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Summary of Major Research Project

Section A explores capacity to consent to healthcare in adults with an intellectual
disability in a broad context. It examines the legal understanding of capacity to
consent as defined by the Mental Capacity Act (2005), before going on to use
decision-making theory as a framework for exploring the psychological
understanding of capacity to consent. It then examines the empirical literature on
what influences capacity to consent to healthcare interventions and research in
people with an intellectual disability, highlighting what further research is needed.

Section B reports an empirical study, which follows up on some of the further
research suggested by Section A. The study investigated the influence of verbal
ability, decision-making opportunities and previous health experience, on capacity to
consent to a health check, in adults with an intellectual disability, using both
correlation and regression to explore the relationships between the variables. It also
examined different decision-making abilities and the implications for assessing
capacity to consent. Finally, the report draws conclusions on the findings and
highlights areas for further research.

Section C provides a critical appraisal for the whole project, exploring what was
learnt and what could have been improved on, as well as considering the
implications for clinical practice and further research.
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*++,-./0 K: E3/2/B8 =/7253, P<74Q5?43: 674?, 67<3, 68,,2

*++,-./0 @: C8</7, R5,B2/<--4/3, 4-. 67<3/-9 C3/2,3/4

*++,-./0 S: K,4?28 H0+,3/,-7, R5,B2/<--4/3,
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*++,-./0 Z: M424 @-B+,72/<- ;<3 J<3A4?/2: L,B2/-9
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ÚÕßÔ ÕÞßØææØãßàÜæ âÕÖÜçÕæÕßÕØÖè ÕÞãæàâÕÞé ÔØÜæßÔãÜ×Ø ×ØÖØÜ×ãÔ ÜÞâ ÕÞßØ×ÙØÞßÕáÞÖê ëØáäæØ

ÚÕßÔ ÕÞßØææØãßàÜæ âÕÖÜçÕæÕßÕØÖ ÔÜÙØ àÞØìàÜæ ÜããØÖÖ ßá ÔØÜæßÔãÜ×Ø ÜÞâ äáá×Ø× ÔØÜæßÔ

áàßãáÝØÖê íÞØ áî ßÔØ ãáÞß×ÕçàßÕÞé îÜãßá×Ö ßá ßÔÕÖ ÔÜÖ çØØÞ ÕâØÞßÕîÕØâ ÜÖ äáá×

àÞâØ×ÖßÜÞâÕÞé áî ãÜäÜãÕßå ßá ãáÞÖØÞß ÜÝáÞéÖß ÔØÜæßÔ ä×áîØÖÖÕáÞÜæÖê ÓÔÕÖ ×ØÙÕØÚ

ßÔØ×Øîá×Ø ØÛäæá×ØÖ ÚÔÜß ßÔØ ãà××ØÞß àÞâØ×ÖßÜÞâÕÞé áî ãÜäÜãÕßå ßá ãáÞÖØÞß ÕÖè î×áÝ Ü

æØéÜæ ÜÞâ Ü äÖåãÔáæáéÕãÜæ äØ×ÖäØãßÕÙØê ïØãÕÖÕáÞðÝÜñÕÞé ßÔØá×å ÔØæäÖ àÖ ßá

àÞâØ×ÖßÜÞâ ÔáÚ äØáäæØ ÝÜñØ âØãÕÖÕáÞÖ ÜÞâ ãÜÞ ßÔØ×Øîá×Ø ä×áÙÕâØ Ü àÖØîàæ

î×ÜÝØÚá×ñ îá× àÞâØ×ÖßÜÞâÕÞé ãÜäÜãÕßå ßá ãáÞÖØÞßê ÓÔØ ×ØÙÕØÚ ÔÕéÔæÕéÔßÖ ßÔØ

ÖÕéÞÕîÕãÜÞß ÕÝäæÕãÜßÕáÞÖ áî ßÔÕÖ îá× äØáäæØ ÚÕßÔ ÕÞßØææØãßàÜæ âÕÖÜçÕæÕßÕØÖ ò ßÔØå Ü×Ø áîßØÞ

×ØìàÕ×Øâ ßá çØ Ýá×Ø ×ÜßÕáÞÜæ ßÔÜÞ äØáäæØ ÚÕßÔáàß ÕÞßØææØãßàÜæ âÕÖÜçÕæÕßÕØÖ ò ÜÞâ

ÜæßØ×ÞÜßÕÙØ ßÔØá×ØßÕãÜæ ÝáâØæÖ áî ÜÖÖØÖÖÕÞé ãÜäÜãÕßå ßá ãáÞÖØÞß Ü×Ø âÕÖãàÖÖØâê ÓÔØ

×ØÙÕØÚ ßÔØÞ ØÛÜÝÕÞØÖ äáÖÖÕçæØ îÜãßá×Ö ßÔÜß ÝÕéÔß ÕÞîæàØÞãØ ãÜäÜãÕßå ßá ãáÞÖØÞßè

çÜÖØâ áÞ âØãÕÖÕáÞðÝÜñÕÞé ßÔØá×åê ÓÔÕÖ ×ØÙØÜæÖ ßÔÜß ãáÞÖÕâØ×ÜçæØ ×ØÖØÜ×ãÔ ÕÖ ÖßÕææ

×ØìàÕ×Øâ ÕÞ ßÔØ Ü×ØÜè ÜÖ îØÚ ãáÞãæàÖÕáÞÖ ãÜÞ çØ â×ÜÚÞê ÓÔØ ÕÝäæÕãÜßÕáÞÖ áî áà×

ãà××ØÞß ÝáâØæ áî ãÜäÜãÕßå ßá ãáÞÖØÞß ÞØØâ ßá ×ØÝÜÕÞ Ü ÝÜßßØ× îá× âÕÖãàÖÖÕáÞ ÜÞâ

ã×ÕßÕìàØê
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NOPOQNRST USO VWNX RQYQRZ[\ NO]ONP [W Q YONPW^’P Q_Z`Z[\ [W aQbO [SO XORZPZW^T

cQYQRZ[\ “XZP[Z^deZPSOP [SO YONPW^ RQYQ_`O W] aQbZ^d Q XORZPZW^f VSWPO RSWZRO VO

aeP[ [SONO]WNO NOPYOR[f ]NWa [SO YONPW^ VSW NOgeZNOP PWaOW^O O`PO [W aQbO

XORZPZW^P” hWW^df c`QNOf ie^^ j kW``Q^Xf lmmmnT

The Importance of Capacity to Consent

cQYQRZ[\ [W RW^PO^[ RQ^ _O Q PZd^Z]ZRQ^[ _QNNZON [W YOWY`O VZ[S Z^[O``OR[eQ` XZPQ_Z`Z[ZOP

dQZ^Z^d OgeQ` QRROPP [W SOQ`[SRQNO hoO^RQYf pqqr; iW`XPaZ[Sf sbZN[W^ j WO__f

pqqtnT c`Z^ZRZQ^P’ XZ]]ZRe`[ZOP VZ[S e^XONP[Q^XZ^d RQYQRZ[\ [W RW^PO^[ Z^ YOWY`O VZ[S

Z^[O``OR[eQ` XZPQ_Z`Z[ZOP NQZPOP [VW aQuWN ZPPeOPv ]ZNP[`\f [SONO ZP Q YW[O^[ZQ` ]WN

SOQ`[SRQNO Z^[ONwO^[ZW^P [W _O RW^XeR[OX VZ[SWe[ [SO YONPW^’P RW^PO^[f OwO^ [SWedS

[SO\ QNO Q_`O [W RW^PO^[T xwO^ VSO^ XW^O VZ[S [SO _OP[ Z^[O^[ZW^Pf [SZP RWe`X

RW^P[Z[e[O Q RZwZ` WN RNZaZ^Q` W]]O^RO W] QPPQe`[ WN _Q[[ON\ hWW^d O[ Q`Tf lmmmnT

y`[ON^Q[ZwO`\f YOWY`O VZ[S Z^[O``OR[eQ` XZPQ_Z`Z[ZOP QNO XO^ZOX SOQ`[SRQNO Z^[ONwO^[ZW^P

hzO\VWWXf {WNwQNdeO j {`\^^f lmmmnf OZ[SON _ORQePO SOQ`[S YNW]OPPZW^Q`P ]OQN

Z^]NZ^dZ^d [SOZN SeaQ^ NZdS[Pf WN _ORQePO RQYQRZ[\ [W RW^PO^[ ZP ^W[ YNWYON`\

QPPOPPOX Q^X RSQ``O^dZ^d _OSQwZWeN ZP Z^[ONYNO[OX QP NO]ePZ^d [NOQ[aO^[T

zO\VWWX O[ Q`T hlmmmn ]We^X [SQ[ YOWY`O VZ[S Z^[O``OR[eQ` XZPQ_Z`Z[ZOP VONO ]NOgeO^[`\

^W[ dZwO^ QRROPPZ_`O Z^]WNaQ[ZW^ Q_We[ [SOZN SOQ`[S; [SOZN RQYQRZ[\ [W RW^PO^[ [W

aOXZRQ` [NOQ[aO^[ VQP ^W[ NWe[Z^O`\ QPPOPPOX; Q^X aWP[ SOQ`[S YNW]OPPZW^Q`P VONO

Z^wZ[Z^d RQNO|dZwONP [W dZwO }YNW~\’ RW^PO^[f _\ PZd^Z^d RW^PO^[ ]WNaPT cQN`PW^ hpqq�n

]We^X W^`\ ��� W] i�P VONO QVQNO W] O~ZP[Z^d YNW]OPPZW^Q` Q^X dWwON^aO^[
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Legal Understanding of Capacity to Consent

Þß àááâ ãäå æåßãçè éçêçëìãí îëã ïæéî; àááðñ òåëçóå èçôõ Þã çããåóêãåö ã÷ ø÷ùóçèìúå

ãäå çúúåúúóåßã ÷ø ëçêçëìãí çßö ëèçùìøí ãäå èçô ÷ß çèãåùßçãìûå öåëìúì÷ßúõ üùì÷ù ã÷ ãäìú

ãäåùå ôåùå ãäùåå öìøøåùåßã óåãä÷öú ø÷ù çúúåúúìßý ëçêçëìãí ïW÷ßý åã çèõþ ÿ���ñ� ãäå

÷�ãë÷óå çêêù÷çëä ï��öýìßý ëçêçëìãí òí ãäå ÷�ãë÷óå ÷ø ãäå öåëìúì÷ßñ; ãäå úãçã�ú

çêêù÷çëä ï��öýìßý ëçêçëìãí òí ãäå êùåúåßëå ÷ø ç öìçýß÷úìú åõýõ ìßãåèèåëã�çè

öìúçòìèìãíñ; çßö ãäå ø�ßëãì÷ßçè çêêù÷çëä ïëçêçëìãí ìú ��öýåö òí ãäå å�ãåßã ã÷ ôäìëä ç
êåùú÷ß’ú çòìèìãìåú óååã ãäå öåóçßöú ìßû÷èûåö ø÷ù ãäçã êçùãìë�èçù öåëìúì÷ßñõ �÷ôåûåùþ

