWDQW�WR�
YROXQWHHU�VXFK�LQIRUPDWLRQ�±�LW�PD\�RQO\�HPHUJH�
WKURXJK�WDON���

$�WKLUG�WKHPH�ZDV�WKDW�PDQ\�SUREOHPV�DUH�V\VWHPLF��
$OOHUJLHV�PD\�EH�GXH�WR�PLOGHZ�LQ�VXEVWDQGDUG�
KRXVLQJ��PRYLQJ��UDWKHU�WKDQ�SLOOV��PD\�EH�WKH�VROXWLRQ��
/RVV�RI�HPSOR\PHQW�PD\�OHDG�WR�VXEVWDQFH�DEXVH�DQG�
WKHQFH�WR�GRPHVWLF�YLROHQFH��HPSOR\PHQW�FRXQVHOLQJ�RU�
$OFRKROLFV�$QRQ\PRXV�PD\�EH�PRUH�HIIHFWLYH�WKDQ�
DQJHU�PDQDJHPHQW�FODVVHV��2YHUDOO��LW¶V�YLWDO�WR�
XQGHUVWDQG�WKH�V\VWHPV�LQ�ZKLFK�D�SUREOHP�LV�
HPEHGGHG��DQG�WKH�G\QDPLFV�DQG�GHWDLOV�RI�WKH�
V\VWHPV¶�FRQWH[WV��

$�IRXUWK�WKHPH�LV�WKDW�FROODERUDWLRQ�ZLWKLQ�PXOWL�
GLVFLSOLQDU\�WHDPV��0'7V��LV�FHQWUDO�WR�FRRUGLQDWHG�
FDUH��DQG�WKXV�LW�LV�LPSRUWDQW�WR�XQGHUVWDQG�WKH�QDWXUH�
DQG�QHHGV�RI�0'7V��)LUVW��PHPEHUV�RI�0'7V�DUH�GLYHUVH�
±�IURP�FDUH�QDYLJDWRUV�ZKR�XQGHUVWDQG�JRYHUQPHQW�
SURJUDPV�DQG�HOLJLELOLW\��WR�EHKDYLRUDO�VSHFLDOLVWV��WR�
PHGLFDO�SHUVRQQHO��6HFRQG��GHFLVLRQ�PDNLQJ�LV�WHDP�
EDVHG��µCollaboration is an intrinsic part of everything,¶�
DV�RQH�RI�WKH�60(V�VDLG��&DUH�WHDPV�GHYHORS�FDUH�SODQV�
DQG�UHJXODUO\�PHHW�WR�PRQLWRU�WKHLU�FOLHQWV¶�SURJUHVV��
FDUH�RUJDQL]DWLRQV�DOVR�KDYH�ODUJHU�PHHWLQJV�WR�GHYHORS�
VROXWLRQV�WR�XQXVXDO�SUREOHPV��7KLUG��D�FRQVHTXHQFH�RI�
KDYLQJ�D�WHDP�VXSSRUWLQJ�D�FOLHQW�LV�WKDW�HDFK�WHDP�KDV�
PDQ\�FOLHQWV�WR�NHHS�WUDFN�RI��)RXUWK��WKH�FROODERUDWLYH�
DSSURDFK�LQFOXGHV�WKH�FOLHQWV��WKH\��DQG�RIWHQ�WKHLU�

�
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IDPLO\��QHHG�WR�µEX\�LQ¶�WR�DQ�DSSURDFK��6RPHWLPHV��DV�
RQH�LQIRUPDQW�VDLG��WKLV�PD\�PHDQ�WKDW�WKH�ILUVW�
SUREOHP�WR�EH�WDFNOHG�LVQ¶W�WKH�PRVW�XUJHQW�RQH��EXW�
WKH�RQH�WKDW�WKH�FOLHQW�IHHOV�DEOH�WR�DGGUHVV��6PDOO�
VXFFHVVHV�HDUO\�DUH�LPSRUWDQW��7KLV�PHDQV�WKDW�RQ�
JRLQJ�FRQYHUVDWLRQ�EHWZHHQ�D�FOLHQW�DQG�PHPEHUV�RI�
KLV�RU�KHU�FDUH�WHDP�LV�FUXFLDO��

The Design Rationale and Prototype 
7KH�XQGHUVWDQGLQJV�JDLQHG�IURP�WKH�GRPDLQ�
LQYHVWLJDWLRQ�ZHUH�WUDQVODWHG�LQWR�D�GHVLJQ�UDWLRQDOH�IRU�
JXLGLQJ�WKH�GHYHORSPHQW�RI�SURWRW\SHV��7KUHH�
JXLGHOLQHV�IURP�WKH�UDWLRQDOH�IROORZ��
 Broadly accessible��0'7�PHPEHUV�DUH�GLYHUVH��

7KH�YLVXDOL]DWLRQ�PXVW�QRW�EH�GLVFLSOLQH�VSHFLILF���
 Glanceable��0'7V�KDYH�PDQ\�FOLHQWV��WKH\�QHHG�

WR�UDSLGO\�PDNH�VHQVH�RI�D�FOLHQW¶V�VLWXDWLRQ��DQG�EH�
UHPLQGHG�RI�FOLHQWV�WKH\¶YH�ZRUNHG�ZLWK�EHIRUH���

 Systemic analysis support��7KH�YLVXDOL]DWLRQ�
VKRXOG�KHOS�LWV�XVHUV�XQGHUVWDQG�WKH�V\VWHPLF�
QDWXUH�RI�SUREOHPV�VR�WKDW�VROXWLRQV�GHYLVHG�E\�WKH�
0'7�DUH�FRPSDWLEOH�ZLWK�WKH�FOLHQWV¶�VLWXDWLRQV���

7KH�GHYHORSPHQW�RI�WKH�VRFLDO�FRQWH[W�YLVXDOL]DWLRQ�
EHJDQ�ZLWK�D�W\SH�RI�GLDJUDP�FDOOHG�D�JHQRJUDP�>�@��
*HQRJUDPV�HPHUJHG�LQ�WKH�PLG�����¶V�DV�KDQG�GUDZQ�
GLDJUDPV�IRU�UHSUHVHQWLQJ�IDPLOLHV��DQG�ZHUH�DGRSWHG�
LQ�DUHDV�RI�VRFLDO�ZRUN�VXFK�DV�IDPLO\�WKHUDS\�>�@>�@��
*HQRJUDPV�UHVHPEOH�IDPLO\�WUHHV�ZLWK�FRPSOH[�
V\PEROLF�DQQRWDWLRQV��DQG�SURYLGH�LQIRUPDWLRQ�DERXW�
IDPLO\�PHPEHUV¶�SUREOHPV�DQG�UHODWLRQVKLSV��7KXV��WKH�
JHQRJUDP�VKRZQ�LQ�)LJXUH���VKRZV�D�GLYRUFHG�FRXSOH�
�%RE�DQG�6XH��ZLWK���FKLOGUHQ��DQG�WKH�FRXSOH¶V�VLEOLQJV�
DQG�SDUHQWV��,W�DOVR�VKRZV�HPRWLRQDO�OLQNV�EHWZHHQ�
SHRSOH��XVLQJ�YDULRXV�OLQH�W\SHV���DQG�FKDOOHQJHV�OLNH�
PHQWDO�LOOQHVV��VXEVWDQFH�DEXVH��VKRZQ�YLD�VKDGLQJ���

DQG�REHVLW\��GLDEHWHV�DQG�VPRNLQJ��YLD�QRWDWLRQV�OLNH�
2��'�DQG�6���

*HQRJUDPV�KDYH�SURV�DQG�FRQV��7KH\�ZHUH�D�JRRG�
SODFH�WR�VWDUW�EHFDXVH�WKH\�FDSWXUH�PDQ\�W\SHV�RI�GDWD�
LQ�D�SHUVRQ�FHQWULF�UHSUHVHQWDWLRQ��$OVR��LQ�OLQH�ZLWK�WKH�
systemic analysis support�JXLGHOLQH��WKH\�ZHUH�
GHYHORSHG�E\�D�GLVFLSOLQH�FRQFHUQHG�ZLWK�SUREOHPV�
URRWHG�LQ�WKH�G\QDPLFV�RI�IDPLOLHV�DQG�WKDW�YLHZHG�
SUREOHPV�DV�WKH�RXWFRPHV�RI�V\VWHPV�RI�EHKDYLRU��$W�
WKH�VDPH�WLPH��JHQRJUDPV�ZHUH�QRW�LGHDO��7KH\�EHJDQ�
DV�KDQG�GUDZQ�VNHWFKHV��QRW�DV�LQWHUDFWLYH�GLDJUDPV��
7KH\�ZHUH�XVHG�IRU�RQ�WKH�IO\�DQDO\VLV��UDWKHU�WKDQ�DV�D�
SHUVLVWHQW�UHFRUG��$QG�WKH\�KDG�GHYHORSHG�DQ�DUFDQH�
V\PERORJ\��XVHIXO�IRU�IDPLO\�DQDO\VWV��EXW�OHVV�
DFFHVVLEOH�WR�RWKHUV��$GDSWDWLRQ�ZDV�QHHGHG��

7KH�GHVLJQ�UDWLRQDOH�JXLGHG�WKH�GHYHORSPHQW�RI�D�
VHULHV�RI�VRFLDO�FRQWH[W�YLVXDOL]DWLRQ��6&9��SURWRW\SHV�
�H�J���)LJXUH�����7R�PDNH�WKH�6&9�broadly accessible��

�
)LJXUH����$�KDQG�GUDZQ�GLDJUDP��NQRZQ�DV�D�JHQRJUDP��
XVHG�LQ�DUHDV�RI�VRFLDO�ZRUN�VXFK�DV�IDPLO\�WKHUDS\�>�@>�@���
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WKH�JHQRJUDP�ZDV�VLPSOLILHG�E\��L��DGRSWLQJ�D�
FRQYHQWLRQDO�IDPLO\�WUHH�VWUXFWXUH���LL��JURXSLQJ�WKH����
W\SHV�RI�HPRWLRQDO�OLQNV�LQWR����SRVLWLYH�DQG�QHJDWLYH���
�LLL��XVLQJ�SLFWXUHV�LFRQV�IRU�SHRSOH��DQG��LY��SURYLGLQJ�
OD\HUV�RI�DQQRWDWLRQV�WKDW�FRXOG�EH�WRJJOHG�RQ�DQG�RII��
7RROWLSV��VHH�)LJXUH��E��ZHUH�XVHG�WR�UHYHDO�WKH�
VSHFLILFV�RI�HPRWLRQDO�OLQNV��GHWDLOV�DERXW�PDULWDO�
UHODWLRQVKLSV��DQG�WR�GHVFULEH�WKH�FKDOOHQJH�DQG�
VWUHQJWK�LFRQV�DVVRFLDWHG�ZLWK�SHRSOH��

7KH�FRQYHQWLRQDO�IDPLO\�WUHH�DQG�VLPSOLILFDWLRQ�RI�WKH�
JHQRJUDP¶V�YLVXDO�FRQYHQWLRQV�ZHUH�DOVR�LQWHQGHG�WR�
PDNH�WKH�6&9�glanceable��DV�ZHUH�WKH�XVH�RI�SKRWRV�
DQG�OD\HUV��7KH�LQWHQW�ZDV�WKDW�D�FDUH�ZRUNHU�EH�DEOH�
WR�TXLFNO\�VHH�ZKR�ZDV�LQ�WKH�KRXVHKROG��H[SDQG�LW�WR�
WKH�IDPLO\��DQG�JHW�D�VHQVH�RI�WKH�PDJQLWXGH�RI�
SUREOHPV��7KXV��LQ�)LJXUH����RQH�FDQ�TXLFNO\�VHH�ZKR�LV�
WKH�KRXVHKROG���D���DQG�E\�WRJJOLQJ�OD\HUV���E��VHH�
WKDW�WKHUH�LV�KRVWLOLW\�GXH�WR�WKH�GLYRUFH��DQG�WKDW�WKH�

SDWLHQW�DQG�KHU�FRKDELWHU�KDYH�TXLWH�D�IHZ�FKDOOHQJHV���

Systemic analysis ZDV�VXSSRUWHG�E\�WKH�XVH�RI�WKH�
IDPLO\�WUHH�VWUXFWXUH��DQG�FKDOOHQJH�VWUHQJWK�LFRQV�
DWWDFKHG�WR�WUHH�QRGHV��)DPLO\�WKHUDSLVWV�KDYH�D�
VRSKLVWLFDWHG�XQGHUVWDQGLQJ�RI�IDPLO\�G\QDPLFV�±�H�J���
WKDW�G\VIXQFWLRQDO�HPRWLRQDO�UHODWLRQV�FDQ�UHSHDW�DFURVV�
JHQHUDWLRQV��:KLOH�PRVW�0'7�PHPEHUV�ODFN�D�IDPLO\�
WKHUDS\�EDFNJURXQG��LW�VHHPHG�OLNHO\�WKDW�WKHLU�WDFLW�
XQGHUVWDQGLQJV�RI�VRFLDO�DUUDQJHPHQWV�DQG�IDPLO\�
G\QDPLFV�ZRXOG�DVVLVW�WKHP�LQ�PDNLQJ�VHQVH�RI�IDPLO\�
UHODWLRQVKLSV�DQG�WKHLU�SUREOHPV��

2QH�RWKHU�DLP�RI�WKH�YLVXDOL]DWLRQ�LV�WR�VXSSRUW�ORRNLQJ�
IRU�VROXWLRQV�QRW�MXVW�LQ�JRYHUQPHQW�SURJUDPV�DQG�
VHUYLFHV��EXW�DOVR�LQ�D�FOLHQW¶V�IDPLO\�DQG�FRPPXQLW\��
7KLV�LV�WRXFKHG�RQ�E\�WKH�LQFOXVLRQ�RI�LQGLFDWRUV�RI�
SHRSOH¶V�VWUHQJWKV�±�KHUH�LQGLFDWLRQV�WKDW�WKH\�KDYH�
VXFFHVVIXOO\�GHDOW�ZLWK�SUREOHPV�OLNH�VPRNLQJ�RU�REHVLW\�

�
)LJXUH����7ZR�YLHZV�RI�WKH�6RFLDO�&RQWH[W�9LVXDOL]DWLRQ���D��7KH�FOLHQW�DQG��RQO\��WKHLU�KRXVHKROG���E��7KH�FOLHQW�SOXV�WKHLU�H[WHQGHG�
IDPLO\�ZLWK�HPRWLRQDO�UHODWLRQV��RUDQJH�GRWWHG�QHJDWLYH��JUHHQ�VROLG�SRVLWLYH��EHWZHHQ�IDPLO\�PHPEHUV��DQG�FKDOOHQJHV��RUDQJH�
VTXDUHV���VWUHQJWKV��JUHHQ�VTXDUHV��RI�LQGLYLGXDOV��7RROWLSV�DUH�XVHG�WR�UHYHDO�WKH�GHWDLOV�RI�UHODWLRQVKLSV�DQG�FKDOOHQJH�VWUHQJWK�
DQQRWDWLRQV�±�LQ�DFWXDO�RSHUDWLRQ�RQO\�RQH�WRROWLS�VKRZQ�DW�D�WLPH��DOWKRXJK�KHUH�PXOWLSOH�WRROWLSV�DUH�VKRZQ�IRU�H[SRVLWRU\�SXUSRVHV��
�
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± WKDW�PLJKW�HQDEOH�WKHP�WR�VHUYH�DV�UHVRXUFHV�IRU
RWKHUV��EXW�UHTXLUHV�IXUWKHU�GHYHORSPHQW��

An Initial Evaluation 
$IWHU�VHYHUDO�URXQGV�RI�SURWRW\SLQJ��D�VLPSOH�HYDOXDWLRQ�
ZDV�FDUULHG�RXW��7ZR�LQVWDQFHV�RI�DQ�LQWHUDFWLYH�6&9�
ZHUH�GHYHORSHG��RQH�IRU�FOLHQW����DQG�D�VHFRQG��)LJXUH�
�� IRU�FOLHQW����&OLFNLQJ�FKDQJHG�VFRSH�DQG�UHYHDOHG
OD\HUV��KRYHULQJ�GLVSOD\HG�WRROWLSV��

)LUVW��HYDOXDWRUV�ZHUH�VKRZQ�WKH�ILUVW�6&9��LQIRUPHG�
WKDW�WKH\�ZHUH�VHHLQJ�D�QHZ�W\SH�RI�FOLHQW�UHFRUG��DQG�
DVNHG�WR�GLVFRYHU�KRZ�WR�XVH�LW�DQG�WR�GHVFULEH�FOLHQW�
�¶V�VLWXDWLRQ��1H[W�WKH�FOLHQWV�ZHUH�VKRZQ�WKH�VHFRQG�
6&9�DQG�DVNHG�WR�UROH�SOD\�D�FDUH�ZRUNHU�SUHSDULQJ�WR�
PHHW�ZLWK�FOLHQW����,Q�ERWK�FDVHV�HYDOXDWRUV�ZHUH�DVNHG�
WR�WKLQN�RXW�ORXG��DW�WKH�HQG�RI�HDFK�FDVH��WKHUH�ZDV�D�
SHULRG�RI�RSHQ�HQGHG�GLVFXVVLRQ���

7KH���HYDOXDWRUV����ZRPHQ�DQG���PHQ��ZHUH�UHFUXLWHG�
IURP�DPRQJ�RXU�FROOHDJXHV����KDG�H[SRVXUH�WR�VRFLDO�
ZRUN��RQH�DV�D�ORQJ�WLPH�YROXQWHHU�FDUH�ZRUNHU��DQG�
WKH�RWKHU�YLD�FRXUVHZRUN��&ROOHDJXHV�ZHUH�UHFUXLWHG�
ERWK�EHFDXVH�LW�ZDV�FRQYHQLHQW�DQG�EHFDXVH�XOWLPDWHO\�
WKH�6&9�LV�LQWHQGHG�WR�EH�XVHG�E\�D�ZLGH�UDQJH�RI�
SHRSOH��VRPH�RI�ZKRP�ZLOO�ODFN�WUDLQLQJ�LQ�PHGLFDO�DQG�
VRFLDO�ZRUN��6HVVLRQV�ODVWHG�DERXW����PLQXWHV��DXGLR�
DQG�VFUHHQ�UHFRUGLQJV�ZHUH�FDSWXUHG�ZLWK�SHUPLVVLRQ��
2QH�SHUVRQ�UDQ�WKH�VHVVLRQ��D�VHFRQG�WRRN�QRWHV���

7KH�HYDOXDWLRQ�UHVXOWHG�LQ�VHYHUDO�REVHUYDWLRQV��)LUVW��
HYDOXDWRUV�KDG�QR�GLIILFXOW\�XQGHUVWDQGLQJ�WKH�
YLVXDOL]DWLRQ��OHDUQLQJ�KRZ�WR�PDQLSXODWH�LW��DQG�
PDNLQJ�VHQVH�RI�LWV�FRQWHQW��:KLOH�HYDOXDWRUV�WXUQHG�XS�
YDULRXV�EXJV�LQ�WKH�GHVLJQ��H�J���QR�LQGLFDWLRQ�RI�WKH�
GLUHFWLRQDOLW\�RI�HPRWLRQDO�UHODWLRQV���WKH\�ZHUH�DEOH�WR�

XVH�LW�WR�JHW�D�VHQVH�RI�WKH�FOLHQW�DQG�KHU�IDPLO\��)RU�
LQVWDQFH��RQH�FRPPHQWHG�WKDW�³the boxes�>WKH�RUDQJH�
ER[HV�WKDW�LQGLFDWH�FKDOOHQJHV@�give me a good 
indication of where the heavy stuff is´�DQG�³the more 
green boxes >VWUHQJWKV@ I see, the more resilient the 
family is.´�+H�DOVR�VSHFXODWHG�WKDW�WKH�HPRWLRQDO�
UHODWLRQV�VSDQQLQJ�WKH�WZR�VLGHV�RI�WKH�IDPLO\�LQGLFDWHG�
WKDW�LW�KDG�EHHQ�FORVH�EHIRUH�WKH�GLYRUFH�GLVUXSWHG�LW��

6HFRQG��LW�ZDV�FOHDU�WKDW�HYDOXDWRUV�ZHUH�DGHSW�DW�
EULQJLQJ�WKHLU�NQRZOHGJH�RI�IDPLOLHV�DQG�LQWHUSHUVRQDO�
G\QDPLFV�WR�EHDU�ZKHQ�LQWHUSUHWLQJ�WKH�YLVXDOL]DWLRQ��
)RU�LQVWDQFH��LQ�WKH�FDVH�RI�$QQD�6\PV��)LJXUH��E���RQH�
VXJJHVWHG�WKDW�KHU�GHSUHVVLRQ�PLJKW�EH�GXH�WR�WKH�
XSFRPLQJ�WHQWK�DQQLYHUVDU\�RI�KHU�\RXQJHVW�VRQµV�
GHDWK��DQG�DQRWKHU�WKDW�LW�ZDV�GXH�WR�KHU�GLYRUFH��0DQ\�
ZHUH�FRQFHUQHG�DERXW�$QQDµV�UHODWLRQVKLS�ZLWK�$O��KHU�
FRKDELWHU��:RXOG�KLV�SUHVHQFH�SRVH�D�ILQDQFLDO�EXUGHQ"�
:RXOG�KLV�DOFRKRO�DEXVH�PDNH�KLP�D�GDQJHU�WR�KHU�
FKLOGUHQ"�$QG�VR�RQ��$OO�RI�WKHVH�FRPPHQWV�JR�EH\RQG�
WKH�LQIRUPDWLRQ�SURYLGHG�LQ�WKH�6&9�±�EXW�WKH\�DUH�VWLOO�
XVHIXO�LQ�KHOSLQJ�WKH�FDUH�ZRUNHU�GHWHUPLQH�KRZ�WR�
DSSURDFK�WKH�XSFRPLQJ�FRQYHUVDWLRQ�ZLWK�$QQD���

$�WKLUG�LVVXH�KDG�WR�GR�ZLWK�WKH�DEVHQFH�RI�LQIRUPDWLRQ��
(YDOXDWRUV�RIWHQ�EDVHG�WKHLU�UHDVRQLQJ�RQ�WKH�DEVHQFH�
RI�LQIRUPDWLRQ��$QQDµV�GHSUHVVLRQ�PD\�EH�VLWXDWLRQDO�
�L�H��GXH�WR�WKH�ORVV�RI�D�FKLOG���VLQFH�QHLWKHU�SDUHQW�
ZDV�IODJJHG�DV�KDYLQJ�KDG�GHSUHVVLRQ��$W�WKH�VDPH�
WLPH��PRVW�UHDOL]HG�WKDW�QHJDWLYH�LQIRUPDWLRQ�FRXOG�
HLWKHU�PHDQ�³QR´�RU�³GRQµW�NQRZ�´�0DNLQJ�WKLV�
GLVWLQFWLRQ�H[SOLFLW�±�SHUKDSV�IODJJLQJ�³GRQ¶W�NQRZ´�
LQVWDQFHV�±�FRXOG�EH�XVHIXO��ERWK�LQ�PDNLQJ�VHQVH�RI�
WKH�VLWXDWLRQ�DQG�LQ�VROLFLWLQJ�LQIRUPDWLRQ�WR�µILOO�LQ�WKH�
EODQNV�¶�0RUH�WURXEOHVRPH�WR�PDQ\�ZDV�WKH�DEVHQFH�RI�
HPRWLRQDO�UHODWLRQV�±�H�J���EHWZHHQ�$QQD�DQG�KHU�

�



FKLOGUHQ��7KLV�LV�GXH�WR�D�FRQYHQWLRQ��LQKHULWHG�IURP�
JHQRJUDPV��RI�RQO\�ODEHOLQJ�XQXVXDO�HPRWLRQDO�
UHODWLRQV��VWURQJ�ERQGV�EHWZHHQ�SDUHQWV�DQG�FKLOGUHQ�
DUH�DVVXPHG��XQOHVV�RWKHUZLVH�PDUNHG��1RQH�RI�WKH�
HYDOXDWRUV��LQFOXGLQJ�WKRVH�ZLWK�D�VRFLDO�ZRUN�
EDFNJURXQG��XQGHUVWRRG�WKLV��<HW��ODEHOLQJ�all�HPRWLRQDO�
UHODWLRQV�DGGV�D�ORW�RI�FRPSOH[LW\�WR�WKH�6&9��DQ�
DOWHUQDWLYH�PLJKW�EH�WR�RQO\�VKRZ�QHJDWLYH�UHODWLRQV��

$�IRXUWK�REVHUYDWLRQ�LV�WKDW�LQ�WU\LQJ�WR�PDNH�VHQVH�RI�
D�VLWXDWLRQ��HYDOXDWRUV�ZHUH�RIWHQ�FRQFHUQHG�ZLWK�ZKHQ�
WKLQJV�VWDUWHG��KRZ�ORQJ�WKH\�KDSSHQHG��DQG�ZKDW�KDG�
KDSSHQHG�UHFHQWO\��7KH�6&9�PRVWO\�SUHVHQWHG�
LQIRUPDWLRQ�ZLWK�GDWHV��ZKLFK�HYDOXDWRUV�ZRXOG�
PHQWDOO\�VXEWUDFW�WR�GHWHUPLQH�GXUDWLRQV��LW�ZRXOG�EH�
VWUDLJKWIRUZDUG�WR�FDOFXODWH�WKLV�IRU�WKHP��³A good 
social worker thinks in time´��VDLG�RQH�HYDOXDWRU�ZLWK�
H[SHULHQFH�LQ�VRFLDO�ZRUN��:KHQ�DVNHG�LI�D�WLPHOLQH�
PLJKW�EH�D�PRUH�VXLWDEOH�IRUP�RI�YLVXDOL]DWLRQ��KH�
FRPPHQWHG�WKDW�KH�ZRXOG�UDWKHU�VWD\�ZLWK�WKH�IDPLO\�
WUHH�GLDJUDP��7LPHOLQHV�DUH�ILQH�IRU�SRVW�PRUWHPV��KH�
VDLG��EXW�WKH�IDPLO\�WUHH�GLDJUDP�VKRZV�\RX�ZKHUH�WKH�
UHVRXUFHV�DUH�±�ZKDW�PLJKW�EH�GUDZQ�XSRQ�WR�DGGUHVV�D�
FOLHQW¶V�SUREOHP��+H�DOVR�SDVVLRQDWHO\�DUJXHG�IRU�
LQFOXGLQJ�QRQ�IDPLO\�PHPEHUV�LQ�WKH�GLDJUDP��EHFDXVH�
LW�H[SDQGV�WKH�UDQJH�RI�VRFLDO�UHVRXUFHV�WKDW�DUH�
DYDLODEOH���

Conclusion 
:KLOH�WKH�IRFXV�RI�WKLV�ZRUN�LV�RQ�VXSSRUWLQJ�FDUH�
SURYLGHU�WHDPV�LQ�RUJDQL]DWLRQV��WKLV�W\SH�RI�
YLVXDOL]DWLRQ�FRXOG�EH�XVHIXO�WR�DQ\�FDUHJLYHU��6LPLODUO\��

WKH�TXHVWLRQV�EHLQJ�SXUVXHG�DUH�RI�JHQHUDO�LPSRUW�DV�
ZHOO��+RZ�FDQ�D�YLVXDOL]DWLRQ�HQDEOH�FDUHJLYHUV�WR�WDS�
ORFDO�UHVRXUFHV"�+RZ�FDQ�LW�VHUYH�WR�JXLGH�FRQYHUVDWLRQ�
ZLWK�WKH�FOLHQW"�+RZ�FDQ�LW�VHUYH�WR�KHOS�FDUH�ZRUNHUV�
EULQJ�WKHLU�NQRZOHGJH�RI�WKH�ZRUOG�WR�EHDU��VR�WKDW�WKH\�
FDQ�GHYLVH�VROXWLRQV�WKDW�DUH�OLNHO\�WR�ZRUN�LQ�WKH�
FRQWH[W�RI�WKHLU�FOLHQWV¶�YHU\�FRPSOH[�OLYHV"�

$V�QRWHG��WKLV�ZRUN�LV�LQ�LWV�HDUO\�VWDJHV��$V�RI�WKLV�
ZULWLQJ��LWHUDWLYH�SURWRW\SLQJ�FRQWLQXHV��)XUWKHU�ZRUN�
ZLOO�LQFOXGH�DGGLQJ�IULHQGV�DQG�RWKHU�FRPPXQLW\�
UHVRXUFHV�WR�WKH�YLVXDOL]DWLRQ��DQG�HOLFLWLQJ�IHHGEDFN�RQ�
WKH�YLVXDOL]DWLRQV�IURP�60(V�DQG�FDUHJLYHUV��,Q�WKH�
VSULQJ�RI�������ZH�ZLOO�EH�GHSOR\LQJ�D�ZRUNLQJ�
SURWRW\SH�RI�WKH�V\VWHP�LQ�D�FRQWH[W�LQYROYLQJ�WKH�
GHOLYHU\�RI�VRFLDO�DQG�KHDOWK�FDUH�WR�HOGHUV��2YHU�WLPH�
WKH�LQWHQW�LV�WR�GHSOR\�SURWRW\SHV�WR�RWKHU�VRFLDO�DQG�
KHDOWK�FDUH�FRQWH[WV��DQG�JUDGXDOO\�GHYHORS�D�XVHIXO�
DQG�UREXVW�YLVXDOL]DWLRQ���
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Abstract
“How is my mom doing right now?” Answering this
question in a quick, clear way without the need of calling
or stopping by could relieve a lot of stress from informal
caregivers. The “RelaxedCare System” aims to develop a
solution built upon an existing AAL platform, using a
multi-level pattern recognition approach to detect the
current state of an assisted person, and then to
communicate the state in a pervasive and unobtrusive way
(i.e. lava lamp, smartphone widget, picture frame) to the
caregiver. User organisations, researchers, designers and
companies are working closely together to create a highly
accepted, well-designed, functional and market-oriented
“AAL-System in a Box” which is focused on easing the
tasks of informal caregivers and thus alleviating stress.
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Ethics; Informal Caregivers; Older Adults; Elderly;
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3HUPLVVLRQ�WR�PDNH�GLJLWDO�RU�KDUG�FRSLHV�RI�DOO�RU�SDUW�RI�WKLV�ZRUN�IRU�
SHUVRQDO�RU�FODVVURRP�XVH�LV�JUDQWHG�ZLWKRXW�IHH��SURYLGHG�WKDW�FRSLHV�
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Introduction
A major part of caregiving is done at home and by
informal caregivers. A representative study [31] of Austria
in 2005 showed that 80% of the people in need of care
receive their care by informal caregivers at home. More
than 2/3 of these informal caregivers feel overburdened
some or all the time. A way of keeping caregivers informed
about the current status of an assisted person without
visits or phone calls might be well-received by both, since
repeated check-in calls may become a nuisance to both
parties and, due to their quantity, the quality of the
interactions may su↵er. This idea of continuous status
information for caregivers is already addressed by several
di↵erent products which are available on the market. As
discussed below, these products vary greatly in terms of
cost and geographical availability, and have other
limitations which our current project, RelaxedCare [35],
aims to overcome. As ascertained during our
requirements-gathering processes with end-users, persons
in need of care and living alone generally do not want to
be under supervision, nor to put a burden on their family
members. Thus, a system that would help to maintain or
even increase the autonomy of an assisted person while
relieving stress from the informal caregiver could definitely
bring enormous benefits for both sides. Informal
Caregivers see a big potential in technology use. For
example, a study from the “National Alliance for
Caregiving in 2011” [13] showed that family caregivers
expect the following benefits from technology use:

• saving time (77% believe they would benefit
somewhat or a great deal)

• making caregiving easier logistically (76%)

• making the care recipient feel safer (75%)

• increasing feelings of being e↵ective (74%)

• reducing stress (74%)

A system to aid caregivers in such a way must be capable
of reacting in a fast and clear manner. To avoid becoming
yet another burden on caregivers, it should unintrusively
integrate into their everyday lives, working in the
background, and delivering information in a way that does
not distract the user’s attention when not needed. While
it is common sense to design the in-house sensor network
as unobtrusively as possible (e.g. to be free of aesthetic
concerns for the care-receiver), our special focus is on
unobtrusiveness for the informal caregiver. Since the
system under development is targeted at situations in
which it is normal that the care receiver does not often
require immediate support, caregiver-facing status
indications should be pervasive and unobtrusive (i.e. not
requiring ongoing attention or maintenance). However,
although pervasiveness is required in general, the user
interface must still be able to draw the attention of the
caregiver in case of emergency (e.g. by emitting
conspicuous audiovisual and/or haptic signals). Thus in
summary, the system in development must be able to:

• Allow for unobtrusive and automatic monitoring of
assisted people’s condition, without interfering with
their individual lives.

• Remove burden and interruptions for informal
caregivers, reducing the need of additional
caregivers.

• Allow for a constant but flexible relationship
connection between the assisted person and their
informal caregivers.
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State Of The Art
As mentioned above, there are existing solutions which
aim to provide informal caregivers with ongoing status
updates of the people for whom they are caring. These
products are quite di↵erent with regards to availability,
functionality and cost. Most of them - such as
BeClose [20], Lively [25], eNeighbor [37], PERs+ [29],
Sonamba [39] and SimplyHome [38] - are only available in
the US. QuietCare [32] seems to be available
internationally, but we were unable to determine
geographical availability for WellAWARE [12],
GrandCare [19] and Rest Assured R� [36]. One reason for
this country restriction might be the fact that some
systems (e.g. BeClose, Lively and Sonamba) are using
built-in cellular connectivity to communicate with their
data centers. Others, however, can use the existing
internet connection infrastructure (GrandCare, QuietCare)
or some combination of cellular and internet
(WellAWARE, SimplyHome). Built-in cellular functionality
apparently does not require an existing internet
connection at the home of the assisted person, but may
instead involve additional monthly costs (which, in the
event that the assisted person already has an internet
connection, should ideally not be necessary).

All of the aforementioned systems are using wireless
motion sensors to detect activities of daily living of the
assisted person. However, for extended
information-gathering and behavior pattern recognition,
additional sensors are used. Examples include the sleep
quality or humidity sensors in WellAWARE, or toilet-usage
and bed pressure sensors in eNeighbor. Rest Assured R�

appears to be the only product that also focuses on
environmental sensors like smoke and carbon monoxide
detectors for additional home security. A more detailed
comparison of these systems is di�cult - since these are

strictly commercial products with closed architectures,
there are no detailed technical specifications available
which describe the implementations or which wireless
network standards are used. Additionally, it is not clear
how the di↵erent sensor data are used to compute
behavior patterns nor what statistical methods are used,
since there are no research papers / publications available
to detail these. Presumably, this information is proprietary.

On the caregiver side (whether formal or informal), these
systems o↵er various modalities for receiving incoming
notifications. Almost every system o↵ers online access via
a secure website / web portal - presumably hosted by the
service provider / company. Additional modalities like
phone calls, text messages (sms), email and iPhone /
Android apps are also available for various products.

Based on the available information, the total costs of the
systems themselves, the installation, and any ongoing
subscriptions seem to vary a great deal. Most of the
systems dont mention the required expenses at all, while
others show specific one-time prices for the various parts
(e.g. base station, sensors,..), installation costs and
monthly fees. SimplyHome states a price range from
$27,95 per month to $250 per month, depending on the
customized solution for each case. Sonamba indicates two
price bundles, one at a cost of $199,99 once plus $69
monthly, or the other at $549,99 once plus $39 monthly.
Additional sensors can be purchased separately for a
one-time investment.

Regarding the behaviour pattern recognition goals of
RelaxedCare, we are aware of a fair amount of prior
research work, but not of many existing commercial
products which explicitly employ these ideas as such. One
particular area which has already seen a great deal of
attention is that of activity monitoring and identification
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of activities of daily living. The path to measuring basic
activity with common sensors has been fairly clear-cut for
some time. For example, [7] gives an overview of the
available technology and the considerations involved in
using the resulting data for activity monitoring; [41] does
an analysis of the reliability of several o↵-the-shelf devices;
and [4] demonstrates a successful application of this,
showing that triaxial accelerometer data, integrated over
time slices, is highly correlated with energy expenditure
(which is a standard measure of physical activity).
Identifying activities of daily living at a more abstract level
(e.g. bathing, eating, etc.) given only passive sensor data,
on the other hand, is more complex, and is an area of
active research. Due to the varying relationships between
sensor data and actual activities this is a problem
well-suited to machine learning approaches, but these
require substantial amounts of data to solve. RelaxedCare
will initially base its work on datasets provided by other
researchers in the field e.g. [6, 40, 34] and – most notably
– [23] to make it possible to start crafting and testing
solutions to pattern recognition tasks such as activity
tracking. Studies like [26, 2, 40, 33] also have shown
great promise at detecting activities which are already
familiar to the system; and [8, 42] o↵er attempts at
activities which are never before seen.

Objective
With RelaxedCare, we will attempt to improve upon the
aforementioned solutions in several ways. First, due to its
open source middleware, RelaxedCare would allow outside
developers and organizations to extend the platform, to
add new sensors (even those employing new wireless
standards), to create new pattern recognition modules
employing the sensor data, etc. The openness of the
middleware also allows it to be hosted by anyone,
including care organizations, telecom providers, or even

the users themselves. This could be a benefit to privacy,
as well as putting responsibility for the system into the
hands of those who interact most closely with the users.
Finally, another important development planned for
RelaxedCare is the pervasive interface for caregivers, using
daily objects like lamps, picture frames, plants, etc. to
convey information, instead of requiring the use of
foreign-seeming devices in the home or on the body.

From a design standpoint, a major goal of RelaxedCare is
to o↵er a “system in a box” that contains the necessary
components for an end-user pair, as depicted in Fig. 1.
Here we use “System in a box” to convey the aim of
developing a market-ready system, to be made available in
a single box, which will be easy to install and entirely
self-contained.
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Figure 1: The figure shows the aim of delivering the
RelaxedCare outcome as a “System in a box”. It consists of an
“Assisted Person Box” (APB) and an “Informal Caregiver Box”
(ICB), containing the di↵erent components for each end-user.

The system is interoperable with various AAL
components, sensors and user interfaces and is thus easily
adaptable to the person’s needs, to allow a high freedom
of choice in user interaction. The added value of the
RelaxedCare system relies on two major aspects:

• The system requires no e↵ort from the user to
collect data throughout the home. This approach
guarantees large data sets (useful for developing
pattern recognition solutions), improves the
probability of generating accurate advice, and lowers
the barriers to entry for older adults, who are often
not highly motivated to use new technologies.