ëçúå èçô çßö òåúã êùçëãìëå ý�ìöçßëå äçö ýåßåùçèèí ùå�åëãåö ãäå øìùúã ãô÷ óåãä÷öú

ïW÷ßý åã çèõþ ÿ���; �åêçùãóåßã ÷ø �åçèãäþ àááÿñõ

�äå æéî äçú ð ë÷ùå êùìßëìêèåú�

î êåùú÷ß ó�úã òå çúú�óåö ã÷ äçûå ëçêçëìãí �ßèåúú ìã ìú êù÷ûåö ÷ãäåùôìúåõ

î êåùú÷ß ìú ß÷ã ã÷ òå ãùåçãåö çú �ßçòèå ã÷ óç�å ç öåëìúì÷ß �ßèåúú çèè

êùçëãìëçòèå úãåêú ã÷ äåèê ãäåó ö÷ ú÷ äçûå òååß �ßú�ëëåúúø�èõ

î êåùú÷ß ìú ß÷ã ã÷ òå ãùåçãåö çú �ßçòèå ã÷ óç�å ç öåëìúì÷ß óåùåèí òåëç�úå

ãäåí óç�å çß �ßôìúå öåëìúì÷ßõ

î öåëìúì÷ß óçöåþ �ßöåù ãäìú îëãþ ø÷ù ç êåùú÷ß ôä÷ èçë�ú ëçêçëìãí ó�úã òå

óçöå ìß ãäåìù òåúã ìßãåùåúãúþ ìß ë÷ßú�èãçãì÷ß ôìãä çßí ùåèåûçßã êçùãìåúõ
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Psychological Understanding of Capacity to Consent

Using Decision-Making Theory
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BCDCEFGH GI BIJKLJG GI MLCNGOECPL
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ST UTVWXVSY Z[S\T]^\ _XU`W`TVabcd`V^ S\XTe`XW fTU]W TV S\X ^XVXec[ gTg][cS`TVh
ecS\Xe S\cV c_][SW i`S\ `VSX[[XUS]c[ _`Wcj`[`S`XWh `S UcV WS`[[ geTk`_X c S\XTeXS`Uc[
UTVSXlS fTe ]V_XeWScV_`V^ \]bcV _XU`W`TVabcd`V^h i\`U\ UcV S\XV jX Xlcb`VX_

i`S\ eX^ce_W ST gXTg[X i`S\ `VSX[[XUS]c[ _`Wcj`[`S`XW mn`UdWTV o p\Xbdch qrrrsY

Normative Models

tce[u _XU`W`TVabcd`V^ S\XTeu fTU]WX_ TV VTebcS`kX bT_X[Wh i\`U\ ceX jcWX_ TV S\X
geXb`WX Tf ecS`TVc[ U\T`UX cV_ cSSXbgSX_ ST Xlg[c`V S\X _XU`W`TV geTUX_]eXW S\cS
gXTg[X iT][_ ]WXh `V cV `_Xc[ W`S]cS`TV mvX[[h wc`ffc o xkXeWduh qryysY veTc_[uh S\Xu
W]^^XWS gXTg[X WXXd T]S c[[ S\X VXUXWWceu `VfTebcS`TVh iX`^\ ]g S\X c_kcVSc^XW cV_
_`Wc_kcVSc^XW Tf XcU\ TgS`TVh cV_ S\XV bcdX c _XU`W`TVY

nTiXkXeh S\XeX `W UTVW`_Xecj[X Xk`_XVUX S\cS gXTg[X _T VTS bcdX _XU`W`TVW `V S\`W
icu mzceeT[[ o JT\VWTVh qrr{sY |]e UcgcU`Su ST jX ecS`TVc[ `W [`b`SX_ ju T]e bXbTeuh
cSSXVS`TV cV_ `VfTebcS`TVageTUXWW`V^ UcgcU`Su mZV_XeWTVh qrr{; vc__X[Xuh qry};
JXVd`VWTVh qrr~; �XiX[[ o �`bTVh qr��sY ZW c eXW][S iX \ckX ST W`bg[`fu _XU`W`TVa

bcd`V^ W`S]cS`TVW ST c bcVc^Xcj[X cbT]VS Tf `VfTebcS`TVh ju [`b`S`V^ S\X cWgXUSW
iX fTU]W TV cV_ `^VTe`V^ TS\XeWY �V Te_Xe ST UTgX i`S\ W`bg[`fu`V^ W`S]cS`TVW iX
TfSXV eX[u TV W\TeSU]SWh jcWX_ TV \cj`SW cV_ gcWS U\T`UXW mzcb`Uh qrr�sh ST \X[g
bcdX S\X _XU`W`TVY �V c__`S`TV xkXeWdu o pc\VXbcV mqryqs W\TiX_ S\cS fecb`V^ S\X
WcbX _XU`W`TV `V _`ffXeXVS icuW UcV U\cV^X S\X U\T`UX c gXeWTV bcdXWh i\`U\
W\T][_ VTS jX S\X UcWX `f c gXeWTV `W f][[u UTVW`_Xe`V^ S\X c_kcVSc^XW cV_
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�������������� ����  ¡¢ �£� �����¤�¥��� �¦§�¥� ¨¤ �¨¥��  ��¤ ©��¥�� £�� ª��� «�  ¬
�¨¥©¦����� ­®�¥£¢ ¯°±¯; ²�©��¥£ ³ ´�µ�µ�¢ ¯°±±¶�

Descriptive Models

·£�µ�¤¨µ�¢ µ����µ¥£�µ� �µ��� �¨ ���� ¨§ ¦¨�� � �£�� �µ� � ¦¨µ� �¥¥©µ��� ���¥µ�§��¨�
¨¤ £¨« «� ¦�¸� ��¥���¨�� ­¹�   �� � �¢ ¯°ºº¶� »�¦¨� ­¯°±¼¶ ���� ¨§�� �£� ���� ¨¤
½ª¨©���� µ���¨�� ��¡’� ¾� ���¥µ�ª�� � §µ¨¥��� ¨¤ “�����¤�¥���” «£�µ�ª¡ §�¨§ � ��� ��
��§�µ���¨�  ���  ��� �£�� µ���¨��  ¡ ����¦§� �¨ ¤��� � �¨ ©��¨� �¨ �£� §µ¨ª �¦ �£��

¦���� �£��µ ��§�µ���¨�  ��� � ¿µ¨�§�¥� �£�¨µ¡ ­À�£��¦�� ³ ·��µ�¸¡¢ ¯°Á°¶ §µ¨§¨���
�£�� §�¨§ � ¦�¸� ��¥���¨�� «��£ µ���µ�� �¨ � µ�¤�µ��¥� §¨��� ��� �£� �� ©� ¨¤ ��
¨©�¥¨¦� ��§���� ¨� �£� ����� ¨µ  ¨���� �� µ� ���¨� �¨ �£�� µ�¤�µ��¥� §¨���� Â��µ��
�£�¨µ¡ ­¹�  ¢ ¯°ºÃ; Ä¨¨¦�� ³ »©����¢ ¯°ºÃ¶ �Å§����� ¨� �£��¢ �©�������� �£�� �£�
µ�¤�µ��¥� §¨��� �� «£�� ¦��£� £��� £�§§���� �¤ �£�¡ £�� ¦��� � ��¤¤�µ��� ¥£¨�¥��
¿�¨§ � �£�µ�¤¨µ� ¦�¸� ��¥���¨�� ª¡ �µ¡��� �¨ ¦���¦��� �£� µ��µ�� �£�¡ ¦��£� ¤��  ��
¥£¨¨���� �� ¨©�¥¨¦� ­¿ ¨©�¢ ¯°°Æ¶�

Çµ���¥� �µ�©� �£��� ¦¨�� � ¨� ¡ £¨ � �� ���©���¨�� «£�� ¨©�¥¨¦�� �µ� ¥¨�����µ�� ¨�
� ���� � �¥� �¢ �©¥£ �� µ��¸ ¨¤ ������� ­¿ ¨©�¢ ¯°°Æ¶� ¾¨«���µ¢ «£�� �£�µ� �µ� ¦��¡
¥µ���µ�¨� ���¨ ��� ¨�� £�� �¨ ¦�¸� � “¦© ��¬���µ�ª©�� ¥£¨�¥�” ­È��£¨µ� ³ ¾¨��µ�£¢
¯°º¯¶¢ µ��£�µ �£�� �� ¨§��¦�  ��¥���¨�� »����¨� ­¯°Á°¶ ���¥µ�ª�� �«¨ «�¡� ¨¤ �¨���
�£��É ¥¨¦§�����¨µ¡ ��� �¨�¥¨¦§�����¨µ¡ ��µ�������� Ç¨¦§�����¨µ¡ ��µ�������

�µ���¬¨¤¤  ¨« �� ©�� ������� £��£ �� ©��¢ «£� �� �¨�¥¨¦§�����¨µ¡ ��µ������� �¨ �¨�
�  ¨« �µ���¬¨¤¤� ��� ������� ���¨ �� ������� ¦���¦©¦ ¥µ���µ�� ¤¨µ ��¤¤�µ��� ��µ��ª ��
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ÚÛÜÝÞßà áââãäå æçèéßéÝêëìíîçïß ìéðñò Þßç óéôôçïçêò ßòïíòçðéçßà óçõçêóéêð Ýê ñÝö
èÝìõÜç÷ Ýï éìõÝïòíêò òñç óçèéßéÝê éßà íêó ñÝö ìÞèñ éêôÝïìíòéÝê éß íøíéÜíùÜç
ÚúéèîßÝê û üñçìîíà áâââäå

úÝöçøçïà òñçßç ìÝóçÜß ßòéÜÜ óÝ êÝò ç÷õÜíéê öñý òöÝ õçÝõÜç éê òñç ßíìç ßéòÞíòéÝê

ìéðñò ìíîç óéôôçïçêò óçèéßéÝêß ÚúéèîßÝê û üñçìîíà áâââäå Jíêéß íêó þíêê’ß Úáâÿÿä
�ÝêôÜéèò ìÝóçÜ õïÝõÝßçó òñíò éê ìíîéêð í óçèéßéÝê íê éêóéøéóÞíÜ ôççÜß èÝêôÜéèò òÝ
íèèçõò Ýï ïç�çèò óéôôçïçêò íÜòçïêíòéøçßå �ñç éêóéøéóÞíÜ’ß ßçÜôëçßòççì íêó íùéÜéòý òÝ

ñíêóÜç ßòïçßß öéÜÜ éêôÜÞçêèç òñç èÝõéêð ßòýÜç òñçý Þßç òÝ óçíÜ öéòñ òñç õßýèñÝÜÝðéèíÜ
ßòïçßß òñéß èÝêôÜéèò ùïéêðßå Jíêéß íêó þíêê èÜíéìçó í øéðéÜíêò èÝõéêð ßòýÜç öíß òñç
ìÝßò çôôçèòéøçå �ñéß éêøÝÜøçß èÝêßéóçïéêð í ïíêðç Ýô ÝõòéÝêß; èÝêßéóçïéêð òñç
Ýù�çèòéøçß òÝ ùç ìçò; öçéðñéêð Þõ òñç èÝßòß íêó ùçêçôéòß Ýô íÜÜ òñç ÝõòéÝêß éê ïçÜíòéÝê
òÝ íÜÜ òñç Ýù�çèòéøçß; éêôÝïìíòéÝê ßçíïèñéêð ôÝï çíèñ íÜòçïêíòéøç; ïçèÝêßéóçïéêð íÜÜ òñç
èÝêßç�Þçêèçß; íêó õÜíêêéêð ôÝï òñç èñÝßçê èÝÞïßç Ýô íèòéÝê íêó éòß èÝêßç�Þçêèçßå

�ê èÝêòïíßòà ÞêèÝêôÜéèòçó íóñçïçêèç ÚéðêÝïéêð òñç êççó òÝ ìíîç í óçèéßéÝêä;
óçôçêßéøç íøÝéóíêèç ÚõïÝèïíßòéêíòéêðä; íêó ñýõçïøéðéÜíêèç Úìíîéêð í ïÞßñçó íêó
õíêéèîçó óçèéßéÝêä íïç íÜÜ ìíÜíóíõòéøç íêó ìÝïç ÜéîçÜý òÝ Üçíó òÝ í õÝÝï óçèéßéÝê

ÚúéèîßÝê û üñçìîíà áâââäå

�ÜòñÝÞðñ òñéß ìÝóçÜ ôÝèÞßçó Ýê òñç õïÝèçßß Ýô óçèéßéÝêëìíîéêðà òñç øéðéÜíêò èÝõéêð
ßòýÜç ßççìß ßéìéÜíï òÝ êÝïìíòéøç óçèéßéÝê ìÝóçÜßà öñéèñ öçïç ïç�çèòçó ôÝï ùçéêð

éóçíÜéßòéèå �òñçï íÞòñÝïß ñíøç íïðÞçó òñíò õçÝõÜç óÝ êÝò íÜöíýß íõõÜý í ôÝïìíÜ

õïÝèçóÞïç òÝ òñçéï óçèéßéÝêëìíîéêð Ú�éêñÝïê û úÝðíïòñà áâ�á; �øíêßà áâ�ã;
üíñêçìíê û �øçïßîýà áâÿâäà íß çøéóçêèçó ùý òñç ïçßçíïèñ Ýê ñçÞïéßòéèßå
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Decision-Making Theory and Capacity to Consent

`abc debfg hifeibfj hg kflbcbhmnopqbmr safhet kfohmcsepsfc saps pusahvra safef

pwwfpec sh df p lhmcfmcvc hm japs rhhk kflbcbhmnopqbmr hvras sh df xfyry

mheopsbif ohkfucz ibrbupms lhwbmr cstufc{z hve lhrmbsbif lpwplbstz fohsbhmc pmk

ohsbipsbhmc puu bmguvfmlf saf f|sfms sh jabla jf gvuut fmrprf bm sabc wehlfccy Jpmbc

pmk }pmm x~���z wy~�{ lhmluvkfk saps saf kflbcbhmnopqfez

“�hfc mhs dfapif bm saf opmmfe hg p epsbhmpu lpulvupshez [dvs bc epsafe� p efuvlspms

kflbcbhmnopqfez dfcfs dt lhmgublscz khvdsc pmk jheetz csevrrubmr jbsa bmlhmrevhvc

uhmrbmrcz pmsbwpsabfc pmk uhtpusbfcz pmk cffqbmr efubfg dt wehlepcsbmpsbmrz

epsbhmpub�bmrz he kfmtbmr efcwhmcbdbubst ghe abc hjm lahblfcy”

`abc wctlahuhrblpu vmkfecspmkbmr hg kflbcbhmnopqbmr wehibkfc p dpcbc ghe fipuvpsbmr

saf ubsfepsvef hm lpwplbst sh lhmcfms sh afpusalpefz dhsa safhefsblpuut bm sfeoc hg ahj

jf pccfcc bs pmk fowbeblpuut jbsa efrpekc sh japs bmguvfmlfc bsy

��������� �������y �� �������

Challenging the Current Model

`af }�� rvbkpmlf hm pccfccbmr lpwplbst bc dpcfk hm saf webmlbwufc hg epsbhmpu

lahblfz kfcwbsf saf fibkfmlf saps wfhwuf gef�vfmsut kh mhs opqf epsbhmpu kflbcbhmcz

dvs opqf ohef bmsvbsbif �vkrfofmsc dpcfk hm afvebcsblc he fohsbhmc x�tf fs puyz

����; �ftmhukc � �fuchmz ����{y �usahvra bs khfc wehibkf p cspmkpekbcfk
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¬­®¯°±²­³´ µ¶° °· ®¸¹ ®­º»°¼ ·½®· ·½° ¾¿À Á²ÂÁ°Ã· ²¬ Á®Ã®ÁÄ·¶ ·² Á²ÂÅ°Â· ÄÅ ÄÂÆ®¸Ä¼´

Ç°Á®»Å° Ä· Á­°®·°Å ® ·±²È·Ä°­°¼ Å¶Å·°¯ ÄÂ ±½ÄÁ½ Ã°²Ã¸° ±Ä·½ ÄÂ·°¸¸°Á·»®¸ ¼ÄÅ®ÇÄ¸Ä·Ä°Å

®­° ®¸±®¶Å ­°É»Ä­°¼ ·² Ç° ­®·Ä²Â®¸´ ±½Ä¸Å· ·½²Å° ±Ä·½²»· ¼ÄÅ®ÇÄ¸Ä·Ä°Å ®­° Â²·¹ ÊÆ°Â ¬²­

Ã°²Ã¸° ±Ä·½²»· ÄÂ·°¸¸°Á·»®¸ ¼ÄÅ®ÇÄ¸Ä·Ä°Å ËÄ¼Ì ÍÎÏÏÐÑ ½®Å ®­º»°¼ ¬²­ ® ¯²¼°¸ ²¬

ÄÂ¬²­¯°¼ Á²ÂÅ°Â· ·½®· ­°Á²ºÂÄÅ°Å ·½®· ±° ¼² Â²· ¯®³° Á²Â·°Ò·È¬­°° ¼°ÁÄÅÄ²ÂÅ¹

Ó½»Å ·½° ¸Ä·°­®·»­° Å»ºº°Å·Å ® Â°°¼ ·² ­°È°Æ®¸»®·° ½²± ±° ®ÅÅ°ÅÅ Á®Ã®ÁÄ·¶ ·²

Á²ÂÅ°Â· ÄÂ Ã°²Ã¸° ±Ä·½ ÄÂ·°¸¸°Á·»®¸ ¼ÄÅ®ÇÄ¸Ä·Ä°Å¹ µ¶° °· ®¸¹ ÍÎÏÏÔÑ ®­º»°¼ ¬²­ ®

“­°Á²Â·°Ò·»®¸ÄÅ®·Ä²Â” ²¬ ·½° Á²ÂÁ°Ã· ²¬ Á®Ã®ÁÄ·¶ ·² Á²ÂÅ°Â·´ ÄÂ ²­¼°­ ·² ®¼¼­°ÅÅ

ÄÅÅ»°Å Å»Á½ ®ÅÕ ¬°± Ã°²Ã¸° ±Ä·½ ÄÂ·°¸¸°Á·»®¸ ¼ÄÅ®ÇÄ¸Ä·Ä°Å ®­° ¼°°¯°¼ ·² ½®Æ° Á®Ã®ÁÄ·¶

·² Á²ÂÅ°Â·; Â²· Ç°ÄÂº ®Ç¸° ·² Á²ÂÅ°Â· ¯®¶ Ã­°Æ°Â· Ã°²Ã¸° ¬­²¯ Ã®­·®³ÄÂº ÄÂ ¯°¼ÄÁ®¸

­°Å°®­Á½; ²»­ Á»­­°Â· ®ÅÅ°ÅÅ¯°Â·Å ²¬ Á®Ã®ÁÄ·¶ ·² Á²ÂÅ°Â· ®­° ÄÂÅ»¬¬ÄÁÄ°Â·; ®Â¼ ·½®·

Â²· ®¸¸ °¸°¯°Â·Å ²¬ ¼°ÁÄÅÄ²ÂÈ¯®³ÄÂº ®­° °É»®¸¸¶ Ä¯Ã²­·®Â·¹

Inability to Participate in Research

Ó½° ¬Ä­Å· ·±² ÄÅÅ»°Å Á²»¸¼ ­°Å»¸· ÄÂ Ã°²Ã¸° ±Ä·½ ÄÂ·°¸¸°Á·»®¸ ¼ÄÅ®ÇÄ¸Ä·Ä°Å ½®ÆÄÂº »Â°É»®¸

®ÁÁ°ÅÅ ·² ½°®¸·½Á®­°¹ Ö®­·ÄÁÄÃ®·Ä²Â ÄÂ ¯°¼ÄÁ®¸ ­°Å°®­Á½ Á®Â ºÄÆ° Ã°²Ã¸° ®ÁÁ°ÅÅ ·²

°ÒÃ°­·ÄÅ° »Â®Æ®Ä¸®Ç¸° ²»·ÅÄ¼° ® ­°Å°®­Á½ Å°··ÄÂº Í¿½®­»Æ®Å·­® × ¾®­¼°­´ ÎÏÏÐÑ´

±½ÄÁ½ Ã°²Ã¸° ±Ä·½ ÄÂ·°¸¸°Á·»®¸ ¼ÄÅ®ÇÄ¸Ä·Ä°Å ¯®¶ Ç° Ã­°Æ°Â·°¼ ¬­²¯ ®ÁÁ°ÅÅÄÂº Ä¬ ·½°¶

®­° ¼°°¯°¼ »Â®Ç¸° ·² Á²ÂÅ°Â· ·² ·½° ­°Å°®­Á½¹ Ø»­·½°­¯²­°´ °ÒÁ¸»¼ÄÂº ·½°¯ ¬­²¯

Å·»¼Ä°Å ¯°®ÂÅ Â² ­°Å°®­Á½ ÅÃ°ÁÄ¬ÄÁ ·² ·½°Ä­ Â°°¼Å ±²»¸¼ °Æ°­ Ç° ¼²Â°¹
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Insufficient Assessment of Capacity to Consent

êëìí îïðì ïñò îìñòë óôõõö÷ ïðøùìò úûïú üùððìñú ïýýìýýþìñúý ÿ� üï�ïü�úë ïðì ñÿú

ýìñý�ú��ì ìñÿùøû� �ûìë ðì�ÿðú úûïú �ö �ïðú�ü��ïñúý �ñ úûì�ð ýúùòëí üÿñý�òìðìò ùñï��ì

úÿ üÿñýìñú ùý�ñø ï ýúïñòïðò ïýýìýýþìñúí ï�� 	�úûòðì	 �ðÿþ úûì ýúùòëí �ñò�üïú�ñø ïñ

ï����úë úÿ ø��ì ïñò 	�úûòðï	 üÿñýìñú� �û�ý ðï�ýìý 
ùìýú�ÿñý ï�ÿùú 	ûìúûìð ÿùð

ýúïñòïðòý �ÿð ïýýìýý�ñø üï�ïü�úë ïðì úÿÿ û�øû�

�ÿþì ì��ÿðú ûïý �ììñ þïòì úÿ �ñ�ìýú�øïúì 	ûìúûìð �ðÿ��ò�ñø �ñ�ÿðþïú�ÿñ �ñ ò���ìðìñú

�ÿðþïúý þ�øûú �ñüðìïýì üï�ïü�úë úÿ üÿñýìñú �ñ �ìÿ��ì 	�úû �ñúì��ìüúùï� ò�ýï����ú�ìýí �ùú

	�úûÿùú þùüû ýùüüìýý� ����ñø �ñ�ÿðþïú�ÿñ �ñ üûùñ
ý úÿ ðìòùüì úûì �ÿïò ÿñ þìþÿðë

ò�ò ñÿú ý�øñ���üïñú�ë �þ�ðÿ�ì üï�ïü�úë úÿ üÿñýìñú óWÿñøí ��ïðìí îÿ��ïñòí Wïúýÿñ �
�ùññí ôõõõ; êëì ìú ï��í ôõõö÷� �ý�ñø �ûÿúÿøðï�ûý úÿ ø��ì �ñ�ÿðþïú�ÿñ ï�ÿùú ï