• RelaxedCare does not require an expert to interpret
the output, and should thus be easy to use for
everyone. This positive, user-centric experience will
hopefully motivate users to continue using the
system (and thus to continue enjoying its benefits).

All services will be based on existing AAL platforms - in
particular, the HOMER [17] system, and also probably
incorporating developments from the AALuis [28] project.

An additional aim of the project is to create a system
which gives diverse service providers (e.g. telecom
operators, social services and medical institutions) the
opportunity to customize and then o↵er the system to its
users, similarly to the way that personal emergency
response systems are currently o↵ered to users through
various care organizations.

It is important to note, however, that RelaxedCare is not
intended as an emergency device. As a research project,
the goal of the RelaxedCare consortium is to explore the
design, functionality, and technical possibilities of the
system. For this reason, concerns such as reliability and
availability are ones which would be addressed after our
work is done, by those who might be bringing it to market
as an actual, finished product.

To focus on this aim, the consortium includes all relevant
stakeholders - and in particular, market-oriented end-user
organizations and companies specialized on AAL Systems
- in order to reach these goals. The system will be
developed in a modular way to be able to adapt to
di↵erent use-case scenarios, since the needs and wishes of
older adults may be very diverse (e.g. di↵erent
environments, living arrangements, privacy concerns,
illnesses/handicaps, etc.). Informal caregivers may have
diverse needs too, depending of the needs of the person
whom they’re assisting, the distance between them, their
preferred modes of communication, family and work
constraints, etc.

To convey more concretely how a system addressing these
needs should fit together, Fig. 2 illustrates the basic
concept behind RelaxedCare.
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Figure 2: RelaxedCare concept: Above, the assisted person is
at home, where sensors (door, key, refrigerator etc.) are
installed to monitor some of the person’s activities; below, the
informal caregiver is informed in di↵erent situations via various
modes (smartphone, pictureframe, LED lamp) about the
status of the assisted person.

Methodology
Involving the end-users throughout the project lifecycle is
of utmost importance to develop a prototype which is not
only functional, but which is both accepted by and
beneficial to its users.

User Inspired Innovation Process
The RelaxedCare project applies the “user inspired
innovation process” [11]. This process combines process

methodologies from the fields of creativity and
perception [10], design thinking [5, 30], qualitative social
research [3, 9, 16] and design research methods [22, 27],
and innovation management including ecological,
technological and economic issues [18]. This process
enables the active involvement of knowledge and methods
of di↵erent areas of academic research, design and
industrial practice. With the combination of these various
fields of expertise, the user-inspired innovation process
aims at shifting the design process from design thinking,
where normally team members get a briefing to create
ideas corresponding to a defined topic, to a
holistic-thinking process methodology. In everyday life, we
do not get a briefing for the creation of new products.
That is why the user-inspired innovation process starts
with the focus on the ability to be open-minded and
receptive to urgent, upcoming and future challenging
questions of our society. Successful products of the future
distinguish themselves through understanding and
addressing end-users’ motivations and values, holistic,
closed production cycles and new service design o↵erings.
Due to the fact that this process addresses all of the
essential steps of a product development process, it has
been chosen for this project not to o↵er a
generally-accepted instruction manual, but to o↵er a
guide for navigating through the complex process of
holistic and innovative product development.

Research Approach
The overall goal of the end-user research process is to
guarantee that the true end-users are being addressed
throughout the whole course of the project. The end-users
of RelaxedCare are split in two groups: elderly people
living alone but needing regular (but not constant)
assistance in certain situations, and their corresponding
caregivers. The research process for the end-user
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requirements engineering phase is designed as an
unstandardized qualitative research study [16]. This was a
comparative study broken into five phases (and employing
seven methods in total).

Phase 1: Assumption Personas
This method was chosen to get a common understanding
of both target groups (caregiver and elderly) among the
team of project members of RelaxedCare. On the occasion
of the first consortium meeting in June 2013, all project
team members were invited to take part in an Assumption
Personas workshop with the aim to create for each target
group a male and a female Persona. The goal was to
initiate an intensive discussion and to create material for
reflection and guidance during the entire development
process. After the full research study, the original
Assumption Personas were compared with the findings for
each user group, and several major changes had to be
made. One of the major findings revealed by the methods
was that the average age for caregivers and their assisted
persons, originally assumed to be 30+ and 75+, had to be
changed to 50+ and 80+, respectively. Concerning
activities of daily living and preferred objects of everyday
life, various similarities among the group of the caregiver
and the group of the elderly could be identified. This
process – first capturing individual team members’
assumptions about our target groups, then learning from
the users about where and how these assumptions were
wrong – supported the goal of questioning and revising
the teams mental models, and enabled fruitful discussions
focused squarely on the real end-users of the product.

Phase 2: Questionnaire and Show and Tell Method
These methods were chosen to get structured impressions
and insights into the everyday lives of people from both
target groups and their preferences in product criteria.

Phase 3: Focus group discussion and Cultural Probes
These methods were chosen to be able to discuss the
findings from phase 2 directly with the participants of
both user groups, while at the same time preparing a
Cultural Probes package to gain insights and vital pieces
of information relating to the project scope.

Phase 4: Design Workshop
The Design Workshop was conducted in order to develop
product criteria which are not only functional, but also
follow an emotional and haptic approach. Using the
creative potential of the participants, this workshop had
the aim to start a conversation about possibilities of
product criteria.

Phase 5: Contextual inquiry interview
Contextual inquiry interviews were used to get structured
and tightly focused information on technological items
already in use in everyday life, addressing especially the
technological devices and motivations their usage in
everyday routine within both user groups, as well as to get
information about possible usage of technological devices
for care situations.

These applied research methods were aimed at uncovering
the relevant factors for assessing the users’ needs in the
early stages of the project. The findings from this study
will inform the technical work and, through this, build a
basis for the user-centric design and implementation of
RelaxedCare.

Technological Approach
The technological core of the project is built upon
existing, open AAL middleware platforms that have been
successfully applied in other AAL projects like
BEDMOND [24], NovaHome [21] and Companionable [1].
New modules for such an existing platform will be
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developed, but not a new platform itself. The system will
build a new “Model Abstraction & Interpretation Layer”
where behavior pattern recognition modules can be
connected, managed and adopted in a generic way. For
estimating the assisted person’s mood and behaviour, the
following modules will be integrated and used:

• Activity Monitoring: Basic activity-level tracking, as
well as a set of localization and path-tracking
methods have already been developed by the
partners AIT Austrian Institute of Technology (AIT)
and iHomeLab (IHL). The success of the location
and path methods have also been successfully
demonstrated during the evAAL competition in
2011 [14], where both approaches placed among the
top three [15] (AIT used the HOMER platform, iHL
was part of the ILOC Team). In comparison to the
first-place winner, no body-attached items were
used for the AIT system. RelaxedCare should also
extend this activity tracking to a more abstract
level, perhaps including awareness of certain basic
activities of daily living.

• Social Interaction: Does the person regularly make
voice / video communication with his or her
relatives and friends? Sensors will also detect if the
person leaves the house and/or has visitors in from
time to time.

• Day-Night Monitoring: During night-time a sensor
mat in front of the bed can detect when and how
often the user gets out of bed. Whether or not the
user is getting su�cient sleep could be of interest to
caregivers, since it may have major impact on
general well-being and mood, and could also be an
indicator of other problems. Due to the movement

recognition, wandering at night can also be detected
and reported as a potential risk to the informal
caregiver.

• Indoor / Outdoor Monitoring: Later prototypes may
incorporate GPS and mobile technology to extend
the system outside of the home. For instance, how
often, how much, and in which regions do the older
adults tend to walk? A higher activity level can be
considered another component of a good mood and
healthy life style.

All the information modules’ data will be composed into a
general estimate of the older adult’s mood, wellbeing, and
behavior.

The consortium is aware of the ethical issues connected to
the various kinds of data collection and behavior pattern
recognition methods, and sees the security of and control
over these data as an overriding priority.

To address anticipated privacy issues regarding the
monitoring of the assisted person, the system will o↵er
numerous “privacy customization” options. For example,
the care-receiver has the freedom to actively decide which
kind of information is sent to the caregiver, as well as the
degree to or specificity with which these data are shared.
This might be achieved by simply disabling certain sensors
or sensor groups in some cases or, in others, leaving all
sensors online but disabling certain transmission
functionality. In the former case, this decision comes at
the cost of the e↵ectiveness of the whole system, since
certain conditions will simply not be detectable when
distinct sensors are turned o↵. This raises an interesting
question, yet to be decided: should the user have the
ability to shut down all sensors completely (the whole
surveillance system) so that no information at all gets
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processed by the system? If so, then even if an emergency
occurs, the system would not be able to detect it and
therefore could not send out the necessary request for
help. This question needs to be addressed with further
questionnaires to the target group.

Outlook
The project started in May 2013, since which time we
have completed the user requirements and analysis phase,
and are currently (as of January 2014) finishing the
technical specifications. The first prototype (due July
2014) will be tested within lab trials, whereas the second
(due November 2015) will undergo more extensive field
trials in Austria and Switzerland.

At the end of the project the RelaxedCare system should:

• connect informal caregivers and assisted persons via
new modes of interaction.

• help to reassure informal caregivers that the assisted
person is doing fine, and that they’ll be informed if
the situation changes.

• help assisted persons to feel socially connected by
reassuring them that their caregiver is there for
them and aware of their situation.

• create well-designed and pervasive interfaces which
are embraced by users, via a strong collaboration
end-users and designers.

• develop new methods for AAL pattern recognition
on di↵erent levels of abstraction.

• contribute to the AAL scientific community
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"Respite that fits our needs": Learning 
from a Day Care Service Defined by 
Spouse Caregivers to Design a Social 
Support Platform

Abstract 
7KLV�SDSHU�UHSRUWV�RQ�D�ORFDO�GD\�FDUH�VHUYLFH�LQLWLDWHG�
E\�VSRXVH�FDUHJLYHUV��WKH�%ULJKW�6SHOO��2Q�WKH�
IUDPHZRUN�RI�WKH�723,&�SURMHFW�ZH�DUH�LQWHUHVWHG�LQ�
WKH�VRFLDO�VXSSRUW�LQIRUPDO�FDUHUV�ILQG�LQ�WKHLU�GDLO\�OLIH��
2Q�WKH�EDVLV�RI�RXU�REVHUYDWLRQ�RI�D�MRXUQH\�DW�WKH�
%ULJKW�6SHOO�DQG�IURP�LQWHUYLHZV�ZLWK�WKUHH�SDUWLFLSDQWV�
FRXSOHV�RI�WKLV�GD\�FDUH�VHUYLFH��ZH�SURSRVH�DQG�
GLVFXVV�VHYHUDO�LQVLJKWV�IRU�WKH�GHVLJQ�RI�RQOLQH�VRFLDO�
VXSSRUW�DSSOLFDWLRQV����
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7KH�FXUUHQW�HYROXWLRQ�RI�WKH�ZHVWHUQ�KHDOWKFDUH�
V\VWHPV�UHODWHG�WR�GHPRJUDSKLF�SUHVVXUH�KDV�PDGH�
LQVWLWXWLRQV��VRFLHW\�DQG�UHVHDUFK�PRUH�DQG�PRUH�DZDUH�
RI�WKH�LPSRUWDQFH�RI�WKH�LQIRUPDO�FDUH�SURYLGHG�E\�
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GXH�WR�GLVHDVH�RU�DJHLQJ��7KH�REVHUYHG�HFRQRPLF�
EHQHILW�RI�LQIRUPDO�FDUH�FRXOG�EH�VHHQ�DV�DQ�RSSRUWXQLW\�
LQ�D�FRQWH[W�RI�H[SHQVHV�UHGXFWLRQ��+RZHYHU��WKH�
SK\VLFDO�DQG�SV\FKRORJLFDO�FRVWV�RI�DVVXPLQJ�WKH�UROH�RI�
EHLQJ�DQ�LQIRUPDO�FDUHJLYHU�FRQWUDGLFW�VXFK�DQDO\VLV��
)RU�LQVWDQFH�LQ�)UDQFH��FDUHJLYHUV�RI�SDWLHQW�VXIIHULQJ�
IURP�$O]KHLPHU
V�GLVHDVH��$'��VXIIHU�PRUH�IURP�
GHSUHVVLRQ�WKDQ�WKH�JHQHUDO�SRSXODWLRQ�>�@��,W�LV�
REYLRXVO\�GLIILFXOW�IRU�HOGHUO\�LQIRUPDO�FDUHUV�WR�PDQDJH�
WKH�LQIRUPDO�FDUH�LQGHSHQGHQWO\��3URYLGLQJ�VXSSRUW�WR�
LQIRUPDO�FDUHJLYHUV�DSSHDUV�QRZ�DV�D�QHFHVVLW\�DQG�DV�
DQ�RSSRUWXQLW\�WR�WKLQN�KRZ�LW�FDQ�FRPSOHPHQW�
LQVWLWXWLRQDOL]HG�KHDOWKFDUH�VHUYLFHV��%XW�ZH�DUH�IDFLQJ�
D�VLWXDWLRQ�ZKHUH�QR�PHWKRG�IRU�ORZHULQJ�WKHLU�EXUGHQ�
KDV�FOHDUO\�HPHUJHG�IURP�QXUVLQJ��SV\FKRORJ\��RU�RWKHU�
GLVFLSOLQHV��DQG�ZKHUH�HOGHUO\�LQ�JHQHUDO�KDYH�KDUG�WLPH�
RU�ODFN�RI�LQWHUHVW�WR�DGDSW�DQG�XVH�,&7�WR�KHOS�ZLWK�
PDQ\�GDLO\�WDVNV���7KHUH�LV�D�FOHDU�WUDGH�RII�EHWZHHQ�
LQIRUPDO�FDUHUV¶�QHHGV�RI�VRFLDO�VXSSRUW�DQG�WRGD\¶V�
SRWHQWLDOV�SURYLGHG�E\�QHZ�,&7V��

,Q�WKLV�FRQWH[W��WKH�$$/�723,&��7KH�2QOLQH�3ODWIRUP�IRU�
,QIRUPDO�&DUHJLYHUV��SURMHFW�>�@�DLPV�DW�GHVLJQLQJ�
DFFHVVLEOH�DQG�XVHIXO�VROXWLRQV�WR�DOOHYLDWH�VWUHVV�DQG�
LQFUHDVH�LQGHSHQGHQF\�DQG�HIILFLHQF\�RI�GDLO\�LQIRUPDO�
FDUH�JLYLQJ�WDVNV�WKURXJK�LQIRUPDWLRQ�DQG�
FRPPXQLFDWLRQ�WHFKQRORJLHV��,&7����

7KH�SURMHFW�DLPV�DW�GHYHORSLQJ�DQ�RQOLQH�VRFLDO�VXSSRUW�
SODWIRUP�ZKLFK�ZLOO�DGGUHVV�WKH�LQWHUZRYHQ�QHHGV�RI�
LQIRUPDO�FDUHUV�IRU�LQIRUPDWLRQDO��HPRWLRQDO�DQG�
WDQJLEOH�VXSSRUW�>�@��)RU�VR�GRLQJ��ZH�DUH�FXUUHQWO\�
FRQGXFWLQJ�REVHUYDWLRQV�DQG�LQWHUYLHZV�ZLWK�DQ�
HWKQRJUDSKLF�SHUVSHFWLYH�LQ�WKH�KRPH�RI�WKH�LQIRUPDO�
FDUHJLYHUV�ZH�KDYH�UHFUXLWHG���2QH�LPSRUWDQW�LVVXH�WKDW�
ZH�DUH�ORRNLQJ�IRU�ZKHQ�FRQGXFWLQJ�WKLV�VWXG\�LV�ZKHUH�

GR�LQIRUPDO�FDUHUV�ILQG�VXSSRUW�LQ�WKHLU�GDLO\�OLIH"�7KLV�
ZLOO�EH�RXU�VWDUWLQJ�SRLQW�IRU�GHVLJQLQJ�UHOHYDQW�DQG�
XVHIXO�IXQFWLRQV�IRU�WKH�723,&�SODWIRUP���

7KLV�SDSHU�LV�UHODWHG�WR�D�JURXS�RI�$'�VSRXVH�
FDUHJLYHUV�ZH�PHW�GXULQJ�WKH�UHFUXLWPHQW�SKDVH�RI�WKH�
)UHQFK�SDUW�RI�WKH�723,&�SURMHFW��7KHVH�IDPLO\�
FDUHJLYHUV�KDYH�LQLWLDWHG�D�EL�PRQWKO\�GD\�FDUH�VHUYLFH��
FDOOHG�WKH�%ULJKW�6SHOO��ZKHUH�WKH\�PHHW�WZLFH�D�PRQWK�
DQG�VXSSRUW�HDFK�RWKHU��:H�UHSRUW�RQ�WKH�HIIHFWLYH�
VRFLDO�VXSSRUW�SUDFWLFHV�ZH�FDQ�ILQG�LQ�WKLV�ORFDO�VROXWLRQ�
SDUWO\�UXQ�E\�WKH�LQIRUPDO�FDUHJLYHUV�WKHPVHOYHV��
GHYHORSLQJ�UHODWLRQVKLSV�ZLWK�SHRSOH�VKDULQJ�WKH�VDPH�
VLWXDWLRQ�DQG�VSHFLILF�QHHGV��JHWWLQJ�UHOLHI�IURP�WKH�
JURXS��EHQHILWLQJ�IURP�WKH�GLVWULEXWHG�ZDWFK�RYHU�WKH�
DLOLQJ�UHODWLYHV��PHHWLQJ�HDFK�RWKHU�RXWVLGH�WKHLU�
KRPHV��DOO�DSSHDU�DV�VRXUFHV�RI�VXSSRUW��,Q�OLQH�ZLWK�
WKH�723,&�SURMHFW�DLPV��ZH�UHIOHFW�XSRQ�ZKLFK�GHVLJQ�
UHTXLUHPHQWV�ZH�FDQ�SURSRVH�IURP�WKH�DQDO\VLV�RI�
WKHVH�HIIHFWLYH�VRFLDO�VXSSRUW�SUDFWLFHV��

$IWHU�D�GHVFULSWLRQ�RI�WKH�FRQWH[W�DQG�PDWHULDO�RI�WKLV�
H[SORUDWRU\�VWXG\�DQG�WKH�RQVHW�RI�WKH�%ULJKW�6SHOO��ZH�
SUHVHQW�WKH�DFWLYLWLHV�SHUIRUPHG�E\�WKH�IDPLO\�
FDUHJLYHUV�LQ�WKHLU�UHVSLWH�FDUH�VHUYLFH��:H�WKHQ�
KLJKOLJKW�WKH�VXSSRUW�WKH\�ILQG�LQ�WDNLQJ�SDUW�WR�WKLV�
VHUYLFH�DQG�SUHVHQW�LQVLJKWV�IRU�WKH�GHVLJQ�RI�WKH�723,&�
SODWIRUP��:H�FRQFOXGH�E\�GLVFXVVLQJ�WKH�OLPLWV�DQG�
SHUVSHFWLYHV�RI�WKLV�VWXG\���

Approach and material 
:H�JRW�LQ�WRXFK�ZLWK�WKH�%ULJKW�6SHOO�GXULQJ�WKH�
UHFUXLWPHQW�SKDVH�RI�IDPLO\�FDUHJLYHUV�IRU�WKH�723,&�
SURMHFW��,Q�6HSWHPEHU�������ZH�KDYH�EHHQ�LQYLWHG�WR�
SUHVHQW�WKH�SURMHFW�SXUSRVH�DQG�DLPV�RQ�WKH�RFFDVLRQ�
RI�D�VXSSRUW�JURXS�PHHWLQJ�GHGLFDWHG�WR�VSRXVH�
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FDUHJLYHUV��0RVW�RI�WKH�LQWHUHVWHG�SDUWLFLSDQWV�ZHUH�
WDNLQJ�SDUW�WR�WKH�%ULJKW�6SHOO�DQG�WKH\�DVNHG�XV�WR�
PHHW�WKHP�WKHUH��6LQFH�WKH�VWXG\�LPSOLHV�WR�ZHOFRPH�
UHVHDUFKHUV�DW�KRPH�WR�REVHUYH�WKHLU�GDLO\�OLIH��WKH�
VSRXVH�FDUHJLYHUV ZDQWHG�XV�WR�PHHW�WKHLU�DLOLQJ�
UHODWLYHV�DW�WKH�%ULJKW�6SHOO�EHIRUH�DFFHSWLQJ�WR�MRLQ�RXU�
SURMHFW��7KH�%ULJKW�6SHOO�LV�FRPSRVHG�RI����SHRSOH����
FRXSOHV�DQG�RQH�VSRXVH�FDUHJLYHU�ZKR�KDV�UHFHQWO\�
SODFHG�KHU�KXVEDQG�LQ�D�$'�FDUH�VSHFLDOL]HG�XQLW��$OO�
EXW�RQH�RI�WKH�FDUHJLYHUV�DUH�ZRPDQ��2QH�RI�WKH�FRXSOH�
RZQV�D�GRJ�WKDW�LV�DOVR�SDUW�RI�WKH�JURXS���

:H�KDYH�MRLQHG�WKH�%ULJKW�6SHOO�WZR�WLPHV��RQH�PRUQLQJ�
DQG�RQH�DIWHUQRRQ��FRQGXFWLQJ�REVHUYDWLRQV�RI�WKHLU�
DFWLYLWLHV��:H�ZHUH�LQWHUHVWHG�LQ�WKH�DFWLYLWLHV�
SHUIRUPHG�E\�IDPLO\�FDUHJLYHUV�DQG�WKHLU�DLOLQJ�UHODWLYH�
GXULQJ�WKHLU�VWD\�DW�WKH�GD\�VHUYLFH���$V�WKUHH�RI�WKH�
ILYH�FRXSOHV�KDYH�ILQDOO\�DFFHSWHG�WR�MRLQ�WKH�ILUVW�SKDVH�
RI�WKH�723,&�SURMHFW��ZH�ZHUH�WKHQ�DEOH�WR�FRQGXFW�
LQGLYLGXDO�LQWHUYLHZV�WR�VXSSOHPHQW�RXU�XQGHUVWDQGLQJ�
DERXW�WKLV�UHVSLWH�FDUH�VROXWLRQ�OHG�E\�WKH�LQIRUPDO�
FDUHJLYHUV�WKHPVHOYHV��,Q�WKHVH�LQWHUYLHZV��ZH�IRFXVHG�
RQ�WKH�FXUUHQW�VXSSRUW�WKHVH�FDUHJLYHUV�EHQHILW��
HVSHFLDOO\�E\�WDNLQJ�SDUW�WR�WKH�%ULJKW�6SHOO��:H�DOVR�
GLVFXVVHG�WKHLU�XVH�RI�LQIRUPDWLRQ�DQG�FRPPXQLFDWLRQ�
WHFKQRORJLHV��+RZHYHU�QRQH�RI�WKHP�ZHUH�FXUUHQWO\�
LQYROYHG�LQ�DQ�RQOLQH�VRFLDO�VXSSRUW�SUDFWLFH� 
 
A respite care service initiated by informal 
caregivers 
7KH�%ULJKW�6SHOO�VWDUWHG�LQ�-XQH�������,W�LV�D�UHVSLWH�
GD\�FDUH�VHUYLFH�ZKLFK�KDV�EHHQ�LQLWLDWHG�DW�WKH�
GHPDQG�RI�IRXU�³\RXQJ´�$'�VSRXVH�FDUHJLYHUV��DJHG�
������7KH\�PHW�ZKLOH�WDNLQJ�SDUW�LQ�VXSSRUW�JURXS�
PHHWLQJV�RUJDQL]HG�E\�DQ�KHDOWKFDUH�QHWZRUN��FDOOHG�
5p*p0$��GHGLFDWHG�WR�SHUVRQV�VXIIHULQJ�IURP�DJH�

UHODWHG�SDWKRORJLHV�DQG�PHPRU\�GLVRUGHUV��ZKLFK�LV�
EDVHG�LQ�7UR\HV��1RUWK�(DVW�RI�)UDQFH���7KHVH�IRXU�
³\RXQJ´�VSRXVH�FDUHJLYHUV�H[SUHVVHG�WKHLU�IUXVWUDWLRQ�
UHJDUGLQJ�WKH�DYDLODEOH�GD\�FDUH�VHUYLFHV��7KH\�WKRXJKW�
WKH\�GLG�QRW�ILW�WKHLU�VLWXDWLRQ��HYHQ�LI�WKH\�PDQDJH�WR�
XVH�WKHP���,Q�IDFW��VRPH�RI�WKHP�DUH�MXVW�UHWLUHG��DQG�
WKHLU�DLOLQJ�VSRXVH�LV�VWLOO�PRELOH��VR�WKH\�ILQG�WKDW�WKH�
DFWLYLWLHV�RIIHUHG�E\�H[LVWLQJ�GD\�FDUH�VHUYLFH��PRVWO\�DW�
UHWLUHPHQW�KRPH��ZHUH�QRW�DGDSWHG��7KH\�ZHUH�ZRUULHG�
DERXW�WKHLU�VSRXVH�EHLQJ�³DORQH´�ZLWK�ROGHU�SDWLHQWV�
��������ZLWK�KHDYLHU�FRQGLWLRQV��DQG�KDYLQJ�GLIILFXOWLHV�
WR�GHYHORS�UHODWLRQVKLSV�ZLWK�SDUWLFLSDQWV�DQG�KDYLQJ�
LQWHUHVWV�LQ�WKH�YHU\�TXLHW�DFWLYLWLHV�RIIHUHG��H�J��
SDLQWLQJ��FRORULQJ�SLFWXUHV���

7KH�LGHD�RI�GHYHORSLQJ�D�QHZ�GD\�FDUH�VROXWLRQ�
GHGLFDWHG�WR�VSRXVH�FDUHJLYHUV�DJHG�OHVV�WKDQ����
HPHUJHG�IURP�WKH�VXSSRUW�JURXS�PHHWLQJV�DQG�KDV�
EHQHILWHG�IURP�WKH�RUJDQL]DWLRQDO�VXSSRUW�RI�WKH�
KHDOWKFDUH�QHWZRUN��$�SODFH�LQ�RQH�RI�WKH�ORFDO�
UHWLUHPHQW�KRPHV�KDV�EHHQ�IRXQG�ZLWK�WKH�KHOS�RI�WKH�
QHWZRUN�FRRUGLQDWRU��7KH�DJHQGD�RI�WKH�VROXWLRQ�KDV�
EHHQ�GLVFXVVHG�IROORZLQJ�WKH�LGHD�WR�SURYLGH�D�OXQFK�
DQG�UHVSLWH�WLPH�ZLWK�DQG�ZLWKRXW�WKH�DLOLQJ�UHODWLYH�
GXULQJ�WKH�GD\��)LQDQFLDO�UHVRXUFHV�KDYH�DOVR�EHHQ�
FROOHFWHG�WKURXJK�WKH�5p*p0$�IXQGLQJ�QHWZRUN��H�J��
LQVXUDQFH�FRPSDQ\��ORFDO�IRXQGDWLRQV��SXEOLF�IXQGV���
7KHVH�UHVRXUFHV�DUH�XVHG�IRU�IRRGV�DQG�GULQNV��WKH�
SDUWLFLSDWLRQ�RI�WKH�UHWLUHPHQW�KRPH�HPSOR\HHV��DQG�
KDQGZRUN�PDWHULDOV�IRU�DIWHUQRRQ�DFWLYLWLHV��7KH�
LQIRUPDO�FDUHJLYHUV�DOVR�SD\�D�IHH���

A journey at the Bright Spell 
7KH�%ULJKW�6SHOO�LV�RUJDQL]HG�WZLFH�D�PRQWK�RQ�0RQGD\�
DW�D�ORFDO�UHWLUHPHQW�KRPH�UHFHSWLRQ�DQG�GLQLQJ�URRP��
7KH�FRXSOHV�DUULYH�QHDUE\�������DP�DQG�VWDUW�ZLWK�D�
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FRIIHH��ZDLWLQJ�IRU�HDFK�RWKHU�WR�DUULYH��7KH\�DUH�
ZHOFRPHG�E\�WZR�HPSOR\HHV�RI�WKH�UHWLUHPHQW�KRPH�
ZKR�KHOS�WKHP�WR�ZDWFK�RYHU�WKHLU�DLOLQJ�VSRXVH�DQG�IRU�
WKH�DFWLYLWLHV��$W�WKH�GLIIHUHQFH�RI�FODVVLF�GD\�FDUH�
VHUYLFHV�ZKHUH�IDPLO\�FDUHJLYHUV�DUH�VXSSRVHG�WR�OHDYH�
WKHLU�VSRXVH�IRU�WKH�GD\��KHUH�WKH\�VWD\�IRU�WKH�GD\��

,Q�WKH�PRUQLQJ��WKH\�DUH�XVHG�WR�VWD\�DW�WKH�ELJ�WDEOH�
DQG�WDNH�QHZV�IURP�HDFK�RWKHU��7KH\�GLVFXVV�ZKDW�WKH\�
KDYH�GRQH�VLQFH�WKHLU�ODVW�PHHWLQJ�DQG�WKH�HYROXWLRQ�RI�
WKHLU�UHVSHFWLYH�VSRXVH�GLVHDVH��7KHLU�DLOLQJ�VSRXVH�DUH�
SUHVHQW�DQG�WDNH�SDUW�WR�WKHVH�VRFLDO�DFWLYLWLHV�WKHLU�
ZD\��IROORZLQJ�WKH�FRQYHUVDWLRQ�RI�WKHLU�VSRXVHV��
GULQNLQJ�FRIIHH��GLVFXVVLQJ�ZLWK�HDFK�RWKHU�RU�
FRPPHQWLQJ�WKH�EHKDYLRU�RI�WKH�GRJ��$W�QRRQ��WKH\�VHW�
WKH�WDEOH�DQG�KDYH�D�OXQFK�DOWRJHWKHU��7KH�GD\�ZH�
IROORZHG�WKHP�GXULQJ�WKH�PRUQLQJ�WKH�FDUHJLYHUV�
HQFRXUDJHG�WKHLU�DLOLQJ�VSRXVH�WR�KHOS�ZLWK�VHWWLQJ�WKH�
WDEOH��7KH�VSRXVH�FDUHJLYHUV�ZDQWHG�XV�WR�VHH�WKDW�
HYHQ�LI�WKHLU�VSRXVHV�PDQDJH�WR�NHHS�XS�WKH�
DSSHDUDQFHV�GXULQJ�VRFLDO�LQWHUDFWLRQV��WKH\�KDYH�D�ORW�
RI�FRRUGLQDWLRQ�DQG�FRJQLWLYH�SUREOHPV�WKDW�UHTXLUH�WR�
DVVLVW�WKHP�HYHQ�IRU�WKH�PRVW�EDVLF�KRPH�GXWLHV��³<RX�
FDQ�LPDJLQH�ZKDW�ZH�DUH�OLYLQJ�DW�KRPH����´��DV�RQH�RI�
WKHP�WROG�XV���

'XULQJ�WKH�DIWHUQRRQ��WKH�IDPLO\�FDUHJLYHUV�FDQ�WDNH�
SDUW�WR�DFWLYLWLHV�ZLWK�RU�ZLWKRXW�WKHLU�DLOLQJ�VSRXVH��7KH�
GD\�ZH�ZHQW�YLVLWLQJ�WKHP��WKH\�KDG�LQVWDOOHG�WKH�WDEOH�
WR�GR�KDQGZRUN��FUDIWLQJ�IORZHUHG�IUDPHV�ZLWK�IODQQHO���
7KLV�DFWLYLW\�ZDV�SURSRVHG�E\�RQH�RI�WKH�FDUHJLYHU�
DVVLVWHG��7KH�WZR�UHWLUHPHQW�KRPH�HPSOR\HHV�DUH�
SUHVHQW�WR�SURYLGH�KHOS�DQG�VXSSRUW��7KH�IDPLO\�
FDUHJLYHUV�KDG�WKH�RSSRUWXQLW\�WR�MRLQ�WKLV�ZRUNVKRS�RU�
WR�JR�WR�D�PRYLH�VHVVLRQ�UDQ�E\�WKH�UHWLUHPHQW�KRPH�
HQWHUWDLQPHQW�VHUYLFH���

7KUHH�RI�WKH�IDPLO\�FDUHJLYHUV�KDYH�FKRVHQ�WR�JR�WR�WKH�
PRYLH�VHVVLRQ�OHWWLQJ�WKHLU�VSRXVH�XQGHU�WKH�
VXUYHLOODQFH�RI�WKH�JURXS��%HIRUH�JRLQJ�WR�WKH�
UHWLUHPHQW�KRPH�PRYLH�URRP��WKH\�KDYH�ZDLWHG�KDOI�DQ�
KRXU�GLVFXVVLQJ�ZLWK�DQRWKHU�FDUHJLYHU�LQ�VRIDV�QHDU�WKH�
WDEOH��7KLV�ODVW�SHUVRQ�H[SODLQHG�VKH�IHHOV�YHU\�WLUHG�
WKHVH�ODVW�GD\V�DQG�ILQDOO\�SUHIHUUHG�WR�KDYH�D�QDS�RQ�
WKH�VRID�EHIRUH�WDNLQJ�SDUW�WR�WKH�DIWHUQRRQ�DFWLYLW\��
7KH�UHPDLQLQJ�WZR�KDYH�FKRVHQ�WR�WDNH�SDUW�WR�WKH�
KDQGZRUN�ZRUNVKRS�WR�DVVLVW�WKH�HPSOR\HHV�LQ�ORRNLQJ�
DIWHU�WKH�ILYH�SDUWLFLSDQWV¶�DLOLQJ�VSRXVHV��

7KH�MRXUQH\�HQGHG�DURXQG�������ZKHQ�WKH�PRYLH�
VHVVLRQ�HQGHG�DQG�LWV�DWWHQGHHV�FDPH�EDFN�WR�WKH�
UHFHSWLRQ�URRP��7KH\�H[SODLQHG�XV�WKH\�DUH�XVHG�WR�
OHDYH�DW�WKDW�WLPH��,Q�IDFW��WKH\�KDYH�QRWLFHG�WKDW�ZKHQ�
$'�SDWLHQWV�DUH�OHVV�LQWHUHVWHG�E\�WKH�DFWLYLWLHV��WKH\�
VWDUW�ZDONLQJ�DURXQG�LQ�WKH�URRP��,W�PHDQV�WKDW�LW�LV�
WLPH�WR�ILQLVK�WKH�GD\�DW�WKH�%ULJKW�6SHOO��$W��������
WKH\�ZHUH�VWLOO�GLVFXVVLQJ�DW�WKH�IURQW�GRRU�RI�WKH�
UHWLUHPHQW�KRPH��

Identified sources of social support 
:H�ZHUH�LQWHUHVWHG�LQ�ORRNLQJ�DW�WKH�SUDFWLFDO�
SRVVLELOLWLHV�RIIHUHG�E\�WKH�%ULJKW�6SHOO�WR�XQGHUVWDQG�
WKH�GLIIHUHQW�VRXUFHV�RI�VXSSRUW�IRU�WKH�LQIRUPDO�
FDUHJLYHUV��7KH�LQWHUYLHZV�KDYH�KHOSHG�XV�WR�JHW�PRUH�
NQRZOHGJH�DERXW�WKH�GD\�FDUH�VHUYLFH�DQG�WR�FRQILUP�
RXU�ILUVW�DQDO\VLV��:H�DUH�QRZ�JRLQJ�WR�GHVFULEH�WKHVH�
VRXUFHV�RI�VXSSRUW��LQWHUDFWLQJ�ZLWK�SHUVRQV�VKDULQJ�WKH�
VDPH�VLWXDWLRQ��FRXQWLQJ�RQ�WKH�JURXS�WR�EH�DEOH�WR�UXQ�
VRPH�DFWLYLWLHV�ZLWK�WKHLU�DLOLQJ�UHODWLYHV���EHLQJ�DEOH�WR�
UXQ�VRPH�DFWLYLWLHV�RXWVLGH�WKHLU�KRPHV��VKDULQJ�
H[SHULHQFHV�DQG�SUREOHPV��

��



� 'HYHORSLQJ�UHODWLRQVKLSV�ZLWK�SHUVRQV�VKDULQJ�D
VLPLODU�VLWXDWLRQ��%HVLGHV�EHLQJ�D�VSRXVH�RI�DQ�$'�
SDWLHQW��WKH�LQIRUPDO�FDUHJLYHUV�HPSKDVL]H�WKH�
VSHFLILFLW\�RI�WKHLU�VLWXDWLRQ�DV�³\RXQJ´�IDPLO\�
FDUHJLYHUV��7KH\�FRPSODLQ�DERXW�WKHLU�KXVEDQG�QHHG�IRU�
SK\VLFDO�DQG�RXWGRRU�DFWLYLWLHV�WKDW�FODVVLFDO�GD\�FDUH�
VHUYLFHV�VFDUFHO\�RUJDQL]H��$PRQJ�WKH�RWKHU�SRVVLEOH�
DIWHUQRRQ�DFWLYLWLHV�DW�WKH�%ULJKW�6SHOO��WKH\�PHQWLRQ�
WKH\�DSSUHFLDWH�WR�JR�RXWVLGH�IRU�D�ZDON�ZKHQ�WKH�
ZHDWKHU�DOORZV�LW��7KH\�H[FKDQJH�QHZV�IURP�VHVVLRQ�WR�
VHVVLRQ�DQG�WKH\�IHHO�XQGHUVWRRG�E\�WKH�JURXS��2QH�RI�
WKH�IDPLO\�FDUHJLYHUV�FDOOV�WKH�PHPEHUV�RI�WKH�%ULJKW�
6SHOO�KHU�³GLVHDVH�IULHQGV´��

� 5HVSLWH�ZLWK�DQG�ZLWKRXW�WKH�DLOLQJ�UHODWLYHV��7KH
GLVWULEXWHG�ZDWFK�RYHU�SURYLGHG�E\�WKH�JURXS�PDNHV�
SRVVLEOH�IRU�IDPLO\�FDUHJLYHUV�WR�HQMR\�UHVSLWH�ZLWK�DQG�
ZLWKRXW�WKHLU�DLOLQJ�UHODWLYHV���

� 'RLQJ�WKLQJV�WRJHWKHU�RXWVLGH�WKH�KRPH��(YHQ�LI
VRPH�RI�WKHP�KDYH�WR�GULYH�D�ORQJ�ZD\�WR�MRLQ�WKH�SODFH�
�H�J����NPV�IRU�RQH�RI�WKH�FRXSOH���WKH\�DSSUHFLDWH�WR�
GR�WKLQJV�RXWVLGH�WKHLU�KRPH��7KH\�DSSUHFLDWH�LW�VR�
PXFK�WKDW�WKH\�DUH�XVHG�WR�RUJDQL]H�WULSV�WRJHWKHU�
EHWZHHQ�WZR�VHVVLRQV�DW�WKH�%ULJKW�6SHOO��)RU�LQVWDQFH��
WKH�LQWHUYLHZHHV�PHQWLRQHG�WKH\�KDYH�GRQH�SLFQLFV�
GXULQJ�VXPPHU��WKH\�ZHQW�WR�WKH�ERZOLQJ�DQG�LQYLWHG�
HDFK�RWKHU�IRU�GLQQHU��7KH\�FRRUGLQDWHG�WR�MRLQ�\RJD�
DQG�GDQFH�FRXUVHV�RIIHUHG�E\�RWKHU�ORFDO�UHVSLWH�FDUH�
VHUYLFHV��7KH\�DUH�SODQQLQJ�WR�MRLQ�D�MRXUQH\�WR�D�
KLVWRULF�WRZQ�DQG�WR�DWWHQG�D�SDLQWLQJ�H[KLELWLRQ�DW�WKH�
HQG�RI�1RYHPEHU��

� 6KDULQJ�H[SHULHQFH�DQG�SUREOHPV��7KH�WLPH�VKDUHG
DW�WKH�%ULJKW�6SHOO�LV�DQ�RSSRUWXQLW\�WR�WHOO�WKH�GDLO\�
SUREOHPV�WKH\�HQFRXQWHU�LQ�FDULQJ�IRU�WKHLU�DLOLQJ�
UHODWLYH�WR�SHUVRQV�ZKR�FDQ�XQGHUVWDQG�WKHLU�VLWXDWLRQ��
7KH\�SURYLGH�DGYLFHV�WR�HDFK�RWKHU�RQ�KRZ�WR�GHDO�ZLWK�

WKH�FDUH�WKH\�SURYLGH��,I�QRERG\�KDV�EHHQ�FRQIURQWHG�WR�
D�VLWXDWLRQ��WKH\�GLVFXVV�WR�WU\�ILQGLQJ�SRVVLEOH�
VROXWLRQV��

Insights for designing a social support 
application �
7KH�REVHUYDWLRQ�DQG�DQDO\VLV�RI�WKH�VXSSRUW�SURYLGHG�WR�
WKH�IDPLO\�FDUHJLYHUV�DW�WKH�%ULJKW�6SHOO�DOORZHG�XV�WR�
LGHQWLI\�IRXU�SHUVSHFWLYHV�IRU�WKH�GHYHORSPHQW�RI�DQ�
RQOLQH�VRFLDO�VXSSRUW�SODWIRUP���

� 7DNLQJ�LQWR�DFFRXQW�WKH�SDUWLFLSDWLRQ�RI�WKH�FDUH
UHFHLYHU��,Q�OLQH�ZLWK�UHSRUWV�RQ�WKH�QXPHURXV�UHVSLWH�
FDUH�LQLWLDWLYHV�>�@��WKH�%ULJKW�6SHOO�LOOXVWUDWHV�WKDW�
WDNLQJ�LQ�FKDUJH�WKH�FDUHJLYHU�DSDUW�IURP�KHU�KLV�DLOLQJ�
UHODWLYH�PD\�EH�D�WRR�QDUURZ�YLHZ�RQ�WKH�ZD\V�RI�
VXSSRUWLQJ�KLP�KHU��HVSHFLDOO\�ZKHQ�WKH�FDUHJLYHU�LV�
WKH�VSRXVH��,W�OHDGV�XV�WR�WKLQN�DERXW�RIIHULQJ�VKDUHG�
VSDFHV�IRU�WKH�FDUHJLYHU�DQG�WKH�FDUH�UHFHLYHU��

� 7DNLQJ�LQWR�DFFRXQW�WKH�VSHFLILFLWLHV�RI�WKH
FDUHJLYLQJ�VLWXDWLRQ��7KH�IDFW�WKDW�WKH�IDPLO\�FDUHJLYHUV�
IURP�WKH�%ULJKW�6SHOO�FODLP�IRU�WKHLU�VSHFLILF�QHHGV�LV�
LOOXVWUDWLQJ�WKDW�VRPH�GLPHQVLRQV�DUH�FRQVLGHUHG�DV�
LPSRUWDQW�IRU�VKDULQJ�D�VLPLODU�VLWXDWLRQ��WKH�SDWKRORJ\��
WKH�UHODWLRQVKLS�ZLWK�WKH�FDUH�UHFHLYHU��EHLQJ�D�FKLOG��D�
VSRXVH��D�SDUHQW��«���WKH�DJH���7KLV�VKRXOG�EH�WDNHQ�
LQWR�DFFRXQW�ZKHQ�GHILQLQJ�XVHUV
�SURILOH�RI�WKH�VRFLDO�
VXSSRUW�SODWIRUP��

� )LQGLQJ�WKH�DSSURSULDWH�FDUH�VHUYLFH��
7UDQVIHUULQJ�WKH�H[SHULHQFH�RI�WKH�%ULJKW�6SHOO�LQ�GLJLWDO�
DSSOLFDWLRQV�ZRXOG�EH�D�KDUG�WDVN��DQG�LV�D�FOHDU�
H[DPSOH�RI�D�VRFLRWHFKQLFDO�JDS�>�@��³>WKH@�GLYLGH�
EHWZHHQ�ZKDW�ZH�NQRZ�ZH�PXVW�VXSSRUW�VRFLDOO\�DQG�
ZKDW�ZH�FDQ�VXSSRUW�WHFKQLFDOO\´��$PHOLRUDWLQJ�WKLV�JDS�
FRXOG�FRQVLVW�LQ�SURYLGLQJ�ZD\V�WR�HQKDQFH�WKH�YLVLELOLW\�
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�

DQG�HDVH�WKH�DFFHVV�WR�D�VHUYLFH�OLNH�WKH�%ULJKW�6SHOO��
'HVLJQLQJ�UHOHYDQW�LQIRUPDWLRQ�VXSSRUW�WR�GHVFULEH�DQG�
VHDUFK�IRU�VXFK�LQLWLDWLYH�FDQ�EH�DQ�LQWHUHVWLQJ�IHDWXUH�
RI�D�VRFLDO�VXSSRUW�SODWIRUP��%HVLGHV��WDNLQJ�SDUW�WR�D�
VDPH�FDUH�VHUYLFH�DSSHDUHG�DV�DQ�HQWU\�SRLQW�IRU�VRFLDO�
VXSSRUW�H[FKDQJH�DPRQJ�XVHUV��

�� (DVLQJ�SDUWLFLSDWLRQ�WR�FROOHFWLYH�DFWLYLWLHV��
&ROOHFWLYH�DFWLYLWLHV�DUH�DQ�LPSRUWDQW�SODFH�IRU�
H[FKDQJLQJ�VRFLDO�VXSSRUW�DW�WKH�%ULJKW�6SHOO��$SDUW�
IURP�DQ�LQIRUPDWLRQ�DQG�FRPPXQLFDWLRQ�VSDFH��ZH�WKHQ�
LGHQWLI\�DV�DQ�LQWHUHVWLQJ�IHDWXUH�WR�SURYLGH�PHDQV�WR�
SURSRVH�WULSV�WR�RWKHU�XVHUV�IRU�WKHP�WR�MRLQ��
�
)XUWKHU�ZRUN�ZLWK�WKH�LQIRUPDO�FDUHJLYHUV�WDNLQJ�SDUW�
LQWR�WKH�723,&�SURMHFW�LV�RI�FRXUVH�UHTXLUHG�WR�SUHFLVH�
DQG�GHYHORS�WKHVH�ILUVW�LQVLJKWV���
�
Discussion 
,Q�RUGHU�WR�GHVLJQ�XVHIXO�VRFLDO�VXSSRUW�IHDWXUHV�WR�
ORZHU�WKH�EXUGHQ�RI�LQIRUPDO�FDUHJLYHUV��ZH�DUH�
LQWHUHVWHG�LQ�XQGHUVWDQGLQJ�WKH�VXSSRUW�WKH�LQIRUPDO�
FDUHJLYHUV�DOUHDG\�UHFHLYH��LWV�RULJLQ��IRUP�DQG�
IUHTXHQF\��:H�ILQG�WKDW�WKH�FDVH�RI�WKH�%ULJKW�6SHOO�
GHVHUYHV�VRPH�DQDO\VHV�DQG�GLVFXVVLRQV��HVSHFLDOO\�RQ�
KRZ�WKH�VXSSRUW�ZKLFK�LV�IRXQG�WKHUH�FRXOG�KDYH�D�
WUDQVODWLRQ�LQWR�WKH�GLJLWDO�ZRUOG��:H�ZDQWHG�KHUH�WR�
ERRWVWUDS�WKH�UHIOHFWLRQ�RQ�WKH�LQVLJKWV�ZH�FRXOG�ILQG�
IURP�VXFK�LQLWLDWLYH��

7KH�SXEOLF�RI�WKH�%ULJKW�6SHOO��IRUPHG�E\�$'�VSRXVH�
FDUHJLYHUV�XQGHU����LV�PXFK�PRUH�IRFXVHG�WKDQ�WKH�
LQWHQGHG�HQG�XVHUV�RI�WKH�723,&�SODWIRUP��LQIRUPDO�
FDUHJLYHUV�ROGHU�WKDQ������)LQGLQJ�VLPLODU�VHUYLFHV�IRU�
RWKHU�SDWKRORJLHV�DQG�FDUHJLYHUV�JURXSV�DSSHDU�
LPSRUWDQW�WR�EDODQFH�WKHVH�LQLWLDO�ILQGLQJV��%HVLGHV��LI�
UHVSLWH�FDUH�VHUYLFHV�KDYH�GHYHORSHG�WKHVH�ODVW�\HDUV�

DQG�VKRZ�SRVLWLYH�UHVXOWV��QRW�DOO�IDPLO\�FDUHJLYHUV�ZLVK�
WR�XVH�WKHP�>�@��
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Exploring Social Support Needs of 
Informal Caregivers

Abstract 

)RU�WKH�SDVW�QXPEHU�RI�\HDUV��UHVHDUFK�SURMHFWV�DLPLQJ�
DW�GHVLJQLQJ�DQG�GHYHORSLQJ�WHFKQRORJLFDO�VROXWLRQV�IRU�
LQIRUPDO�FDUHJLYHUV�KDYH�FRPH�RXW�ZLWK�GLIIHUHQW�DLGV�WR�
VXSSRUW�YDULRXV�DVSHFWV�RI�WKH�FDUH�SURFHVV��H�J���WR�
SURYLGH�LQIRUPDWLRQ�DERXW�FDUH�SURFHGXUHV��WR�VXSSRUW�
FDUHJLYHUV�ZLWK�WLPH�PDQDJHPHQW�WRROV�OLNH�UHPLQGHUV�
DQG�FDOHQGDUV��HWF����+RZHYHU��UHODWLYHO\�IHZ�SURMHFWV�
KDYH�GLUHFWO\�DGGUHVVHG�WKH�UHOHYDQFH�RI�SURYLGLQJ�
FDUHJLYHUV�ZLWK�GLIIHUHQW�IRUPV�RI�VRFLDO�VXSSRUW��VR�
WKDW�WKHLU�GDLO\�OLIH�FRXOG�EH�LPSURYHG�DQG�WKHLU�
H[SHULHQFH�ZLWK�LQIRUPDO�FDUH�FRXOG�EH�HQKDQFHG��7KLV�
SDSHU�DGGUHVVHV�KRZ�FRPSXWHU�WHFKQRORJLHV�FDQ�
SRWHQWLDOO\�PHHW�VRFLDO�VXSSRUW�QHHGV�RI�LQIRUPDO�
FDUHJLYHUV��E\�SUHVHQWLQJ�D�GHWDLOHG�DFFRXQW�RI�D�
FDUHJLYLQJ�VLWXDWLRQ��DQDO\VLQJ�KRZ�FRPSXWHU�
WHFKQRORJLHV�FRXOG�ILW�WR�LW��DQG�LGHQWLI\LQJ�GHVLJQ�
LPSOLFDWLRQV��
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Introduction�

6WXGLHV�RQ�LQIRUPDO�FDUHJLYHUV�KDYH�UHFXUUHQWO\�
KLJKOLJKWHG�WKDW�SHRSOH�ZKR�SURYLGH�LQIRUPDO�FDUH�DUH�
FRQVWDQWO\�VXEPLWWHG�WR�GHPDQGLQJ�DFWLYLWLHV�WKDW�PLJKW�
EXUQ�WKHP�RXW�>����@��7KH�VWUDLQV�RI�LQIRUPDO�FDUH�DUH�
HYHQ�PRUH�DFFHQWXDWHG�DPRQJ�FDUHJLYHUV�ZLWK�DIIHFWHG�
KHDOWK�FRQGLWLRQV��DV�VRPH�RI�WKHVH�VWXGLHV�VXJJHVW���

)RU�LQVWDQFH��1DYDLH�:DOLVHU�HW�DO��>�@�KDYH�
LQYHVWLJDWHG�WKH�FKDUDFWHULVWLFV��DFWLYLWLHV��DQG�
FKDOOHQJHV�RI�KLJK�ULVN�LQIRUPDO�FDUHJLYHUV��)RU�WKDW��
WKH\�KDYH�FRQGXFWHG�WHOHSKRQH�LQWHUYLHZV�ZLWK�RYHU�D�
WKRXVDQG�LQIRUPDO�FDUHJLYHUV�LQ�WKH�86$��$�UHOHYDQW�
ILQGLQJ�IURP�WKH�VWXG\�ZDV�WKDW�����RI�FDUHJLYHUV�ZHUH�
YXOQHUDEOH��L�H���XQGHU�VRPH�VRUW�RI�GHOLFDWH�KHDOWK�
FRQGLWLRQV���$FFRUGLQJ�WR�WKH�DXWKRUV��WKHVH�FDUHJLYHUV�
DUH�PRUH�OLNHO\�WR�KDYH�GLIILFXOWLHV�LQ�SURYLGLQJ�FDUH�
�HVSHFLDOO\�KLJK�LQWHQVLW\�FDUH��DQG�WKHLU�SK\VLFDO�KHDOWK�
VXIIHUV�VLQFH�WKH\�EHFRPH�D�FDUHJLYHU��7KHUHIRUH��WKH\�
PLJKW�QHHG�GLIIHUHQW�W\SHV�RI�VXSSRUW�WR�FRSH�ZLWK�WKH�
GHPDQGV�RI�LQIRUPDO�FDUH�ZRUN��HVSHFLDOO\�ZKHQ�WKH\�
DUH�PRUH�YXOQHUDEOH��7KLV�LV�RIWHQ�WKH�FDVH�RI�HOGHUO\�
SHRSOH��ZKR�PD\�QHHG�WR�FDUH�IRU�VRPHRQH��

$V�UHVHDUFKHUV�SURJUHVVLYHO\�EHFRPH�PRUH�DZDUH�RI�
VXFK�LVVXHV��GLIIHUHQW�UHVHDUFK�VWXGLHV�KDYH�EHHQ�
SURSRVHG�WR�LQYHVWLJDWH�KRZ�WHFKQRORJLFDO�VROXWLRQV�
FRXOG�VXSSRUW�SHRSOH�ZKR�HQJDJH�LQ�LQIRUPDO�FDUH�ZLWK�
WKHLU�GXWLHV��VR�WKDW�WKH�SK\VLFDO��HPRWLRQDO��DQG�
SV\FKRORJLFDO�EXUGHQ�VWHPPLQJ�IURP�FDUH�ZRUN�FRXOG�
EH�UHGXFHG�>�������������@��7KH�RXWFRPHV�IURP�WKHVH�
SURMHFWV�KDYH�EHHQ�WHFKQRORJLFDO�VROXWLRQV�WR�VXSSRUW�
GLIIHUHQW�DVSHFWV�RI�WKH�FDUH�SURFHVV��+RZHYHU��
UHODWLYHO\�IHZ�SURMHFWV�KDYH�GLUHFWO\�DGGUHVVHG�WKH�
UHOHYDQFH�RI�SURYLGLQJ�FDUHJLYHUV�ZLWK�GLIIHUHQW�IRUPV�RI�
VRFLDO�VXSSRUW��D�QRWLFHDEOH�H[FHSWLRQ�LV�>�@����

7KLV�SDSHU�UHSRUWV�RQ�SUHOLPLQDU\�UHVXOWV�IURP�WKH�
723,&��SURMHFW��ZKLFK�VHWV�RXW�WR�H[SORUH�GLIIHUHQW�
IDFHWV�RI�WKH�VRFLDO�VXSSRUW�IRU�LQIRUPDO�FDUHJLYHUV��,W�
SURYLGHV�D�GHWDLOHG�GHVFULSWLRQ�RI�D�FDVH�RI�LQIRUPDO�
FDUH�IHDWXUHG�LQ�WKH�SURMHFW�E\�WKH�SURMHFW�WHDP�DW�WKH�
9LHQQD�8QLYHUVLW\�RI�7HFKQRORJ\�DQG�LQWURGXFHV�
GLIIHUHQW�VRFLDO�VXSSRUW�QHHGV�FRPLQJ�RXW�IURP�WKH�
FDVH��1R�GHILQLWH�VROXWLRQV�DUH�SUHVHQWHG�RU�WHVWHG�LQ�
WKLV�SDSHU��,QVWHDG��LW�LQWURGXFHV�D�VHULHV�RI�LVVXHV�DQG�
VRPH�LPSOLFDWLRQV�IRU�GHVLJQ�WR�EH�IXUWKHU�GLVFXVVHG��

7KH�UHPDLQGHU�RI�WKH�SDSHU�LV�RUJDQL]HG�DV�IROORZV��
6HFWLRQ���VXPPDUL]HV�WKH�UHOHYDQFH�RI�VRFLDO�VXSSRUW�
IRU�SHRSOH�SURYLGLQJ�LQIRUPDO�FDUH�DQG�WKH�GLIIHUHQW�
GLPHQVLRQV�RI�WKH�VRFLDO�VXSSRUW�WKDW�WKH�723,&�SURMHFW�
FRPPLWV�LWVHOI�WR�H[SORUH��6HFWLRQ���GHWDLOV�WKH�XVHU¶V�
FRQWH[W�DQG�HYHU\GD\�OLIH�RI�RQH�RI�WKH�LQIRUPDQWV�
SDUWLFLSDWLQJ�LQ�WKH�ILUVW�SKDVH�RI�WKLV�XVHU�FHQWUHG�
GHVLJQ��8&'��SURMHFW�WKDW�DLPV�DW�GHVLJQLQJ�DQ�RQOLQH�
SODWIRUP�IRU�LQIRUPDO�FDUHJLYHUV��6HFWLRQ���GLVFXVVHV�
SRVVLEOH�WHFKQRORJLFDO�GHYHORSPHQWV�WKDW�FRXOG�VXSSRUW�
VRPH�RI�WKH�LVVXHV�REVHUYHG�LQ�WKH�GDWD�FROOHFWHG�IURP�
WKH�DIRUHPHQWLRQHG�SDUWLFLSDQW�DQG�LQWURGXFHV�VRPH�
SRVVLEOH�LPSOLFDWLRQV�IRU�GHVLJQ��)LQDOO\��6HFWLRQ���
FRQFOXGHV�WKH�SDSHU��

The Relevance of Social Support for Informal 
Caregivers�

([LVWLQJ�UHVHDUFK�LQGLFDWHV�WKDW�FDUHJLYHUV�DUH�RIWHQ�LQ�
QHHG�RI�VRFLDO�VXSSRUW�DQG�WKDW�WKH\�PD\�EHQHILW�IURP�
WKH�DVVRFLDWLRQ�ZLWK�SHRSOH�ZKR�KDYH�KDG�VLPLODU�

��7KH�2QOLQH�3ODWIRUP�IRU�,QIRUPDO�&DUHJLYHUV�
�KWWS���ZZZ�WRSLF�DDO�HX��LV�D�(XURSHDQ�MRLQW�$$/�SURMHFW�
EHWZHHQ����SDUWQHUV����IURP�WKH�DFDGHP\����IURP�WKH�
LQGXVWU\��DQG���HQG�XVHU�RUJDQLVDWLRQV��VSUHDG�DFURVV�$XVWULD��
*HUPDQ\��DQG�)UDQFH���
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H[SHULHQFHV�>����@��&ROYLQ�HW�DO��>��@�H[SORUHG�WKH�
SHUFHSWLRQV�RI�FDUHJLYHUV�XVLQJ�RQOLQH�VRFLDO�QHWZRUNV�
UHJDUGLQJ�DGYDQWDJHV�DQG�GLVDGYDQWDJHV�RI�RQOLQH�
VRFLDO�VXSSRUW��%DVHG�RQ�DQ�DQRQ\PRXV�ZHE�EDVHG�
VWXG\�IHDWXULQJ����XVHUV�RI�VRFLDO�QHWZRUNV��WKH�DXWKRUV�
LGHQWLILHG�WZR�PDMRU�DGYDQWDJHV������DWWULEXWHV�RI�
FRPSXWHU�PHGLDWHG�FRPPXQLFDWLRQ��&0&��DQG�����
FRQQHFWLYLW\��7KH�IRUPHU�LQFOXGH�anonymity��ZKLFK�
DFFRUGLQJ�WR�WKH�SDUWLFLSDQWV�PDNHV�LW�HDVLHU�WR�UHODWH�
WR�DQG�UHDFK�QRQ�MXGJPHQWDO�SHRSOH��DQG�asynchrony��
ZKLFK�DOORZV�IRU�FRQYHQLHQFH�DQG�LPPHGLDF\�RI�
LQIRUPDWLRQ�GXH�WR�DOO�WLPH�SUHVHQFH��7KH�ODWWHU�LV�RI�
SDUWLFXODU�LPSRUWDQFH�WR�EXV\�FDUHJLYHUV�DQG�LQFOXGHV�
DELOLW\�WR�HDVLO\�H[SDQG�RQH¶V�QHWZRUN��JDLQ�
XQGHUVWDQGLQJ��DQG�UHDFK�QHFHVVDU\�LQIRUPDWLRQ��
1RWZLWKVWDQGLQJ�WKH�DGYDQWDJHV�LGHQWLILHG��WKH�VWXG\�
XQFRYHUHG�VHYHUDO�GLVDGYDQWDJHV�RI�RQOLQH�VRFLDO�
VXSSRUW��ZLWK�OLPLWDWLRQV�RI�&0&��H�J���DEVHQFH�RI�
SK\VLFDOLW\��LQWLPDF\��DQG�WDQJLEOH�VXSSRUW��EHLQJ�WKH�
PRVW�SURPLQHQW�H[DPSOH��7KLV�VWXG\�GHPRQVWUDWHG�WKDW�
FDUHJLYHUV�KDYH�WKH�QHHG�RI�SHUVRQDOL]HG�&0&�WRROV�IRU�
RQOLQH�VRFLDO�VXSSRUW�WR�PHHW�WKHLU�LQGLYLGXDO�DQG�HYHU�
FKDQJLQJ�QHHGV��

$�SOHWKRUD�RI�HPSLULFDO�VWXGLHV�H[DPLQHG�WKH�UROH�RI�
VRFLDO�VXSSRUW�LQ�EXIIHULQJ�DQG�RU�PHGLDWLQJ�WKH�HIIHFW�
RI�VWUHVVRUV�RQ�FDUHJLYHUV¶�GLVWUHVV�DQG�GHPRQVWUDWHG�
PL[HG��DQG�VRPHWLPHV�XQH[SHFWHG��UHVXOWV�>��@��0LOOHU�
HW�DO��>��@�H[DPLQHG�WKH�UHSOLFDELOLW\�RI�PRGHOV�RI�VRFLDO�
VXSSRUW�DQG�FDUHJLYHU�GLVWUHVV�DFURVV���UHSUHVHQWDWLYH�
FRPPXQLW\�EDVHG�FDUHJLYLQJ�VWXGLHV�ZLWK�WKH�JRDO�RI�
LGHQWLI\LQJ�DUHDV�RI�FRQVLVWHQF\�LQ�ILQGLQJ�DFURVV�WKH�
GDWD�VHWV��7KH�VWXG\�GHPRQVWUDWHG�WKDW�EHKDYLRXU�
SUREOHPV�DQG�FDUHJLYHU¶V�KHDOWK�DUH�LPSRUWDQW�
FRQWULEXWRUV�WR�FDUHJLYHU¶V�GLVWUHVV��EXW�QHYHUWKHOHVV�
VKRZHG�WKDW�WKH�SDWWHUQ�RI�UHODWLRQVKLS�EHWZHHQ�VRFLDO�

VXSSRUW�DQG�GLVWUHVV�ZHUH�LQFRQVLVWHQW��,QWHUHVWLQJO\��
RQO\�RQH�W\SH�RI�VRFLDO�VXSSRUW�ZDV�DVVRFLDWHG�ZLWK�
GLVWUHVV�LQ�WKH�H[SHFWHG�ZD\��OHVV�HPRWLRQDO�VXSSRUW�
ZDV�DVVRFLDWHG�ZLWK�KLJKHU�OHYHOV�RI�GLVWUHVV�LQ�����RI�
WKH�GDWD�VHWV��

7L[LHU�DQG�/HZNRZLF]�GHYHORSHG�DORD�DLGDQWV�IU��DQ�
DSSOLFDWLRQ�GHGLFDWHG�WR�RQOLQH�VRFLDO�VXSSRUW�IRU�IDPLO\�
FDUHJLYHUV��7KH�DSSOLFDWLRQ�ZDV�GHSOR\HG�DQG�WHVWHG�
ZLWKLQ�WKH�KHDOWKFDUH�QHWZRUN�5p*p0$��,W�DOORZHG�
UHJLVWHUHG�XVHUV�WR�SUHVHQW�WKHPVHOYHV�WKURXJK�
SHUVRQDO�SDJHV��ZKLFK�WKH\�FRXOG�XVH�WR�FRQQHFW�ZLWK�
RWKHU�XVHUV�ZLWK�WKH�VDPH�LQWHUHVW�DQG�WR�VKDUH�
LQIRUPDWLRQ�DQG�H[SHULHQFH�ZLWK�WKHLU�SHHUV��+RZHYHU��
DOWKRXJK�WKH�DSSOLFDWLRQ�UHFHLYHG�SRVLWLYH�IHHGEDFNV�
IURP�LQLWLDO�XVHUV��WKH�DXWKRUV�GLG�QRW�VXFFHHG�LQ�WKHLU�
JRDO�RI�VXSSRUWLQJ�DQ�DFWLYH�RQOLQH�FRPPXQLW\��

$FNQRZOHGJLQJ�WKH�SRWHQWLDO�UHOHYDQFH�RI�SURYLGLQJ�
HIIHFWLYH�VRFLDO�VXSSRUW�IRU�LQIRUPDO�FDUHJLYHUV��WKH�
723,&�SURMHFW�VHWV�RXW�WR�LQYHVWLJDWH�WKH�HYHU\GD\�OLYHV�
RI�UHSUHVHQWDWLYHV�RI�WKLV�FRKRUW�RI�SHRSOH�LQ�RUGHU�WR�
EHWWHU�XQGHUVWDQG�WKH�FKDOOHQJHV�DQG�GLIILFXOWLHV�WKDW�
WKH\�IDFH�GD\�E\�GD\��DV�WKH\�SURYLGH�FDUH�IRU�WKH�RQHV�
WKH\�ORRN�DIWHU��,Q�SDUWLFXODU��WKH�SURMHFW�LV�LQWHUHVWHG�LQ�
WKH�QHHGV�DVVRFLDWHG�ZLWK�WKUHH�GLIIHUHQW�IDFHWV�RI�
VRFLDO�VXSSRUW�WKDW�WKH�OLWHUDWXUH�VXJJHVWV�WR�EH�QHHGHG�
E\�LQIRUPDO�FDUHJLYLQJ��informational��IORZ�RI�
LQIRUPDWLRQ��DGYLFHV�DQG�RSLQLRQV�WR�KHOS�FDUHJLYHUV�
XQGHUVWDQG�WKHLU�SUREOHPV���tangible��VXSSRUW�LQ�WHUPV�
RI�JRRGV�RU�VHUYLFHV�IRU�DFKLHYLQJ�GDLO\�WDVNV���DQG�
emotional��SURYLGLQJ�ZLWK�WKH�IHHOLQJV�RI�V\PSDWK\��
HPSDWK\��IULHQGVKLS��DQG�ORYH��>��@���

,Q�RUGHU�WR�SXUVXH�LWV�DLPV��WKH�SURMHFW�DGRSWV�D�XVHU�
FHQWUHG�GHVLJQ��8&'��DSSURDFK�VXSSRUWHG�E\�
HWKQRJUDSKLFDOO\�LQIRUPHG�VWXGLHV��7KHUHIRUH��XVHUV�DUH�
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LQYROYHG�GXULQJ�DOO�WKH�SURFHVV��LQIRUPLQJ�WKH�GHVLJQ�
DQG�SURYLGLQJ�IHHGEDFN�DERXW�KRZ�ZHOO�WKH�
WHFKQRORJLFDO�GHYHORSPHQWV�ZRXOG�PHHW�WKHLU�QHHGV�RU�
ILW�LQ�WKHLU�HYHU\GD\�OLYHV��+HQFH��EHIRUH�GHVLJQLQJ�DQ\�
GHYLFH��DSSOLFDWLRQ��RU�VHUYLFH��UHVHDUFKHUV�RI�WKH�
SURMHFW�DFFHVVHG�WKH�ILHOG�DQG�HQJDJHG�LQ�D�SUH�VWXG\�
WR�XQGHUVWDQG�WKH�XVHUV¶�FRQWH[W�DQG�HYHU\GD\�OLIH���

,Q�WKH�VFRSH�RI�WKH�723,&�SURMHFW�LQ�$XVWULD��D�WRWDO�RI�
WHQ�SDUWLFLSDQWV�ZHUH�LQYROYHG�LQ�WKH�SUH�VWXG\��7KHVH�
SDUWLFLSDQWV�KDYH�HQJDJHG�LQ�DOO�VHJPHQWV�RI�WKH�VWXG\��
ZKLFK�LQFOXGHG�VKDGRZLQJ�VHVVLRQV��LQWHUYLHZV��
TXHVWLRQQDLUHV��DQG�IRFXV�JURXSV��,Q�WKLV�SDSHU��ZH�
GLVFXVV�WKH�FDVH�RI�RQH�RI�RXU�XVHUV�±�0U��6RUJVDP��±�
ZKRVH�OLIH�DQG�FDULQJ�VLWXDWLRQV�DJJUHJDWH�VHYHUDO�
UHOHYDQW�FKDUDFWHULVWLFV�REVHUYHG�DFURVV�PRVW�RI�WKH�
LQIRUPDO�FDUHJLYHUV�ZH�VWXGLHG�VR�IDU��

&XUUHQWO\��WKH�GDWD�IURP�WKH�SUH�VWXG\�LV�EHLQJ�
DQDO\VHG�WR�LQIRUP�WKH�GHVLJQ�SKDVH�LQ�ZKLFK�PRFN�XSV�
ZLOO�EH�SURGXFHG�DQG�GLVFXVVHG�ZLWK�WKH�SDUWLFLSDQWV�
EHIRUH�PRUH�HODERUDWHG�SURWRW\SHV�DUH�GHYHORSHG�DQG�
VXEPLWWHG�WR�XVDELOLW\�WHVWV��7KH�WHFKQRORJ\�SDUWQHUV�RI�
WKH�SURMHFW�DUH�WKH�UHVSRQVLEOH�IRU�WKH�GHYHORSPHQW�RI�
WKH�ILQDO�SODWIRUP��

The Case of Mr. Sorgsam: Emerging Needs�

$V�RXU�GDWD�DQDO\VLV�SURJUHVVHV��WKH�QHHG�IRU�VRFLDO�
VXSSRUW�EHFRPHV�PRUH�HYLGHQW��7KH�ILQGLQJV�VWURQJO\�
LQGLFDWH�WKDW�SURYLGLQJ�HIIHFWLYH�VRFLDO�VXSSRUW�ZRXOG�
DOOHYLDWH�WKH�EXUGHQ�WKDW�FDUHJLYHUV�RIWHQ�JR�WKURXJK��
7KLV�EHFRPHV�HYLGHQW�DFURVV�WKLV�VHFWLRQ��ZKLFK�UHSRUWV�
RQ�WKH�GDLO\�OLIH�RI�0U��6RUJVDP��

��3VHXGRQ\PV�DUH�XVHG�WR�DVVXUH�FRQILGHQWLDOLW\�WR�WKH�
SDUWLFLSDQWV�DQG�LPSULQW�RQH�RI�WKH�VWURQJ�FKDUDFWHULVWLFV�RI�
WKH�SHUVRQ�LQ�TXHVWLRQ��

0U��6RUJVDP�LV�D����\HDU�ROG�UHWLUHG�HOHFWULFLDQ��ZKR�
KDV�EHHQ�FDULQJ�IRU�KLV����\HDU�ROG�SDUWQHU�IRU�PRUH�
WKDQ�WZR�\HDUV��+H�LV�YHU\�LQWHUHVWHG�LQ�SODQWV�DQG�
HOHFWURQLFV��,Q�WHUPV�RI�KHDOWK��KH�LV�D�KHDY\�VPRNHU�
DQG�KDV�JRQH�WKURXJK�D�E\SDVV�VXUJHU\�RQ�WKH�YHVVHOV�
RI�ERWK�XSSHU�OHJV��+LV�VLJKW�LV�VOLJKWO\�LPSDLUHG�DQG��
WKHUHIRUH��KH�QHHGV�JODVVHV�ZKHQ�KH�UHDGV��(YHU\�\HDU�
KH�JRHV�RQ�D�UHFRYHU\�OHDYH�IRU���ZHHNV��DOWKRXJK�WKH�
KHDOWK�LQVXUDQFH�ILQDQFLDOO\�FRYHUV�LW�RQO\�HYHU\�VHFRQG�
\HDU��+LV�PHQWDO�VNLOOV�DUH�JRRG�DQG�KH�LV�FRQVWDQWO\�
HQJDJHG�LQ�VSRUW�DFWLYLWLHV��

7KH�IDPLO\�VLWXDWLRQ�RI�0U��6RUJVDP�LV�FHUWDLQO\�
LQWHUHVWLQJ��+H�DQG�KLV�SDUWQHU�KDYH�EHHQ�D�FRXSOH�IRU�
PRUH�WKDQ����\HDUV��7KH\�KDYH�WZR�VRQV�WRJHWKHU�DQG�
D�JUDQGFKLOG��EXW�WKH\�KDYH�QHYHU�JRW�PDUULHG��7KH\�
OLYH�LQ�VHSDUDWH�KRXVHKROGV��ZKLFK�DUH�UHDFKDEOH�LQ����
WR����PLQXWHV�E\�SXEOLF�WUDQVSRUW��0U��6RUJVDP¶V�
UHODWLRQVKLS�ZLWK�KLV�VRQV�LV�ZHDN��KH�RIWHQ�WULHV�WR�JHW�
LQ�FRQWDFW�ZLWK�WKHP�YLD�SKRQH�RU�606��EXW�WKH\�GR�QRW�
DOZD\V�DQVZHU�KLV�FRQWDFW�DWWHPSWV��RU�GR�LW�ZLWK�D�IHZ�
GD\V�RI�GHOD\��2QH�RI�WKH�VRQV�OLYHV�QH[W�WR�KLV�
PRWKHU¶V�DSDUWPHQW��EXW�YLVLWV�KHU�YHU\�UDUHO\��2QFH�LQ�
D�ZKLOH�0U��6RUJVDP�PHHWV�KLP�LQ�WKH�VWUHHW�
DFFLGHQWDOO\��7KH�ZHDN�UHODWLRQVKLS�ZLWK�WKHLU�VRQV�
PDNHV�KLP�XQKDSS\��

0U��6RUJVDP�VSHQGV�PRVW�RI�KLV�WLPH�ZLWK�KLV�SDUWQHU�
DV�VRPH�SHRSOH�LPSRUWDQW�WR�KLP�OLYH�QHDUE\��+LV�
SDUWQHU¶V�QHLJKERXU�LV�RQH�RI�WKHP��0U��6RUJVDP�NQRZV�
KLP�YHU\�ZHOO�EHFDXVH�KH�KDV�OLYHG�WKHUH�IRU�D�ORQJ�
WLPH��%HVLGHV�WKH�QHLJKERXU��WKHUH�DUH�VRPH�RWKHU�
JRRG�IULHQGV��ZKR�0U��6RUJVDP�RIWHQ�PHHWV�LQ�KLV�
IDYRXULWH�FRIIHH�VKRS��+H�FDQQRW�WDON�ZLWK�DOO�RI�WKHP�
DERXW�KLV�FDUH�VLWXDWLRQ��EXW�WKHUH�DUH�VRPH�SHRSOH�
ZLWK�ZKRP�KH�FDQ�VKDUH�HQRXJK��
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0U��6RUJVDP�WULHV�WR�JR�WR�KLV�IDYRXULWH�FRIIHH�VKRS�DV�
RIWHQ�DV�SRVVLEOH��)URP�WLPH�WR�WLPH�KH�DOVR�JRHV�RXW�LQ�
WKH�HYHQLQJ��H�J���WR�D�FDEDUHW��+RZHYHU��KH�
DFNQRZOHGJHV�WKDW�HQMR\LQJ�EHLQJ�RXW�LV�GLIILFXOW�DV�KH�
LV�FRQVWDQWO\�WKLQNLQJ�RI�KLV�SDUWQHU�DQG�ZRQGHULQJ�
ZKHWKHU�HYHU\WKLQJ�LV�DOO�ULJKW�ZLWK�KHU��

7KH�IROORZLQJ�VXEVHFWLRQV�SUHVHQW�PXOWLIDULRXV�
LQIRUPDWLRQ�DERXW�����WKH�FDUH�VLWXDWLRQ�KDQGOHG�E\�0U��
6RUJVDP��ZKLFK�LQFOXGHV�GHWDLOV�RQ�WKH�KHDOWK�
FRQGLWLRQV�RI�KLV�ZLIH������SDWWHUQV�RI�WHFKQRORJ\�XVDJH�
REVHUYHG�LQ�KLV�HYHU\GD\�OLIH��DQG�����GDLO\�URXWLQHV�
XQGHUWDNHQ�E\�KLP��7KHVH�GDWD�DUH�LQWURGXFHG�LQ�DQ�
DWWHPSW�WR�VKHG�VRPH�OLJKW�DERXW�WKH�W\SHV�RI�
GLIILFXOWLHV�DQG�QHHGV�WKDW�LQIRUPDO�FDUHJLYHUV�PD\�EH�
IDFHG�ZLWK��

Care Situation 
0U��6RUJVDP¶V�SDUWQHU�KDV�FDWDUDFW�DQG�OLJKW�VHQVLWLYH�
H\HV�DQG��KHQFH��ZHDUV�JODVVHV��6KH�VXIIHUV�IURP�
FKURQLF�REVWUXFWLYH�SXOPRQDU\�GLVHDVH��&23'���ZKLFK�LQ�
KHU�FDVH�PDQLIHVWV�DV�DVWKPD�DQG�FKURQLF�EURQFKLWLV��
)XUWKHUPRUH��VKH�VXIIHUV�IURP�UKHXPDWLVP�DQG�
RVWHRSRURVLV��DQG�VKH�LV�KHDULQJ�LPSDLUHG��7KHUHIRUH��
VKH�LV�DW�D�KLJK�ULVN�RI�IDOOLQJ�DQG�JHWWLQJ�VHULRXVO\�
LQMXUHG��%HFDXVH�RI�KHU�&23'��VKH�FDQ�KDUGO\�EUHDWKH��
+HU�FRQGLWLRQ�EHFRPHV�PRUH�VHYHUH�LQ�DXWXPQ�DQG�
ZLQWHU�GXH�WR�WKH�KLJK�DLU�KXPLGLW\��6KH�DOVR�RIWHQ�
FRPSODLQV�WKDW�VKH�IHHOV�FROG���

6KH�ZDV�D�KHDY\�VPRNHU�VLQFH�KHU�WHHQDJH�\HDUV�DQG�
VWRSSHG�RQO\�WZR�\HDUV�DJR��+HU�GRFWRU�KDV�GLDJQRVHG�
WKDW�VKH�QHHGV�H[WHUQDO�R[\JHQ�LQWDNH��EXW�VKRXOG�
DYRLG�LW�DV�ORQJ�DV�SRVVLEOH��EHFDXVH�RQFH�VKH�VWDUWV�
VKH�ZLOO�EH�DOZD\V�GHSHQGHQW�XSRQ�LW��

,Q�WHUPV�RI�PRELOLW\��VKH�FDQ�ZDON�LQGHSHQGHQWO\��EXW�
KHU�EUHDWKLQJ�GLIILFXOWLHV�PDNH�LW�WLULQJ�DQG�VWUHVVIXO��

6KH�SUHIHUV�WR�VWD\�LQ�KHU�QXUVLQJ�EHG��DOWKRXJK�WKH�
GRFWRUV�VD\�VKH�VKRXOG�PRYH�DV�PXFK�DV�SRVVLEOH��6KH�
KDV�D�ZKHHOHG�ZDONHU�LQ�FDVH�VKH�ZDQWV�WR�JR�RXWVLGH��

6KH�ZDV�FORVH�WR�GHDWK�WZR�\HDUV�DJR�DQG�KDG�WR�VSHQG�
��PRQWKV�LQ�D�KRVSLWDO�DQG���ZHHNV�LQ�LQWHQVLYH�FDUH��$W�
WKDW�WLPH�KHU�ZHLJKW�ORZHUHG�GRZQ�WR�RQO\����
NLORJUDPV��

6LPLODU�WR�0U��6RUJVDP��VKH�KDV�QHDUO\�QR�FRQWDFW�ZLWK�
KHU�VRQV�DQG�JUDQGFKLOG��ZKLFK�DOVR�PDNHV�KHU�YHU\�
VDG��0U��6RUJVDP�EHOLHYHV�WKDW�WKH�VRQV�GR�QRW�KDYH�
DQ\�WRSLFV�LQ�FRPPRQ�WR�GLVFXVV�ZLWK�KHU�DQG�WKDW�WKLV�
LV�WKH�UHDVRQ�ZK\�WKH\�GR�QRW�FDOO�RU�YLVLW��+H�DOVR�
EHOLHYHV�WKDW�LW�LV�EHWWHU�WKDW�KLV�SDUWQHU�GRHV�QRW�KDYH�
FRQWDFW�ZLWK�WKHP��DV�VKH�ZRXOG�EH�PRUH�XSVHW�LI�VKH�
NQHZ�PRUH�WKLQJV�DERXW�WKHLU�OLYHV��

6KH�VSHQGV�KHU�GD\V�O\LQJ�LQ�WKH�EHG�DQG�ZDWFKLQJ�79��
VKH�OHDYHV�WKH�79�RQ�HYHQ�GXULQJ�WKH�QLJKW�ZKLOVW�VKH�
VOHHSV��6KH�VWDQGV�XS�PRVWO\�WR�JR�WR�WKH�WRLOHW��6KH�
RZQV�D�FHOO�SKRQH��ZKLFK�VKH�XVHV�RQO\�WR�FDOO�0U��
6RUJVDP��5DUHO\��VKH�JRHV�WR�WKH�SDUN�QH[W�QHDUE\��
DOZD\V�DFFRPSDQLHG�E\�0U��6RUJVDP��:KHQ�VKH�GRHV�
VR��VKH�GRHV�QRW�DFFHSW�WR�VWD\�RXWVLGH�PRUH�WKDQ�WKUHH�
KRXUV��

:LWK�UHJDUG�WR�WKH�FDUH�ZRUN��0U��6RUJVDP�LV�WKH�
SHUVRQ�UHVSRQVLEOH�IRU�FOHDQLQJ�KLV�SDUWQHU¶V�DSDUWPHQW��
ZDVKLQJ�KHU�FORWKHV��KHOSLQJ�ZLWK�WKH�K\JLHQH��FRRNLQJ��
VKRSSLQJ��DQG�PDQDJLQJ�PHGLFDWLRQ�LQWDNH��+H�DOVR�
FRYHUV�ILQDQFLDO��DGPLQLVWUDWLYH��DQG�RUJDQL]DWLRQDO�
WDVNV�IRU�KHU��0RUHRYHU��KH�PDQDJHV�DOO�GRFWRUV¶�
DSSRLQWPHQWV��+H�UHFHLYHV�VXSSRUW�IURP�WKH�
SURIHVVLRQDO�FDUHJLYHUV�ZKR�YLVLW�KLV�SDUWQHU�WZLFH�D�
ZHHN����KRXU�SHU�YLVLW���+RZHYHU��KLV�SDUWQHU�DFFHSWV�
WR�EH�VKRZHUHG�RQO\�E\�KLP�DQG�GRHV�QRW�DOORZ�DQ\�
RWKHU�SHUVRQ�WR�KHOS��7KLV�VRPHWLPHV�FDQ�EH�D�SUREOHP��
HVSHFLDOO\�ZKHQ�0U��6RUJVDP�LV�DZD\�RQ�KLV�\HDUO\���

��



�

ZHHN�UHFRYHU\�OHDYH��EHFDXVH�KH�KDV�WR�GULYH�EDFN�
KRPH�HYHU\�ZHHNHQG�WR�VKRZHU�KHU��1HYHUWKHOHVV��WKH�
H[WHUQDO�KHOS�WKDW�KH�UHFHLYHV�FRPIRUWV�KLP��HVSHFLDOO\�
LQ�FDVHV�ZKHQ�KH�LV�QRW�DEOH�WR�YLVLW�KLV�SDUWQHU�KLPVHOI��

Technology Usage 
0U��6RUJVDP�LV�YHU\�IDPLOLDU�ZLWK�WHFKQRORJ\��+H�LV�
JHQHUDOO\�YHU\�LQWHUHVWHG�LQ�WHFKQRORJ\�EHFDXVH�RI�KLV�
SURIHVVLRQDO�EDFNJURXQG�DV�DQ�HOHFWULFLDQ��+H�RZQV�D�
WDEOHW�DQG�D�ODSWRS��ZKLFK�KH�XVHV�WR�VXUI�WKH�,QWHUQHW�
IRU�XS�WR���KRXUV�HYHU\�GD\��+H�UHDGV�RQOLQH�QHZV�RU�
VHDUFKHV�IRU�LQIRUPDWLRQ�DERXW�YDULRXV�WRSLFV��LQFOXGLQJ�
FDUHJLYLQJ��H�J���ILQDQFLDO�VXSSRUW��KRZ�WR�FDUH��
GRFWRUV��PHGLFLQH�LQIR��HWF����%HVLGHV�VXUILQJ��KH�XVHV�
KLV�ODSWRS�WR�ZULWH�D�GLDU\��+H�ZULWHV�DERXW�KLV�KHDOWK��
QDWXUDO�VFLHQFH��DQG�RWKHU�WRSLFV�RI�KLV�LQWHUHVW���

7KH�ILUVW�WLPH�ZH�YLVLWHG�0U��6RUJVDP��KH�GLG�QRW�KDYH�
D�VPDUWSKRQH��+H�RZQHG�D�SODLQ�FHOOXODU�SKRQH��DQG�
EHOLHYHG�WKDW�LW�FRYHUHG�DOO�KLV�QHHGV��1HYHUWKHOHVV��LQ�
WKH�ODVW�YLVLW��KH�ZDV�KDSS\�WR�VKRZ�XV�KLV�UHFHQWO\�
DFTXLUHG�VPDUWSKRQH��+H�JRW�LW�IRU�IUHH�ZKHQ�KH�
H[WHQGHG�KLV�FRQWUDFW�ZLWK�WKH�SKRQH�SURYLGHU�IRU�VRPH�
PRUH�\HDUV���

$�UHOHYDQW�UHPDUN�LQ�WHUPV�RI�WHFKQRORJ\�XVDJH�LV�WKDW�
0U��6RUJVDP�WULHV�QRW�WR�EH�DOZD\V�DYDLODEOH��7KHUHIRUH�
KH�RFFDVLRQDOO\�WXUQV�RII�WKH�VRXQG�RI�KLV�SKRQH��
DOWKRXJK�KH�DFNQRZOHGJHV�WKDW�WKLV�FUHDWHV�SUREOHPV�
ZKHQ�KLV�SDUWQHU�RU�WKH�SURIHVVLRQDO�FDUHJLYHU�JRLQJ�WR�
KHU�SODFH�RQ�D�VSHFLILF�GD\�WULHV�WR�UHDFK�KLP��

0U��6RUJVDP�RZQV�D�IODW�SDQHO�79�WKDW�KH�UHFHLYHG�DV�D�
SUHVHQW�IURP�KLV�VRQ��EXW�GRHV�QRW�XVH�LW�RIWHQ��+H�
FODLPV�WKDW�KH�LV�QRW�LQWHUHVWHG�LQ�ZDWFKLQJ�79��6LQFH�
KH�KDUGO\�HYHU�GRHV�LW��KH�NHHSV�KLV�79�FRYHUHG�E\�D�
SODVWLF�VKHHW�LQ�RUGHU�WR�DYRLG�GXVW��

Daily routine 
0U��6RUJVDP�JHWV�XS�LQ�WKH�PRUQLQJ�EHWZHHQ���DP�DQG�
��DP�WR�VWDUW�KLV�PRUQLQJ�URXWLQH��UHDGLQJ�WKH�
QHZVSDSHU�DQG�VROYLQJ�D�6XGRNX�SX]]OH�XQWLO���DP��
ZKHQ�KH�OHDYHV�WR�KLV�SDUWQHU¶V�KRPH��

,I�KLV�SDUWQHU�FDOOV�KLP�LQ�WKH�PRUQLQJ��KH�NQRZV�WKDW�
VRPHWKLQJ�LV�ZURQJ��VKH�HLWKHU�GRHV�QRW�IHHO�JRRG�RU�
GRHV�QRW�ZDQW�KLP�WR�FRPH�IRU�D�YLVLW��7KLV�HYHQW�
LPPHGLDWHO\�DIIHFWV�0U��6RUJVDP¶V�PRRG�QHJDWLYHO\�DQG�
PDNHV�KLP�FRQFHUQHG�DERXW�KHU�WKH�ZKROH�GD\�±�KH�LV�
QHYHU�VXUH�DERXW�ZKDW�OHDGV�KHU�WR�DVN�KLP�QRW�WR�
FRPH��+H�XVXDOO\�WULHV�WR�WDNH�KLV�PLQG�RII�KHU�E\�
PHHWLQJ�IULHQGV��,I�IRU�VRPH�UHDVRQ�WKHUH�LV�QR�RQH�WR�
DFFRPSDQ\�KLP��KH�VWD\V�LQ�EDG�PRRG�WKH�ZKROH�GD\���

,Q�FDVH�HYHU\WKLQJ�LV�DOO�ULJKW��KH�OHDYHV�KLV�KRPH�
HLWKHU�WR�JR�GLUHFWO\�WR�KHU�DSDUWPHQW�RU�WR�EX\�
JURFHULHV�DQG�PHGLFLQHV��7ZLFH�D�ZHHN�WKH�SURIHVVLRQDO�
KHOS�FRPHV�LQ�WKH�PRUQLQJ�WR�KHU�KRPH��,Q�PRVW�FDVHV��
0U��6RUJVDP�LV�QRW�SUHVHQW��WKRXJK�KH�ZLVKHV�KH�FRXOG�
EH�WKHUH�WR�WDON�ZLWK�WKHP�DQG�DVN�IRU�VRPH�KHOS�ZLWK�
KLV�FKRUHV��H�J���EX\LQJ�IRRG�RU�JRLQJ�WR�WKH�SKDUPDF\��
VR�KH�GRHV�QRW�KDYH�WR�GR�DOO�RQ�KLV�RZQ��+RZHYHU��KH�
FDQQRW�GR�VR�DV�KH�LV�XVXDOO\�QRW�WKHUH�DQG�LV�QRW�
DOORZHG�WR�KDYH�WKHLU�SKRQH�QXPEHU�±�KH�FDQ�RQO\�
OHDYH�WKH�LQIRUPDWLRQ�WR�WKH�RUJDQL]DWLRQ�WKDW�HPSOR\V�
WKHP��0RUHRYHU��KH�FDQQRW�DVN�KLV�SDUWQHU�WR�FDOO�KLP�
DW�WKH�WLPH�ZKHQ�WKH�SURIHVVLRQDO�FDUHJLYHUV�DUULYH�DV�
VKH�LV�XVXDOO\�VOHHSLQJ�ZKHQ�WKH\�DUH�WKHUH�RU�IRUJHWV�
WR�FDOO�KLP��

,Q�WKH�PRUQLQJ��0U��6RUJVDP�DOVR�FRRUGLQDWHV�GRFWRUV¶�
DSSRLQWPHQWV�IRU�KLV�SDUWQHU�RU�GRHV�KLV�FKRUHV��+H�
VSHQGV�WKH�OXQFKWLPH�LQ�WKH�DSDUWPHQW�RI�KLV�SDUWQHU��
EXW�FRRNV�RQO\�IRU�KLPVHOI��DV�VKH�GRHV�QRW�HDW�OXQFK��
9HU\�UDUHO\�KLV�SDUWQHU�DVNV�KLP�WR�JR�RXW�DQG�VLW�LQ�WKH�
SDUN�LQ�KHU�QHLJKERXUKRRG��,I�WKLV�GRHV�QRW�KDSSHQ��KH�
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JRHV�IRU�D�ZDON�DORQH�RU�KH�PHHWV�KLV�IULHQGV�LQ�D�FRIIHH�
VKRS��

,Q�WKH�HYHQLQJ��0U��6RUJVDP�UHWXUQV�WR�KLV�SDUWQHU¶V�
DSDUWPHQW�WR�SUHSDUH�KHU�D�GLQQHU��0RVW�RI�WKH�WLPH�KH�
GRHV�QRW�HDW�ZLWK�KHU��$IWHU�GLQQHU��KH�GULYHV�EDFN�WR�
KLV�KRPH��ZKHUH�KH�ZDLWV�XQWLO����SP�WR�SUHSDUH�
KLPVHOI�D�GLQQHU��+H�DOZD\V�FDOOV�KLV�SDUWQHU�WR�FKHFN�
XSRQ�KHU�DQG�WR�LQIRUP�WKDW�KH�DUULYHG�VDIHO\��7KHVH�
SKRQH�FDOOV�DUH�YHU\�LPSRUWDQW�IRU�KLP�EHFDXVH�DOORZV�
KLP�WR�NQRZ�WKDW�HYHU\WKLQJ�LV�2.�ZLWK�KLV�SDUWQHU���

6LQFH�KH�DQG�KLV�SDUWQHU�KDYH�VHSDUDWH�ILQDQFHV��HYHU\�
QLJKW�KH�FDOFXODWHV�KLV�GDLO\�H[SHQVHV�DQG�PDUNV�WKHP�
LQ�D�SDSHU�EDVHG�FDOHQGDU��+H�DOVR�XVHV�WKLV�FDOHQGDU�WR�
RUJDQL]H�KLV�DQG�KLV�SDUWQHU¶V�DSSRLQWPHQWV��'HVSLWH�
XVLQJ�WKH�ODSWRS�RQ�D�GDLO\�EDVLV��KH�UHIXVHV�WR�XVH�DQ�
HOHFWURQLF�FDOHQGDU�IRU�WKLV�SXUSRVH��EHFDXVH�KH�LV�
FRQFHUQHG�ZLWK�GDWD�ORVV��H�J���LI�IRU�VRPH�UHDVRQ�WKH�
GDWD�GLVDSSHDUV�IURP�WKH�FDOHQGDU��DQG�ZLWK�GDWD�
DFFHVV��H�J���LI�WKH�GHYLFHV�KH�XVHV�WR�DFFHVV�WKH�
FDOHQGDU�±�IRU�LQVWDQFH�WKH�ODSWRS�RU�KLV�VPDUW�SKRQH�±�
GRHV�QRW�ZRUN�LQ�D�VLWXDWLRQ�ZKHUH�KH�PXVW�FKHFN�
VRPHWKLQJ�RQ�WKH�FDOHQGDU���)LQDQFLDO�DQG�WLPH�
PDQDJHPHQW�WDNH�KLP�KDOI�DQ�KRXU�HDFK�GD\���

$W�QLJKW��0U��6RUJVDP�XVHV�KLV�ODSWRS�WR�VXUI�WKH�
,QWHUQHW��ZKLFK�KH�VRPHWLPHV�DOVR�GRHV�GXULQJ�WKH�GD\�
DW�KLV�SDUWQHU¶V�KRPH��

Design Implications: How to Support Mr. 
Sorgsam�

7KH�XVHU¶V�FRQWH[W�SUHYLRXVO\�GHWDLOHG�VXJJHVWV�WKDW�0U��
6RUJVDP�QHHGV�VRPHWKLQJ�WR��
• %H�UHDVVXUHG�WKDW�HYHU\WKLQJ�LV�DOO�ULJKW�ZLWK�KLV�

SDUWQHU�ZKHQ�KH�FDQQRW�EH�DURXQG��

• 6DWLVI\�KLV�FRPPXQLFDWLRQ�QHHGV�ZKHQ�KLV�IULHQGV�
DUH�QRW�DYDLODEOH�WR�PHHW�DQG�RU�WDON��

• ,PSURYH�WKH�FRPPXQLFDWLRQ�EHWZHHQ�KLP�DQG�WKH�
KRPH�FDUH�VHUYLFH��HVSHFLDOO\�ZLWK�UHJDUG�WR�
FRRUGLQDWLRQ�RI�YLVLWV�DQG�UHODWHG�DFWLYLWLHV��DQG�

• ,PSURYH�WKH�RUJDQL]DWLRQ�DQG�PDQDJHPHQW�RI�
WDVNV�E\�XVLQJ�D�PDWHULDO�FDOHQGDU��

$OWKRXJK�WKHVH�LVVXHV�UHIHU�WR�WKH�QHHGV�RI�D�VLQJOH�
LQGLYLGXDO��RXU�GDWD�VXJJHVWV�WKDW�WKH\�DUH�UHFXUUHQW�
DPRQJ�RWKHU�FDUHJLYHUV�ZKR�IDFH�D�VLPLODU�VLWXDWLRQ��,Q�
WKH�IROORZLQJ��ZH�HODERUDWH�D�IHZ�GHVLJQ�LPSOLFDWLRQV�
ZH�KDYH�LGHQWLILHG��DGGUHVVLQJ�WKH�IRXU�LVVXHV�
SUHVHQWHG�DERYH���

Improve communication with the partner 
7DNLQJ�DFFRXQW�RI�WKH�ILUVW�LVVXH�SUHYLRXVO\�LQWURGXFH��LW�
LV�IHDVLEOH�WR�WKLQN�WKDW�LPSURYLQJ�WKH�FRPPXQLFDWLRQ�
EHWZHHQ�0U��6RUJVDP�DQG�KLV�ZLIH�FDQ�SRWHQWLDOO\�
LPSURYH�KLV�VHQVH�RI�VHFXULW\��
/LYLQJ�LQ�GLIIHUHQW�DSDUWPHQWV�DQG�EHLQJ�PRELOH��H�J���
PHHWLQJ�IULHQGV��JRLQJ�WR�VXSHUPDUNHW��GRFWRU��
SKDUPDF\��HWF���PDNHV�FRPPXQLFDWLRQ�EHWZHHQ�WKHP�
GLIILFXOW��$�bidirectional video communication channel�
FDQ�SRWHQWLDOO\�KHOS�WR�PDLQWDLQ�WKH�FRQWDFW�ZKHQ�WKH\�
FDQQRW�EH�SK\VLFDOO\�WRJHWKHU��0RUHRYHU��a monitoring 
system based on several sensors�QRWLI\LQJ�KLP�DERXW�
DQ\�SUREOHPV�RU�DFFLGHQWV�ZRXOG�EH�YHU\�UHOHYDQW��DV�
KH�LV�FRQFHUQHG�WKDW�VKH�PD\�IDOO�RU�VWRSV�EUHDWKLQJ�
GXH�WR�KHU�&23'���
1HYHUWKHOHVV��LW�LV�ZRUWK�SRLQWLQJ�RXW�WKDW�WKH�V\VWHP�
VKRXOG�EH�FRQILJXUDEOH�DQG�DOORZV�KLP�WR�VZLWFK�LW�RII�
ZKHQ�KH�LV�ZLWK�KHU��$OVR��WKH�V\VWHP�VKRXOG�WDNH�LQWR�
DFFRXQW�LVVXHV�RI�SULYDF\�DQG�FRQWURO��VLQFH�0U��
6RUJVDP¶V�SDUWQHU�KDV�FOHDUO\�LQGLFDWHG�WKDW�VKH�GRHV�
QRW�DOZD\V�ZDQW�KLP�DURXQG��7KLV�LV�UDWKHU�D�FKDOOHQJH��
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VLQFH�JLYLQJ�KHU�FRQWURO�RYHU�WKH�V\VWHP��VR�VKH�FRXOG�
DOVR�GLVDEOH�LW�ZKHQ�VKH�GRHV�QRW�ZDQW�0U��6RUJVDP�WR�
EH�ZDWFKLQJ�RYHU�KHU�FRXOG�GHIHDW�WKH�V\VWHP�SXUSRVH��
L�H���QRWLI\LQJ�0U��6RUJVDP�RI�DQ�XQH[SHFWHG�GDQJHURXV�
VLWXDWLRQ��:H�SURSRVH�WR�DGGUHVV�WKLV�FKDOOHQJH�DQG�
IXUWKHU�HODERUDWH�RQ�LW�RQ�WKH�FRXUVH�RI�RXU�SURMHFW��

Improve communication with others 
,PSURYLQJ�FRPPXQLFDWLRQ�ZLWK�RWKHUV�DGGUHVVHV�ERWK�
WKH�VHFRQG�DQG�WKLUG�LVVXHV�HQXPHUDWHG�DW�WKH�
EHJLQQLQJ�RI�WKLV�VHFWLRQ��)LUVW��WKH�OLIH�DUUDQJHPHQWV�
FRQFHUQLQJ�0U��6RUJVDP�DQG�KLV�SDUWQHU��L�H��OLYLQJ�LQ�
GLIIHUHQW�KRXVHKROGV��GR�QRW�DOORZ�WKHP�WR�KDYH�UHJXODU�
FRQWDFW��,Q�IDFW��VRPHWLPHV�0U��6RUJVDP¶V�SDUWQHU�GRHV�
QRW�ZDQW�WR�VHH�KLP��,Q�VLWXDWLRQV�OLNH�WKLV��KH�WULHV�WR�
PHHW�VRPH�IULHQGV��8QIRUWXQDWHO\��VRPHWLPHV�WKLV�LV�
QRW�SRVVLEOH��$�SRVVLELOLW\�ZRXOG�EH�SXW�KLP�LQ�FRQWDFW�
ZLWK�SHRSOH�LQ�VLPLODU�VLWXDWLRQV��HYHQ�LI�WKH\�ZHUH�
XQNQRZQ��,W�PLJKW�EH�WKDW�WDONLQJ�ZLWK�WKHVH�SHRSOH�
ZRXOG�PDNH�KLP�IHHO�EHWWHU�DQG�QRW�ORQHO\��7KLV�LV�
DQRWKHU�TXHVWLRQ�DGGUHVVHG�LQ�RXU�UHVHDUFK���

Improve management of caring 
,Q�WHUPV�RI�WKH�IRUWK�LVVXH�LQWURGXFHG�DW�WKH�EHJLQQLQJ�
RI�WKLV�VHFWLRQ��WKHUH�DUH�VHYHUDO�UHDVRQV�ZK\�0U��
6RUJVDP�QHHGV�WR�PDQDJH�KLV�FDUH�DFWLYLWLHV��)RU�
LQVWDQFH��DOWKRXJK�KRPH�FDUH�VHUYLFH�SURYLGHUV�DUH�
VFKHGXOHG�RQ�D�GDLO\�EDVH�IRU�D�FHUWDLQ�WLPH�RI�WKH�GD\��
WKH\�GR�QRW�NHHS�WKHLU�YLVLW�WLPH�FRQVLVWHQW��6RPHWLPHV�
WKH\�DUH�ODWH��VRPHWLPHV�±�QRW�YHU\�RIWHQ�±�WRR�HDUO\��
0U��6RUJVDP�QHHGV�WR�NQRZ�ZKHQ�WKH\�ZRXOG�LQ�IDFW�
DUULYH�LQ�KHU�DSDUWPHQW�LQ�RUGHU�WR�DUUDQJH�DGGLWLRQDO�
FDUH�DFWLYLWLHV��7KLV�ZRXOG�KHOS�KLP�VDYH�WLPH�DQG�
UHGXFH�VWUHVV��+RZHYHU��KH�FDQQRW�FDOO�WKHP�EHFDXVH�
KH�FDQQRW�KDYH�WKHLU�FHOOXODU�SKRQH�QXPEHU��7KXV��KH�
QHHGV�WR�EH�QRWLILHG�ZKHQ�VXFK�SURIHVVLRQDOV�DUH�RQ�

WKHLU�ZD\�DQG�VR�KH�NQRZV�ZKHQ�WKH\�ZLOO�DUULYH�DW�KHU�
DSDUWPHQW��
,W�LV�DOVR�LPSRUWDQW�WR�NHHS�WUDFN�RI�DFWLYLWLHV�LQ�WKH�
SDVW�DQG�IXWXUH�IRU�EHWWHU�FDUH�JLYLQJ��$V�PHQWLRQHG�
EHIRUH��0U��6RUJVDP�SUHIHUV�D�SDSHU�EDVHG�FDOHQGDU�
ZKHUH�KH�FDQ�ZULWH�RQ�DOO�WKH�LPSRUWDQW�DSSRLQWPHQWV�
GXH�WR�VHYHUDO�UHDVRQV��H�J���ULVN�RI�GDWD�ORVV�RU�
PDOIXQFWLRQ���+H�DOVR�XVHV�SRVW�LWV�IRU�LPSRUWDQW�WKLQJV�
WR�UHPLQG�KLP��+RZHYHU��KH�DFNQRZOHGJHV�WKDW�LW�ZRXOG�
EH�XVHIXO�IRU�KLP�LI�KH�FRXOG�LQWHJUDWH�DOO�WKH�GLIIHUHQW�
SDSHU�EDVHG�FDOHQGDUV�WKDW�KH�PDQDJHV�LQ�DQ�RQOLQH�
FDOHQGDU�WKDW�ZRXOG�EH�DFFHVVLEOH�WKURXJK�GLIIHUHQW�
GHYLFHV��,W�LV�IHDVLEOH�WR�WKLQN�WKDW�D�WDQJLEOH�DUWHIDFW�
WKDW�ZRXOG�SURGXFH�DW�WKH�VDPH�WLPH�D�SK\VLFDO�HQWU\�RI�
DQ�HYHQW�WR�D�FDOHQGDU��RU�SLHFH�RI�SDSHU�WKDW�FRXOG�EH�
DWWDFKHG�WR�WKH�FDOHQGDU�DIWHUZDUGV��DQG�DXWRPDWLFDOO\�
GXSOLFDWH�LW�WR�DQ�RQOLQH�FDOHQGDU�ZRXOG�EH�XVHIXO�DQG�
DSSUHFLDWHG��:H�SODQ�WR�WHVW�VXFK�D�VROXWLRQ�LQ�WKH�
723,&�SURMHFW�DQG�GHYLVH�LQQRYDWLYH�VROXWLRQV�WKDW�FDQ�
EHWWHU�VXSSRUW�LQIRUPDO�FDUHJLYHUV�OLNH�0U��6RUJVDP��

Conclusions 

,Q�WKLV�SDSHU�ZH�SUHVHQWHG�D�FRPSUHKHQVLYH�GHVFULSWLRQ�
RI�D�UHDO�FDUH�VLWXDWLRQ�DQG�LQWURGXFHG�D�IHZ�LGHDV�IRU�
WHFKQRORJLFDO�GHYHORSPHQWV�WR�DGGUHVV�WKH�QHHGV�
VWHPPLQJ�IURP�LW��+RZHYHU��WKH�ILQGLQJV�DQG�LGHDV�RQ�
ZKLFK�ZH�UHSRUW�KHUH�DUH�QRW�ILQDO��,W�LV�RSHQ�IRU�
GLVFXVVLRQ��IRU�LQVWDQFH��WKH�H[WHQW�WR�ZKDW�WKH�LVVXHV�
REVHUYHG�LQ�WKH�FDUH�VLWXDWLRQ�KHUHLQ�GHVFULEHG�LV�
UHSUHVHQWDWLYH�RI�WKH�GLIIHUHQW�SRVVLEOH�H[LVWLQJ�FDUH�
VLWXDWLRQV�DQG�KRZ�HIIHFWLYH�WKH�GHVLJQ�VROXWLRQV�KHUHLQ�
VXJJHVWHG�ZRXOG�EH�LQ�VXFK�D�VLWXDWLRQ��0RUHRYHU��LW�LV�
IHDVLEOH�WR�TXHVWLRQ�ZKLFK�RWKHU�LVVXHV�RI�FDUHJLYLQJ�
WKHVH�GHVLJQ�LGHDV�FDQ�SRWHQWLDOO\�VXSSRUW���
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Abstract 
,QWHUQHW�LV�EHFRPLQJ�RQH�RI�WKH�PDMRU�LQIRUPDWLRQ�
VRXUFHV�IRU�SDUHQWV�ZKR�KDYH�FKLOGUHQ�ZLWK�UDUH�DQG�
GLIILFXOW�LOOQHVV�DQG�VSHFLDO�QHHGV��7KH�SDVW�IHZ�\HDUV�
KDYH�REVHUYHG�VXEVWDQWLDO�HIIRUWV�IURP�WKH�UHVHDUFKHUV�
WR�XQGHUVWDQG�KRZ�WKHVH�SDUHQWV�XVH�,QWHUQHW�WR�DFFHVV�
KHDOWK�LQIRUPDWLRQ�IRU�WKHLU�FKLOGUHQ��%DVHG�RQ�WKHLU�
ILQGLQJV��WKH�UHVHDUFKHUV�DOVR�RIIHUHG�VRPH�
UHFRPPHQGDWLRQV�WR�HQKDQFH�WKH�HIIHFWLYHQHVV�RI�WKHVH�
UHVRXUFHV��8QIRUWXQDWHO\��D�PDMRU�SDUW�RI�WKH�,QWHUQHW�
UHVRXUFHV�WDUJHWHG�WR�WKHVH�SDUHQWV�LV�VWLOO�VXIIHULQJ�
IURP�WKH�SUREOHPV�LGHQWLILHG�E\�WKH�UHVHDUFKHUV��
&RQVLGHULQJ�WKLV��ZH�KDYH�GHFLGHG�WR�VXPPDUL]H�DOO�WKH�
HIIRUWV�DQG�VXJJHVWLRQV�SURYLGHG�E\�WKH�UHVHDUFKHUV��
7KLV�SDSHU�SUHVHQWV�RXU�SUHOLPLQDU\�UHVXOWV�RI�PHWD�
DQDO\VLV�RI�DOO�WKH�OLWHUDWXUH�DYDLODEOH�LQ�3XE0HG�
GDWDEDVH�WKDW�GHDO�ZLWK�,QWHUQHW�XVH�E\�SDUHQWV�ZKR�
KDYH�FKLOGUHQ�ZLWK�VSHFLDO�QHHGV��,Q�DGGLWLRQ�WR�
V\VWHPDWLF�FROOHFWLRQ�RI�WKH�VFKRODUO\�DUWLFOHV��ZH�KDYH�
SURYLGHG�RXU�RZQ�UHFRPPHQGDWLRQV�EDVHG�RQ�RXU�
H[SHUWLVH�LQ�RQOLQH�VRFLDO�QHWZRUN�DQG�FRPPXQLW\�
KHDOWKFDUH�GRPDLQ���

Author Keywords 
&KLOGUHQ�ZLWK�6SHFLDO�1HHGV��3DUHQWV��,QWHUQHW��3XE0HG�

Shameem Ahmed 
*UDGXDWH�6FKRRO�RI�/LEUDU\�DQG�
,QIRUPDWLRQ�6FLHQFH�
����(��'DQLHO�6WUHHW��
8QLYHUVLW\�RI�,OOLQRLV�DW�8UEDQD�
&KDPSDLJQ�
&KDPSDLJQ��,/������������86$�
DKPHG�#LOOLQRLV�HGX��

3HUPLVVLRQ�WR�PDNH�GLJLWDO�RU�KDUG�FRSLHV�RI�DOO�RU�SDUW�RI�WKLV�ZRUN�IRU�
SHUVRQDO�RU�FODVVURRP�XVH�LV�JUDQWHG�ZLWKRXW�IHH��SURYLGHG�WKDW�FRSLHV�
DUH�QRW�PDGH�RU�GLVWULEXWHG�IRU�SURILW�RU�FRPPHUFLDO�DGYDQWDJH��DQG�WKDW�
FRSLHV�EHDU�WKLV�QRWLFH�DQG�WKH�IXOO�FLWDWLRQ�RQ�WKH�ILUVW�SDJH��7R�FRS\�
RWKHUZLVH��WR�UHSXEOLVK��WR�SRVW�RQ�VHUYHU�RU�WR�UHGLVWULEXWH�WR�OLVW��
UHTXLUHV�SULRU�VSHFLILF�SHUPLVVLRQ�DQG�RU�D�IHH��
CCCiC’14, )HEUXDU\�����������%DOWLPRUH��0DU\ODQG��86$��
KWWS���FFFLF�����ZRUGSUHVV�FRP��
&RS\ULJKW�KHOG�E\�WKH�DXWKRU�V��
,661������������
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ACM Classification Keywords 
+���P��,QIRUPDWLRQ�LQWHUIDFHV�DQG�SUHVHQWDWLRQ��H�J���
+&,���0LVFHOODQHRXV���

Introduction 
,Q�������3HZ�5HVHDUFK�&HQWHU�FRQGXFWHG�D�QDWLRQDOO\�
UHSUHVHQWDWLYH�WHOHSKRQH�VXUYH\�WR�XQGHUVWDQG�KRZ�
$PHULFDQV�XVH�,QWHUQHW�IRU�KHDOWK�SXUSRVHV��7KH\�IRXQG�
WKDW�����RI�$PHULFDQV�XVH�WKH�,QWHUQHW�WR�ILQG�KHDOWK�
LQIRUPDWLRQ��DQG�IRU�����RI�WKHP�,QWHUQHW�KDG�DQ�
LPSDFW�LQ�PDNLQJ�KHDOWK�FDUH�GHFLVLRQ���

&KLOGUHQ�ZLWK�UDUH�DQG�GLIILFXOW�LOOQHVV��H�J��D�SK\VLFDO�RU�
DQ�LQWHOOHFWXDO�GLVDELOLW\��DXWLVP��GRZQ�V\QGURPH��
$'+'��FDQFHU��HWF���RU�EDG�KHDOWK�FRQGLWLRQV��H�J��
REHVLW\��QHHG�VSHFLDO�FDUH�GXH�WR�WKH�XQFHUWDLQW\�DQG�
HPHUJHQF\�RI�WKHLU�KHDOWK�FRQGLWLRQV��$FFRUGLQJ�WR�86�
FHQVXV��LQ�����������PLOOLRQ��������VFKRRO�DJHG�
FKLOGUHQ��DJHG���WR�����DQG�����WKRXVDQGV��������
VPDOO�NLGV��DJHG�EHORZ����KDG�GLVDELOLW\��KHUH�GLVDELOLW\�
UHIHUV�WR�KDYLQJ�YLVLRQ��KHDULQJ��FRJQLWLYH��DPEXODWRU\��
VHOI�FDUH��RU�LQGHSHQGHQW�OLYLQJ�GLIILFXOW\����3DUHQWV�ZKR�
KDYH�FKLOGUHQ�ZLWK�VSHFLDO�QHHGV�H[SHULHQFH�VHULRXV�
KHDOWK�FRQFHUQ�IRU�WKHLU�FKLOGUHQ�DQG�LQYHVW�WKHLU�WLPH��
HIIRUW��PRQH\��DQG�RWKHU�UHVRXUFHV��DV�PXFK�DV�WKH\�
FDQ�GR��)RU�LQVWDQFH��'H�5RXFN��DQG�/H\V��DIWHU�GRLQJ�
DQ�H[WHQVLYH�OLWHUDWXUH�UHYLHZ�LQ�IRXU��HOHFWURQLF�
GDWDEDVHV��2YLG�0HGOLQH��3V\F,1)2��&,1$+/�DQG�
6RFLRORJLFDO�$EVWUDFWV���VKRZHG�WKDW�SDUHQWV�RI�FKLOGUHQ�
DGPLWWHG�WR�D�QHRQDWDO�LQWHQVLYH�FDUH�XQLW�KDYH�KLJK�
LQIRUPDWLRQ�QHHG�>�@��,QWHUQHW�LV�EHFRPLQJ�D�SURPLQHQW�
VRXUFH�RI�LQIRUPDWLRQ�IRU�SDUHQWV�ZLWK�FKLOGUHQ�ZLWK�

�� KWWS���ZZZ�SHZLQWHUQHW�RUJ�3UHVV�5HOHDVHV������7KH�6RFLDO�
/LIH�RI�+HDOWK�,QIRUPDWLRQ�DVS[��

���KWWS���ZZZ�FHQVXV�JRY�SURG�����SXEV�DFVEU������SGI�

VSHFLDO�QHHGV�>����@��5HVHDUFKHUV�DOVR�SDLG�FORVH�
DWWHQWLRQ�WR�KRZ�WKHVH�SDUHQWV�XVH�WKH�,QWHUQHW��H�J��
ZHEVLWHV��RQOLQH�VXSSRUW�FRPPXQLWLHV��ZHE������RQOLQH�
VRFLDO�QHWZRUN��HWF���WR�DFFHVV�WKH�LQIRUPDWLRQ�WKH\�
QHHG��)RU�LQVWDQFH��.QDSS�HW�DO���WKURXJK�D�FURVV�
VHFWLRQDO�WHOHSKRQH�VXUYH\��VKRZHG�WKDW��DOWKRXJK�
WKUHH�TXDUWHUV�RI�WKH�SDUHQWV�ZKRVH�FKLOGUHQ�KDYH�OLIH�
WKUHDWLQJ�LOOQHVV�FRQVLGHU�WKH�GRFWRU�DV�WKHLU�SULPDU\�
VRXUFH�RI�LQIRUPDWLRQ������RI�WKHP�XVH�,QWHUQHW�DV�DQ�
DGGLWLRQDO�VRXUFH�>�@���

$OWKRXJK�WKH�SDUHQWV�ZLWK�FKLOGUHQ�ZLWK�VSHFLDO�QHHGV�
H[FHVVLYHO\�XVH�,QWHUQHW�QRZ�D�GD\V��WKH�UHVHDUFKHUV�
IRXQG�WKDW��,QWHUQHW�UHVRXUFHV�DUH�VWLOO�VXIIHULQJ�VRPH�
IXQGDPHQWDO�LVVXHV�>���������@�DQG�PRVW�RI�WKH�KHDOWK�
UHODWHG�ZHEVLWHV�DUH�VWLOO�QRW�IROORZLQJ�WKH�
UHFRPPHQGDWLRQV�SURYLGHG�E\�WKH�UHVHDUFKHUV���
2EVHUYLQJ�WKLV��ZH�KDYH�GHFLGHG�WR�VXPPDUL]H�DOO�WKH�
VFKRODUO\�ILQGLQJV�DQG�UHFRPPHQGDWLRQV�SXEOLVKHG�WR�
GDWH�LQ�QRWDEOH�MRXUQDOV�DQG�FRQIHUHQFHV�VR�WKDW�DQ\�
IXWXUH�HQGHDYRU�LQ�WKLV�DUHQD�FDQ�EH�EHQHILFLDO�IURP�RXU�
HIIRUW��:H�KDYH�DOVR�LQFRUSRUDWHG�RXU�RZQ�
UHFRPPHQGDWLRQV�IURP�RXU�H[SHUWLVH�LQ�RQOLQH�VRFLDO�
QHWZRUN�DQG�FRPPXQLW\�KHDOWK�FDUH�DUHD���,Q�WKLV�
SDSHU��ZH�DUH�UHSRUWLQJ�RXU�SUHOLPLQDU\�UHVXOWV�PDLQO\�
FROOHFWHG�IURP�VFKRODUO\�DUWLFOHV�DYDLODEOH�LQ�3XE0HG�
GDWDEDVH����

Methods and Data Source 
:H�SHUIRUPHG�D�V\VWHPDWLF�NH\ZRUG�EDVHG�OLWHUDWXUH�
VHDUFK�LQ�WKH�3XE0HG�GDWDEDVH��:H�VHDUFKHG�DUWLFOHV�
XVLQJ�WKH�FRPELQDWLRQ�RI�NH\ZRUGV�VXFK�DV�³,QWHUQHW´�
³SDUHQW´�³VSHFLDO�FDUH´�DQG�WKH�GLIIHUHQW�YDULDWLRQV�RI�
WKHVH�NH\ZRUGV��H�J��³H+HDOWK´��³UDUH�GLVHDVH´��

��KWWS���ZZZ�QFEL�QOP�QLK�JRY�SXEPHG�
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³LQIRUPDO�FDUHJLYHU´��³REHVLW\´��HWF����2XU�VHDUFK�
FRQVLGHUHG�DOO�WKH�DUWLFOHV�SXEOLVKHG�LQ�WKH�ODVW����\HDUV�
LQ�WKH�³+XPDQV´�VSHFLHV�GRPDLQ��7KLV�NH\ZRUG�EDVHG�
VHDUFK�UHVXOWHG�LQ�����UHVHDUFK�DUWLFOHV��$IWHU�JRLQJ�
WKURXJK�DOO�WKH�DEVWUDFWV��ZH�KDYH�H[FOXGHG�D�
VLJQLILFDQW�QXPEHU�RI�DUWLFOHV�VLQFH�WKRVH�GLG�QRW�VHHP�
UHOHYDQW�WR�RXU�VHDUFK��:H�LQFOXGHG�DQ\�DUWLFOH�ZKLFK�
GLVFXVVHG�WKH�XVH�RI�,QWHUQHW�E\�SDUHQWV�ZKR�KDYH�
FKLOGUHQ�ZLWK�VSHFLDO�QHHGV��$IWHU�ILOWHULQJ�RXW�WKH�QRQ�
UHOHYDQW�DUWLFOHV��ZH�DOVR�ORRNHG�DW�RWKHU�DUWLFOHV�
VXJJHVWHG�E\�3XE0HG�DV�VLPLODU�WR�WKRVH�DUWLFOHV��
)LQDOO\��ZH�KDYH�IRXQG����UHOHYDQW�DUWLFOHV��7KH�ILQGLQJV�
UHSRUWHG�LQ�WKLV�SDSHU�DUH�EDVHG�RQ�WKHVH����DUWLFOHV���

Results and Implications  
$IWHU�H[WHQVLYHO\�DQDO\]LQJ�DOO�WKHVH�UHOHYDQW�DUWLFOHV��
ZH�KDYH�LGHQWLILHG�VRPH�LPSRUWDQW�ILQGLQJV�DQG�
UHFRPPHQGDWLRQV��%HORZ�ZH�DUH�SRLQWLQJ�RXW�WKH�PDMRU�
ILQGLQJV�DQG�UHFRPPHQGDWLRQV�DORQJ�ZLWK�RXU�RZQ�
UHIOHFWLRQ���

Dominance of Women 
$PRQJ�SDUHQWDO�,QWHUQHW�XVHUV��ZRPHQ�DUH�PRUH�OLNHO\�
WR�XVH�,QWHUQHW�IRU�WKHLU�FKLOGUHQ�DV�RSSRVHG�WR�PHQ��
LUUHVSHFWLYH�RI�ZKHWKHU�WKHLU�FKLOGUHQ�KDV�VSHFLDO�QHHGV�
>���@�RU�QRW�>�����@��)RU�LQVWDQFH��2SUHVFX�HW�DO��
VKRZHG�WKDW�LQ�DQ�RQOLQH�VXSSRUW�FRPPXQLW\�ZKHUH�
XVHUV�DUH�PDLQO\�SDUHQWV�RI�FKLOGUHQ�RI�FOXEIRRW�GLVHDVH��
����RI�PHVVDJHV�ZHUH�SRVWHG�E\�ZRPHQ�DQG�WKH�UHVW�
����FDPH�IURP�PHQ�>�@��

6LQFH�PHQ�DQG�ZRPHQ�XVH�,QWHUQHW�GLIIHUHQWO\�>��@��ZH�
UHFRPPHQG�WKDW��DQ�,QWHUQHW�UHVRXUFH�IRU�WKLV�W\SH�RI�
SDUHQWV�VKRXOG�EH�GHVLJQHG�NHHSLQJ�ZRPHQ¶V�
SUHIHUHQFH�LQ�PLQG��)RU�LQVWDQFH��ZRPHQ�KDYH�PRUH�
WUXVW�RQ�RQOLQH�FRPPXQLWLHV�DV�RSSRVHG�WR�ZHE�SRUWDO�

DQG�VRFLDO�QHWZRUN�DV�DXWKHQWLFDWH�LQIRUPDWLRQ�SURYLGHU�
>��@��+HQFH��ZH�VXJJHVW�WKDW��PRUH�RQOLQH�FRPPXQLWLHV�
VKRXOG�EH�FUHDWHG�IRU�WKHVH�SDUHQWV�DQG�WKRVH�VKRXOG�
EH�GHVLJQHG�E\�JLYLQJ�SULRULW\�RI�ZRPHQ¶V�SUHIHUHQFH�
DERXW�,QWHUQHW�XVDJH���

Inaccurate, Incomplete, and Unclear Information  
3HRSOH�VXIIHU�IURP�LOOQHVV�UHODWHG�XQFHUWDLQW\�DV�PDQ\�
KHDOWK�UHODWHG�ZHEVLWHV�SURYLGH�XQFOHDU��LQDFFXUDWH��
DQG�LQFRPSOHWH�LQIRUPDWLRQ�>������@��3DUHQWV�ZLWK�
FKLOGUHQ�ZLWK�VSHFLDO�QHHGV�DOVR�H[SHULHQFH�WKH�VDPH�
SUREOHP�>����@��,Q�DGGLWLRQ��WKH�SDUHQWV��LQ�VHYHUDO�
FDVHV��DUH�XQDEOH�WR�GLVWLQJXLVK�EHWZHHQ�KLJK�TXDOLW\�
DQG�ORZ�TXDOLW\�LQIRUPDWLRQ�>�������@�DQG�EHFRPH�
SHUSOH[HG�WR�IROORZ�D�SDUWLFXODU�KHDOWK�UHODWHG�
LQIRUPDWLRQ���

7R�DGGUHVV�WKLV�SUREOHP��ZH�UHFRPPHQG�WKDW���KHDOWK�
UHODWHG�LQIRUPDWLRQ�VKRXOG�EH�ZULWWHQ�LQ�SODLQ��VLPSOH��
DQG�HDV\�ODQJXDJH�VR�WKDW�HYHQ�D�OD\SHUVRQ�FDQ�
FRPSUHKHQG�WKH�PHDQLQJ�YHU\�HDVLO\�DQG�DFW�
DFFRUGLQJO\��0RUHRYHU��IRU�WKH�VHQVLWLYH�LQIRUPDWLRQ��D�
WUXVWHG�VRXUFH��H�J��D�VSHFLDOL]HG�GRFWRU��D�UHSXWHG�
VFKRODU�LQ�WKDW�GRPDLQ��D�ZHOO�NQRZQ�PHGLFDO�LQVWLWXWH��
HWF���PXVW�DFFRPSDQ\�WKH�LQIRUPDWLRQ��)RU�H[DPSOH��
VHQVLWLYH�KHDOWK�LQIRUPDWLRQ�VXFK�DV�OLVW�RI�PHGLFDWLRQV�
VKRXOG�EH�DSSURYHG�E\�VSHFLDOL]HG�GRFWRUV�WR�KLJKOLJKW�
WKH�DXWKHQWLFLW\�RI�WKH�LQIRUPDWLRQ��,Q�FDVH�RI�QRQ�
VHQVLWLYH�LQIRUPDWLRQ��D�UDWLQJ�V\VWHP�E\�WKH�H[LVWLQJ�
XVHU�ZRXOG�EH�DSSURSULDWH�WR�GLIIHUHQWLDWH�EHWZHHQ�KLJK�
DQG�ORZ�TXDOLW\�LQIRUPDWLRQ���

Experience-based Information 
5HVHDUFKHUV�VKRZHG�WKDW�SDUHQWV�SUHIHU�WR�OHDUQ�WKH�
H[SHULHQFH�RI�RWKHU�SDUHQWV�LQ�VLPLODU�VLWXDWLRQ�>�@��
+RZHYHU��LW�LV�QRQ�WULYLDO�WR�HQFRXUDJH�SDUHQWV�WR�VKDUH�

��



�

WKHLU�H[SHULHQFH�LQ�WKH�SXEOLF�GRPDLQ��:H�UHFRPPHQG�
WKDW��D�UHZDUG�EDVHG�V\VWHP�FDQ�EH�KHOSIXO�LQ�
HQFRXUDJLQJ�PRUH�SDUHQWV�WR�VKDUH�WKHLU�H[SHULHQFH��
)RU�LQVWDQFH��D�SDUHQW�ZLOO�EH�DQQRXQFHG�DV�SDUHQW�RI�
WKH�PRQWK�LI�WKHLU�H[SHULHQFH�LV�³IRXQG�KHOSIXO´�RU�
³OLNHG´�E\�D�VLJQLILFDQW�QXPEHU�RI�RWKHU�SDUHQWV��$�
PRGHO�VLPLODU�WR�\DKRR�DQVZHUV�DQG�)DFHERRN�OLNH�
VRFLDO�QHWZRUN�FDQ�EH�JHQHUDOL]HG�LQ�WKLV�UHJDUG���

Trusted Source of Information 
0DFNHUW�HW�DO��VKRZHG�WKDW�SDUHQWV�ZLWK�REHVH�FKLOGUHQ�
XVXDOO\�GR�QRW�WUXVW�WKH�JRYHUQPHQW�DV�WKH�KHDOWK�
UHODWHG�LQIRUPDWLRQ�SURYLGHU�>��@��2Q�WKH�FRQWUDU\��
XQLYHUVLW\�UHVHDUFKHUV�DUH�FRQVLGHUHG�DV�WKH�WUXVWHG�
VRXUFH�RI�LQIRUPDWLRQ��

&RQVLGHULQJ�WKLV��ZH�UHFRPPHQG�WKDW��WKH�JRYHUQPHQW�
VKRXOG�EH�YHU\�SUHFLVH�DQG�DFFXUDWH�DERXW�WKH�
LQIRUPDWLRQ�WKH\�SURYLGH�LQ�,QWHUQHW�DQG�WKHLU�SURYLGHG�
LQIRUPDWLRQ�VKRXOG�EH�HQGRUVHG�E\�WKH�UHOLDEOH�PHGLFDO�
GRFWRUV�RU�UHSXWHG�DQG�H[SHUW�UHVHDUFKHUV���

Community-based Computer Center for Underserved 
Parents 
.QDSS�HW�DO��VKRZHG�WKDW�ROGHU�SDUHQWV��OHVV�HGXFDWHG�
DQG�QRQ�(QJOLVK�VSHDNLQJ�SDUHQWV�DUH�XQHQWKXVLDVWLF�
,QWHUQHW�XVHUV�>�@��VRPHWLPHV�GXH�WR�ODFN�RI�DFFHVV�WR�
WKH�FRPSXWHU�DQG�,QWHUQHW��+HQFH�WKH�UHVHDUFKHUV�JDYH�
LPSRUWDQFH�RQ�LQWHUYHQWLRQV�WR�LPSURYH�WKHLU�FRPSXWHU�
DQG�,QWHUQHW�OLWHUDF\�E\�GHVLJQLQJ�FRPPXQLW\�EDVHG�
FRPSXWHU�FHQWHU�>�����@���

%DVHG�RQ�RXU�H[SHUWLVH�RQ�FRPPXQLW\�LQIRUPDWLFV�DQG�
FRPPXQLW\�EDVHG�FRPSXWHU�FHQWHU��ZH�DOVR�EHOLHYH�
WKDW��VXFK�LQWHUYHQWLRQV�ZRXOG�EH�UHDOO\�KHOSIXO�IRU�WKH�
SDUHQWV�ZKR�KDYH�FKLOGUHQ�ZLWK�VSHFLDO�QHHGV���

Information Representation 
0DFNHUW�HW�DO��FRQGXFWHG�D�VWXG\�RQ�ORZ�KHDOWK�OLWHUDWH��
FXOWXUDOO\�GLYHUVH�SDUHQWV�DQG�VKRZHG�WKDW�YLVXDO�
FRQWHQW��DV�RSSRVHG�WR�VLPSOH�WH[W��FRXOG�EH�KHOSIXO�IRU�
WKH�SDUHQWV�WR�JUDVS�WKH�LPSRUWDQW�LQIRUPDWLRQ�IRU�WKHLU�
REHVH�FKLOGUHQ�>��@��5LFKQHVV�LQ�FRQWHQW�LV�QHFHVVDU\�
EXW�QRW�VXIILFLHQW��WKH�SUHVHQWDWLRQ�VW\OH�LV�YHU\�
LPSRUWDQW�DV�ZHOO�>�����@���

0HUHO\�GHVLJQLQJ�D�ZHEVLWH�ZLWK�SURSHU�FRQWHQW�DQG�
IDQF\�GHVLJQ�PLJKW�QRW�EH�XVHIXO�IRU�WKH�DFWXDO�XVHUV�LI�
WKHLU�QHHG��SUHIHUHQFHV��DQG�FRQWH[W�DUH�QRW�
FRQVLGHUHG��+DVWLQJV�VKRZHG�WKDW��LI�ZH�ZDQW�WR�GHVLJQ�
DQ�LQWHJUDWHG�FKLOG�KHDOWK�LQIRUPDWLRQ�V\VWHP��RXU�
FHQWUDO�IRFXV�VKRXOG�EH�RQ�WKH�SDUHQWV�>��@��:H�EHOLHYH�
WKDW��WKH�VDPH�ILQGLQJ�LV�DOVR�DSSOLFDEOH�IRU�GHVLJQLQJ�D�
KHDOWK�UHODWHG�ZHEVLWH�IRU�SURYLGLQJ�LQIRUPDO�FDUH��
6LQFH�LW�LV�QRQ�WULYLDO�WR�PHDVXUH�WKH�ULJKW�EDODQFH�
EHWZHHQ�WH[W�DQG�DXGLR�YLVXDO�FRQWHQW��ZH�UHFRPPHQG�
WKDW��HDFK�KHDOWK�VLWHV��EHIRUH�ODXQFKLQJ�WKHLU�ILQDO�
YHUVLRQ�RQ�,QWHUQHW��VKRXOG�SHUIRUP�DQ�H[WHQVLYH�XVHU�
VWXG\�LQYROYLQJ�WKH�SDUHQWV�DQG�UHILQH�WKH�VLWH�GHVLJQ�
DFFRUGLQJO\���

Publicly Available Search Engine for Diagnosis  
%RXZPDQ�HW�DO��GLVFXVVHG�WZR�FDVHV�ZKLFK�VKRZHG�WKH�
QHFHVVLW\�RI�SXEOLFO\�DYDLODEOH�,QWHUQHW�VHDUFK�HQJLQHV�
DV�DQ�HIIHFWLYH�GLDJQRVWLF�VWUDWHJ\�LQ�LGHQWLI\LQJ�UDUH�
GLVHDVHV�>��@��7KH\�DOVR�GHVLJQHG�VXFK�D�VHDUFK�HQJLQH�
GXEEHG�DV�³'RFWRU¶V�*RRJOH�´��

$OWKRXJK�WKLV�LV�DQ�H[FHOOHQW�LQLWLDWLYH�LI�WKH�SDUHQWV�FDQ�
GLDJQRVH�WKH�UDUH�GLVHDVH�XVLQJ�WKH�VHDUFK�HQJLQH��ZH�
UHFRPPHQG�WKDW��WKH�LQIRUPDWLRQ�VKRXOG�EH�XVHG�LQ�D�
FDUHIXO�PDQQHU�DQG�SDUHQWV�VKRXOG�FRQVXOW�WKH�GRFWRU�
EHIRUH�WDNLQJ�DQ�DFWLRQ��

��



Conclusions and Future Work  
,Q�WKLV�SDSHU��ZH�KDYH�UHSRUWHG�WKH�UHVXOWV�RI�D�PHWD�
DQDO\VLV�RQ�WKH�OLWHUDWXUH�V\VWHPDWLFDOO\�FROOHFWHG�IURP�
3XE0HG�GDWDEDVH��,Q�WKLV�RQJRLQJ�UHVHDUFK��RXU�JRDO�LV�
WR�V\QWKHVL]H�WKH�FRQWULEXWLRQV�RI�WKH�UHVHDUFKHUV�ZKR�
SHUIRUPHG�H[WHQVLYH�UHVHDUFK�RQ�KRZ�SDUHQWV�ZLWK�
FKLOGUHQ�ZLWK�VSHFLDO�QHHGV�XVH�WKH�,QWHUQHW��:H�DOVR�
UHFRPPHQG�VRPH�JXLGHOLQHV�WR�PDNH�,QWHUQHW�PRUH�
XVHIXO�IRU�WKHVH�SDUHQWV��7KHVH�JXLGHOLQHV�DUH�DV�
IROORZV���D��2QOLQH�FRPPXQLW\�IRU�WKHVH�SDUHQWV�VKRXOG�
EH�PRUH�ZRPHQ�IRFXVHG���E��$YRLG�FRPSOH[�PHGLFDO�
WHUPV�DQG�XVH�SODLQ��VLPSOH�DQG�HDV\�ODQJXDJH�WR�
GHVFULEH�PHGLFDO�LQIRUPDWLRQ��DOVR�WKH�LQIRUPDWLRQ�
VKRXOG�EH�HQGRUVHG�E\�DXWKHQWLFDWH�VRXUFHV�VXFK�DV�D�
VSHFLDOL]HG�GRFWRU��D�UHSXWHG�VFKRODU�LQ�WKDW�GRPDLQ��RU�
D�ZHOO�NQRZQ�PHGLFDO�LQVWLWXWH���F��(QFRXUDJH�WKH�
SDUHQWV�WR�VKDUH�WKHLU�H[SHULHQFH�ZLWK�RWKHU�SDUHQWV�RQ�
VLPLODU�VLWXDWLRQ��VLWHV�PLJKW��LQWURGXFH�D�UHZDUG�EDVHG�
V\VWHP�IRU�WKH�SDUHQWV���G��7KH�KHDOWK�UHODWHG�
LQIRUPDWLRQ�SURYLGHG�E\�WKH�JRYHUQPHQW�VKRXOG�EH�
HQGRUVHG�E\�WKH�UHOLDEOH�PHGLFDO�GRFWRUV�RU�UHSXWHG�DQG�
H[SHUW�XQLYHUVLW\�UHVHDUFKHUV�WR�JDLQ�PRUH�WUXVW�IURP�
WKH�SDUHQWV���H��0RUH�LQWHUYHQWLRQV�DUH�UHTXLUHG�WR�WKH�
XQGHUVHUYHG�SDUHQWV�WR�XVH�,QWHUQHW��FRPPXQLW\�EDVHG�
FRPSXWHU�FHQWHU�FDQ�EH�DQ�H[DPSOH�LQ�WKLV�UHJDUG���I��
,QIRUPDWLRQ�SURYLGHG�LQ�WKH�ZHE�VKRXOG�KDYH�D�ULJKW�
EDODQFH�EHWZHHQ�WH[W�FRQWHQW�DQG�DXGLR�YLVXDO�FRQWHQW��
DQG��J��DOWKRXJK�SXEOLFO\�DYDLODEOH�VHDUFK�HQJLQH�FDQ�
EH�DQ�H[FHOOHQW�HIIRUW�IRU�GLDJQRVLV�RI�GLVHDVHV��SDUHQWV�
VKRXOG�FRQVXOW�WKH�GRFWRU�EHIRUH�WDNLQJ�DQ�DFWLRQ�EDVHG�
RQ�WKH�UHFRPPHQGDWLRQ�IURP�WKDW�VHDUFK�HQJLQH���

,Q�IXWXUH��ZH�ZDQW�WR�H[SORUH�VRPH�RWKHU�UHOHYDQW�
GDWDEDVH�VXFK�DV�(5,&��2YLG�0HGOLQH��3V\F,1)2��
&,1$+/��6RFLRORJLFDO�$EVWUDFWV��DQG�6RFLDO�6HUYLFHV�
$EVWUDFWV��:H�DOVR�ZDQW�WR�H[WHQG�WKH�GRPDLQ�IRU�RWKHU�

LQIRUPDO�FDUHJLYHUV��H�J��FKLOGUHQ��IULHQGV��DQG�SDWLHQWV�
�H�J��UHJXODU�VHQLRU�FLWL]HQV��ROGHU�DGXOWV�ZLWK�VHULRXV�
LOOQHVV��HWF�����

References 

�� 'H�5RXFN��6��DQG�0��/H\V��Information needs of
parents of children admitted to a neonatal intensive 
care unit: a review of the literature (1990-2008).�
3DWLHQW�HGXFDWLRQ�DQG�FRXQVHOLQJ��������76�����S������
�����

�� .QDSS��&���HW�DO���Internet Use and eHealth Literacy
of Low-Income Parents Whose Children Have Special 
Health Care Needs.�-RXUQDO�RI�PHGLFDO�,QWHUQHW�
UHVHDUFK��������13�����

�� 2SUHVFX��)���HW�DO���Online Information Exchanges for
Parents of Children With a Rare Health Condition: Key 
Findings From an Online Support Community.�-RXUQDO�
RI�PHGLFDO�,QWHUQHW�UHVHDUFK��������15�����

�� .QDSS��&���HW�DO���Information seeking behaviors of
parents whose children have life-threatening illnesses.�
3HGLDWULF�EORRG�	�FDQFHU��������56�����S�����������

�� 3ODQWLQ��/��DQG�.��'DQHEDFN��Parenthood, information
and support on the internet. A literature review of 
research on parents and professionals online.�%0&�
)DPLO\�3UDFWLFH��������10�����

�� .QDSS��&���e-Health in Pediatric Palliative Care.
$PHULFDQ�-RXUQDO�RI�+RVSLFH�DQG�3DOOLDWLYH�0HGLFLQH��
������27�����S���������

�� *XVWDIVRQ��'�+���HW�DO���An eHealth system
supporting palliative care for patients with non-small 
cell lung cancer: a randomized trial.�&DQFHU��������
119�����S�������������

��



�

�
�

�

���7R]]L��$�(���HW�DO���The internet user profile of 
Italian families of patients with rare diseases: a web 
survey.�2USKDQHW�MRXUQDO�RI�UDUH�GLVHDVHV��������
8�����
�
���0DGJH��&��DQG�+��2
&RQQRU��Parenting gone wired: 
empowerment of new mothers on the internet?�
6RFLDO�	�&XOWXUDO�*HRJUDSK\��������7�����S������
�����
�
����6DUNDGL��$��DQG�6��%UHPEHUJ��Socially unbiased 
parenting support on the Internet: a cross-sectional 
study of users of a large Swedish parenting website.�
&KLOG��FDUH��KHDOWK�DQG�GHYHORSPHQW��������31�����S��
�������
�
����-RLQHU��5���HW�DO���Gender, Internet Identification, 
and Internet Anxiety: Correlates of Internet Use.�
&\EHU3V\FKRORJ\�	�%HKDYLRU��������8�����S������
�����
�
����3DXO��-���Why Women Prefer Online Communities 
to Social Networking Sites��������
�
����%DEURZ��$�6���&�5��.DVFK��DQG�/�$��)RUG��The 
many meanings of uncertainty in illness: toward a 
systematic accounting.�+HDOWK�FRPPXQLFDWLRQ��������
10�����S��������
�
����*XQGHUVHQ��7���'One wants to know what a 
chromosome is': the internet as a coping resource 
when adjusting to life parenting a child with a rare 
genetic disorder.�6RFLRORJ\�RI�KHDOWK�	�LOOQHVV��������
33�����S���������
�
����0DFNHUW��0���HW�DO���Designing e-Health 
Interventions for Low-Health-Literate Culturally 
Diverse Parents: Addressing the Obesity Epidemic.�
7HOHPHGLFLQH�DQG�H�+HDOWK��������15�����S������
�����
�
�
�
�

����6DORYH\��3���HW�DO���Bridging the digital divide by 
increasing computer and cancer literacy: community 
technology centers for head-start parents and 
families.�-RXUQDO�RI�KHDOWK�FRPPXQLFDWLRQ��������
14�����S�����������
�
����+DVWLQJV��7�0���Family perspectives on integrated 
child health information systems.�-RXUQDO�RI�SXEOLF�
KHDOWK�PDQDJHPHQW�DQG�SUDFWLFH��-3+03��������
Suppl��S��6�������
�
����%RXZPDQ��0�*���HW�DO���'Doctor Google' ending the 
diagnostic odyssey in lysosomal storage disorders: 
parents using internet search engines as an efficient 
diagnostic strategy in rare diseases.�$UFKLYHV�RI�
GLVHDVH�LQ�FKLOGKRRG��������95�����S�����������

��



Information Technology Tools For 
Long Distance Caregivers: A Needs 
Assessment 

Abstract 
5HFHQW�WUHQGV�RI�SRSXODWLRQ�DJLQJ�DQG�JOREDOL]DWLRQ�
KDYH�UHTXLUHG�DQ�LQFUHDVLQJ�QXPEHU�RI�LQGLYLGXDOV�WR�
DFW�DV�ORQJ�GLVWDQFH�FDUHJLYHUV��/'&V��WR�DJLQJ�IDPLO\�
PHPEHUV����,QIRUPDWLRQ�WHFKQRORJ\�VROXWLRQV�PD\�HDVH�
WKH�EXUGHQ�SODFHG�RQ�/'&V�E\�SURYLGLQJ�UHPRWH�
PRQLWRULQJ��HDVLHU�DFFHVV�WR�LQIRUPDWLRQ�DQG�LQFUHDVHG�
FRPPXQLFDWLRQ���:KLOH�VRPH�WHFKQRORJ\�WRROV�KDYH�
EHHQ�LQWURGXFHG��WKH�LQIRUPDWLRQ�DQG�WHFKQRORJ\�QHHGV�
RI�/'&V�LQ�SDUWLFXODU�DUH�QRW�ZHOO�XQGHUVWRRG���
&RQVHTXHQWO\��D�QHHGV�DVVHVVPHQW�ZDV�SHUIRUPHG�E\�
XVLQJ�YLGHR�FRQIHUHQFLQJ�VRIWZDUH�WR�FRQGXFW�VHPL�
VWUXFWXUHG�LQWHUYLHZV�ZLWK����/'&V���,QWHUYLHZV�ZHUH�
HQULFKHG�WKURXJK�WKH�XVH�RI�VWLPXOXV�PDWHULDOV�WKDW�
LQFOXGHG�VDPSOH�VFUHHQ�VKRWV�IRU�ZHE�DQG�VPDUW�SKRQH�
EDVHG�KHDOWK�PDQDJHPHQW���5HVSRQVHV�ZHUH�UHFRUGHG��
WUDQVFULEHG�DQG�WKHQ�DQDO\]HG���6XEMHFWV�LQGLFDWHG�WKDW�
LQIRUPDWLRQ�UHJDUGLQJ�PHGLFDWLRQ�DGKHUHQFH��
FDOHQGDULQJ��DQG�FRJQLWLYH�KHDOWK�ZHUH�PRVW�QHHGHG���
,Q�DGGLWLRQ��DOO�UHVSRQGHQWV�HVWLPDWHG�WKHLU�XVDJH�RI�D�
/'&�KHDOWK�PDQDJHPHQW�ZHEVLWH�DV�DW�OHDVW�RQFH�SHU�
ZHHN��ZLWK�KDOI�LQGLFDWLQJ�D�GHVLUH�WR�DFFHVV�WKH�ZHEVLWH�
IURP�D�VPDUWSKRQH���7KHVH�ILQGLQJV�ZLOO�EH�XVHG�WR�
LQIRUP�WKH�GHVLJQ�RI�D�/'&�KHDOWK�PDQDJHPHQW�ZHEVLWH�
WR�SURPRWH�WKH�PHDQLQJIXO�LQYROYHPHQW�RI�GLVWDQW�
IDPLO\�PHPEHUV�LQ�WKH�FDUH�RI�ROGHU�DGXOWV��

Steven Williamson 
2UHJRQ�+HDOWK�	�6FLHQFH�8QLYHUVLW\�
'HSW��RI�0HGLFDO�,QIRUPDWLFV�	�&OLQLFDO�(SLGHPLRORJ\�
2+68�0DLO�&RGH�%,&&�����
�����6:�6DP�-DFNVRQ�3DUN�5G��
3RUWODQG��25�������
ZLOOVWHY#RKVX�HGX�

Holly Jimison 
����:HVW�9LOODJH�+�
&ROOHJH�RI�&RPSXWHU�	�,QIRUPDWLRQ�6FLHQFH�
%RXYH�&ROOHJH�RI�+HDOWK�6FLHQFHV�
%RVWRQ��0$�����������
K�MLPLVRQ#QHX�HGX

�

3HUPLVVLRQ�WR�PDNH�GLJLWDO�RU�KDUG�FRSLHV�RI�DOO�RU�SDUW�RI�WKLV�ZRUN�IRU�
SHUVRQDO�RU�FODVVURRP�XVH�LV�JUDQWHG�ZLWKRXW�IHH��SURYLGHG�WKDW�FRSLHV�
DUH�QRW�PDGH�RU�GLVWULEXWHG�IRU�SURILW�RU�FRPPHUFLDO�DGYDQWDJH��DQG�WKDW�
FRSLHV�EHDU�WKLV�QRWLFH�DQG�WKH�IXOO�FLWDWLRQ�RQ�WKH�ILUVW�SDJH��7R�FRS\�
RWKHUZLVH��WR�UHSXEOLVK��WR�SRVW�RQ�VHUYHU�RU�WR�UHGLVWULEXWH�WR�OLVW��
UHTXLUHV�SULRU�VSHFLILF�SHUPLVVLRQ�DQG�RU�D�IHH��
CCCiC’14, )HEUXDU\�����������%DOWLPRUH��0DU\ODQG��86$��
KWWS���FFFLF�����ZRUGSUHVV�FRP��
&RS\ULJKW�KHOG�E\�WKH�DXWKRU�V���
,661������������



Author Keywords 
,QIRUPDO�&DUHJLYHU��,QIRUPDWLRQ�1HHGV�$VVHVVPHQW��
'DWD�YLVXDOL]DWLRQ��6PDUW�KRPH�

ACM Classification Keywords�
+������8VHU�FHQWHUHG�GHVLJQ��+���P��,QIRUPDWLRQ�
LQWHUIDFHV�DQG�SUHVHQWDWLRQ��H�J���+&,���0LVFHOODQHRXV��

Introduction 
�����PDUNHG�D�FULWLFDO�PLOHVWRQH�IRU�$PHULFDQV��WKH�
ILUVW�VHW�RI�EDE\�ERRPHUV�UHDFKHG�WKH�DJH�RI�
UHWLUHPHQW���)RU�WKH�ILUVW�WLPH�LQ�WKH�8QLWHG�6WDWHV¶�
KLVWRU\��WKH�QXPEHU�RI�DGXOWV�DJH����DQG�ROGHU�
H[FHHGHG�WKH�QXPEHU�RI�FKLOGUHQ�XQGHU�WKH�DJH�RI�����
%\�������WKH�SHUFHQWDJH�RI�WKH�SRSXODWLRQ�DJH����DQG�
ROGHU�ZLOO�UHDFK�DQ�DOO�WLPH�KLJK�RI������GRXEOH�WKH�
SURSRUWLRQ�WKDW�ZDV�VHHQ�LQ�WKH�����¶V�>�@���$V�WKLV�
SURFHVV�RI�³SRSXODWLRQ�DJLQJ´�XQIROGV��WKH�SUREOHPV�
DVVRFLDWHG�ZLWK�FDULQJ�IRU�XQSUHFHGHQWHG�QXPEHUV�RI�
ROGHU�DGXOWV�EHFRPH�LQFUHDVLQJO\�DSSDUHQW���
8QSDUDOOHOHG�GHPDQG�ZLOO�EH�SODFHG�QRW�RQO\�XSRQ�WKH�
86�KHDOWKFDUH�V\VWHP��EXW�DOVR��XSRQ�WKH�PLOOLRQV�RI�
IDPLO\�PHPEHUV��IULHQGV��DQG�QHLJKERUV�WKDW�SURYLGH�
XQSDLG�FDUH�WR�HOGHUO\�ORYHG�RQHV���7KHVH�LQGLYLGXDOV��
RIWHQ�UHIHUUHG�WR�DV�LQIRUPDO�FDUHJLYHUV��IRUP�³WKH�
EDFNERQH�IRU�PXFK�RI�WKH�FDUH�WKDW�LV�UHFHLYHG�E\�ROGHU�
DGXOWV�LQ�WKH�8QLWHG�6WDWHV´>�@���,Q�DQ�LQFUHDVLQJO\�
JOREDO�VRFLHW\��JHRJUDSKLF�VHSDUDWLRQ�SUHVHQWV�D�
VLJQLILFDQW�FKDOOHQJH�WR�PDQ\�DV�WKH\�VWULYH�WR�SURYLGH�
FDUH�IURP�DIDU���&KDOOHQJHV�VXFK�DV�LQDGHTXDWH�
PHWKRGV�RI�FRPPXQLFDWLRQ��OLYLQJ�LQ�GLIIHUHQW�WLPH�
]RQHV��DQG�ODFN�RI�IDPLOLDULW\�ZLWK�D�ORYHG�RQH¶V�
VXUURXQGLQJV�PD\�DOO�FRPELQH�WR�SUHYHQW�D�ORQJ�
GLVWDQFH�ORYHG�RQH�IURP�SURYLGLQJ�FDUH���$OVR��VXFK�
VHSDUDWLRQ�RIWHQ�LQFUHDVHV�WKH�EXUGHQV�RI�WLPH��FRVW��
DQG�HPRWLRQDO�VWUDLQ�XSRQ�WKH�FDUHJLYHU�>�@���,Q�WKH�

ODVW�IHZ�\HDUV��LQWHUQHW�WHFKQRORJLHV�KDYH�PDWXUHG�
LQVRPXFK�WKDW�WKH\�PD\�SURYH�WR�EH�YLDEOH�RSWLRQV�IRU�
SURYLGLQJ�VXSSRUW�WR�ORQJ�GLVWDQFH�FDUHJLYHUV��/'&V����
6XFK�DQ�DSSURDFK�KRZHYHU��UHPDLQV�ODUJHO\�XQVWXGLHG��

�$V�DQ�LQLWLDO�VWHS�LQ�WKH�HYDOXDWLRQ�DQG�GHYHORSPHQW�RI�
LQIRUPDWLRQ�WHFKQRORJ\�VXSSRUW�WRROV�JHDUHG�WRZDUGV�
/'&V��LW�LV�HVVHQWLDO�WKDW�ZH�ILUVW�XQGHUVWDQG�WKH�
LQIRUPDWLRQDO�QHHGV�RI�WKLV�XQLTXH�XVHU�JURXS���:KLOH�
VRPH�UHVHDUFKHUV�KDYH�LQYHVWLJDWHG�WKH�LQIRUPDWLRQ�
QHHGV�RI�FDUHJLYHUV�LQ�JHQHUDO��WKHVH�VWXGLHV�ZHUH�QRW�
IRFXVHG�VSHFLILFDOO\�RQ�FDUHJLYHUV�WKDW�ZHUH�
JHRJUDSKLFDOO\�VHSDUDWHG�IURP�WKHLU�FDUH�UHFLSLHQWV���
$GGLWLRQDOO\��WKHVH�VWXGLHV�KDYH�QRW�DVVHVVHG�FDUHJLYHU�
QHHGV�LQ�WKH�FRQWH[W�RI�D�³VPDUW�KRPH´���6RPH�KDYH�
IRFXVHG�RQ�LGHQWLI\LQJ�LQIRUPDWLRQ�QHHGV�RI�FDUHJLYHUV�
IRU�LQGLYLGXDOV�ZLWK�GHPHQWLD>����@��ZKLOH�RWKHUV�KDYH�
IRFXVHG�RQ�SURYLGLQJ�DSSURSULDWH�LQIRUPDWLRQ�UHJDUGLQJ�
KRZ�WR�FDUH�IRU�RWKHU�VSHFLILF�LOOQHVVHV�FRQGLWLRQV>����@���
2QH�SURPLVLQJ�VWXG\��FRQGXFWHG�E\�WKH�1DWLRQDO�
$OOLDQFH�RI�&DUHJLYLQJ�DQG�8QLWHG�+HDOWKFDUH�>�@��KDV�
LQYHVWLJDWHG�FDUHJLYHUV�UDQNLQJ�RI�YDULRXV�KHDOWK�,7�
WRROV�WR�VXSSRUW�WKHP�LQ�WKHLU�FDUH���7KLV�VWXG\�
KRZHYHU��REWDLQHG�/LNHUW�VFDOH�VFRUHV�RI�LPSRUWDQFH�
UDWKHU�WKDQ�JLYLQJ�FDUHJLYHUV�DQ�RSSRUWXQLW\�WR�H[SUHVV�
QHHGV��PDNH�VXJJHVWLRQV��DQG�RIIHU�IHHGEDFN����7KH�
UHVHDUFK�RXWOLQHG�EHORZ�LV�LQQRYDWLYH��GXH�WR�WKH�IDFW�
WKDW�QR�VWXGLHV�KDYH�VSHFLILFDOO\�ORRNHG�DW�WKH�
LQIRUPDWLRQ�QHHGV�DQG�WHFKQRORJ\�SUHIHUHQFHV�RI�/'&V�
E\�SURYLGLQJ�FDUHJLYHUV�DQ�RSSRUWXQLW\�WR�RSHQO\�
GLVFXVV�WKHLU�QHHGV�DQG�SUHIHUHQFHV���)XUWKHUPRUH��RXU�
VWXG\�LV�XQLTXH�LQ�WKDW�ZH�DUH�LQYHVWLJDWLQJ�LQIRUPDWLRQ�
QHHGV�LQ�WKH�FRQWH[W�RI�D�VPDUW�KRPH��LQ�ZKLFK�PDQ\�
QRYHO�DQG�LPSRUWDQW�GDWD�VWUHDPV�DUH�DYDLODEOH�DV�
SRWHQWLDO�LQIRUPDWLRQ�VRXUFHV���,QYHVWLJDWLQJ�/'&�QHHGV�
IURP�WKLV�SHUVSHFWLYH�SURYLGHV�XV�ZLWK�DGGLWLRQDO�

��



LQIRUPDWLRQ�WKDW�ZLOO�HQDEOH�XV�WR�EHWWHU�XQGHUVWDQG�WKH�
HPHUJLQJ�QHHGV�RI�FDUHJLYHUV�OLYLQJ�LQ�DQ�LQFUHDVLQJO\�
³HOHFWURQLF´�ZRUOG��

Methods 
$�QHWZRUN�RI�ROGHU�DGXOWV�OLYLQJ�LQ�³VPDUW�KRPHV´�
WKURXJKRXW�WKH�3RUWODQG��2UHJRQ�UHJLRQ�KDV�EHHQ�
HVWDEOLVKHG�DV�SDUW�RI�RXU�H[LVWLQJ�FRJQLWLYH�KHDOWK�
FRDFKLQJ�SODWIRUP���2OGHU�DGXOWV�WKDW�SDUWLFLSDWH�LQ�WKLV�
KHDOWK�FRDFKLQJ�SODWIRUP�DUH�FRQWLQXRXVO\�PRQLWRUHG�
XVLQJ�YDULRXV�KHDOWK�WUDFNLQJ�VHQVRUV���$UHDV�RI�VWXG\�
LQFOXGH��

� Medication adherence and reminding
��PHDVXUHG�E\�D�FDPHUD�HPEHGGHG�SLOOER[

� Socialization
��PHDVXUHG�E\�SKRQH��6N\SH�DQG�HPDLO�PRQLWRUV

� Sleep quality
��PHDVXUHG�XVLQJ�PDWWUHVV�SUHVVXUH�VHQVRUV

� Cognitive health
��PHDVXUHG�E\�FRJQLWLYH�FRPSXWHU�JDPHV

%HFDXVH�WKH�VRFLDOL]DWLRQ�PRGXOH�HQFRXUDJHV�WKH�XVH�RI�
WKH�WHOHSKRQH��HPDLO�DQG�6N\SH�YLGHR�FDOOLQJ��HDFK�
ROGHU�DGXOW�LQ�WKH�VRFLDOL]DWLRQ�LQWHUYHQWLRQ�KDG�
SUHYLRXVO\�FKRVHQ�D�UHPRWH�SDUWQHU�ZLWK�ZKRP�WKH\�
ZRXOG�UHJXODUO\�FRPPXQLFDWH����7KHVH�LQGLYLGXDOV�LQ�
WXUQ�DJUHHG�WR�SURYLGH�UHPRWH�VXSSRUW�WR�WKH�ROGHU�
DGXOWV�LQ�RXU�SURMHFW���$OO�UHPRWH�SDUWQHUV�OLYHG�LQ�D�
GLIIHUHQW�ORFDWLRQ�WKDQ�WKH�ROGHU�DGXOW�DQG�ZHUH�
JHQHUDOO\�D�FORVH�IULHQG�RU�IDPLO\�PHPEHU���$�JURXS�RI�
���VXEMHFWV�ZDV�UHFUXLWHG�IURP�ZLWKLQ�WKLV�SRRO�RI�
³UHPRWH�SDUWQHUV´�DV�SDUWLFLSDQWV�LQ�RXU�QHHGV�
DVVHVVPHQW���'XH�WR�WKH�H[SORUDWRU\�QDWXUH�RI�WKLV�
UHVHDUFK��TXDOLWDWLYH�PHWKRGV�ZHUH�FKRVHQ��ZLWK�VHPL�

VWUXFWXUHG�LQWHUYLHZV�VHUYLQJ�DV�WKH�SULPDU\�PHWKRG�RI�
GDWD�FROOHFWLRQ��(DFK�SDUWLFLSDQW�ZDV�FRQWDFWHG�LQLWLDOO\�
YLD�WHOHSKRQH�DQG�WKHQ�ODWHU�LQWHUYLHZHG�IRU�
DSSUR[LPDWHO\����PLQXWHV���'XH�WR�JHRJUDSKLF�
VHSDUDWLRQ�EHWZHHQ�WKH�VXEMHFWV�DQG�WKH�UHVHDUFKHUV�
DQG�DV�DOO�HQUROOHG�/'&V�ZHUH�IDPLOLDU�XVHUV�RI�WKH�
6N\SH�YLGHR�FRQIHUHQFLQJ�VRIWZDUH��LQWHUYLHZV�ZHUH�
FRQGXFWHG�UHPRWHO\�WKURXJK�WKH�XVH�RI�WKLV�V\VWHP���
,QLWLDOO\��D�VKRUW�LQWURGXFWLRQ�ZDV�JLYHQ�LQ�ZKLFK�WKH�
SXUSRVH�RI�WKH�VWXG\�DQG�HDFK�VXEMHFW¶V�UROH�ZDV�FOHDUO\�

Figure 1:�6FUHHQ�VKRW�RI�/'&�ZHEVLWH�VSODVK�SDJH�PRFN�XS�
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Figure 2:�6FUHHQ�VKRW�RI�EUDLQ�KHDOWK�SDJH�PRFN�XS�

H[SODLQHG���$Q�HPSKDVLV�ZDV�SODFHG�RQ�WKH�IDFW�WKDW�
VXEMHFWV�FRXOG�DVN�TXHVWLRQV�RU�PDNH�VXJJHVWLRQV�DW�
DQ\�WLPH���1H[W��VXEMHFWV�ZHUH�DVNHG�WR�LQWURGXFH�
WKHPVHOYHV�DQG�WR�GHVFULEH�VRPH�RI�WKH�FKDOOHQJHV�WKDW�
WKH\�KDG�HQFRXQWHUHG�DV�WKH\�VWULYHG�WR�SURYLGH�FDUH�
IURP�D�GLVWDQFH���5HVSRQGHQWV�ZHUH�WKHQ�DVNHG�ZKLFK�
W\SHV�RI�LQIRUPDWLRQ�DUH�PRVW�LPSRUWDQW�WR�WKHP�DV�
FDUHJLYHUV���1H[W��VXEMHFWV�ZHUH�DVNHG�WR�LGHQWLI\�ZD\V�
LQ�ZKLFK�WHFKQRORJ\�PLJKW�VHUYH�WR�HDVH�VRPH�RI�WKH��

EXUGHQV�HQFRXQWHUHG�E\�/'&V���$IWHU�UHVSRQGHQWV�
DQVZHUHG�WKHVH�TXHVWLRQV��VWLPXOXV�PDWHULDOV�LQFOXGLQJ�
VDPSOH�VFUHHQ�VKRWV�IRU�ZHE�DQG�VPDUWSKRQH�EDVHG�
KHDOWK�PDQDJHPHQW�ZHUH�GLVSOD\HG�XVLQJ�6N\SH¶V�
³VFUHHQ�VKDULQJ´�IHDWXUH���7KHVH�PDWHULDOV�HQULFKHG�
GLVFXVVLRQ�DQG�SURYLGHG�VXEMHFWV�ZLWK�D�³UHDO�ZRUOG´�
H[DPSOH�RI�ZD\V�LQ�ZKLFK�WHFKQRORJ\�FRXOG�KHOS�WKHP�
WR�SURYLGH�FDUH���,Q�SDUWLFXODU��VXEMHFWV�ZHUH�VKRZQ�D�
PRFN�XS�ZHEVLWH�LQ�ZKLFK�VHQVRU�GDWD�UHJDUGLQJ�
PHGLFDWLRQ�DGKHUHQFH��VRFLDOL]DWLRQ��FDOHQGDULQJ��VOHHS�
TXDOLW\��DQG�FRJQLWLYH�KHDOWK�ZDV�SUHVHQWHG�XVLQJ�HDVLO\�
XQGHUVWRRG�ODQJXDJH�DQG�JUDSKLFV���7LSV�DQG�
VXJJHVWLRQV�IRU�KRZ�WR�KHOS�WKH�ROGHU�DGXOW�ZHUH�DOVR�
GLVSOD\HG�ZLWKLQ�WKH�PRFNXS���$IWHU�SUHVHQWLQJ�WKH�
PRFNXS��GLVFXVVLRQ�ZDV�IDFLOLWDWHG�E\�WKH�SUHVHQWDWLRQ�
RI�WKRXJKWIXO�TXHVWLRQV�GHVLJQHG�WR�SURPRWH�IHHGEDFN�
DERXW�NH\�DUHDV�RI�LQWHUHVW��H�J��HVWLPDWHV�UHJDUGLQJ�
OHYHO�RI�XVDJH��LPSRUWDQFH�RI�PRELOH�GHYLFHV��GHVLJQ�
UHFRPPHQGDWLRQV����)LQDOO\��HDFK�VXEMHFW�ZDV�DVNHG�IRU�
DQ\�DGGLWLRQDO�FRPPHQWV�RU�VXJJHVWLRQV�UHJDUGLQJ�VLWH�
GHVLJQ�DQG�W\SHV�RI�LQIRUPDWLRQ�DYDLODEOH���(DFK�
LQWHUYLHZ�ZDV�UHFRUGHG��WUDQVFULEHG��DQG�VXEVHTXHQWO\�
DQDO\]HG�E\�JURXSLQJ�VLPLODU�WKRXJKWV�DQG�FRQFHSWV�
LQWR�DSSURSULDWH�WKHPHV�DQG�LGHDV��

Results 
2I� WKH� ��� VXEMHFWV� WKDW� ZHUH� LQLWLDOO\� UHFUXLWHG�� ���
LQGLYLGXDOV� ZHUH� VXFFHVVIXOO\� FRQWDFWHG� DQG�
LQWHUYLHZHG��ZLWK�RQH�SDUWLFLSDQW�XQDEOH�WR�SURFHHG�GXH�
WR�ODFN�RI�D�VXIILFLHQWO\�UHOLDEOH�LQWHUQHW�FRQQHFWLRQ���2I�
WKHVH����LQGLYLGXDOV����ZHUH�IHPDOH�DQG���ZHUH�PDOH��

Expected Functionality 

Video Calling�±�1HDUO\�DOO�RI�WKH�LQGLYLGXDOV�LQWHUYLHZHG�
VSRNH� DERXW� WKH� EHQHILWV� RI� XVLQJ� YLGHRFRQIHUHQFLQJ�
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VRIWZDUH�VXFK�DV�6N\SH�WR�FRPPXQLFDWH�ZLWK�WKH�ROGHU�
DGXOW� XQGHU� WKHLU� FDUH�� � )RXU� LQGLYLGXDOV� VSRNH� RI� WKH�
YDOXH�RI�QRQYHUEDO�FRPPXQLFDWLRQ�WKDW�LV�QRW�DYDLODEOH�
RYHU�D�UHJXODU�WHOHSKRQH�FDOO��7KH�SDUWLFLSDQWV¶�WKRXJKWV�
UHJDUGLQJ� WKLV� PDWWHU� DUH� ZHOO� VXPPDUL]HG� E\� WKH�
FRPPHQW� �1RZ�� LQVWHDG�RI�KHDULQJ�KRZ�VKH
V�GRLQJ�� ,�
FDQ�VHH�KRZ�VKH
V�GRLQJ��,W
V�RQH�WKLQJ�WR�WHOO�VRPHRQH�
KRZ� \RX
UH� GRLQJ� EXW� LW
V� D� OLWWOH� KDUGHU� WR� ORRN� DW�
VRPHRQH� DQG� WHOO� WKHP� WKDW� \RX
UH� IHHOLQJ� JRRG�ZKHQ�
\RX
UH�QRW����,Q�DGGLWLRQ��RQH� LQWHUYLHZHH�WDONHG�DERXW�
WKH� EHQHILWV� RI� EHLQJ� DEOH� WR� VKRZ� REMHFWV� RYHU� YLGHR�
UDWKHU�WKDQ�VLPSO\�GHVFULELQJ�WKHP��

Calendaring� ±� 6L[� LQGLYLGXDOV� LQGLFDWHG� WKDW� D� VKDUHG�
FDOHQGDU� ZRXOG� EH� XVHIXO� WR� WKHP� LQ� WKHLU� FDUHJLYLQJ�
UHVSRQVLELOLWLHV��5HVSRQGHQWV�ZHUH�HVSHFLDOO\�LQWHUHVWHG�
LQ�EHLQJ�DEOH� WR�YLHZ�XSFRPLQJ�GRFWRUV¶� DSSRLQWPHQWV�
DQG� DQ\� SODQQHG� WULSV� RU� RXWLQJV�� 2QH� SHUVRQ�
FRPPHQWHG�WKDW�³WR�>KHU@�WKH�FDOHQGDU�ZRXOG�QRW�EH�DW�
DOO� XVHIXO� EHFDXVH� GLJLWDO� FDOHQGDUV� DUH� FXPEHUVRPH´��
$QRWKHU� FRPPHQWHG� WKDW� �LW� PLJKW� WDNH� D� ELW� RI�
VZLWFKLQJ�JRLQJ�IURP�D�SDSHU�FDOHQGDU�WR�DQ�HOHFWURQLF�
RQH� EXW� ,� WKLQN� ,� FDQ� FRQYLQFH� P\� PRP� WR� VZLWFK����
$QRWKHU�UHYLHZHU�FRPPHQWHG�WKDW�LW�ZRXOG�EH�XVHIXO�IRU�
ROGHU� DGXOWV� WR� VHH� D� YHU\� KLJK� OHYHO� YHUVLRQ� RI� WKH�
FDUHJLYHU¶V� FDOHQGDU� VR� WKDW� WKH� ROGHU� DGXOWV� FRXOG� EH�
UHPLQGHG�RI�WLPHV�WKDW�WKH�/'&�ZRXOG�QRW�EH�DYDLODEOH��

Medication Adherence�±�)RXU� LQGLYLGXDOV� LQGLFDWHG�WKDW�
LQIRUPDWLRQ� UHJDUGLQJ�PHGLFDWLRQ� DGKHUHQFH� ZDV� YHU\�
LPSRUWDQW�WR�WKHP��5HVSRQGHQWV�PDGH�FRPPHQWV�VXFK�
DV� �PHGLFDWLRQV� DUH� D� ELJ� FRQFHUQ�� DQG� �LI� \RX
UH� QRW�
WDNLQJ� \RXU� PHGLFDWLRQ�� HYHU\WKLQJ� HOVH� ZRXOG� IDOO�
DSDUW��� 2QH� LQGLYLGXDO�� KRZHYHU�� VDLG� WKDW� PHGLFDWLRQ�
LQIRUPDWLRQ�ZDV�WKH� OHDVW� LPSRUWDQW�RI�DOO� WKH�W\SHV�RI�
LQIRUPDWLRQ� SUHVHQWHG�� � +H� FRPPHQWHG� WKDW� WKLV� ZDV�

GXH� WR� WKH� IDFW� WKDW� XVLQJ� LPDJHV� REWDLQHG� IURP� D�
FDPHUD� HPEHGGHG� LQVLGH� D� SLOO� ER[� GLG� QRW� UHDOO\�
LQGLFDWH� LI� WKH�PHGLFDWLRQ� KDG� DFWXDOO\� EHHQ� WDNHQ�� ,Q�
KLV�ZRUGV� �WKH\� FRXOG� WDNH� LW� RXW� RI� WKH� ER[� EXW� WKHQ�
QRW�UHDOO\�WDNH�LW���

Cognitive Health� ±� )RXU� LQWHUYLHZHHV� VXJJHVWHG� WKDW�
GDWD� UHJDUGLQJ� FRJQLWLYH�KHDOWK�ZDV�YHU\� LPSRUWDQW� WR�
WKHP�� 7ZR� RI� WKHVH� LQGLYLGXDOV� LQGLFDWHG� WKDW� WKLV�
LQIRUPDWLRQ�ZRXOG�EH�HVSHFLDOO\�LQWHUHVWLQJ�WR�WKHP�LI�LW�
FRXOG�EH�SUHVHQWHG�RYHU�D�ORQJ�SHULRG�RI�WLPH�DOORZLQJ�
WKH� FDUHJLYHU� WR� WUDFN� DQ\� SUREOHPV�� ,Q� WKH� ZRUGV� RI�
RQH�VXEMHFW���DV�KH�JHWV�ROGHU��,�HVSHFLDOO\�ZRUU\�DERXW�
KLV�EUDLQ�DQG�PHPRU\���

Sleep�±�7KUHH�UHVSRQGHQWV�VSRNH�RI�WKH�LPSRUWDQFH�RI�
NQRZLQJ�LI�DQG�ZKHQ�DQ�ROGHU�DGXOW�ZDV�H[SHULHQFLQJ�
GLIILFXOW\�VOHHSLQJ���(DFK�RI�WKHP�H[SUHVVHG�FRQFHUQ�
WKDW�LQDGHTXDWH�VOHHS�FDQ�WKHQ�OHDG�D�ODUJH�QXPEHU�WR�
RWKHU�SUREOHPV�FRQFHUQV���2QH�LQWHUYLHZHH�GHVFULEHG�
WKH�XWLOLW\�RI�D�V\VWHP�WKDW�ZRXOG�DXWRPDWLFDOO\�DOHUW�
KHU�DIWHU�KHU�ORYHG�RQH�KDG�H[SHULHQFHG�PXOWLSOH�
FRQVHFXWLYH�QLJKWV�RI�SRRU�VOHHS�VR�WKDW�VKH�FRXOG�FDOO�
DQG�FKHFN�RQ�WKH�ROGHU�DGXOW�DQG�WKHQ�LQWHUYHQH�LI�
QHFHVVDU\��

Medical Records�±�7ZR�/'&V�DVNHG�DERXW�WKH�SRVVLELOLW\�
RI�EHLQJ�DEOH�WR�DFFHVV�WKH�ROGHU�DGXOW¶V�PHGLFDO�
LQIRUPDWLRQ�DQG�WHVW�UHVXOWV���7KH\�H[SUHVVHG�D�GHVLUH�
WR�EH�PRUH�LQIRUPHG�DQG�LQYROYHG�LQ�WKH�ROGHU�DGXOW¶V�
PHGLFDO�FDUH�EHFDXVH�´VRPHWLPHV�LI�ZH�GRQ¶W�JR�ZLWK�
KLP�KHU��WKHQ�KLV�KHU�VWRU\�GRHVQ¶W�PDNH�VHQVH´��

Other Suggestions�±�6RPH�UHVSRQGHQWV�DOVR�VXJJHVWHG�
RWKHU�W\SHV�RI�LQIRUPDWLRQ�WKDW�ZRXOG�EH�XVHIXO�WR�WKHP�
DV� ORQJ� GLVWDQFH� FDUHJLYHUV�� 2QH� FDUHJLYHU� VXJJHVWHG�
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WKH� LQFOXVLRQ� RI� �LQIRUPDWLRQ� DERXW� KREELHV� DQG�
LQWHUHVWV���+H�ZHQW�RQ�WR�VXJJHVW�D�SDJH� LQ�ZKLFK�WKH�
ROGHU� DGXOW� FRXOG� VKDUH� SLFWXUHV� DQG� LQIRUPDWLRQ�
UHJDUGLQJ�KREELHV�ZLWK�WKH�FDUHJLYHU��$QRWKHU�FDUHJLYHU�
ZDV�LQWHUHVWHG�LQ�WKH�SRVVLELOLW\�RI�LQFOXGLQJ�LQIRUPDWLRQ�
UHJDUGLQJ�GLHW�WKURXJK�WKH�XVH�RI�D��VPDUW�UHIULJHUDWRU�
WR�WUDFN�LI�VKH�QHHGV�PLON�DQG�WKDW�VRUW�RI�WKLQJ´���2QH�
ILQDO�VXJJHVWLRQ�ZDV�WKH�DELOLW\�WR�VHQG�DQ�DOHUW�WR�WKH�
ROGHU� DGXOW�� � +H� FRPPHQWHG� WKDW� �'DG� KDVQ
W� EHHQ�
GULQNLQJ�HQRXJK�ZDWHU� ODWHO\��,W�ZRXOG�EH�UHDOO\�QLFH� LI�
WKHUH� ZDV� VRPH� ZD\� WR� UHPLQG� KLP� ZLWK� D� EHHS� RU�
VRPHWKLQJ���

Design Implications 

Expected Usage� ±� (YHU\� LQGLYLGXDO� LQWHUYLHZHG�
H[SUHVVHG�RSWLPLVP�DERXW�WKHLU�XVDJH�RI�WKH�SURSRVHG�
V\VWHP� DQG� IHOW� WKDW� WKH\� ZRXOG� XVH� LW� RQ� D� IDLUO\�
UHJXODU�EDVLV���$OO�SDUWLFLSDQWV�LQGLFDWHG�WKDW�WKH\�ZRXOG�
OLNHO\�XVH�WKH�V\VWHP�DW�OHDVW�RQFH�SHU�ZHHN�ZLWK�WKUHH�
SDUWLFLSDQWV�LQGLFDWLQJ�WKDW�WKH\�WKRXJKW�WKH\�ZRXOG�XVH�
WKH� V\VWHP� �D� FRXSOH� WLPHV� SHU� ZHHN�� DQG� WZR�
UHVSRQGHQWV�VXJJHVWLQJ�WKDW�WKH\�ZRXOG�XVH�WKH�V\VWHP�
RQ� D� GDLO\� EDVLV�� 7ZR� LQGLYLGXDOV� LQGLFDWHG� WKDW� WKH\�
ZRXOG�EH�PXFK�PRUH�ZLOOLQJ�WR�XVH�WKH�V\VWHP�UHJXODUO\�
LI� �WKH� V\VWHP�KDG� WKH� DELOLW\� WR� DOHUW�PH�ZKHQ� WKHUH�
ZDV� VRPHWKLQJ� WKDW� QHHGHG�P\� LPPHGLDWH� DWWHQWLRQ����
:KLOH� QRW� DV� YDOXDEOH� DV� DFWXDO� XVDJH� GDWD�� WKHVH�
H[SHFWHG� XVDJH� SDWWHUQV� SURYLGH� YDOXDEOH� LQIRUPDWLRQ�
UHJDUGLQJ� WKH� RYHUDOO� IORZ� DQG� GHVLJQ� RI� D� FDUHJLYHU�
ZHEVLWH�� 6XFK� KLJK� IUHTXHQF\� RI� XVDJH�ZRXOG� VXJJHVW�
WKH�QHHG�WR�GHVLJQ�D��GDVKERDUG��WKDW�ZRXOG�DOORZ�WKH�
FDUHJLYHU� WR� TXLFNO\� FKHFN� DQ� ROGHU� DGXOWV� FRQGLWLRQ�
ZLWKRXW� WKH� QHHG� WR� FOLFN� RQ� HDFK� LQGLYLGXDO� FDWHJRU\��
$OVR��DV�QRWHG�E\�WZR�RI�RXU�SDUWLFLSDQWV��DQ�LQWHOOLJHQW�
DOHUWLQJ� V\VWHP� WKDW� GUHZ� WKH� FDUHJLYHU
V� DWWHQWLRQ� WR�

SRWHQWLDOO\�ZRUULVRPH�GDWD�ZRXOG�EH�LGHDO��,I�DOHUWV�DUH�
WR�EH�XVHG�KRZHYHU��WKH�DXWKRUV�XUJH�WKDW�D�JUHDW�GHDO�
RI� FDUH� WR� EH� WDNHQ� VR� DV� WR� QRW� LQXQGDWH� FDUHJLYHUV�
ZLWK� ³IDOVH� DODUPV´� DV� WKLV� LV� OLNHO\� WR� OHDG� WR� DOHUW�
IDWLJXH��

Smartphone Preferences� ±� 2I� RXU� VDPSOH�� KDOI� RI� WKH�
UHVSRQGHQWV� LQGLFDWHG� WKDW� WKH\� ZRXOG� EH� OLNHO\� WR�
DFFHVV�WKH�/'&�ZHEVLWH�IURP�D�VPDUWSKRQH��7KLV�FORVHO\�
PLUURUV� VPDUWSKRQH� DGRSWLRQ� GDWD� IRU� WKH� 86�
SRSXODWLRQ� GXULQJ� WKH� WLPH� WKDW� WKH� LQWHUYLHZV� ZHUH�
SHUIRUPHG��$V�VXFK��ZH�H[SHFW�DQ�LQFUHDVLQJ�SURSRUWLRQ�
RI�FDUHJLYHUV�WR�UHTXHVW�VPDUWSKRQH�FRPSDWLELOLW\�IRU�D�
FDUHJLYHU� ZHEVLWH�� 2I� WKRVH� WKDW� GHVLUHG� VPDUWSKRQH�
FRPSDWLELOLW\�� PDQ\� WDONHG� RI� WKH� FRQYHQLHQFH� DQG�
LPSRUWDQFH� RI� KDYLQJ� DFFHVV� WR� WKH� V\VWHP� ZKLOH�
WUDYHOLQJ� HLWKHU� WR�IURP� ZRUN� RU� ZKLOH� RQ� YDFDWLRQ���
7KHVH� SDUWLFLSDQWV� GHVFULEHG� XVH� FDVHV� LQ� ZKLFK� D�
VPDUWSKRQH� ZRXOG� EH� XVHG� ZKLOH� RQ� WKH� JR� EXW� D�
WUDGLWLRQDO� 3&� ZRXOG� VWLOO� EH� WKH� SUHIHUUHG� FKRLFH� LI�
DYDLODEOH� �L�H�� ZKHQ� DW� KRPH��� 6XFK� XVDJH� LQ� ZKLFK�
ERWK� D� VPDUWSKRQH� DQG� D� WUDGLWLRQDO� 3&� DUH� XVHG�
LQWHUFKDQJHDEO\� UHTXLUHV� D� FRQVLVWHQW� �ORRN� DQG� IHHO���
DV� ZHOO� DV� VLPLODU� IXQFWLRQDOLWLHV� DQG� IHDWXUH� VHWV�
UHJDUGOHVV�RI�ZKLFK�GHYLFH�LV�XVHG�WR�DFFHVV�WKH�VLWH��,Q�
DGGLWLRQ�� GXH� WR� UHVSRQGHQWV� UHSRUWLQJ� KLJK� OHYHOV� RI�
H[SHFWHG�XVDJH��D�PRELOH�DSS� LV� UHFRPPHQGHG� LQ� OLHX�
RI�D�VPDUWSKRQH�FRPSDWLEOH�ZHEVLWH��6XFK�DQ�DSSURDFK�
DOORZV�FDUHJLYHUV�WR�YLHZ�KLVWRULFDO�GDWD�HYHQ�ZKHQ�QR�
GDWD� FRQQHFWLRQ� LV� DYDLODEOH� DQG� DOORZV� IRU� PRUH�
VRSKLVWLFDWHG� DOHUWV� WR� EH� GLVSOD\HG� ZKHQ� QHFHVVDU\��
,GHQWLILHG�EDUULHUV�WR�XVLQJ�D�VPDUWSKRQH�WR�DFFHVV�WKH�
/'&� ZHEVLWH� ZHUH� D� VPDOO� VFUHHQ� DQG� UHODWLYHO\� KLJK�
FRVWV� RI� RZQHUVKLS� DQG� XVDJH�� � +RZHYHU�� ZH� H[SHFW�
WKHVH� FRQFHUQV� WR� IDGH� VRPHZKDW� DV� VPDUWSKRQH�
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PDQXIDFWXUHUV�SURYLGHUV� FRQWLQXH� WR� VKLIW� WRZDUGV�
ODUJHU�VFUHHQ�VL]HV�DQG�ORZHU�FRVW�GHYLFHV�VHUYLFHV��

Data Sharing Preferences±�$� IHZ�FDUHJLYHUV�H[SUHVVHG�
FRQFHUQ�WKDW�GXH�WR�WKH�VHQVLWLYH�QDWXUH�RI�KHDOWK�GDWD��
WKHLU�ROGHU�DGXOW�PD\�QRW�EH�ZLOOLQJ�WR�VKDUH�DOO�RI� WKH�
GLIIHUHQW� W\SHV� RI� LQIRUPDWLRQ� ZLWK� WKHP�� 7KRXJK� WKLV�
ZDV� QRW� FRQILUPHG� E\� GLVFXVVLQJ� GDWD� VKDULQJ�
SUHIHUHQFHV�ZLWK�ROGHU�DGXOWV� LQ�RXU�VWXG\��ZH�VXJJHVW�
WKDW� DQ\� VXFK� V\VWHP� SURYLGHV� D� ZD\� LQ� ZKLFK� ROGHU�
DGXOWV� DUH� DEOH� WR� FRQWURO� WKH� YLVLELOLW\� RI� WKH� GDWD�
FROOHFWHG��

Additional Thoughts 

Overall Impressions� �� $OO� ��� RI� WKH� LQGLYLGXDOV�
LQWHUYLHZHG� H[SUHVVHG� RSWLPLVP� DQG� H[FLWHPHQW�
UHJDUGLQJ�WKH�SURSRVHG�V\VWHP�����&RPPHQWV�VXFK�DV��,�
WKLQN�WKLV�LV�D�JUHDW�LGHD����,�WKLQN�LW
V�H[FLWLQJ���DQG��,�
WKLQN�\RX
UH�RQ�WKH�ULJKW�WUDFN��7KLV�LV�JRLQJ�WR�EH�UHDOO\�
KHOSIXO� IRU� SHRSOH� OLNH� PH�� ZHUH� H[SUHVVHG�� 7KRXJK�
LQGLYLGXDOV� VXJJHVWHG� WKH� LPSURYHPHQWV� RU� FKDQJHV�
WKDW�DUH�GHWDLOHG�DERYH��ZH�ZHUH�VXUSULVHG�E\�WKH�IDFW�
WKDW� QRQH� RI� WKH� SDUWLFLSDQWV� WKRXJKW� WKDW� EXLOGLQJ� D�
ZHE� VLWH�DSS� IRU� /'&V�ZDV� DQ� RYHUDOO� EDG� LGHD�� � 7KLV�
PD\�� KRZHYHU�� EH� SDUWO\� GXH� WR� WKH� SDUWLFLSDQWV¶�
XQZLOOLQJQHVV� WR� FULWLFL]H� WKH� UHVHDUFK� WHDP¶V�
ZRUN�LGHDV��

Unexpected Benefits� ±� ,Q� DGGLWLRQ� WR� WKH� H[SHFWHG�
EHQHILWV�RI�EHLQJ�DEOH� WR�HDVH� WKH�EXUGHQ�RI�SURYLGLQJ�
FDUH� IURP� D� GLVWDQFH� DQG� LPSURYH� WKH� LQYROYHPHQW� RI�
/'&V� LQ� WKH� FDUH� RI� WKHLU� ORYHG� RQHV�� D� IHZ� RWKHU�
EHQHILWV� RI� WKH�SURSRVHG� V\VWHP�ZHUH� VXJJHVWHG��2QH�
FDUHJLYHU�WDONHG�DERXW�KRZ�WKH�V\VWHP�ZRXOG��KHOS�PH�
QRW� IHHO� VR� JXLOW\� IRU� OLYLQJ� VR� IDU� DZD\��� ,W� ZDV� DOVR�

VXJJHVWHG� WKDW� VXFK�D� V\VWHP�ZRXOG�KHOS�ROGHU� DGXOWV�
EHFDXVH��KDYLQJ�XV�LQYROYHG�KHOSV�KHU�WR�IHHO�ORYHG�DQG�
YDOXHG��� (YHQ� ZKHQ� DQ� ROGHU� DGXOW� DOUHDG\� OLYHV� QHDU�
IDPLO\�PHPEHUV�� RQH� LQGLYLGXDO� VXJJHVWHG� WKDW� �,� FDQ�
KHOS� P\� PRP� DQG� XQFOH� E\� DOOHYLDWLQJ� VRPH� RI� WKHLU�
VWUHVV�� ,I� WKHUH
V� VRPHWKLQJ� JRLQJ� RQ� ,� FDQ� OHW� WKHP�
NQRZ� DQG� KDYH� WKHP� JR� YLVLW� KHU��� � )LQDOO\�� RQH�
FDUHJLYHU�VSRNH�RI�WKH�SULYLOHJH�RI�EHLQJ�DEOH�WR�FDUH�IRU�
KLV� DJLQJ� SDUHQWV� DV� WKH\� �H[SHULHQFH� WKLV� DPD]LQJ�
SURFHVV� RI� WKH� HQG� RI� OLIH�� DQG� VXJJHVWHG� WKDW� D� /'&�
ZHEVLWH�ZRXOG�DOORZ�KLP�WR�GR�WKDW�PRUH�HIIHFWLYHO\��

Discussion 
:KLOH�RXU�VDPSOH�RI����/'&V�ZDV�LQVXIILFLHQW�WR�UHDFK�
IXOO�VDWXUDWLRQ��PDQ\�YDOXDEOH�WKHPHV�HPHUJHG�WKDW�ZLOO�
SURYH�XVHIXO�DV�ZH�VWULYH�WR�SURYLGH�ORQJ�GLVWDQFH�
FDUHJLYHUV�ZLWK�QHZ�LQIRUPDWLRQ�WHFKQRORJ\�WRROV��,W�
ZDV�YHU\�HQFRXUDJLQJ�WR�ILQG�WKDW�DOO����LQGLYLGXDOV�
LQWHUYLHZHG�VXJJHVWHG�WKDW�EXLOGLQJ�D�/'&�LQIRUPDWLRQ�
ZHEVLWH�ZRXOG�JHQHUDOO\�EH�DFFHSWHG�SRVLWLYHO\��(TXDOO\�
HQFRXUDJLQJ�ZHUH�LQGLFDWLRQV�WKDW�WKLV�ZHEVLWH�PD\�EH�
XVHG�RQ�D�IDLUO\�UHJXODU�EDVLV��7KHUH�LV�VRPH�FRQFHUQ�
KRZHYHU�WKDW�WKHVH�GDWD�DUH�VRPHZKDW�ELDVHG�E\�WKH�
IDFW�WKDW�LQWHUYLHZHHV�PD\�QRW�KDYH�ZDQWHG�WR�FULWLFL]H�
WKH�UHVHDUFKHU¶V�ZRUN���,Q�DGGLWLRQ��SHUFHLYHG�
XVHIXOQHVV�DQG�XVDJH�PD\�QRW�EH�DFFXUDWH�LQGLFDWRUV�RI�
DFWXDO�V\VWHP�XVDJH�DQG�XWLOLW\���:KLOH�WKLV�VWXG\�KDV�
LQGLFDWHG�WKDW�LQIRUPDWLRQ�UHJDUGLQJ�PHGLFDWLRQ�
DGKHUHQFH��VKDUHG�FDOHQGDULQJ�DQG�FRJQLWLYH�KHDOWK�DUH�
OLNHO\�WR�EH�XVHIXO�DQG�YDOXDEOH�WR�LQGLYLGXDOV�SURYLGLQJ�
FDUH�IURP�DIDU��WKH�EHVW�PHWKRGV�IRU�SUHVHQWLQJ�WKHVH�
GDWD�WR�FDUHJLYHUV�UHPDLQV�XQH[SORUHG��,Q�DGGLWLRQ��
ZKLOH�WKH�DELOLW\�WR�DFFHVV�DQ�ROGHU�DGXOW¶V�PHGLFDO�
LQIRUPDWLRQ�DQG�WHVW�UHVXOWV�KDV�EHHQ�VXJJHVWHG�DV�D�
XVHIXO�IHDWXUH��OLPLWDWLRQV�UHJDUGLQJ�SULYDF\�RI�PHGLFDO�
GDWD�PD\�SURYH�WR�EH�VXEVWDQWLDO�KXUGOHV��$QRWKHU�
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VXJJHVWLRQ�UHJDUGLQJ�D�FDUHJLYHU¶V�DELOLW\�WR�SURYLGH�
UHPLQGHUV�WR�DQ�ROGHU�DGXOW�VKRXOG�DOVR�EH�VWXGLHG�LQ�
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MXVWLI\�WKH�GHYHORSPHQW�RI�D�ORQJ�GLVWDQFH�FDUHJLYHU�
ZHEVLWH�LQ�RUGHU�WR�FRQGXFW�D�ILHOG�WULDO�RI�VXFK�D�
V\VWHP�LQ�WKH�UHDO�ZRUOG��
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Moving into a Senior Apartment: Opportunities 
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Relationships among Elderly�
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UHODWLRQVKLSV�ZLWK�WKHLU�IDPLO\�PHPEHUV��IULHQGV��DQG�
ZLWK�WKHLU�ZLGHU�VRFLDO�HQYLURQPHQW��VXFK�DV�VXSSRUWLQJ�
UHPRWH�DZDUHQHVV�RU�PRQLWRULQJ�IXQFWLRQDOLWLHV��2XU�
TXDOLWDWLYH�VWXG\�FRQWULEXWHV�WR�UHVHDUFK�RQ�WKH�
VSHFLILFLWLHV�RI�FRPPXQLFDWLRQ�DQG�UHODWLRQVKLS�
³PDQDJHPHQW´�LQ�ODWHU�OLIH�VWDJHV�LQ�D�ILHOG�ZKLFK�KDV�
QRW�EHHQ�XQGHU�H[SOLFLW�UHVHDUFK�XQWLO�WRGD\��:H�
H[DPLQHG�OLYLQJ�FRQWH[WV�RI�HOGHU�SHRSOH�ZKR�PRYHG�
IURP�WKHLU�KRXVH�LQWR�D�VHQLRU�DSDUWPHQW��,Q�RXU�
UHVHDUFK�ZH�IRXQG�RXW�VOLJKWO\�GLIIHULQJ�DVSHFWV�WR�
UHFHQW�UHVHDUFK�UHVXOWV�GXH�WR�WKDW�FHUWDLQ�OLYLQJ�
VLWXDWLRQ��ZKLFK�IRU�WKHVH�SHRSOH�PHDQV�KDYLQJ�WR�EXLOG�
XS�D�³QHZ�KRPH´�DQG�QHZ�UHODWLRQVKLSV�WR�QHLJKERUV�
DQG�KDYLQJ�WR�GHDO�ZLWK�WKH�QHZ�FRPPXQLW\�VWUXFWXUHV��
,Q�VHPL�VWUXFWXUHG�LQWHUYLHZV�LQ�WKUHH�VHQLRU�DSDUWPHQW�
HQYLURQPHQWV�ZH�ZHUH�DEOH�VKHG�VRPH�OLJKW�RQ�UHODWHG�
DVSHFWV�RI�WKH�VKDSLQJ�RI�UHODWLRQVKLSV�DQG�RQ�WKH�
KDQGOLQJ�RI�FRPPXQLFDWLRQ�RSSRUWXQLWLHV�DQG�FRQWH[WV�
LQ�WKH�QHZ�HQYLURQPHQW��2XU�DQDO\VLV�LGHQWLILHG�WKH�
IROORZLQJ�FRPPXQLFDWLYH�ILJXUHV�DV�EHLQJ�UHOHYDQW�IRU�
WKH�HOGHU�SHUVRQV¶�VKDSLQJ�RI�UHODWLRQVKLSV��7KH�
LPSRUWDQFH�RI�RQH¶V�RZQ�FRQYHQWLRQV�DQG�YDOXHV��
OHJLWLPDWLRQ�DV�D�VWURQJO\�GHPDQGHG�PRWLYH�RI�DFWLRQ�
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IHDU�RI�EHLQJ�D�³VRFLDO�SHWLWLRQHU´��
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Moving to senior apartments in later life stage  
7KH�ULVLQJ�SKHQRPHQRQ�WKDW�PDQ\�HOGHUO\�SHRSOH�OHDYH�
WKHLU�IDPLOLDU�OLYLQJ�HQYLURQPHQW�LQ�RUGHU�WR�PRYH�LQWR�D�
VHQLRU�DSDUWPHQW�ZKLFK�EHFRPHV�D�QHZ�KRPH�
HQYLURQPHQW�IRU�WKHP��D�KRPH�ZLWK�DOO�IRUPHU�
UHTXLUHPHQWV�WRZDUGV�LQGHSHQGHQFH��VHOI�ZRUWK��ERGLO\��
PHQWDO�DQG�VRFLDO�ZHOOEHLQJ�JLYHV�D�VRPHZKDW�QHZ�
SHUVSHFWLYH�RQ�WKHLU�³PDQDJHPHQW´�RI�VRFLDO�
UHODWLRQVKLSV�IRU�WKHLU�ZHOOEHLQJ��:H�H[DPLQHG�WKH�
HYHU\�GD\�OLIH�RI�HOGHUO\�SHRSOH�ZKR�PRYHG�LQ�VXFK�
VHQLRU�DSDUWPHQWV�ZLWK�DQ�HPSKDVLV�RQ�WKHLU�KDQGOLQJ�
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PHWDSKRU�RI�WKH�³FRPPXQLFDWLYH�KRXVHKROG´�E\�
/XFNPDQQ�>�@��ZKLFK�GHQRWHV�WKH�HQWLW\�RI�
FRPPXQLFDWLYH�UHSHUWRLUHV�RU�SRVVLEOH�FRPPXQLFDWLYH�
FRXUVHV�RI�DFWLRQ�RI�SHRSOH�LQ�GHILQHG�WLPH�DQG�VSDFH�
IUDPHV�ZKLFK�DUH�PDUNHG�E\�FHUWDLQ�FRGHV�RI�
LQWHUDFWLRQ�DQG�FRPPXQLFDWLRQ���7UDQVIHUUHG�WR�
FRPPXQLFDWLYH�EHKDYLRU�RI�HOGHUO\�SHRSOH��
FRPPXQLFDWLRQ�UHVHDUFK�GLIIHUHQWLDWHV�FDWHJRULHV�VXFK�
DV�WKH�EDFNJURXQG�RI�WKH�FRPPXQLFDWLRQ�SDUWQHU�ZKLFK�

FDQ�SDUWLFXODUO\�LQIOXHQFH�FRPPXQLFDWLRQ��H�J��
JHQHUDWLRQDO�FRKRUW��LQVWLWXWLRQDO�RU�IDPLOLDU��IULHQGVKLS�
FRPPXQLFDWLRQ�VLWXDWLRQ��>�@��:LWK�LQFUHDVLQJ�
LPPRELOLW\�DFWXDO�HQFRXQWHUV�ZLWK�WKH�HQYLURQPHQW�
GHFUHDVH�ZKLFK�PHDQV�WKDW�RSSRUWXQLWLHV�IRU�IUHH�
FRPPXQLFDWLRQ�DUH�UHGXFHG��$GGLWLRQDOO\��EHFDXVH�RI�
OHVV�FRQIURQWDWLRQ�ZLWK�DFWXDO�ZRUOG�DIIDLUV��PRUH�
DXWRELRJUDSKLF�SDUWV�LQ�FRPPXQLFDWLRQ�VLWXDWLRQV�
DSSHDU��6RPHWLPHV�PHGLD�UHFHSWLRQ�HYHQ�UHSODFHV�
LQWHUSHUVRQDO�FRPPXQLFDWLRQ�ZKHQ�LPPRELOLW\�ZRUVHQV���

7KH�FKDQJH�LQ�FRPPXQLFDWLRQ�VW\OH�LV�DQRWKHU�DVSHFW�
ZKLFK�KDV�EHHQ�VWUHVVHG�E\�FRPPXQLFDWLRQ�
UHVHDUFKHUV��>�@�SRLQWV�DW�WZR�DVSHFWV��WKH�
FRPPXQLFDWLYH�EHKDYLRU�RI�HOGHUO\�SHRSOH�LV�RIWHQ�
PDUNHG�E\�D�KLJK�GHWDLOHGQHVV��DQG�E\�DWWHPSWV�WR�
GHPRQVWUDWH�WKDW�WKH\�SRVVHVV�FRPSHWHQFLHV�RI�WKH�
PLGGOH�JHQHUDWLRQ�LQ�RUGHU�WR�QRW�EH�VWLJPDWL]HG�ZLWK�
QHJDWLYH�DWWULEXWHV�RI�DQ�ROG�DJH�>�@��

2XU�ZRUN�LQWHQGV�WR�FRQWULEXWH�WR�D�PRUH�GHWDLOHG�YLHZ�
XSRQ�UHODWHG�FRPPXQLFDWLYH�DVSHFWV�RI�HOGHUO\�SHRSOH�
ZKR�KDYH�PRYHG�WR�VHQLRU�DSDUWPHQWV�IRU�LQVSLULQJ�
UHIOHFWLRQV�RQ�WHFKQRORJ\�GHVLJQ��

Method and Sample 
$IWHU�D�ILUVW�RULHQWDWLRQ�SKDVH�RI�GLVFXVVLQJ�RXU�SURMHFW�
LGHDV�ZLWK�ORFDO�FDUH�SURYLGHUV��GRFWRUV�DQG�KRXVLQJ�
FRPSDQLHV��ZH�VWDUWHG�RXU�HPSLULFDO�SKDVH�LQ���
GLIIHUHQW�OLYLQJ�HQYLURQPHQWV��WZR�VHQLRU�DSDUWPHQWV�
DQG�RQH�UHWLUHPHQW�KRPH��DOO�GLVWULEXWHG�DFURVV�
GLIIHUHQW�*HUPDQ�UHJLRQV���

$W�WKH�ILUVW�PHHWLQJ�ZLWK�HDFK�RI�WKH����HOGHUO\�
KRXVHKROGV��VWXGLHG�ZH�DFFRPSOLVKHG�D�VHPL�VWUXFWXUHG�
LQWHUYLHZ�LQ�WKHLU�KRPHV�ZKLFK�ODVWHG�EHWZHHQ�������
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PLQXWHV�RI�GXUDWLRQ��)URP�WKH����KRXVHKROGV�ZH�KDG�
WKUHH�KRXVHKROGV�ZLWK�FRXSOHV��RQH�PRWKHU�DQG�VRQ��
UHVSHFWLYHO\��DQG���VLQJOH�OLYLQJ�SHUVRQV��PRVW�RI�WKHP�
ZLGRZHG��:H�DGGLWLRQDOO\�DFFRPSOLVKHG�LQWHUYLHZV�ZLWK�
��SHUVRQV�LQ�OHDGLQJ�FDUH�SURYLGHU�SRVLWLRQV�ZKR�ZRUN�
LQ�WKH�FRQWH[W�RI�WKH�VHQLRU�KRPHV��7KH�LQWHUYLHZV�ZHUH�
UHFRUGHG�DQG�WUDQVFULEHG��

Findings 
,Q�WKH�IROORZLQJ�VHFWLRQ�ZH�SUHVHQW�RXU�ILQGLQJV�RI�
FRPPXQLFDWLYH�SHFXOLDULWLHV�ZH�GHULYHG�LQ�RXU�HPSLULFDO�
VWXG\��:H�LGHQWLILHG�WKH�IROORZLQJ�PDLQ�FRPPXQLFDWLYH�
ILJXUHV��LPSRUWDQFH�RI�RZQ�FRQYHQWLRQV�DQG�YDOXHV��
OHJLWLPDWLRQ�DV�D�VWURQJO\�GHPDQGHG�PRWLYH�RI�DFWLRQ�
DQG�FRPPXQLFDWLRQ��KHOSLQJ�DV�OLYH�PRWLYH�DQG�WKH�IHDU�
RI�EHLQJ�D�³VRFLDO�SHWLWLRQHU´��

Conventions and values 
+DYLQJ�D�QHDW�DSDUWPHQW�DQG�WKH�DFW�RI�FOHDQLQJ�ZDV�
PHQWLRQHG�E\�PRVW�RI�WKH�HOGHUO\��$QRWKHU�
SKHQRPHQRQ�ZDV�WKH�FODLP�RI�WKH�PRVW�HOGHUO\�WR�MXVW�
ZDWFK�LQWHOOHFWXDO�WHOHYLVLRQ�SURJUDPV�ZKHUH�VRPH�
DGPLWWHG�WR�ZDWFK�HQWHUWDLQPHQW�WHOHYLVLRQ�SURJUDPV�
MXVW�LQIUHTXHQWO\��$GGLWLRQDO�RSLQLRQV�UHJDUGHG�WKH�
DJUHHPHQW�RQ�QRW�WDNLQJ�JRYHUQPHQWDO�VXSSRUW�LI�QRW�
QHHGHG�RU�QRW�WR�FRPSODLQ�DERXW�KHDOWK�SUREOHPV��$OO�
WKHVH�VWDWHPHQWV�H[SUHVV�VRPH�NLQG�RI�FRQYHQWLRQV�
DQG�YDOXHV�RI�GHILQLQJ�KRZ�VRPHERG\�VKRXOG�OLYH�WR�EH�
VRFLDOO\�DFFHSWHG��,Q�WKH�LQWHUYLHZ�VLWXDWLRQV��RXU�
LQWHUYLHZ�SDUWQHUV�DOO�VWULYHG�WR�FRPPXQLFDWH�WKHLU�RZQ�
EHKDYLRU�DQG�LGHQWLW\�DORQJ�WKH�FRQYHQWLRQV�DQG�QRUPV�
WKH\�YDOXHG��7KH�TXHVWLRQ�LI�WKH\�UHDOO\�OLYH�FRQJUXHQW�
WR�WKHVH�FRQYHQWLRQV�RU�LI�WKH\�MXVW�SUHWHQG�WR�GR�VR�LV�
QRW�WKH�SRLQW�KHUH��:H�IRXQG�RXW�WKDW�WKHVH�
FRQYHQWLRQV�DUH�WKH�EDVLV�RI�HYHU\�VRFLDO�FRQWDFW�DQG�
GHWHUPLQH�ZKLFK�EHKDYLRU�LV�VRFLDOO\�DFFHSWHG�DQG�

DZDLWHG��:H�HYHQ�IRXQG�FDVHV�ZKHUH�GLIIHUHQW�RSLQLRQV�
DERXW�FRQYHQWLRQV�H[FOXGHG�SHRSOH�IURP�EHLQJ�D�
SRWHQWLDO�VRFLDO�FRQWDFW��7KLV�ZDV�H�J���FRQILUPHG�E\�D�
ZRPDQ�ZKR�VDLG�WKDW�VKH�LVQ¶W�LQWHUHVWHG�LQ�D�VRFLDO�
UHODWLRQVKLS�ZLWK�WKH�QHLJKERUV�EHFDXVH�WKH\�GLG�QRW�
FOHDQ�WKH�FRUULGRU�UHJXODUO\���

Legitimation 
5HIOHFWLQJ�RQ�RXU�LQWHUYLHZV��ZH�IRXQG�WKH�GLVOLNH�WR�WU\�
DFWLYHO\�WR�JDLQ�VRFLDO�FRQWDFWV��2Q�WKH�RWKHU�KDQG�
PDQ\�HOGHUO\�ZRXOG�OLNH�PRUH�FRQWDFWV�EXW�ILQG�
WKHPVHOYHV�LQ�WKH�VLWXDWLRQ�RI�MRLQLQJ�D�JLYHQ�JURXS��:H�
IRXQG�PDQ\�HOGHUO\�DWWHPSWLQJ�WR�JLYH�OHJLWLPDWLRQ�WR�
FRQQHFW�VRFLDOO\��³,�KHOS�WKH�GHPHQWLD�SDWLHQWV��EHFDXVH�
VRPHERG\�KDV�WR�KHOS�WKHP�WR�FRXQW´��ZDV�D�VWDWHPHQW�
RI�D�ZRPDQ�ZKR�MRLQHG�D�JURXS�RI�GHPHQWLD�SDWLHQWV�
UHJXODUO\�WR�SOD\�JDPHV��2Q�WKH�RQH�KDQG�VKH�JLYHV�D�
OHJLWLPDWLRQ�IRU�SOD\LQJ�JDPHV�ZKLFK�QRUPDOO\�LV�D�
FKLOGUHQ¶V�GXW\�DQG�GRHV�QRW�PHHW�KHU�FRQYHQWLRQV��2Q�
WKH�RWKHU�KDQG�ZH�ILQG�D�OHJLWLPDWLRQ�IRU�FRPLQJ�WR�
JURXSV�ZKLFK�QRUPDOO\�DUH�RQO\�RSHQHG�IRU�WKH�JURXS�RI�
SHRSOH�OLYLQJ�LQ�WKH�UHWLUHPHQW�KRPH�WR�ZKLFK�VKH�GRHV�
QRW�EHORQJ��

Helping as a life motive 
0DQ\�HOGHUO\�LQWHUYLHZHG�SRLQWHG�RXW�WKDW�GXULQJ�WKHLU�
\RXWK�WKH\�OLYHG�LQ�SRYHUW\��ZKLFK�ZDV�FDXVHG�E\�WKH�
6HFRQG�:RUOG�:DU��,W�LV�RIWHQ�PHQWLRQHG�KRZ�WKH\�
PDQDJHG�WR�FRPH�WKURXJK�WKLV�VLWXDWLRQ�ZLWKRXW�
LQVWLWXWLRQDO�KHOS�ZKLFK��IURP�WKHLU�SRLQW�RI�YLHZ��VWDQGV�
LQ�FRQWUDVW�WR�WKH�VLWXDWLRQ�RI�WKH�\RXWK�WRGD\���
$OWKRXJK�WKH\�RIWHQ�KDG�QR�LQVWLWXWLRQDO�KHOS��WKH\�
KHOSHG�HDFK�RWKHU�LQ�WKHVH�KDUG�WLPHV���

7RGD\�WKH�HOGHUO\�VWLOO�KHOS�HDFK�RWKHU�LQ�GDLO\�OLIH��2QH�
ROGHU�ZRPDQ�ZKR�ZHQW�WR�D�UHWLUHPHQW�KRPH�WZLFH�D�
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ZHHN�WR�SXOO�HOGHUO\�ZLWK�WKHLU�ZKHHOFKDLUV�WR�JURXS�
HYHQWV�VDLG��Ä,CP�ILQH��DV�ORQJ�DV�,�FDQ�KHOS��,�DP�
KDSS\�´�

:H�DOVR�JRW�HYLGHQFH�WKDW�LW�FDQ�EH�YHU\�IUXVWUDWLQJ�IRU�
HOGHUO\�LI�WKH\�FDQCW�KHOS�DQ\PRUH��:H�LQWHUYLHZHG�
VRPH�ZRPHQ�ZKR�ZHUH�³KHOSHUV´�DQG�FDUHUV�GXULQJ�
WKHLU�ZKROH�OLIH��FDUHG�IRU�WKHLU�IDPLOLHV��WKHLU�FKLOGUHQ��
WKHLU�JUDQGFKLOGUHQ��WKHLU�HOGHU�QHLJKERUV��HWF����'XH�WR�
SK\VLFDO�LQILUPLW\�E\�WKHLU�DJH�RU�E\�WKH�ORVW�RI�QHHGV�
IRU�WKHLU�KHOS�WKH\�DUH�FRQIURQWHG�ZLWK�D�VLWXDWLRQ�RI�
EHLQJ�³XVHOHVV´��ZKLFK�RIWHQ�OHDG�WR�IUXVWUDWLRQ�DQG�
GLVRULHQWDWLRQ�RQ�WKHLU�VRFLDO�UROH�DQG�LGHQWLW\��

Fear of being “social petitioners” 
7KH�HOGHUO\�RIWHQ�WU\�WR�KHOS�RWKHU�SHUVRQV�IRU�VHYHUDO�
UHDVRQV�DV�SRLQWHG�RXW�EHIRUH��&RQVLGHULQJ�WKH�SRLQW�
WKDW�PRVW�RI�WKH�HOGHUO\�PDQDJHG�KDUG�WLPHV�ZLWKRXW�
DQ\�LQVWLWXWLRQDO�KHOS��WKLV�SRLQW�LV�TXLWH�
XQGHUVWDQGDEOH��,Q�WRGD\¶V�VLWXDWLRQ�PRVW�RI�WKH�HOGHUO\�
JHW�SURIHVVLRQDO�FDUH�DQG�DUH�SURWHFWHG�E\�D�JRRG�VRFLDO�
V\VWHP��%XW�PDQ\�GRQCW�ZDQW�WR�DFW�DV�SHWLWLRQHUV��
7KH\�DOZD\V�PDQDJHG�WR�VROYH�SUREOHPV�WKHPVHOYHV��
VR�WKH\�VWLOO�FDQ�GR�WKLV�WRGD\��1HYHU�KDYLQJ�UHFHLYHG�
KHOS�KDV�PDGH�LW�GLIILFXOW�IRU�VRPH�WR�DFFHSW�KHOS��

:H�LQWHUYLHZHG�D�ZRPDQ�ZKR�OLYHG�DQG�ZRUNHG�LQ�
5XVVLD��6KH�ORVW�HYHU\WKLQJ�VKH�ZRUNHG�IRU�DQG�ILQDOO\�
FDPH�WR�*HUPDQ\��6KH�ZDV�YHU\�KDSS\��EXW�LQ�WKH�
VDPH�PRPHQW�IUXVWUDWHG�DERXW�KHU�VLWXDWLRQ��6KH�
SRLQWHG�RXW�WKDW�VKH�FRXOG�GR�VR�PDQ\�JRRG�WKLQJV�IRU�
*HUPDQ\�LI�VKH�ZHUH�\RXQJHU��6KH�RIWHQ�PHQWLRQHG�WKH�
IDFW�WKDW�VKH�DOZD\V�ZRUNHG�IRU�5XVVLD�DQG�QHYHU�JRW�
VRPHWKLQJ�EDFN�LQ�UHWXUQ�DQG�WKDW�VKH�QHYHU�ZRUNHG�IRU�
*HUPDQ\�EXW�JHWV�VR�PXFK��

+HOSLQJ�DQG�DFFHSWLQJ�KHOS�DUH�WZR�YHU\�GLIIHUHQW�
SRLQWV��:H�QRWLFHG�WKLV�IDFW�ZKLOH�LQWHUYLHZLQJ�D�
PDUULHG�FRXSOH��7KH\�RIWHQ�SRLQWHG�RXW�WKDW�WKH\�ZRXOG�
OLNH�WR�KDYH�PRUH�FRQWDFW�WR�WKHLU�QHLJKERUV��%XW�LQ�WKH�
VDPH�PRPHQW�WKH\�FODULI\�WKDW�WKH\�GRQCW�UHDOO\�QHHG�
FRQWDFWV�WR�RWKHUV�LQ�RUGHU�WR�KDYH�D�IXOILOOHG�OLIH��7KH�
SRLQW�KHUH�LV�WKDW�WKH\�ZRXOG�KDYH�WKH�IHHOLQJ�RI�EHLQJ�
VRFLDO�SHWLWLRQHUV�LI�WKH\�GLVSOD\HG�WKHLU�GHVLUH�IRU�VRFLDO�
HQFRXQWHUV�ZLWK�WKHLU�QHZ�QHLJKERUV�WRR�DSSDUHQWO\��

Discussion  
7KH�HVWDEOLVKPHQW�RI�D�³QHZ�KRPH´�LQ�D�VHQLRU�
DSDUWPHQW�LV�FRXSOHG�WR�WKH�QHHG�DQG�ZLVK�WR�PDNH�
VRFLDO�FRQWDFWV�LQ�WKH�QHZ�OLYLQJ�HQYLURQPHQW��7KLV�
SURFHVV�PD\�EH�UDWKHU�FRPSOLFDWHG�IRU�SHRSOH�LQ�ODWHU�
OLIH�VWDJHV��,Q�RXU�LQWHUYLHZV�ZLWK�HOGHUO\�SHRSOH�ZKR�
KDG�PRYHG�WR�WKH�QHZ�KRPH�HQYLURQPHQW��ZH�LGHQWLILHG�
VHYHUDO�FRPPXQLFDWLYH�SDWWHUQV�DQG�ILJXUHV�ZKLFK�SRLQW�
DW�GLIILFXOWLHV�LQ�HVWDEOLVKLQJ�QHZ�FRQWDFWV�DQG�ZKLFK�
LQVSLUHG�RXU�WKLQNLQJ�RQ�UHODWHG�WHFKQRORJ\�VXSSRUW��
)LUVW��SHRSOH�ZHUH�XQFHUWDLQ�DERXW�KRZ�RWKHU�SHRSOH�
�QHLJKERUV��ORFDO�FRPPXQLW\�PHPEHUV��³DUH´��ZKDW�LV�
LPSRUWDQW�WR�WKHP�LV�WR�ILQG�D�ZD\�RI�OLIH�FRPSDWLEOH�WR�
WKHLU�RZQ��7KLV�LQFHUWLWXGH�DERXW�³WKH�RWKHU´�OHG�SHRSOH�
WR�D�SURFHVV�RI�HYDOXDWLQJ�YLHZDEOH�H[WHUQDO�
H[SUHVVLRQV�RI�WKH�RWKHU�DW�WKH�H[SHQVH�RI�RQH¶V�RZQ�
QRUPV�DQG�FRQYHQWLRQV��$W�WKH�VDPH�WLPH��RZQ�
FRQYHQWLRQV�DQG�YDOXHV�ZHUH�VWUHVVHG�DQG�
GHPRQVWUDWHG�LQ�RUGHU�WR�SUHVHQW�D�³VRFLDOO\�
FRPSHWHQW´�SHUVRQ��7KLV�VWURQJ�DGKHUHQFH�WR�RZQ�
QRUPV�DQG�FRQYHQWLRQV�LQ�PRVW�FDVHV�KLQGHUHG�
HVWDEOLVKLQJ�GHHSHU�FRQWDFWV��7KH�QHJDWLYH�UHVXOW�ZDV�
HLWKHU�UHJUHWWHG�E\�WKH�LQWHUYLHZ�SDUWQHUV�LQ�UHWURVSHFW�
RU�±�LQ�RUGHU�WR�QRW�EHLQJ�UHJDUGHG�DV�D�³VRFLDO�
SHWLWLRQHU´�±�ZDV�VDLG�WR�EH�QRW�UHOHYDQW��%XW�LQ�WKH�
FRQWH[W�RI�WKH�ZKROH�LQWHUYLHZ��ZH�FRXOG�RIWHQ�LGHQWLI\�
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GLVFRQWHQW�RQ�WKH�IDFW�RI�QRW�KDYLQJ�PDGH�FRQWDFWV�DQG�
ZH�³XQPDVNHG´�UHODWHG�UKHWRULFDO�ILJXUHV��5HODWHG�
WHFKQRORJ\�GHVLJQ�ZRXOG�KDYH�WR�DGGUHVV�DQG�JHW�RYHU�
WKH�LQFHUWLWXGH�SHRSOH�KDYH�RQ�WKH�SHUVRQV�LQ�WKHLU�QHZ�
OLYLQJ�HQYLURQPHQW��$�NLQG�RI�³FRQWDFW�EURNHU´�LQ�D�
VHQLRU�DSDUWPHQW�FRXOG�JLYH�SHRSOH�WKH�FKDQFH�WR�OHDUQ�
WKLQJV�DERXW�RWKHU�SHRSOH�EH\RQG�WKH�H[WHUQDO�
LQIRUPDWLRQ�WKH\�VHH��2Q�WKH�RWKHU�KDQG�LW�VKRXOG�
SURYLGH�PHFKDQLVPV�WKDW�KHOS�GLVSOD\LQJ�FRPSHWHQFH�
DQG�LQWHJULW\�RI�WKH�RZQ�SHUVRQ��RI�WKH�RZQ�LGHQWLW\��
7KH�KLJK�UHOHYDQFH�IRU�WKLV�UHTXLUHPHQW�LV�VKRZQ�E\�WKH�
QXPHURXV�³OHJLWLPDWLRQ�ILJXUHV´�WKH�SHRSOH�JDYH�LQ�WKH�
LQWHUYLHZV�IRU�WKHLU�DFWLYLWLHV��6HH�WKH�WZR�H[DPSOHV�
ZKHUH�OHJLWLPDWLRQV�ZHUH�JLYHQ�IRU�SOD\LQJ�DQG�IRU�
YLVLWLQJ�HYHQWV�LQ�DQ�ROG�SHRSOH¶V�KRPH��6R�WKH�TXHVWLRQ�
ZK\�WKH�HOGHUO\�QHHG�OHJLWLPDWLRQV�WR�LQLWLDWH�VRFLDO�
FRQWDFWV�FRPHV�LQWR�WKH�IRFXV�ZKHQ�WKLQNLQJ�RI�,&7�DV�D�
VXSSRUW�IRU�WKH�HVWDEOLVKPHQW�RI�QHZ�FRQWDFWV��7KLV�
ILQGLQJ�LV�LQ�OLQH�ZLWK�WKH�SKHQRPHQRQ�RI�³KHOSLQJ�RWKHU�
SHRSOH�DV�D�OLIH�PRWLYH´��+HOSLQJ�LQ�JHQHUDO�VHHPV�WR�EH�
D�VWURQJ�OHJLWLPDWLRQ�ZKLFK�FRXOG�EH�UHIOHFWHG�LQ�,&7�
GHVLJQ�IRU�WKH�VXSSRUW�RI�HVWDEOLVKPHQW�RI�FRQWDFWV��
'XH�WR�WKHLU�OLIH�H[SHULHQFHV�WR�WKH�HOGHUO\��PXWXDO�KHOS�
DQG�E\�WKLV�WUDQVSRUWLQJ�WKHLU�FRPSHWHQFHV�DQG�LGHQWLW\�
VHHPV�WR�EH�DQ�LQWHUHVWLQJ�DQFKRU�IRU�FRPPXQLW\�
EXLOGLQJ���

7KLV�DSSHDUV�DV�DQ�H[WUHPHO\�VWURQJ�PRWLYH�IRU�PDQ\�
HOGHUO\�ZRPHQ�ZKR�ZHUH�³KHOSHUV´�WKHLU�HQWLUH�OLYHV��,Q�
KLJKHU�DJH��ZKHQ�SK\VLFDO�LQILUPLW\�RU�WKH�YDQLVKLQJ�RI�
QHHGV�IRU�WKHLU�KHOS�RFFXU��WKHUH�FRPHV�D�NLQG�RI�ORVLQJ�
RI�LPSRUWDQW�DWWULEXWHV�RI�IRUPHU�VRFLDO�UROH�DQG�
SRVLWLRQ�RI�HOGHUO\�LQ�VRFLHW\��,Q�VRPH�FDVHV��WKH\�KDYH�
QR�HQHUJ\�DQG�QR�LGHD�KRZ�WR�UHSRVLWLRQ�RU�FKDQJH�
WKHLU�VRFLDO�UROHV�WR�DFKLHYH�QHZ�PHDQLQJIXO�OLIH�
FRQWHQWV��7KLV�VWUHVVHV�WKH�QHHG�RI�,&7�UHVHDUFK�

FRQFHUQLQJ�TXDOLWDWLYH�HQTXLULHV�IRU�LGHQWLI\LQJ�
PHDQLQJIXO�PRWLYHV�LQ�LQGLYLGXDO�OLIH�KLVWRULHV�DQG�
ILQGLQJ�ZD\V�WR�FRQQHFW�WKHP�WR�VRFLDO�DQG�FRPPXQLW\�
DFWLYLWLHV��,Q�WKLV�UHJDUG�RQH�SKHQRPHQRQ�KDV�SURYHQ�
WR�EH�DQ�LPSRUWDQW�DVSHFW��LW�LV�WKH�IDFW�WKDW�HOGHUO\�
SHRSOH�GR�QRW�ZDQW�WR�EH�VHHQ�DV�³VRFLDO�SHWLWLRQHUV´�
ZKHQ�WKLQNLQJ�DERXW�WKH�HVWDEOLVKPHQW�RI�QHZ�FRQWDFWV��
7KXV��D�UHODWHG�³FRQWDFW�EURNHU´�,&7�V\VWHP�VKRXOG�
VXSSRUW�WKH�VHQVH�RI�V\PPHWULFDO�³JLYH�DQG�UHFHLYH´�
VKDUHV�LQ�WKH�QHZ�VRFLDO�HQFRXQWHUV���

7KH�LQWHUYLHZ�VLWXDWLRQ��ZLWK�XV�DV�XQNQRZQ�SHUVRQV��
PD\�EH�VHHQ�VLPLODU�WR�FRPPXQLFDWLRQ�VLWXDWLRQV�ZLWK�
SHRSOH�LQ�WKH�QHZ�HQYLURQPHQW��)URP�WKH�SRLQW�RI�D�
FULWLTXH�RI�WKH�LQWHUYLHZ�PHWKRG�ZKLFK�ZH�PXVW�UHYLHZ�
VRPH�SDUWV�RI�WKH�LQWHUYLHZV�XQGHU�WKH�TXHVWLRQ�RI�
VRFLDO�H[SHFWDQF\���+RZHYHU��UHODWHG�FRPPXQLFDWLYH�
ILJXUHV�E\�WKH�HOGHUO\�SHRSOH�VHHP�WR�EH�DVVLJQDEOH�WR�
WKHLU�JHQHUDO�VRFLDO�FRQWDFW�EHKDYLRU�DQG�WKXV��KDYH�
UHOHYDQFH�LQ�WKH�IRUP�LQ�ZKLFK�WKH\�DUH�GLVSOD\HG�WR�XV��

Conclusion 
,Q�RXU�VWXG\�RQ�WKH�HVWDEOLVKPHQW�RI�FRQWDFWV�RI�HOGHUO\�
SHRSOH�LQ�WKHLU�QHZ�KRPH�HQYLURQPHQW�LQ�D�VHQLRU�
DSDUWPHQW��ZH�FDPH�DFURVV�DQG�XQFRYHUHG�VHYHUDO�
SUREOHPV�DQG�UHODWHG�FRPPXQLFDWLYH�SDWWHUQV��2XU�
ILQGLQJV�GLIIHU�WR�VRPH�H[WHQG�IURP�UHFHQW�UHVHDUFK�RQ�
,&7�WR�VXSSRUW�UHODWLRQVKLSV�RI�HOGHUO\�SHRSOH�WR�WKHLU�
IDPLOLHV�DQG�IULHQGV��:H�KDYH�OHDUQW�WKDW�WKH�
SUHVHQWDWLRQ�RI�WKH�RZQ�LGHQWLW\�±�ZLWK�DVSHFWV�VXFK�DV�
VRFLDO�UROH��LQWHJULW\�DQG�FRPSHWHQFHV�±�DUH�FUXFLDO�DQG�
RIWHQ�KLQGHULQJ�HOHPHQWV�LQ�FRPPXQLFDWLRQ�VLWXDWLRQV�
DQG�FRPPXQLW\�EXLOGLQJ�SURFHVVHV�RI�HOGHUO\�SHRSOH��
:KHQ�EXLOGLQJ�WHFKQRORJLHV�WR�VXSSRUW�VRFLDO�FRQWDFWV�LQ�
WKH�QHZ�OLYLQJ�HQYLURQPHQW��H�J��LQ�IRUP�RI�D�³ORFDO�
FRQWDFW�EURNHU´��DOO�WKHVH�DVSHFWV�VKRXOG�EH�FRQVLGHUHG��
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,Q�IXUWKHU�UHVHDUFK�ZH�DUH�JRLQJ�WR�LQYHVWLJDWH�WKH�ILHOG�
PRUH�GHHSO\��:H�ZLOO��HVSHFLDOO\�UHIOHFW�PRUH�GHHSO\�RQ�
WKH�UROH�RI�RXU�UHVHDUFK�LQ�WKH�SURFHVV�RI�FRPPXQLW\�
EXLOGLQJ�DQG�RQ�ZD\V�WR�LQYROYH�RWKHU�FRPPXQLW\�DFWRUV�
�VXFK�DV�FKXUFK�JURXSV����
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Collaborative Reflection to Empower 
Primary Caregivers