þìò�üï� �ðÿüìòùðìí úÿ ðìòùüì �ìð�ï� òìþïñò ï�ýÿ �ï��ìò úÿ �ñüðìïýì üï�ïü�úë úÿ

üÿñýìñú óêëì ìú ï��í ôõõö÷� îÿ	ì�ìðí êùññí �úìñ�ìðú��ðÿìýìí �ûÿþïýí �ü�ïððë �
êðì	 óôõõ�÷ òìþÿñýúðïúìò úûïú �ðÿ��ò�ñø �ñ�ÿðþïú�ÿñ ï�ÿùú �ýëüûÿ�ÿøë ýìð��üìý ��ï
��òìÿ úÿ �ìÿ��ì 	�úû �ñúì��ìüúùï� ò�ýï����ú�ìý ý�øñ���üïñú�ë �ñüðìïýìò ùñòìðýúïñò�ñø

ï�ÿùú �ýëüûÿ�ÿøë ýìð��üìý �ñ ï�� �� �ïðú�ü��ïñúýí ï�úûÿùøû úûìðì 	ïý ñÿ üÿþ�ïð�ýÿñ

	�úû 	ð�úúìñ ÿð �ìð�ï� �ñ�ÿðþïú�ÿñ�

�ïþìðÿñ � �ùð�ûë óôõõö÷ ïðøùìò úûïú �ìÿ��ì 	�úû �ñúì��ìüúùï� ò�ýï����ú�ìý ñììò úÿ
�ì ø��ìñ þÿðì ú�þì úûïñ ÿúûìð �ìÿ��ì úÿ �ðÿüìýý úûì �ñ�ÿðþïú�ÿñ úûìë ïðì ø��ìñí �ùú

ò�ò ñÿú ì�ï�ÿðïúì ÿñ ûÿ	 ï ü��ñ�ü�ïñ þ�øûú �ùòøì úû�ý� Wÿñø ìú ï�� óôõõõ÷ �ÿÿ
ìò ïú

ûÿ	 �ìÿ��ì òìþÿñýúðïúì úûì�ð üï�ïü�úë úÿ üÿñýìñú� �ûìë �ÿùñò úûïú ï��ÿ	�ñø �ìÿ��ì

úÿ �òìñú��ë ýúïúìþìñúý úûìë ðìüÿøñ�ýìò ÿð ø���ñø ï ñÿñ��ìð�ï� òìþÿñýúðïú�ÿñ ÿ� úûì

�ðÿüìòùðìí �ñüðìïýìò úûì ñùþ�ìð ÿ� �ìÿ��ì 	�úû �ñúì��ìüúùï� ò�ýï����ú�ìý 	ûÿ üÿù�ò
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hijkl mn oli pqrsitmirpisu vliw xqmry rq sjkrjxjpzro yjxxi{irpis |iohiir

nz{ojpjnzros hjol }j~y jroi~~ipomz~ yjsz|j~jojis zry rq jroi~~ipomz~ yjsz|j~jojis xq{

pq}}mrjpzojrk z plqjpi� |mo zs oli sozryz{ys |ipz}i lz{yi{� oli }j~y zry

}qyi{zoi jroi~~ipomz~ yjsz|j~jojis k{qmns spq{iy ~iss hi~~u vliw z~sq xqmry olzo }q{i

olzr ��� qx oli k{qmn without jroi~~ipomz~ yjsz|j~jojis so{mkk~iy hjol hijkljrk mn

pqrsitmirpisu

�wi io z~u ������ xqmry olzo z~~ nz{ojpjnzros pqm~y }z�i z plqjpi z|qmo nz{ojpjnzojrk

jr {isiz{pl� |mo qr~w ��u�� mryi{soqqy oli j}nzpo qx oli plqjpiu vliw z~sq xqmry

olzo qr~w ��u�� mryi{soqqy oli rzom{i qx oli somywu vljs js jr pqro{zso oq oli

liz~olpz{i jroi{�irojqr somyjis ��{spqoo io z~u� ����; �q{{js io z~u� ����; Wqrk io z~u�
����� hljpl xqmry olzo mryi{sozryjrk oli rzom{i qx oli n{qpiym{i hzs qri qx oli
izsji{ i~i}iros qx oli ozs�u �jsli{� �iz� �z�jysqr zry �{jiy ������ z~sq xqmry olzo

pq}}mrjpzojrk z plqjpi hzs oli izsjiso i~i}iro qx yipjsjqr�}z�jrk� |mo

mryi{sozryjrk oli nm{nqsi qx oli {isiz{pl zry {izsqrjrk hi{i oli lz{yiso

pzoikq{jisu vljs smkkisos olzo mryi{sozryjrk oli {izsqrs xq{ yqjrk liz~olpz{i

{isiz{pl js lz{yi{ xq{ niqn~i hjol jroi~~ipomz~ yjsz|j~jojis oq mryi{sozry� olzr lz�jrk

o{izo}irou

�isnjoi oli �z{wjrk {ism~os� z~~ oli somyjis slqh olzo mryi{sozryjrk pqrsitmirpis

zry z|j~jow oq {izsqr z{i oli lz{yiso i~i}iros qx yipjsjqr�}z�jrk� xq{ niqn~i hjol

zry hjolqmo jroi~~ipomz~ yjsz|j~jojisu vliw z~sq slqh olzo }zrw niqn~i hjol

jroi~~ipomz~ yjsz|j~jojis� hlq }jklo |i yii}iy mrz|~i oq pqrsiro |ipzmsi oliw

pzrrqo yi}qrso{zoi olisi z|j~jojis� z{i qxoir soj~~ z|~i oq mryi{sozry oli n{qpiym{i

zry pq}}mrjpzoi z plqjpiu
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ãäåæ çäãèéæê ëìíî ëìæ ïðñ òåíãæóäåô íîõ óäöéõ åæ÷öøåæ ãäåæ ëøãæ òåäã ìæíéëì

èåäòæùùøäîíéùú

Reality of Assessing Capacity to Consent

ûæùèøëæ ëìæ çåøëøçøùãù äò ëìæ åíëøäîíé íùùæùùãæîë äò çíèíçøëü ëä çäîùæîëý íîõ ëìæ

èåäèäùøëøäî äò íéëæåîíëøþæùý ëìæ ïðñ åæãíøîù éíó íîõ øù öùæõ øî íéé åæçæîë åæùæíåçì

äî çíèíçøëü ëä çäîùæîë ëä ìæíéëìçíåæú ÿìøù øù øãèäåëíîë ëä çäîùøõæå óìæî åæþøæóøî�

ëìæ æãèøåøçíé æþøõæîçæ äò óìøçì òíçëäåù íòòæçë çíèíçøëü ëä çäîùæîë ëä ìæíéëìçíåæ øî
íõöéëù óøëì øîëæééæçëöíé õøùí�øéøëøæùú ÿìæ ùëöõøæù åæþøæóæõ îæêë íéé öùæõ ÷öæùëøäîîíøåæù

íøãæõ íë æùëí�éøùìøî� ëìæ øîõøþøõöíé’ù öîõæåùëíîõøî� äò ëìæ èåä�éæãý ëìæ øîëæåþæîëøäîý

ëìæ çäîùæ÷öæîçæùý ëìæøå åø�ìëù íîõ äèëøäîùý íîõ ëìæøå í�øéøëü ëä çäããöîøçíëæ ëìæøå

õæçøùøäîú ñîü èæåùäî óìä õøõ îäë èåäþøõæ í ùíëøùòíçëäåü íîùóæå ëä íéé ëìæùæ èíåëù
óíù õææãæõ öîí�éæ ëä çäîùæîëú �öåëìæå õæëíøéù äò ëìæ ùëöõøæù åæþøæóæõ �æéäó çíî �æ
òäöîõ øî ñèèæîõøê ñ�ú
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Cognitive Ability

ûæçøùøäî�ãíôøî� ëìæäåü ìø�ìéø�ìëæõ ëìæ øãèíçë äò éøãøëæõ çä�îøëøþæ çíèíçøëü äî

åíëøäîíé õæçøùøäî�ãíôøî�ý ùä óæ óäöéõ æêèæçë ëìíë øãèíøåæõ çä�îøëøþæ í�øéøëøæù óäöéõ

øãèíçë çíèíçøëü ëä çäîùæîëú
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Intellectual Ability (IQ)
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lmnop qmn qprp stuvwp ln xntoptl nt uww lmrpp yz{tpllpo| } o~uww ou~�wp oz�p
�rpyptlp� rp{rpooznt utuw�opo vpzt{ �ntp|

�zompr pl uw| ������ uwon �nst� lmul yprvuw uvzwzl� omnqp� �nozlzyp xnrrpwulznt qzlm

xu�uxzl� ln xntoptl �nr lmp ~zw� ut� ~n�prulp ztlpwwpxlsuw �zouvzwzlzpo {rns�o|

�nqpypr� xu�uxzl� ln xntoptl zt lmp ~n�prulp ztlpwwpxlsuw �zouvzwzlzpo {rns� uwon
xnrrpwulp� qzlm tnt�yprvuw rpuontzt{� �uzw� wzyzt{ o�zwwo ut� onxzuwzoulznt� os{{polzt{
ut ztlpruxlznt vplqppt �uxlnro| ��p pl uw| ������ ut� }roxnll� �u{tut ut� �lpt�prl�

�rnpop ������ vnlm �nst� u oz{tz�zxutl �nozlzyp xnrrpwulznt vplqppt yprvuw uvzwzl� ut�

xu�uxzl� ln xntoptl ln rpopurxm| }{uzt ~nol n� lmpop ols�zpo sop� m��nlmplzxuw
yz{tpllpo ut� rp{rpooznt utuw�opo qprp tnl �ntp|

�u~prnt ut� �sr�m� ������ �nst� lmul ��� n� �urlzxz�utlo qmn qprp stuvwp ln
xntoptl ln u rpopurxm ols�� ntw� st�prolnn� ��� zt�nr~ulznt xurr�zt{ qnr�o| �t
xn~�urzont� n� lmnop qmn xnsw� xntoptl� ����� st�prolnn� ��� zt�nr~ulznt xurr�zt{
qnr�o| �nqpypr� tn �nr~uw utuw�ozo quo �ntp ln xnt�zr~ lmp rpwulzntomz� nr lmp

zt�wsptxp n� nlmpr yurzuvwpo|

�ypruww� lmp ols�zpo zt�zxulp u wzt� vplqppt yprvuw uvzwzl� ut� xu�uxzl� ln xntoptl|
�nqpypr� ��p pl uw| ������ �nst� lmul rp�sxzt{ �p~ut� nt rpxp�lzyp yprvuw uvzwzl�
�z� tnl z~�rnyp xu�uxzl� ln xntoptl| }wlmns{m� Wnt{ pl uw| ������ �nst� rp�sxzt{
�p~ut� nt �pn�wp’o p��rpoozyp yprvuw uvzwzl� �z� ztxrpuop xu�uxzl� ln xntoptl| �mso

uwlmns{m lmprp zo on~p rpwulzntomz� vplqppt wnqpr yprvuw uvzwzl� ut� �pxrpuop�
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Memory

¯°±²³´´ µ´ ¶·¸ ¹º»»»¼ ½³¾¿À ÁµÁ³°Â ²³°°µ·¶´µÀ ±ÃÄ¿Ã½Ã²¶¿´·Â ÅÃ´Æ ¶·· ¶±Çµ²´± ³½
²¶Ç¶²Ã´Â ´³ ²³¿±µ¿´È µÉ²µÇ´ ½³° ¾¿Àµ°±´¶¿ÀÃ¿Ä ´Æµ ¿¶´¾°µ ³½ ´Æµ Ç°³Ê·µÁ¸ ËµÁ³°Â

±²³°µ± ¶·±³ ÀÃ±´Ã¿Ä¾Ã±ÆµÀ ´Æ³±µ ÅÆ³ ²³¾·À ²³¿±µ¿´ ½°³Á ´Æ³±µ ÅÆ³ ²³¾·À ¿³´ ³¿ ´Å³

ÌÃÄ¿µ´´µ±È Ê¾´ ¿³´ ´Æµ ´ÆÃ°À¸ ÍÂµ µ´ ¶·¸ ¹ÎÏÏÐ¼ ¶·±³ ½³¾¿À ¶ ±ÃÄ¿Ã½Ã²¶¿´ Ç³±Ã´ÃÌµ
²³°°µ·¶´Ã³¿ Êµ´Åµµ¿ ÁµÁ³°Â ¶¿À ²¶Ç¶²Ã´Â ´³ ²³¿±µ¿´¸

¯Ä¶Ã¿ ´ÆÃ± ²³¿½·Ã²´± ÅÃ´Æ µÌÃÀµ¿²µ ´Æ¶´ Ç°µ±µ¿´Ã¿Ä Ã¿½³°Á¶´Ã³¿ Ã¿ ²Æ¾¿Ñ±È °¶´Æµ° ´Æ¶¿

¶·· Ã¿ ³¿µ Ä³È ÀÃÀ ¿³´ ÃÁÇ°³Ìµ ²¶Ç¶²Ã´Â ´³ ²³¿±µ¿´ ¹W³¿Ä µ´ ¶·¸È ÎÏÏÏ; ÍÂµ µ´ ¶·¸È
ÎÏÏÐ¼¸ Í¾¿¿ µ´ ¶·¸ ¹ÎÏÏÒ¼ ÀÃÀ ½Ã¿À ´Æ¶´ Ç¶°´Ã²ÃÇ¶¿´± ÀÃÀ Êµ´´µ° ÅÆµ¿ ±Æ³Å¿ ¶ ÌÃÀµ³
¶Ê³¾´ ±µµÃ¿Ä ¶ Ç±Â²Æ³·³ÄÃ±´ Ã¿ ²Æ¾¿Ñ± ¶¿À ¶±ÑµÀ °µ·µÌ¶¿´ Ó¾µ±´Ã³¿± ¶½´µ° µ¶²Æ

±µ²´Ã³¿È °¶´Æµ° ´Æ¶¿ ÊµÃ¿Ä ¶±ÑµÀ ¶·· ´Æµ Ó¾µ±´Ã³¿± ¶´ ´Æµ µ¿ÀÈ Ê¾´ ´Æµ ÀÃ½½µ°µ¿²µ Å¶±

¿³´ ±ÃÄ¿Ã½Ã²¶¿´¸ ÔÆµ ·¶²Ñ ³½ ±ÃÄ¿Ã½Ã²¶¿²µ Á¶Â Æ¶Ìµ Êµµ¿ À¾µ ´³ ¶ ±Á¶·· ±¶ÁÇ·µ ±ÃÕµ¸

ÔÆ¾± ´Æµ °µ·¶´Ã³¿±ÆÃÇ Êµ´Åµµ¿ ÁµÁ³°Â ¶¿À ²¶Ç¶²Ã´Â ´³ ²³¿±µ¿´ Ã± ·µ±± ²·µ¶°¸ Ö´ Ã±
Ç³±±ÃÊ·µ ´Æ¶´ W³¿Ä µ´ ¶·¸ ¹ÎÏÏÏ¼ ¶¿À ÍÂµ µ´ ¶·¸ ¹ÎÏÏÐ¼ ÀÃÀ ¿³´ °µÀ¾²µ ´Æµ ÀµÁ¶¿À

³¿ ÁµÁ³°Â ±¾½½Ã²Ãµ¿´·Â ´³ Á¶Ñµ ¶ ÀÃ½½µ°µ¿²µ¸ ×³ÅµÌµ°È ´ÆµÃ° °µ±¾·´± Á¶Â ¶·±³

Ã¿ÀÃ²¶´µ ´Æµ°µ ¶°µ ³´Æµ° ½¶²´³°± Ã¿Ì³·ÌµÀ¸

Executive Functioning

ÔÆµ°µ Ã± ¶ ·¶²Ñ ³½ °µ±µ¶°²Æ ³¿ ´Æµ °³·µ ³½ µÉµ²¾´ÃÌµ ½¾¿²´Ã³¿Ã¿Ä Ã¿ °µ·¶´Ã³¿ ´³ ²¶Ç¶²Ã´Â
´³ ²³¿±µ¿´ ´³ Æµ¶·´Æ²¶°µÈ Àµ±ÇÃ´µ ±³Áµ µÌÃÀµ¿²µ ´Æ¶´ Ã´ Ã¿´µ°¶²´± ÅÃ´Æ ¶À¾·´±’ ÅÃ´Æ

Ã¿´µ··µ²´¾¶· ÀÃ±¶ÊÃ·Ã´Ãµ± Àµ²Ã±Ã³¿ØÁ¶ÑÃ¿Ä ¶ÊÃ·Ã´Â Ã¿ ³´Æµ° ¶°µ¶± µ¸Ä¸ ½Ã¿¶¿²µ ¹WÃ·¿µ°È

Ù¶Ã·µÂÈ Ú¶°°Â Û ÍÂÁ³¿ÀÈ ÎÏºÏ¶; ÎÏºÏÊ¼¸



ÜÝÞÝßàáâ áã Üãäåæäá áã çæÝèáéßÝêæ

ëì

Emotions

íîïðï ñò óô ðïòïõðöî õ÷ôøù ùîï ðôúï ôû ïüôùñôóò ôó öõýõöñùþ ùô öôóòïóù ùô

îïõúùîöõðïÿ �ïòýñùï �ïöñòñôó�üõ�ñó� ùîïôðþ îñ�îúñ�îùñó� ñùò òñ�óñûñöõóù ñüýõöù ôó
ðõùñôóõú �ïöñòñôó�üõ�ñó� ��ôï�ïóòùïñó ïù õú�ÿ �		
��

Decision-Making Opportunities

Jïó�ñóòôó �
���� õð�øï� ùîõù õ úõö� ôû öîôñöï ôð �ïöñòñôó�üõ�ñó� ôýýôðùøóñùñïò ûôð

ýïôýúï �ñùî ñóùïúúïöùøõú �ñòõ÷ñúñùñïò �õò úñ�ïúþ ùô úïõ� ùô úïõðóï� îïúýúïòòóïòòÿ

�îïðï÷þ ùîïþ ýïðöïñ
ï ùîõù óôùîñó� ùîïþ �ô �ñúú üõ�ï õóþ �ñûûïðïóöï ùô ùîïñð úñ
ïòÿ

÷ïöõøòï ùîïþ õðï óôù ñó öôóùðôú� �ñ
ïó ùîõù öôóùðôú ñò ñóûúøïóùñõú ñó ÷ïñó� üôùñ
õùï� ùô

ïó�õ�ï ñó õ ðõùñôóõú �ïöñòñôó ýðôöïòò ��úúïó�ñö� ïù õú�ÿ 
��
� ñù òïïüò úñ�ïúþ ùîõù ùîï
õüôøóù ôû �ïöñòñôó�üõ�ñó� ôýýôðùøóñùñïò õ ýïðòôó îõòÿ �ñúú õûûïöù ùîïñð öõýõöñùþ ùô
öôóòïóù� �ô�ï
ïðÿ ñù îõò óôù ÷ïïó ñó
ïòùñ�õùï� ñó ðïúõùñôó ùô öõýõöñùþ ùô öôóòïóù ùô
îïõúùîöõðï�

Acquiescence

�ö�øñïòöïóöïÿ �ïûñóï� õò õööïýùõóöï �ñùîôøù ýðôùïòù ��ôú�òüñùî ïù õú�ÿ �		��ÿ ñò õ
öôóöïðó �ñùî ýïôýúï �ñùî ñóùïúúïöùøõú �ñòõ÷ñúñùñïò� �ðòöôùù ïù õú� �
���� ûôøó� ùîõù
����� ôû ýõðùñöñýõóùò �ñ� óôù øó�ïðòùõó� ùîïþ öôøú� �ïöúñóï ùô ýõðùñöñýõùï ñó

ðïòïõðöî� �ðòöôùù ïù õú� �
���� òîô�ï� ùîõù ýõðùñöñýõóùò �ñ� óôù øó�ïðòùõó� ùîïþ
öôøú� ðïûøòï üï�ñöõú ùðïõùüïóùÿ ôð �îõù ùîï öôóòï�øïóöïò �ïðï ñû ùîïþ �ñ�� �ôððñò
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ghiji kl mknnmi jiliojph qr nhi issipn qs tjiukqvl hiomnhpoji iwtijkirpi qr potopknx nq
pqrlirny zqjjkl in omy {|}}~� pqrpmv�i� nhon tojnkpktornl �ox houi �qri �innij qr

nhi �ihoukqvjom krnijuirnkqr uk�rinni� pq�toji� �knh nhi �i�kponkqr or� lvj�ijx
uk�rinnil� �ipovli nhix ho� �qji iwtijkirpi qs �ihoukqvjom krnijuirnkqrly �q�iuij�

�jlpqnn in omy {|}}}� sqvr� nhon no�kr� �i�kponkqr �k� rqn k�tjqui tijsqj�orpi qr
nhi �i�kponkqr uk�rinni� uijlvl nhi �ihoukqvjom qj lvj�kpom uk�rinnily �klhij in omy
{����� sqvr� nhiji �ol rq ollqpkonkqr �in�iir nhi �i�kpom hklnqjkil qs tojnkpktornl
or� nhikj potopknx nq pqrlirny

�q�iuij� �jkllq or� �ttim�ov� {|}}|� sqvr� nhon tojnkpktornl �knh o �irnom kmmrill
lhq�i� o �innij vr�ijlnor�kr� qs nhikj pqr�knkqr nhor qnhij �i�kpom pqr�knkqrl nhix
ho� rqn iwtijkirpi�y ghijisqji nhiji kl o rii� nq ollill �hinhij iwtijkirpi qs o
hiomnhpoji krnijuirnkqr krsmvirpil potopknx nq pqrlirn nq nhi lo�i krnijuirnkqr� kr
tiqtmi �knh krnimmipnvom �klo�kmknkily

Limitations of the Evidence

ghiji oji lk�rkskporn mk�knonkqrl nq nhi iuk�irpi jitqjni� hijiy �kjlnmx� �kssijirn
lnv�kil ho� �kssijirn �oxl qs jipjvknkr� tojnkpktornl or� ollillkr� nhikj miuim qs
krnimmipnvom �klo�kmknxy �kssijirn �iolvjil �iji omlq vli� nq ollill pq�rknkui o�kmknkily
�l nhi miuim qs krnimmipnvom �klo�kmknkil �ol qsnir rqn jitqjni�� qnhij nhor kr �jqo�
poni�qjkil� kn kl �ksskpvmn nq �rq� �hinhij �kssijirn skr�kr�l pqvm� �i �vi nq �kssijirn
miuiml qs o�kmknkil kr nhi tojnkpktornly �ipqr�mx uijx si� sopnqjl �iji pqrnjqmmi� sqj kr

tojnkpktorn lo�tmil� sqj iwo�tmi� jilk�irnkom lnonvl qj �ir�ijy ghkj�mx� ollill�irn qs
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¡¢£¢¡¤¥¦ §¢¨ ©ª«¬ ­¨¤«® ¢ ¯¢«®¬ ª° ±¬¢¨­¯¬¨² §³¤¡³ §¬¯¬ ¢´´ µ¢¨¬© ª« ¥³¬ ¡ª«¡¬£¥
ª° ¯¢¥¤ª«¢´ ¡³ª¤¡¬² µ­¥ ©¤°°¬¯¬© ¤« ¥³¬¤¯ ¨£¬¡¤°¤¡ ©¬¨¤®«¶ ·¤«¢´´¦² ¢´´ ¥³¬ ¬¸¤©¬«¡¬ ¡ª±¬¨