Abstract 
,QIRUPDO�FDUHJLYHUV�RI�FKLOGUHQ�ZLWK�DXWLVP�QHHG�
VXSSRUW�WR�FRRUGLQDWH�FDUH�DFURVV�HQYLURQPHQWV�VXFK�DV�
VFKRRO�DQG�KRPH��&RPPXQLFDWLYH�LPSDLUPHQWV�PDNH�LW�
GLIILFXOW�IRU�WKH�FKLOGUHQ�WKHPVHOYHV�WR�UHSRUW�HYHQWV�RI�
WKHLU�GD\�WR�D�SULPDU\�FDUHJLYHU��e.g.��D�SDUHQW���6R��
WKH�SULPDU\�FDUHJLYHU�PXVW�PDNH�DQ�HIIRUW�WR�
FRPPXQLFDWH�ZLWK�VHFRQGDU\�FDUHJLYHUV��VXFK�DV�IDPLO\�
PHPEHUV��HGXFDWRUV��DQG�FOLQLFLDQV��:H�GHILQH�WKLV�
SURFHVV²RI�FDUHJLYHUV�VKDULQJ�LQIRUPDWLRQ�DQG�
NQRZOHGJH�RYHU�WLPH�WR�PDNH�RQJRLQJ�GHFLVLRQV�DERXW�
EHKDYLRUDO�LQWHUYHQWLRQ�DQG�FDUH²FROODERUDWLYH�
UHIOHFWLRQ��:H�SUHVHQW�WZR�VWXGLHV�H[SORULQJ�DSSURDFKHV�
WR�VXSSRUWLQJ�FROODERUDWLYH�UHIOHFWLRQ��ZLWK�WKH�JRDO�RI�
HPSRZHULQJ�SULPDU\�FDUHJLYHUV�WR�EHWWHU�XQGHUVWDQG�
KRZ�WR�DGGUHVV�WKHLU�FKLOG¶V�EHKDYLRUV�DQG�FDUH��
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Introduction 
7KLV�SDSHU�IRFXVHV�RQ�FDUHJLYHUV�RI�FKLOGUHQ�ZLWK�
DXWLVP��&KLOGUHQ�ZLWK�DXWLVP�PD\�UHTXLUH�FRQVWDQW�DQG�
FRQVLVWHQW�EHKDYLRUDO�VXSSRUW�DQG�LQWHUYHQWLRQ��
0DLQWDLQLQJ�FRQVLVWHQF\�LQ�EHKDYLRUDO�LQWHUYHQWLRQ�DQG�
UHLQIRUFHPHQW�LV�SDUWLFXODUO\�FKDOOHQJLQJ�DFURVV�
HQYLURQPHQWV��e.g.��KRPH�DQG�VFKRRO��3ULPDU\�
FDUHJLYHUV��W\SLFDOO\�RQH�RU�ERWK�SDUHQWV��PXVW�
WKHUHIRUH�FRPPXQLFDWH�DQG�FRRUGLQDWH�ZLWK�VHFRQGDU\�
FDUHJLYHUV�VXFK�DV�RWKHU�IDPLO\�PHPEHUV�DQG�WKH�
HGXFDWLRQDO��FOLQLFDO��DQG�EHKDYLRUDO�VWDII�DW�WKHLU�FKLOG¶V�
VFKRRO��&KLOGUHQ�ZLWK�DXWLVP�KDYH�FRPPXQLFDWLRQ�
LPSDLUPHQWV�RU�PD\�EH�FRPSOHWHO\�QRQYHUEDO��VR�WKHLU�
ODFN�RI�UHSRUWLQJ�PDNHV�LW�HYHQ�PRUH�FKDOOHQJLQJ�IRU�
FDUHJLYHUV�WR�VWD\�LQIRUPHG�DERXW�ZKDW�KDSSHQV�ZLWK�
WKHLU�FKLOG�ZKHQ�WKH\�DUH�QRW�DURXQG��

7KLV�SDSHU�SUHVHQWV�WZR�DSSURDFKHV�WR�KHOSLQJ�SULPDU\�
FDUHJLYHUV�RI�FKLOGUHQ�ZLWK�DXWLVP�FRPPXQLFDWH�DQG�
FRRUGLQDWH�ZLWK�VHFRQGDU\�FDUHJLYHUV��2XU�IRFXV�LV�RQ�
HPSRZHULQJ�WKH�SULPDU\�FDUHJLYHUV�WR�����VWD\�
LQIRUPHG�DERXW�WKHLU�FKLOG¶V�EHKDYLRUV�DQG�FDUH��DQG�����
XQGHUVWDQG�KRZ�WR�DGGUHVV�WKHLU�FKLOG¶V�EHKDYLRUV�DQG�
FDUH²ERWK�RI�ZKLFK�UHTXLUH�FRRUGLQDWLRQ�ZLWK�RWKHU�
FDUHJLYHUV��)LUVW��E\�SRROLQJ�LQIRUPDWLRQ�DERXW�D�FKLOG¶V�
EHKDYLRUV�DQG�FDUH�DFURVV�HQYLURQPHQWV��SULPDU\�
FDUHJLYHUV�FDQ�VWD\�LQIRUPHG�DERXW�ZKDW�JRHV�RQ�ZLWK�
WKHLU�FKLOG�WKURXJKRXW�WKH�GD\��6HFRQG��E\�VHHNLQJ�
NQRZOHGJH�IURP�SURIHVVLRQDO�FDUHJLYHUV��i.e.��
EHKDYLRUDO�VSHFLDOLVWV��WKH\�FDQ�XQGHUVWDQG�KRZ�WR�
DGGUHVV�WKHLU�FKLOG¶V�EHKDYLRUV�DQG�LPSURYH�FDUH��:H�
FDOO�WKLV�SURFHVV²RI�VKDULQJ�LQIRUPDWLRQ�DQG�NQRZOHGJH�
RYHU�WLPH�LQ�RUGHU�WR�PDNH�RQJRLQJ�GHFLVLRQV�DERXW�
EHKDYLRUDO�LQWHUYHQWLRQV²FROODERUDWLYH�UHIOHFWLRQ��,Q�
WZR�VWXGLHV��ZH�H[SORUHG�DSSURDFKHV�WR�VXSSRUWLQJ�WKLV�
SURFHVV�DPRQJ�FDUHJLYHUV�RI�FKLOGUHQ�ZLWK�DXWLVP��

Study 1: Parent-driven use of wearable 
cameras to record behaviors and care 
'UDZLQJ�IURP�+XWFKLQVRQ�HW�DO�¶V�>�@�XVH�RI�WHFKQRORJ\�
SUREHV�ZLWK�IDPLOLHV�LQ�WKH�KRPH��ZH�H[SORUHG�WKH�XVH�
RI�WZR�DXWRPDWLF�FDPHUDV�ZRUQ�E\�FKLOGUHQ�ZLWK�
DXWLVP��7KH�VWLOO�LPDJHV�FDSWXUHG�E\�WKHVH�FDPHUDV�
IURP�WKH�FKLOG¶V�SHUVSHFWLYH�ZHUH�LQYHVWLJDWHG�DV�
FRPPXQLFDWLRQ�DLGV�ZKHQ�UHYLHZHG�E\�WKH�FKLOG¶V�
SULPDU\�FDUHJLYHU��

Methods 
7ZR�DXWRPDWLF�ZHDUDEOH�FDPHUDV�ZHUH�XVHG�DV�SUREHV��
WKH�6HQVH&DP�GHYHORSHG�E\�0LFURVRIW�5HVHDUFK�>�@��
DQG�WKH�$SSOH�L3RG�7RXFK�UXQQLQJ�D�OLIHORJJLQJ�DSS��
/LIH/DSVH��KWWS���OLIHODSVH�FRP����:H�UHFUXLWHG�ILYH�
IDPLOLHV�ZLWK�D�FKLOG�GLDJQRVHG�RQ�WKH�DXWLVP�VSHFWUXP��
7KH�SULPDU\�FDUHJLYHU�LQ�DOO�WKH�IDPLOLHV�ZDV�WKH�FKLOG¶V�
PRWKHU��DQG�ZDV�UHVSRQVLEOH�IRU�GHWHUPLQLQJ�KRZ�DQG�
ZKHQ�WR�XVH�WKH�FDPHUD��7KH�VWXG\�EHJDQ�ZLWK�DQ�
LQWURGXFWLRQ�WR�WKH�FDPHUD��WUDLQLQJ�WR�WXUQ�DXWRPDWLF�
LPDJH�UHFRUGLQJ�RQ�DQG�RII��GRZQORDGLQJ�WKH�LPDJHV�
RQWR�D�SHUVRQDO�FRPSXWHU��DQG�UHYLHZ�DQG�RUJDQL]H�WKH�
GRZQORDGHG�LPDJHV��(DFK�ZHHN��WKH�ILUVW�DXWKRU�YLVLWHG�
WKH�IDPLOLHV�DW�WKHLU�KRPH�IRU�DQ�LQWHUYLHZ�DORQJ�ZLWK�
REVHUYDWLRQ�RI�WKHLU�KRPH�OLIH�DQG�IDPLO\�LQWHUDFWLRQV���

Results 
7KH�SULPDU\�FDUHJLYHUV�LQ�RXU�VWXG\�ZHUH�HDJHU�WR�XVH�
WKH�FDPHUDV�WR�OHDUQ�ZKDW�ZDV�KDSSHQLQJ�ZKHQ�WKH\�
ZHUH�QRW�ZLWK�WKHLU�FKLOG��7KH�WZR�SULPDU\�FDUHJLYHUV�
ZLWK�QRQYHUEDO�FKLOGUHQ�ZHUH�WKH�PRVW�PRWLYDWHG�WR�XVH�
WKH�FDPHUD��DQG�JDLQHG�WKH�PRVW�QHZ�LQIRUPDWLRQ�IURP�
XVH�RI�WKH�FDPHUD²VXJJHVWLQJ�WKDW�ODFN�RI�
FRPPXQLFDWLRQ�IURP�WKHLU�FKLOG�OHDGV�WR�SULPDU\�
FDUHJLYHUV�IHHOLQJ��DQG�EHLQJ��OHVV�LQIRUPHG�WKDQ�LI�WKHLU�
FKLOG�ZDV�DEOH�WR�VKDUH�LQIRUPDWLRQ�ZLWK�WKHP���

Collaborative Reflection 
to Empower      

Primary Caregivers 

Collaborative Reflection�
/RQJ�WHUP�VKDULQJ�RI�
LQIRUPDWLRQ�DQG�NQRZOHGJH�
RYHU�WLPH�WR�PDNH�RQJRLQJ�
GHFLVLRQV�DERXW�EHKDYLRUDO�
LQWHUYHQWLRQV�

Primary Caregivers �
3DUHQWV�RI�FKLOGUHQ�ZLWK�
DXWLVP��ZKR�QHHG�VXSSRUW�WR��
��VWD\�LQIRUPHG�DERXW�FKLOG¶V�
EHKDYLRUV�DQG�FDUH�ZKHQ�
WKH\�DUH�QRW�DURXQG�����
��XQGHUVWDQG�KRZ�WR�DGGUHVV�
FKLOG¶V�EHKDYLRUV�DQG�FDUH�

Secondary Caregivers  
,Q�WKH�KRPH�FRQWH[W����
QDQQ\��GLYRUFHG�SDUHQWV��
YLVLWLQJ�IDPLO\�PHPEHUV���

,Q�WKH�VFKRRO�FRQWH[W��
HGXFDWRUV��WKHUDSLVWV��
EHKDYLRUDO�VSHFLDOLVWV��

Study 1�
3DUHQW�GULYHQ�XVH�RI�ZHDUDEOH�
FDPHUDV�WR�UHFRUG�EHKDYLRUV�
DQG�FDUH��

Study 2�
6FKRRO�GULYHQ�XVH�RI�D�QRYHO�
L3DG�EDVHG�V\VWHP�WR�UHFRUG�
EHKDYLRUV�DQG�FDUH�

��



0XFK�RI�WKH�LQIRUPDWLRQ�DQG�NQRZOHGJH�WUDQVIHU�
KDSSHQHG�QRW�RQO\�WKURXJK�WKH�SULPDU\�FDUHJLYHU¶V�
UHYLHZ�RI�LPDJHV�IURP�WKHLU�FKLOG¶V�SHUVSHFWLYH��EXW�
FROODERUDWLYH�UHIOHFWLRQ�RI�ZKDW�WKH�LPDJHV�UHYHDOHG��
)RU�H[DPSOH��RQH�PRWKHU�QRWLFHG�WKDW�PDQ\�LPDJHV�
VKRZHG�KHU�GDXJKWHU�ORRNLQJ�DW�VKHHW�PXVLF��:KHQ�VKH�
DVNHG�KHU�GDXJKWHU�DERXW�WKHVH�LPDJHV��VKH�GLVFRYHUHG�
WKDW�KHU�GDXJKWHU�HQMR\HG�UHDGLQJ�VKHHW�PXVLF�DQG�
ZDQWHG�WR�KDYH�DFFHVV�WR�PRUH�RI�LW��$V�D�EXV\�SULPDU\�
FDUHJLYHU��WKH�PRWKHU�KDG�OLNHO\�QRW�QRWLFHG�WKLV�DFWLYLW\�
EHIRUH��DQG�ZLWK�PLQLPDO�FRPPXQLFDWLRQ�KHU�GDXJKWHU�
KDG�QRW�EHHQ�DEOH�WR�VKDUH�LW�ZLWK�KHU��,W�ZDV�RQO\�
WKURXJK�D�FRQYHUVDWLRQ�DERXW�WKH�LPDJHV�WKDW�WKLV�
GLVFRYHU\�ZDV�PDGH���

7ZR�GLYRUFHG�PRWKHUV�OHDUQHG�VRPHWKLQJ�IURP�WKH�
LPDJHV�DERXW�WKHLU�QRQYHUEDO�FKLOG¶V�DFWLYLWLHV�ZKLOH�
YLVLWLQJ�WKHLU�IDWKHUV��D�VHFRQGDU\�FDUHJLYHU���%RWK�
PRWKHUV�GLVFXVVHG�KRZ�VKDULQJ�WKH�LPDJHV�ZLWK�
VHFRQGDU\�FDUHJLYHUV�ZRXOG�KHOS�WKHP�FRRUGLQDWH�FDUH��

2QH�SULPDU\�FDUHJLYHU�ZDQWHG�KHU�GDXJKWHU�WR�ZHDU�
WKH�FDPHUD�WR�RQH�RI�PDQ\�GRFWRU¶V�DSSRLQWPHQWV�VR�
VKH�FRXOG�VWD\�PRUH�LQIRUPHG�DERXW�KHU�PHGLFDO�FDUH��
+RZHYHU��VKH�IHOW�XQFRPIRUWDEOH�HYHQ�DVNLQJ�IRU�
SHUPLVVLRQ�DQG�UHPRYHG�WKH�FDPHUD�WR�DYRLG�WHQVLRQ��

(YHQ�PRUH�WHQVLRQ�H[LVWV�EHWZHHQ�SDUHQWV�DQG�VFKRROV��
$OO�RI�WKH�SULPDU\�FDUHJLYHUV�LQ�RXU�VWXG\�ZDQWHG�WKHLU�
FKLOG�WR�ZHDU�WKH�FDPHUD�DW�VFKRRO��EXW�WKLV�ZDV�QRW�
DOORZHG��7KH�DXWKRUV�DYRLGHG�WKH�VLJQLILFDQW�EDUULHU�RI�
VHHNLQJ�,5%�DSSURYDO�IRU�XVH�RI�WKH�FDPHUDV�LQ�VFKRROV�
DV�SDUW�RI�RXU�VWXG\��\HW�RQH�PRWKHU�ZDV�VR�NHHQ�RQ�LW�
WKDW�VKH�GHFLGHG�WR�DVN�IRU�LQIRUPDO�SHUPLVVLRQ�
DQ\ZD\��6KH�ZDV�VXUSULVHG�WR�EH�WXUQHG�GRZQ��
$OWKRXJK�SKRWRJUDSK\�ZDV�QRW�DOORZHG�DW�KHU�VRQ¶V�

VFKRRO��VKH�ZDV�DFFXVWRPHG�WR�WDNLQJ�SKRWRJUDSKV�DV�
SDUW�RI�KHU�UROH�RQ�WKH�37$��SDUHQW�WHDFKHU�
DVVRFLDWLRQ���6KH�ZDV�FRQYLQFHG�WKDW�WKH�SULQFLSDO�
ZRXOG�DOVR�DSSURYH�RI�KHU�XVLQJ�6HQVH&DP��DQG�ZDV�
VKRFNHG�ZKHQ�VKH�ZDV�QRW�JUDQWHG�WKLV�SHUPLVVLRQ��
$OWKRXJK�WR�KHU�6HQVH&DP�ZDV�QR�GLIIHUHQW�IURP�WKH�
FDPHUD�VKH�XVHV�WR�WDNH�SKRWRJUDSKV�IRU�WKH�37$��WKH�
SULQFLSDO�VDZ�LW�DV�D�WKUHDW�OLNHO\�GXH�WR�LWV�DXWRPDWLF�
FDSWXUH�ZKLFK�PDNHV�LW�LPSRVVLEOH�IRU�RWKHUV�WR�NQRZ�
ZKHQ�D�SKRWRJUDSK�LV�EHLQJ�WDNHQ��$IWHU�WKLV�UHMHFWLRQ��
WKLV�PRWKHU�EHFDPH�OHVV�OLNHO\�WR�DVN�IRU�SHUPLVVLRQ��
:KHQ�VKH�ZDQWHG�WR�FDSWXUH�KHU�VRQ¶V�H[WUDFXUULFXODU�
DFWLQJ�FODVV��VKH�FKRVH�WR�³VQHDN´�LW�LQ�ZLWKRXW�DVNLQJ��
DQG�QR�RQH�VDLG�DQ\WKLQJ�WR�KHU�DERXW�LW��

Conclusions 
7KH�SULPDU\�FDUHJLYHUV�LQ�WKLV�VWXG\�ZHUH�HDJHU�WR�KDYH�
WKH�XVH�RI�D�ZHDUDEOH�FDPHUD�WR�VXSSRUW�WKHLU�
XQGHUVWDQGLQJ�RI�ZKDW�KDSSHQV�ZKHQ�WKH\�DUH�QRW�ZLWK�
WKHLU�FKLOG��DQG�WR�FRRUGLQDWH�FDUH�EHWZHHQ�FDUHJLYHUV�
LQ�GLIIHUHQW�VHWWLQJV��e.g.��YLVLWLQJ�D�GLYRUFHG�IDWKHU��
VHHLQJ�D�GRFWRU��JRLQJ�WR�VFKRRO���:HDUDEOH�FDPHUDV�
VXFK�DV�WKH�SUREHV�LQ�RXU�VWXG\�VKRZ�SURPLVH�IRU�
VXSSRUWLQJ�FROODERUDWLYH�UHIOHFWLRQ�DPRQJ�FDUHJLYHUV��
EXW�RQO\�LI�WKH�GHYLFHV�DQG�WKHLU�XVH�DUH�GHVLJQHG�WR�
DYRLG�SRVVLEOH�WHQVLRQV�DPRQJ�SULPDU\�FDUHJLYHUV�DQG�
VHFRQGDU\�FDUHJLYHUV��

Study 2: School-driven use of a novel iPad 
system to record behaviors and care 
7R�FRPSOHPHQW�VWXG\����ZH�XVHG�H[WHQVLYH�ILHOGZRUN�LQ�
VFKRROV�IRU�FKLOGUHQ�ZLWK�DXWLVP�WR�LQYHVWLJDWH�WKH�IORZ�
RI�LQIRUPDWLRQ�IURP�VHFRQGDU\�FDUHJLYHUV�LQ�VFKRROV�
�e.g.��HGXFDWRUV��FOLQLFLDQV��EHKDYLRUDO�VSHFLDOLVWV��
SHUVRQDO�DLGHV��WR�SULPDU\�FDUHJLYHUV�LQ�WKH�KRPH���

³$QG�WKHQ�VKH�ZHQW�WR�KHU�GDG¶V��,�
ZDV�DEOH�WR����VKRZ�>KHU�EURWKHU@��
DQG�,¶OO�VKDUH�WKLV�ZLWK�KHU�GDG�WRR��
WKDW�ZKHQ�WKH\�ILUVW�JHW�WR�KLV�SODFH�
WKDW�WKH\¶UH�MXVW�NLQG�RI�LJQRULQJ�
KHU��$QG�WKHQ�ZKHQ�WKH\�JR�RXW�WR�
D�UHVWDXUDQW�,�QRWLFHG�KRZ�PXFK�
PRUH�WKH\�ZHUH�ORRNLQJ�DW�KHU�DQG�
WDONLQJ�WR�KHU�DQG�VWXII��$QG�VR�MXVW�
NLQG�RI�OLNH�ZDUQ�WKHP�QRW�WR����WR�
WKLQN�DERXW�WKDW��WR�QRW�LJQRUH�KHU�´�

³,�NQRZ�,¶YH�KDG�WKLV�FRQYHUVDWLRQ�
ZLWK�KLP�EHIRUH�>DERXW�RXU�
GDXJKWHU¶V�VDIHW\@��$QG�DIWHU�,�VDZ�
WKH�SLFWXUHV����,�GHFLGHG�WKLV�LV�
VHULRXV��,¶P�JRLQJ�WR�WDNH�FDUH�RI�
WKH�VLWXDWLRQ������,�GLGQ¶W�EULQJ�>WKH�
SLFWXUHV@�XS��EXW�PD\EH�,�ZLOO��/HW¶V�
VHH�ZKDW�KDSSHQV��/HW¶V�VHH�KRZ�
ORQJ�LW�WDNHV�IRU�PH�WR�WUDLQ�KLP�´�

³,�ZDQWHG�WR�>XVH�WKH�FDPHUD@�
ZKHQ�ZH�ZHUH�JRLQJ�WR�WKH�
GRFWRU¶V��7KHQ�,�IHOW�UHDO�
XQFRPIRUWDEOH�DQG�,�GLGQ¶W�GR�LW�
EHFDXVH�,�ZDV�JRLQJ�WR�KDYH�WR�DVN�
WKHP�DQG����,�GLGQ¶W�ZDQW�WR�FUHDWH�
DQ\�PRUH�WHQVLRQ�WKDQ�ZKDW�ZH�
DOUHDG\�KDG������<HDK�,�MXVW�WXUQHG�LW�
RII�EHFDXVH�,�ZDV�OLNH��,�GRQ¶W�IHHO�
OLNH�H[SODLQLQJ�´�

��



Methods 
$�UHVHDUFK�WHDP�RI�����OHG�E\�WKH�ILUVW�DXWKRU��
FRQGXFWHG�ILHOGZRUN�LQFOXGLQJ����SHUVRQ�KRXUV�RI�
REVHUYDWLRQ�DQG����LQWHUYLHZV��7KH�WHDP�FRQGXFWHG�
ILHOGZRUN�DW�VHYHQ�VSHFLDO�HGXFDWLRQ�SURJUDPV�RYHU�WKH�
FRXUVH�RI�RQH�\HDU��7KH�VLWHV�ZHUH�ORFDWHG�LQ�IRXU�
VWDWHV�DQG�SURYLGHG�VHUYLFHV�WR�FKLOGUHQ�ZLWK�DXWLVP�
DQG�RWKHU�VSHFLDO�QHHGV��'XULQJ�ILHOGZRUN��WKH�WHDP�
VWXGLHG�HGXFDWRUV��FOLQLFLDQV��e.g.��SV\FKLDWULVWV���
WKHUDSHXWLF�VWDII��e.g.��VSHHFK��SK\VLFDO��RFFXSDWLRQDO���
DQG�DGPLQLVWUDWRUV���

Results 
:H�IRXQG�WKDW�PDLQWDLQLQJ�FRPPXQLFDWLRQ�DQG�
LQIRUPDWLRQ�VKDULQJ�EHWZHHQ�VFKRRO�DQG�KRPH�LV�D�
FRPPRQ�DQG�ZHOO�NQRZQ�LVVXH��0XFK�OLNH�WKH�SULPDU\�
FDUHJLYHUV�LQ�RXU�ILUVW�VWXG\�ZKR�ZDQWHG�D�PRUH�
FRPSOHWH�SLFWXUH�RI�WKH�HYHQWV�RI�WKHLU�FKLOG¶V�GD\��WKH�
VHFRQGDU\�FDUHJLYHUV�LQ�WKLV�VWXG\�ZDQWHG�LQIRUPDWLRQ�
DERXW�ZKDW�ZHQW�RQ�ZLWK�D�FKLOG�LQ�WKH�KRPH��7R�DOO�
FDUHJLYHUV��LW�ZDV�LPSRUWDQW�WR�XQGHUVWDQG�D�FKLOG¶V�
EHKDYLRUV�DQG�DFWLYLWLHV�ZKHQ�WKH\�DUH�QRW�WKHUH�WR�
ZLWQHVV�WKHP��LQ�RUGHU�WR�EH�D�PRUH�LQIRUPHG�DQG�
HPSRZHUHG�FDUHJLYHU��

6FKRRO�VWDII�DOVR�VWUXJJOHG�ZLWK�VHQGLQJ�LQIRUPDWLRQ�
KRPH�WR�SULPDU\�FDUHJLYHUV��$�NH\�SUREOHP�FOHDUO\�
FRQWULEXWLQJ�WR�WKH�FKDOOHQJHV�RI�FRPPXQLFDWLRQ�DQG�
FRRUGLQDWLRQ�EHWZHHQ�VFKRRO�DQG�KRPH�ZDV�WKH�ODFN�RI�
HIIHFWLYH�GDWD�PDQDJHPHQW��DV�UHSRUWHG�LQ�>�@��3DSHU�
EDVHG�UHFRUGV�RI�EHKDYLRUDO�GDWD�LQ�VFKRROV�ZHUH�
FKDOOHQJLQJ�WR�PDQDJH�DQG�VKDUH��0DQXDOO\�FUHDWLQJ��
WUDQVIHUULQJ��DQG�VKDULQJ�SDSHU�UHFRUGV�ZDV�WLPH�
FRQVXPLQJ��DQG�VFKRRO�VWDII�KDG�QRW�IRXQG�DGHTXDWH�
ZD\V�WR�VKDUH�WKHVH�GDWD�ZLWK�SULPDU\�FDUHJLYHUV�DW�
KRPH��3DSHU�EDVHG�UHSRUWV�ZHUH�DQ�DGGLWLRQDO�EXUGHQ�

RQ�VWDII�WR�FUHDWH�PDQXDOO\��$GGLWLRQDOO\��DIWHU�VWDII�
ZRXOG�SODFH�WKHP�LQ�VWXGHQWV¶�EDFNSDFNV�WR�JR�KRPH�
ZLWK�WKHP��VWDII�ZRXOG�ILQG�WKH�UHSRUWV�ZHUH�QHYHU�
UHWULHYHG��PDNLQJ�WKHP�DZDUH�WKDW�FDUHJLYHUV�LQ�WKH�
KRPH�ZHUH�QRW�UHDGLQJ�WKHP��6WDII�H[SOLFLWO\�DVNHG�IRU�
HOHFWURQLF�UHFRUGV�IRU�PDQDJLQJ�VWXGHQW�GDWD���

,Q�SDUWLFXODU��RXU�SDUWLFLSDQWV�DVNHG�IRU�L3DG�EDVHG�
UHFRUGLQJ�DQG�VKDULQJ�RI�WKHLU�VWXGHQWV¶�EHKDYLRUDO�
GDWD��,Q�RQH�VFKRRO��VWDII�PHPEHUV�HDFK�KDG�DQ�L3DG��
DQG�WKH\�XVHG�WKHP�IRU�FRPPXQLFDWLQJ�ZLWK�RQH�
DQRWKHU�E\�HPDLO�DQG�WDNLQJ�QRWHV�GXULQJ�PHHWLQJV��
7KH\�UHSRUWHG�HYDOXDWLQJ�VHYHUDO�H[LVWLQJ�L3DG�DSSV��
EXW�ZKHQ�QRQH�RI�WKHP�ILW�WKHLU�QHHGV�WKH\�FRQWLQXHG�
XVLQJ�LQDGHTXDWH�SDSHU�PHWKRGV��:H�HQJDJHG�VWDII�DW�
WKLV�VFKRRO�LQ�SDUWLFLSDWRU\�GHVLJQ�RI�DQ�L3DG�EDVHG�
V\VWHP�WR�ILW�WKHLU�LQIRUPDWLRQ�VKDULQJ�QHHGV��7KH�
V\VWHP�VXSSRUWV�PDQXDOO\�UHFRUGLQJ�EHKDYLRUDO�GDWD�
EDVHG�RQ�H[LVWLQJ�SDSHU�EDVHG�SUDFWLFHV��DQG�
LQWURGXFHV�WKH�DELOLW\�WR�YLHZ�PXOWLSOH�YLVXDOL]DWLRQV�RI�
DJJUHJDWHG�GDWD��,Q�DGGLWLRQ��WKH�V\VWHP�HQDEOHV�
WHDPV�WR�LQLWLDWH�FRPPXQLFDWLRQ�EDVHG�RQ�WKHLU�
GLVFRYHULHV�LQ�WKHVH�YLVXDOL]DWLRQV��7KURXJK�GDWD�
DJJUHJDWLRQ��VKDULQJ��DQG�FRPPXQLFDWLRQ�LW�VXSSRUWV�
FROODERUDWLYH�UHIOHFWLRQ�DPRQJ�VFKRRO�VWDII��DV�ZHOO�DV�
SULPDU\�FDUHJLYHUV�LQ�WKH�KRPH���

Conclusions 
%DVHG�RQ�RXU�IRUPDWLYH�ILHOGZRUN��SDUWLFLSDWRU\�GHVLJQ�
SURFHVV��DQG�LQLWLDO�HYDOXDWLRQV��ZH�KDYH�IRXQG�WKDW�
L3DG�EDVHG�EHKDYLRUDO�UHFRUGV�KDYH�WKH�SRWHQWLDO�WR�
LPSURYH�LQIRUPDWLRQ�VKDULQJ�DPRQJ�VFKRRO�VWDII�DQG�
SULPDU\�FDUHJLYHUV�DW�KRPH��2XU�VWXG\�VXJJHVWV�WKLV�
DSSURDFK�KDV�VLJQLILFDQW�SRWHQWLDO�DV�D�FROODERUDWLYH�
UHIOHFWLRQ�WRRO�IRU�EHKDYLRUDO�GDWD�UHFRUGHG�LQ�WKH�VFKRRO�
VHWWLQJ��

³3DUHQWV�FDQ�VHH�DQ\�GDWD�VKHHW�
WKH\�ZDQW��6RPH�DVN�WR�VHH�DOO�
GDWD��DQG�D�ORW�DVN�IRU�EHKDYLRU�
GDWD�WR�VKRZ�WR�D�SV\FKLDWULVW²
KHOSV�ZLWK�GHFLGLQJ�RQ�ZKDW�PHGV�
SDUHQWV�ZLOO�RU�ZLOO�QRW�JLYH�WKHLU�
NLGV��>6KDULQJ�GDWD�LV@�QHHGHG�WR�
PDNH�KRPH�OLIH�EHWWHU�´�

³:H�KDYH�SDUHQW�WHDFKHU�
FRPPXQLFDWLRQ�IRUPV�WKDW�KDYH�WR�
EH�ILOOHG�RXW�HYHU\�GD\��,W¶V�D�WRQ�RI�
SDSHU�WKDW¶V�EHLQJ�ZDVWHG��&DQ�ZH�
GR�WKLV�HOHFWURQLFDOO\"�7HDFKHUV�FDQ�
VLW�GRZQ�HDFK�GD\�DQG�VD\�WKLV�LV�
ZKDW�KDV�EHHQ�FRYHUHG��,I�\RX¶UH�
ORRNLQJ�IRU�LQIRUPDWLRQ�RQ�ZKDW¶V�
EHLQJ�GRQH�HDFK�DQG�HYHU\�GD\�
WKHUH�VKRXOG�EH�VRPHZKHUH�\RX�
FDQ�JR�´�

��



Discussion 
7KLV�SDSHU�H[SORUHV�WKH�SURFHVV�RI�FROODERUDWLYH�
UHIOHFWLRQ�DPRQJ�LQIRUPDO�FDUHJLYHUV�RI�FKLOGUHQ�ZLWK�
DXWLVP��2XU�IRFXV�LV�RQ�WKH�FKDOOHQJHV�RI�D�SULPDU\�
FDUHJLYHU��ZKR�QHHGV�WR�VWD\�LQIRUPHG�DERXW�WKHLU�
FKLOG¶V�EHKDYLRU�DQG�FDUH�EHWZHHQ�HQYLURQPHQWV²
HVSHFLDOO\�KRPH�DQG�VFKRRO��7KH�FRPPXQLFDWLRQ�
LPSDLUPHQWV�W\SLFDO�RI�FKLOGUHQ�ZLWK�DXWLVP�PDNH�LW�
HVSHFLDOO\�FKDOOHQJLQJ�IRU�D�SULPDU\�FDUHJLYHU�WR�OHDUQ�
ZKDW�KDSSHQV�ZKHQ�WKH\�DUH�QRW�ZLWK�WKHLU�FKLOG��8VLQJ�
WZR�VWXGLHV��ZH�LQYHVWLJDWHG�WKH�XVH�RI�VHYHUDO�WRROV�WR�
LPSURYH�LQIRUPDWLRQ�VKDULQJ�DQG�FRPPXQLFDWLRQ�
EHWZHHQ�KRPH�DQG�VFKRRO���

2XU�ILUVW�VWXG\�H[SORUHG�WKH�SDUHQW�GULYHQ�XVH�RI�
ZHDUDEOH�FDPHUDV�LQ�WKH�KRPH��WR�KHOS�WKHP�FRRUGLQDWH�
FDUH�ZLWK�VHFRQGDU\�FDUHJLYHUV�VXFK�DV�GLYRUFHG�IDWKHUV�
OLYLQJ�LQ�D�GLIIHUHQW�KRPH��DQG�RWKHU�IDPLO\�PHPEHUV��
3DUHQWV�DOVR�KDG�D�VWURQJ�GHVLUH�WR�VHQG�WKHLU�FKLOG�WR�
VFKRRO�DQG�FOLQLFV�ZHDULQJ�WKH�FDPHUD�LQ�RUGHU�WR�OHDUQ�
PRUH�DERXW�WKHLU�FKLOG¶V�FDUH�LQ�WKRVH�VHWWLQJV��)XUWKHU�
UHVHDUFK�FKRXOG�H[SORUH�WKH�SRVVLELOLW\�RI�GHVLJQLQJ�
VXFK�FDPHUDV�LQ�D�ZD\�WKDW�ZRXOG�EH�DFFHSWDEOH�WR�
WKRVH�LQYROYHG��

2XU�VHFRQG�VWXG\�LQYROYHG�WKH�SDUWLFLSDWRU\�GHVLJQ�RI�
DQ�QRYHO�L3DG�EDVHG�V\VWHP�IRU�UHFRUGLQJ�DQG�VKDULQJ�
EHKDYLRUDO�GDWD�ZLWKLQ�WKH�VFKRRO�VHWWLQJ��:H�HQJDJHG�
D�YDULHW\�RI�VWDII�ZLWKLQ�D�VFKRRO�WR�GHVLJQ�WKLV�V\VWHP�
WR�UHSODFH�WKHLU�LQDGHTXDWH�SDSHU�EDVHG�GDWD�
PDQDJHPHQW�V\VWHP��2XU�ILHOGZRUN�DQG�GHVLJQ�ZRUN�
ZLWK�WKLV�V\VWHP�VXJJHVWV�WKDW�WKHUH�LV�VLJQLILFDQW�
SRWHQWLDO�IRU�VXFK�D�WRRO�WR�LPSURYH�WKH�FRRUGLQDWLRQ�RI�
FDUH�ZLWKLQ�WKH�VFKRRO��DV�ZHOO�DV�EHWZHHQ�VFKRRO�DQG�
KRPH����

2XU�H[SHULHQFHV�ZLWK�WKHVH�V\VWHPV�VKRZ�WKH�SURPLVH�
RI�LQIRUPDWLRQ�DQG�FRPPXQLFDWLRQ�WHFKQRORJLHV�WR�KHOS�
FDUHJLYHUV�RI�FKLOGUHQ�ZLWK�DXWLVP�WR�NHHS�HDFK�RWKHU�
LQIRUPHG�DQG�FRRUGLQDWH�FDUH��,Q�SDUWLFXODU��ZH�DUH�
GHYHORSLQJ�D�WKHRU\�RI�FROODERUDWLYH�UHIOHFWLRQ�WR�
FRQFHSWXDOL]H�KRZ�WKHVH�FDUHJLYHUV�ZRUN�WRJHWKHU�RYHU�
WLPH�WR�VKDUH�LQIRUPDWLRQ�DERXW�EHKDYLRUV�DQG�HYHQWV��
DQG�PDNH�GHFLVLRQV�DERXW�ORQJ�WHUP�EHKDYLRUDO�
WUHDWPHQW��

Author Background 
*DEULHOD�0DUFX�LV�D�3K'�FDQGLGDWH�LQ�WKH�+XPDQ�
&RPSXWHU�,QWHUDFWLRQ�,QVWLWXWH�DW�&DUQHJLH�0HOORQ�
8QLYHUVLW\��DGYLVHG�E\�$QLQG�'H\�DQG�6DUD�.LHVOHU��+HU�
GLVVHUWDWLRQ�WRSLF�LV�WKH�GHVLJQ��GHYHORSPHQW��DQG�UHDO�
ZRUOG�HYDOXDWLRQ�RI�D�WRRO�WR�VXSSRUW�FROODERUDWLYH�
UHIOHFWLRQ²WKH�ORQJ�WHUP�SURFHVV�RI�VKDULQJ�DQG�
GLVFXVVLQJ�GDWD�WR�PDNH�RQJRLQJ�WUHDWPHQW�GHFLVLRQV�
IRU�EHKDYLRUDO�LQWHUYHQWLRQ²DPRQJ�FDUHJLYHUV�IRU�
FKLOGUHQ�ZLWK�VSHFLDO�QHHGV��
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Opening Keynote Abstract: Informal 
care - the important social aspect of 
health care 

Mark Ackerman 

People's health and illnesses are wrapped up in their 
everyday lives, sometimes becoming an overwhelming 
part of it. As such, health and illness necessarily include 
one's self, specialists, friends, and family members. 

In the US, a medicalized view predominates in most of 
the discussions of healthcare. CSCW and HCI offer a 
useful counter-position, examining the entire social 
environment of a "patient". 

In my talk, I will present an overview of my research 
group's studies of bone marrow transplant, GI illnesses, 
diabetes, depression, and other illnesses in field 
settings as varied as hospital wards, clinics, community 
outreach, and schools. This overview will be grounded 
in the theoretical positions in CSCW that my students 
and I have found helpful in constructing and analyzing 
this counter-position. I hope in doing so that I can 
propose some new, interesting research directions as 
well as how the micro-sociological theories we use 
might be extended to be even more helpful. 

Speaker’s short bio: Mark Ackerman is is the GH 
Mead Collegiate Professor of Human-Computer 
Interaction and a Professor in the School of Information 
and in the Department of Electrical Engineering and 
Computer Science at the University of Michigan, Ann 
Arbor. His major research area is Human-Computer 
Interaction (HCI), primarily Computer-Supported 
Cooperative Work (CSCW). He has published widely in 
HCI and CSCW, investigating collaborative information 
access in online knowledge communities, medical 
settings, expertise sharing, and most recently, 
pervasive environments. Mark is a member of the CHI 
Academy and an ACM Fellow. 

Previously, Mark was a faculty member at the 
University of California, Irvine, and a research scientist 
at MIT’s Laboratory for Computer Science (now CSAIL). 
Before becoming an academic, Mark led the 
development of the first home banking system, had 
three Billboard Top-10 games for the Atari 2600, and 
worked on the X Window System’s first user-interface 
widget set. Mark has degrees from the University of 
Chicago, Ohio State, and MIT. 
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