°¯ª± ¢ ¨±¢´´ «­±µ¬¯ ª° ¨¥­©¤¬¨² ¨ª ¥³¢¥ ¡ª«¡´­¨¤ª«¨ ¢¯¬ µ¢¨¬© ª« ¢ ¨±¢´´ «­±µ¬¯ ª°

£¢¯¥¤¡¤£¢«¥ ¨¢±£´¬¨¶

Summary of the Evidence

¹³¬ ¨¥­©¤¬¨ ©¬¨¡¯¤µ¬© ¢µª¸¬ ©¬±ª«¨¥¯¢¥¬ ¥³¢¥ ª­¯ ­«©¬¯¨¥¢«©¤«® ª° ¡¢£¢¡¤¥¦ ¥ª
¡ª«¨¬«¥ ¥ª ³¬¢´¥³¡¢¯¬ °ª¯ £¬ª£´¬ §¤¥³ ¤«¥¬´´¬¡¥­¢´ ©¤¨¢µ¤´¤¥¤¬¨ ¤¨ °¢¯ °¯ª± ¡´¬¢¯¶
º«¥¬´´¬¡¥­¢´ ¢µ¤´¤¥¦ ¬±¬¯®¬© ¢¨ ¢ ¨¥¯ª«® ¤«°´­¬«¡¬ ª« ¡¢£¢¡¤¥¦ ¥ª ¡ª«¨¬«¥² µ­¥ ¥³¬
¯¬¨­´¥¨ °ª¯ ¸¬¯µ¢´ ¢µ¤´¤¥¦ ¢«© ±¬±ª¯¦ ¢¯¬ ´¬¨¨ ¡´¬¢¯ ¢«© ¥³¬ «¢¥­¯¬ ª° ¥³¬

¯¬´¢¥¤ª«¨³¤£¨ ¯¬»­¤¯¬¨ °­¯¥³¬¯ ¤«¸¬¨¥¤®¢¥¤ª«¶ ¼¢«¦ ª° ¥³¬ °¢¡¥ª¯¨ ³¢¸¬ ¤«¨­°°¤¡¤¬«¥
¬¸¤©¬«¡¬ ¥ª ©¯¢§ ¢ ¡ª«¡´­¨¤ª«½ ¬¾¬¡­¥¤¸¬ °­«¡¥¤ª«² ¬±ª¥¤ª«¨² ©¬¡¤¨¤ª«¿±¢À¤«®

ª££ª¯¥­«¤¥¤¬¨ ¢«© £¯¬¸¤ª­¨ ¬¾£¬¯¤¬«¡¬¶ Á¡»­¤¬¨¡¬«¡¬ ¬±¬¯®¬© ¢¨ ¢ ¨¤®«¤°¤¡¢«¥

¡ª«¡¬¯« °ª¯ ¥³ª¨¬ ¢¨¨¬¨¨¤«® ¡¢£¢¡¤¥¦ ¥ª ¡ª«¨¬«¥ ¢«© ¨ª±¬¥³¤«® ³¬¢´¥³ £¯ª°¬¨¨¤ª«¢´¨
¢«© ¯¬¨¬¢¯¡³¬¯¨ «¬¬© ¥ª ¡ª«¨¤©¬¯¶

ÂÃÄÅÆÇÈÉÃÄÈ ÊÄË ÌÇÍÎÏÐÍ ÑÇÐÈÎÉÃÄÈ

¹³¤¨ ¯¬¸¤¬§ ³¤®³´¤®³¥¨ ±¢«¦ ¢¯¬¢¨ °ª¯ °­¯¥³¬¯ ¯¬¨¬¢¯¡³¶ ¹³¬ °¢¡¥ª¯¨ ¥³¢¥ ©¬¡¤¨¤ª«¿

±¢À¤«® ¥³¬ª¯¦ ¨­®®¬¨¥¨ §ª­´© ¤«°´­¬«¡¬ ¡¢£¢¡¤¥¦ ¥ª ¡ª«¨¬«¥ ¢´±ª¨¥ ¢´´ ¯¬»­¤¯¬
°­¯¥³¬¯ ¤«¸¬¨¥¤®¢¥¤ª«¶ Òª§¬¸¬¯² ¥³¬¨¬ °¢¡¥ª¯¨ «¬¬© ¥ª µ¬ ¤«¸¬¨¥¤®¢¥¬© «ª¥ ª«´¦ ¤«
¤¨ª´¢¥¤ª«² µ­¥ ¢´¨ª ¤« ¯¬´¢¥¤ª« ¥ª ¬¢¡³ ª¥³¬¯² §³¤¡³ ³¢¨ «ª¥ ¦¬¥ µ¬¬« ©ª«¬ ¤« ¥³¤¨ °¤¬´©¶
Ó¾£´ª¯¤«® ³ª§ ¥³¬ °¢¡¥ª¯¨ ¯¬´¢¥¬ ¥ª ¬¢¡³ ª¥³¬¯ ±¤®³¥ ³¬´£ ¥ª ¬¾£´¢¤« §³¦
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åæçèéêëæìèçí îïðñæë æçò åïåóðô æñèëèìô õæîï çóì öóç÷è÷ìïçìëô èåéðóîïò öæéæöèìô ìó
öóç÷ïçìø ïîïç ìõóêíõ ìõïðï æééïæð÷ ìó ñï æ ÷èíçèùèöæçì ðïëæìèóç÷õèé ñïìúïïç ìõï÷ï
ùæöìóð÷ æçò öæéæöèìô ìó öóç÷ïçìû üõï ùèïëò æë÷ó çïïò÷ æ ñðóæòïð çêåñïð óù ÷ìêòèï÷ ìó
òïåóç÷ìðæìï ìõæì ìõï ùèçòèçí÷ æðï ðïéëèöæñëï æöðó÷÷ æ îæðèïìô óù éæðìèöèéæçì ÷æåéëï÷û

ýêðìõïðåóðïø èç òðæúèçí öóçöëê÷èóç÷ ùðóå ìõï ïîèòïçöï éðï÷ïçìïò õïðïø èì è÷

çïöï÷÷æðô ìó ðïåïåñïð ìõïô æðï ñæ÷ïò óç æ ðæìèóçæë åóòïë óù öæéæöèìô ìó öóç÷ïçìø
úõèöõ úï õæîï ÷ïïç òóï÷ çóì æööêðæìïëô ðïùëïöì õóú éïóéëï åæþï òïöè÷èóç÷û

ÿì è÷ èåéóðìæçì ìó ï�ìïçò ìõï öêððïçì ðï÷ïæðöõ ìó ùèçò úæô÷ óù èåéðóîèçí öæéæöèìô ìó
öóç÷ïçì ìó õïæëìõöæðï èç éïóéëï úèìõ èçìïëëïöìêæë òè÷æñèëèìèï÷û �ììïåéì÷ ìó åæçèéêëæìï

ìõï ëóæò óç åïåóðô æçò îïðñæë æñèëèìô õæîï çóì ñïïç ÷êööï÷÷ùêëû ÿç÷ìïæò èì åæô ñï
ñïçïùèöèæë ìó ùóöê÷ óç õïëéèçí éïóéëï úèìõ èçìïëëïöìêæë òè÷æñèëèìèï÷ êçòïð÷ìæçò ìõï
åóðï öóåéëï� ïëïåïçì÷ óù öæéæöèìô ìó öóç÷ïçìø ÷êöõ æ÷ ìõïèð ëïíæë ðèíõì÷ æçò
öóç÷ï�êïçöï÷ óù öõóèöïø úõèöõ ìõï ïîèòïçöï ÷õóúïò úæ÷ ìõï ñèííï÷ì ñæððèïð ìó

éïóéëï úèìõ èçìïëëïöìêæë òè÷æñèëèìèï÷ òïåóç÷ìðæìèçí öæéæöèìô ìó öóç÷ïçìû

ýèçæëëôø èì è÷ èåéóðìæçì ìó öóçìèçêï ìõï òïñæìï æñóêì õóú ìó æ÷÷ï÷÷ öæéæöèìô ìó

öóç÷ïçì æçò úõïìõïð ìõï ��� öðïæìï÷ æ ÷ô÷ìïå úõèöõ ðï�êèðï÷ éïóéëï úèìõ

èçìïëëïöìêæë òè÷æñèëèìèï÷ ìó ñï åóðï ðæìèóçæë ìõæç éïóéëï úèìõóêì èçìïëëïöìêæë

òè÷æñèëèìèï÷û � ñæëæçöï è÷ çïïòïò ñïìúïïç ÷æùïíêæðòèçí îêëçïðæñëï éïóéëï úõó ëæöþ
ìõï æñèëèìô ìó åæþï òïöè÷èóç÷ ùóð ìõïå÷ïëîï÷ æçò ïç÷êðèçí ìõæì éðèçöèéëï÷ óù ÷ïëù�
òïìïðåèçæìèóç ùóð éïóéëï úèìõ èçìïëëïöìêæë òè÷æñèëèìèï÷ æðï êéõïëòû �óçìèçêèçí ðï÷ïæðöõ
æçò òè÷öê÷÷èóç è÷ çïïòïò ìó ï÷ìæñëè÷õ æ ùæèðïð æçò åóðï ïùùïöìèîï æ÷÷ï÷÷åïçì óù
öæéæöèìô ìó öóç÷ïçì ìó õïæëìõöæðïû
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JJKLMKNOKP JQ RSTTUVQ WWO NWXYY ZJ[MZJ? \WJ ]JYJ^XK[J O_ `WJO]a XKZ ]JNJX][W `O
ZJ[MNMOKbcXLMKd ea fJOfYJ gM`W XK MK`JYYJ[`hXY ZMNXeMYM`aQ Disability & SocietyP 8P
UiSbUjkQ

JJKLMKNOKP JQlQ RSTTTVQ mX[`O]N X__J[`MKd ZJ[MNMOKbcXLMKd ea aOhKd XZhY`N gM`W
MK`JYYJ[`hXY ZMNXeMYM`MJNQ American Journal on Mental RetardationP 104P UnobUnTQ

pXWKJcXKP qQ r \^J]NLaP sQ RSTjTVQ t]ONfJ[` `WJO]au sK XKXYaNMN O_ ZJ[MNMOK hKZJ]
]MNLQ EconometricaP 47P niUbnTSQ

pJagOOZP pQP mO^X]dhJP vQ r mYaKKP wQ RSTTTVQ xJN` t]X[`M[J? yJXY`W [X]J ZJ[MNMOKb
cXLMKd eaP gM`W XKZ _O] XZhY`N gM`W YJX]KMKd ZMNXeMYM`MJNQ wXK[WJN`J]u zX`MOKXY
qJ^JYOfcJK` \JXcQ

{M[W`JKN`JMKP vQ r vYO^M[P tQ RSTjSVQ |J^J]NXYN O_ f]J_J]JK[J eJ`gJJK eMZN XKZ
[WOM[JN MK dXceYMKd ZJ[MNMOKNQ Journal of Experimental PsychologyP 89P }ibkkQ

{MZ~P lQ WQ RnooiVQ \WJ `WJ]XfJh`M[ cMN[OK[Jf`MOK XKZ Oh] cOZJYN O_ [OcfJ`JK[a

XKZ MK_O]cJZ [OKNJK`Q Behavioral Sciences and the LawP 24P kUkbk}iQ

{OJgJKN`JMKP �QP WJeJ]P �QP yNJJP lQ r WJY[WP zQ RnooSVQ |MNL XN _JJYMKdNQ
Psychological BulletinP 127P nijbn�iQ

{OOcJNP �Q r vhdZJKP |Q RST�nVQ |Jd]J` `WJO]au sK XY`J]KX`M^J `WJO]a O_ ]X`MOKXY
[WOM[J hKZJ] hK[J]`XMK`aQ Economic JournalP 92P �okb�n}Q
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Avstrwxt
yz{|}~����: Capacity to consent has been identified as one of the significant
barriers to healthcare faced by people with intellectual disabilities. In order to
improve understanding� the literature has attempted to investigate factors that
influence capacity to consent to healthcare.

�z��~�z�� z�� ������: �his study had 32 participants with learning disabilities� 22
carers and 3 nurse participants. It examined the correlations between verbal ability�
decision-making opportunities and previous health experience� with capacity to
consent to healthcare in people with learning disabilities� before exploring a
regression model to show how the factors interacted.

�������: Previous health experience and verbal ability significantly positively
correlated with capacity to consent� whilst the correlation with decision-making
opportunities was almost significant. However� the regression model showed that
only verbal ability was a significant predictor.

���{������: �he study reveals the importance of looking at how factors that
influence capacity to consent to healthcare interact with each other� rather than just
acting individually. Further research is required to expand this model to include other
variables.
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People with intellectual disabilities experience poorer healthcare and health
outcomes than the general population. Van Schrojenstein Lantman-de Valk 
Metsemakers  Haveman and Crebolder ¡2000¢ found that compared to other people
registered at the same £P practices  people with an intellectual disability had more
than double the number of health problems. ¤hey tend to experience increased
primary healthcare conditions as a direct result of their intellectual disability ¡e.g.
epilepsy  mobility and sensory problems¢ and increased secondary healthcare
conditions ¡e.g. obesity  constipation¢ as a result of decreased mobility  increased
medications and poorer healthcare ¡Van Schrojenstein Lantman-de Valk ¥ ¦alsh 
2008¢.

§�¨��©�ª �� §�«¬�«�
¤here is evidence that at times  people with intellectual disabilities have been denied
healthcare interventions due to confusion about capacity to consent ¡Keywood 
Forvargue ¥ Flynn  1999¢  either because health professionals fear infringing their
human rights  or because capacity to consent is not properly assessed and
challenging behaviour is interpreted as refusing treatment.

Confusion about capacity to consent can lead to clinicians failing to ask for consent 
so that interventions are carried out without the capacitous person­® consent  which
could constitute an offence of assault or battery ¡¦ong  Clare  £unn ¥ Holland 
1999¢. Alternatively  it can also lead to interventions not being carried out  for fear
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of infringing people¯° human rights± as highlighted in the Mencap ²2007³ report
´µ¶·¸ ¹º »¼½¾¿¿µÀµ¼ÁµÂ which concluded that confusion about the law on capacity to
consent amongst health professionals was a contributing factor in failing to tackle
unequal access to healthcare for people with intellectual disabilities. Hence there is a
significant need for a greater understanding about capacity to consent to healthcare
in adults with intellectual disabilities.

Ã¼¼Ä¶Å Æµ¶Å·¸ Ç¸µÁÈÉ
Research evidence has demonstrated that regular health screening identifies health
problems that are often not reported by people with intellectual disabilities or their
carers ²Martin± Roy Ê Ëells± 1997Ì Cooper et al.± 2006³± enabling improved
healthcare. As a result Íovernment good practice guidance indicates that
commissioners need to provide for all people with intellectual disabilities to have
annual health checks ²Department of Health± 2008³. In April 2008 the British Medical
Association ²BMA³ and NHS Employers agreed that one of the new Directed
Enhanced Services ²DES³ for ÍPs would be to provide an annual health check for all
patients on the local authority intellectual disability registers.

It is therefore vital that healthcare professionals providing these health checks can
assess people¯° with intellectual disabilities capacity to consent. Îhe Mental Capacity
Act ²MCAÌ 2005³ requires that each individual¯° capacity to consent is functionally
assessed for each situation. Îhis means decisions about capacity to consent can be
complex and time-consuming± which can be challenging for primary healthcare
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professionals who are encouraged to have short appointments ÏRCÐPÑÒ information
sheet No. 3Ó April 2004Ô.

ÕÖ×ØÙÚÛÜÖ×ÝÖÞ ßÜàÜáÝÛâ Ûã ßãÖÚØÖÛ
In order to understand some of the issues related to capacityÓ recent literature has
investigated variables that might influence a personÑÒ capacity to consent to
healthcare ÏÐoldsmithÓ Skirton ä åebbÓ 2008Ô. æhere is some evidence that
decreased capacity to consent is associated with a lower IQ ÏMorrisÓ Niederbuhl ä
MahrÓ 1993ç Cea ä FisherÓ 2003ç FisherÓ CeaÓ Davidson ä FriedÓ 2006ÔÓ decreased
verbal ability ÏArscottÓ Dagnan ä Stenfert-KroeseÓ 1998ç ArscottÓ Dagnan ä Stenfert-
KroeseÓ 1999ç åongÓ ClareÓ HollandÓ åatson ä ÐunnÓ 2000ç Fisher et al.Ó 2006ç
Cameron ä MurphyÓ 2007Ô and impaired memory ÏArscott et al. 1999ç DunnÓ
Stenfert-Kroese ä DrewÓ 2006ç DyeÓ Hare ä HendyÓ 2007Ô.

HoweverÓ this research is still in the early stages. æhere are only a small number of
studies conducted so farÓ so conclusions are based on a small number of participant
samples. In additionÓ other factors that seem likely to influence capacity to consent
to healthcareÓ have not yet been investigated. For exampleÓ there is no research into
the influence of executive dysfunctionÓ despite evidence that this affects capacity to
make financial decisions ÏDymondÓ BaileyÓ åillner ä ParryÓ 2010ç åilnerÓ BaileyÓ
Parry ä DymondÓ 2010aç 2010bÔ.

FurthermoreÓ there is increasing evidence that where factors do influence capacity to
consent in adults with intellectual disabilitiesÓ it is not necessarily a direct
relationship. Despite the association between verbal ability and capacity to consentÓ
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Dye et al. è2007é found that reducing the demand on verbal ability did not increase
capacity to consent. Similarlyê studies have found that reducing the demand on
memory did not increase capacity to consent in adults with intellectual disabilities
èDye et al.ê 2007ë ìong et al.ê 2000é. Fisher et al. è2006é found that although
capacity to consent positively correlated with verbal ability for people with moderate
intellectual disabilitiesê it also positively correlated with non-verbal reasoningê
abilities in daily living and socialisationê indicating there may not be a straight
forward relationship.

íîïðñòñðóôïõîö ÷ôøïùñú
In order to extend this area of research therefore it would be helpful to explore how
the variables that affect capacity to consent interact with each other. For exampleê in
Fisher et al.ûü è2006é study it is possible that non-verbal reasoningê abilities in daily
living and verbal ability interact with each other to influence capacity to consent.
Sutoê Clareê Holland ý ìatson è2005é have started to explore this idea in relation to
capacity to make a financial decision. þhey explored the interaction between
intellectual abilityê decision-making opportunities and basic financial knowledge in
contributing to financial decision-making ability. Having established individual
relationships between the three variables and financial decision-making abilityê they
then used partial correlationsê to show that the relationship between intellectual
ability and financial decision-making ability was not directê but was mediated by
basic financial knowledge and everyday opportunities to make decisionsê as shown in
their model ère-drawn in Figure 1é. þhey concluded that although intellectual ability
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was importantÿ in order to maximise capacity to make financial decisions a person
needs access to basic financial skills and everyday decision-making opportunities.

������ 1. Suto et al. �2005� - Summary of the major direct relationships identified
among the three measured factors affecting financial decision-making abilities among
adults with intellectual disabilities.

In addition to providing a helpful theoretical understanding of some of the variables
that relate to capacity to make financial decisionsÿ their model also highlights ways
in which capacity might be increased. It also provides an important illustration of
why it is helpful to look and how the influencing variables interact with each other
and not just their relationship with decision-making ability.

�	
���
�������� �������	�

In addition to exploring factors that influence capacity to consentÿ studies have
attempted to identify those parts of the decision that people with intellectual
disabilities find most difficult. �o date the research has shown that understanding
consequences and ability to reason are the hardest elements of decision-makingÿ for

Understanding of basic
financial concepts

Intellectual
ability

Financial decision-
making abilities

Decision-making
opportunities
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people with and without intellectual disabilities �Morris et al.� 1993� Arscott et al.�
1999� �ong et al.� 2000� Cea � Fisher� 2003�. Identifying the areas of capacity to
consent that people with intellectual disabilities struggle most with could help
identify possible areas for intervention.

� !" #$ %& " '("()*+&

,his current study was a pilot study� aimed at investigating whether a similar model
to Suto et al. �2005� can be applied to capacity to consent to healthcare� by
exploring some of the factors that might affect capacity to consent to a health
check. Health checks were chosen because they are a healthcare intervention that
every adult with an intellectual disability should be receiving �Department of Health�

2008�. ,hey incorporate procedures such as being weighed� measuring blood
pressure and having a blood test �BMA � NHS Employers� 2008�� which are simple�

but can also be invasive.

,hree variables� similar to Suto et al. �2005�� were chosen for exploration- verbal
ability� decision-making opportunities and previous healthcare experience. Verbal
ability was chosen because it is a key variable� which is linked with intellectual
ability� but the research has shown a less clear relationship between capacity to
consent to healthcare and verbal ability� compared to intellectual ability� suggesting
further research might be helpful. In addition assessing verbal ability was likely to be
quicker and more engaging for participants� thus reducing the burden on them and
increasing the likelihood of their participation.
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Decision-making opportunities were chosen because Suto et al. .2005/

demonstrated a clear link with capacity to make a financial decision0 but it has not
yet been investigated in relation to capacity to make a healthcare decision. If a link
was demonstrated it would also have practical implications for improving capacity to
consent.

Finally0 previous health experience was chosen because there is a current lack of
evidence linking it to capacity to consent to healthcare0 despite suggestions there
might be a link .Morris et al.0 19931 Arscott et al.0 1999/ and despite evidence that
there is an association with capacity to consent to healthcare in people with a
mental illness .2risso 3 Appelbaum0 1991/.

456789:;:;

It is hypothesised that there will be a positive relationship between verbal ability and
capacity to consent to healthcare as shown in other research0 described above. As
well as influencing capacity to consent0 it is hypothesised that increased verbal
ability may also be associated with increased decision-making opportunities and
previous healthcare experience. <hose who have better verbal ability may appear
more able and thus be allowed to make more decisions for themselves. Also0 it may
be that healthcare professionals are more likely to explain about the health
procedures0 if they believe the person can understand them.

It is hypothesised that knowledge of a health check0 based on previous experience
would also affect capacity to consent to a health check. Decision-making theory
shows that people frequently use heuristics to make decisions .Lichtenstein 3 Slovic0
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1971=> based on previous experiences ?Camic> 1992=. If people have had a health
check before> they might be more likely to know why certain procedures are helpful>
but also the disadvantages ?e.g. pain= of having them done ?Cea @ Fisher> 2003=.

Finally> it is hypothesised that increased decision-making opportunities would affect
capacity to consent to a health check. A lack of decision-making opportunities can
lead to learned helplessness ?Aenkinson> 1999=> which in turn can lead to a lack of
engagement with the decision-making process and therefore decreased ability to
make decisions ?Ollendick> Breene> Francis @ Baum> 1991=.

Cherefore this study examines how verbal ability> decision-making opportunities and
previous experience of a health check interact to influence capacity to consent to a
health check in adults with an intellectual disability. In addition> it also aims to
confirm and extend the findings on particular decision-making abilities in people with
intellectual disabilities.

DEtFrGEHs EIJ DFtKLJM

NOPQRST UVWXQYZ[SOQVWX

Approval for the study was obtained from a national NHS research ethics committee>

specialising in research with participants who are unable to consent> and from the
relevant local NHS research and development committee ?Appendix B and C=. It was
felt that most participants with intellectual disabilities would be able to consent to
the research> but in order to ensure a broad range of participants who could and
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could not consent to health checks\ it was important not to exclude those who were
unable to consent to the research. Consent was sought from every individual. ]here
it seemed the person could not consent\ a research consultee was consulted
^Appendix D and E_\ in line with the requirements of the MCA ^2005_. If it was then
felt appropriate for the individual to participate in the research\ their assent was also
sought.

`abcdedfagch

`ijfki ldcm ag ngcikkiecoak pdhaqdkdcr

Forty-two adults with an intellectual disability were invited to participate. Of these\

six declined. Opinions were sought from research consultees for two participants\

one of whom took part and the other declined. A further three withdrew before
starting data collection\ leaving 32 participants in total. All participants\ 20 male and
12 female\ were on the local intellectual disability team register. Participants were
included if they were English speaking\ over 18 years old and had the expressive
language ability to answer simple questions. People with a visual impairment or
dementia were excluded. Nineteen participants lived in residential care homes\ eight
lived in supported living\ two lived in Shared Lives adult placements\ one was in an
Assessment and sreatment unit\ one lived with their partner and children and one
lived with parents.
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tuvwvx

A carer was recruited for every participant with an intellectual disabilityy although
some carers provided information on more than one participanty resulting in 22
carers in total. zhey were people who knew the participant well and could answer
questions about their daily lives.

{|vxwx

Practice nurses were recruited through the local intellectual disability teamy who had
a register of all the local }P surgeries providing annual health checks for people with
intellectual disabilities. All the nurses were sent a letter and information sheet
~Appendix F and }� about the project which was followed up with phone calls and
visits to their surgeries. Seven nurses agreed to take part. Howevery when followed
up for further contacty only three responded. After several attempts to contact them
without successy it was assumed the other four had withdrawn their participation
from the study.

�wx���

zhis research used a correlationaly cross-section designy in line with other research
in the area. zhe study was quantitative and used both standardised and non-
standardised measures.
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Verbal ability was assessed using the British Picture Vocabulary Scale � 2nd Edition
�BPVS� Dunn� Dunn� �hetton � Pintillie� 1982� Appendix H�. It measures a person��

receptive vocabulary and relates closely to verbal IQ. �he measure has been shown
to have good reliability and validity. Cronbach�� Alpha was 0.93 with a split-half
reliability of 0.86. �he manual contains detailed information of the measure�� strong
positive correlation with other language tests� as well as its value in predicting
cognitive ability. Although designed for children it has been widely used with adults
with intellectual disabilities �e.g. Arscott et al.� 1999� Howlin� Davies � Udwin� 1998�

Dye et al.� 2007�.

����������� ��¡ ¢££����������

In line with Suto et al. �2005�� the Choice Questionnaire �CQ� Stancliffe �

Parmenter� 1999� Appendix I� was used to assess decision-making opportunities.
�he original study showed it to have good reliability and validity. Internal
consistency had a Cronbach�� Alpha of 0.9 and inter-scorer agreement was 91.9¤�

whilst the test-retest reliability was 0.89. �he questionnaire was also shown to have
good concurrent validity �0.83� with a Quality of Life Empowerment scale. Construct
validity was demonstrated by showing a significant difference between those living
semi-independently compared with those living dependently. �he measure can be
self-report or completed by carers. For this study carers completed the
questionnaire� to standardise administration across all participants� some of whom
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would not have been able to complete it for themselves. In the original study no
significant differences were found between participant and staff scores.

¥¦§¨©ª«¬ ­®¯§¦©§°±§ ª² ³§´µ¶· ¸·§±¹¬

A Health Experience Questionnaire ºHEQ» Appendix ¼½ was designed to assess how
much previous experience of health checks participants could recall. It contained 11
questions asking about whether the person had experienced the different
procedures in the health check. Participants could answer ¾yes¿À ¾no¿ or ¾donÁÂ

know¿ for each procedure. ¾Yes¿ answers scored 1-pointÀ and ¾no¿ or ¾donÁt know¿

scored 0-pointÀ leading to a score out of 11.

Ãhe questionnaire used simple language and pictures to maximise understanding
and a consultation was held with a local intellectual disability advocacy group to
ensure its accessibility for people with intellectual disabilities. Content validity was
achieved by basing the questionnaire on the Cardiff health check protocol ºBMA Ä

NHS EmployersÀ 2008½À which all health checks are based on. As a measure of
reliability both the carer and the researcher scored the answer to each questionÀ for
50Å of the sample. Scores between them were compared and inter-rater reliability
analysed.

¸´¯´±©¶Æ ¶ª ¸ª°¬§°¶

Ãhe assessment of capacity to consent to the health check ºAppendix K½ was similar
to measures used in other capacity to consent studies ºe.g. Morris et al.À 1993½À but
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rather than presenting vignettesÇ information about the procedures in the health
check was presented to the person using an information sheet with pictures and
simple language Èapproved by members of a local intellectual disability advocacy
groupÉ. A semi-structured questionnaire and scoring sheet Èadapted from Suto et al.Ç
2005É was then used to ask participants questions about the decision to be made.
Êhe researcher asked as many questions as were appropriate to give the individual
maximum chance to demonstrate their knowledge. Appropriate answers could
include information from the sheet or other individual responses.

Instead of presenting all the information at onceÇ the assessment used ‘Element
DisclosureË ÈÌong et al.Ç 2000ÉÇ which involved breaking down the information into
sections and asking questions after each part. Participants were also encouraged to
use the information sheet when answeringÇ to reduce the load on memory. Êhere
were four sections or subtestsÍ measuring height and weightÎ checking earsÇ chest
and blood pressureÎ urine and medicationÎ and injections and blood tests.

Êhe assessment was scored in two ways. FirstlyÇ five decision-making abilities were
rated for all four subtests. Êhe abilities wereÍ understanding what decision was being
made and their right to say no ÈidentificationÉÎ understanding the advantages and
disadvantages of the procedure ÈunderstandingÉÎ ability to reasonÇ demonstrated by
having an opinion on whether the procedure was good or bad ÈreasoningÉÎ

understanding who would be affected by the decision ÈappreciationÉÎ and
communicating the decision ÈcommunicationÉ. Each ability was scored 0 Èno relevant
information offeredÉÇ 1 Èpartially relevant responseÉÇ 2 Èresponse indicating full
understandingÉ. Êhis provided a total score out of ten for each subtestÇ giving a total
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score out of 40 Ïacross all the subtestsÐ. SecondlyÑ a score was obtained for each
decision-making ability across all subtests. Òhis provided a score out of eight for
each decision-making ability Ïacross the four subtestsÐ.

Each assessment was rated by two peopleÓ the lead researcher and an Assistant
Psychologist blind to their performance on other measures. Òwo assessments were
used as a pilot for the raters to agree scoring criteria and inter-rater reliability was
then analysed for the remainder of the sample.

ÔÕÖ×ØÙÚÕØ

Initially people with an intellectual disability who attended the surgeries where the
original seven nurses agreed to participateÑ were invited to take part. Later on other
participants known to the intellectual disability team were also invited to participate.
Òhis amendment was approved by the NHS ethics committee ÏAppendix LÐ. A
member of the local intellectual disability team made contact through letters
ÏAppendix M and NÐ and phone calls. Òhe lead researcher then met all those who
expressed an interest in the project to go through the information sheet and
establish consent to take part. Òhe information sheet and consent form were
approved by a local intellectual disability advocacy group.

Following initial agreement a second appointment was arranged for data collection.
At this appointment the researcher again confirmed that the person wished to take
part and they signed a consent form ÏAppendix OÐ. Òhe BPVSÑ HEQ and Assessment
of Capacity to Consent were then completed with the individual. Òhe capacity
assessment was also audio-recorded for the purpose of scoring inter-rater reliability
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and this was agreed to on the consent form. Participants were given the option of
their carer sitting inÛ which half the participants opted for. Ühe appointments lasted
approximately 45-60 minutesÛ although sometimes they were up to 90 minutesÛ with
a break in the middle.

Carers were asked to complete the CQ and those who sat in on the assessment were
also asked to rate the HEQ for inter-rater reliability purposes. Ühis required carers to
mark the HEQ according to the participantÝÞ response ßnot their opinion of what the
response should beà. Ühis was to demonstrate that we were accurately recording
responses and gave us a measure of inter-rater reliability which demonstrated that
different people can use the measure to get the same information. All carers also
signed a consent form ßAppendix Pà.

Following data collection the nurses were contacted for a brief telephone
conversation. Ühey were asked about the capacity to consent of the participants in
the study for whom they had conducted health checks and the criteria they used to
establish whether an individual has the capacity to consent to the health check.

Following analysis of dataÛ a summary of the results was sent to all participantsÛ the
relevant ethics committee and NHS research and development department
ßAppendix QÛ RÛ SÛ U á Và.

âãäãåæãåçäè éêäèëæåæ

All data analysis was done using SPSS Version 17 for ìindows. Missing data were
dealt with by excluding variables on an analysis-by-analysis basis.
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íîïîðñîðòïó ôõö÷ø

Power calculations conducted prior to starting the researchù were based on previous
studies using the CQ and the BPVS úArscott et al.ù 1999û Suto et al.ù 2005üù which
had effect siýes ranging from ø = .55 to ø = .58. In order to detect a significant úþ ÿ

.05ü correlation between these measures and capacity to consent to healthcareù with
adequate power ú� 80�üù a sample siýe of 25 is suggested úClark-Carterù 2010ü. �o
allow for the possibility of data not being normally distributed Clark-Carter ú2010ü

suggests multiplying the sample siýe by 1.1ù indicating 28 participants.

Regression analyses have not been done in this field of research. Howeverù in order
to obtain a large effect siýeù �

2 = .26ù a sample siýe of 40 is suggested úpower �

80�ü to detect a significant regression úClark-Carterù 2010ü. �he potential impact of
not having a large enough sample siýe for regression is reflected on in the
Discussion.

��s��ts

�he distribution of the data was checked for normality úAppendix �ü. �he capacity
assessmentù CQ and BPVS scores were all normally distributed. Correlations for
these variables were conducted using Pearson 	 correlation coefficients. Scores for
the HEQ were negatively skewed. Scores for decision-making abilities and subtests
of the capacity assessment were also found to be non-normally distributed.
�hereforeù all correlations associated with these variables were conducted using a
non-parametric test 
 Kendall 	 �au. �his test was used because it can be more
accurate for smaller sample siýes úFieldù 2009ü. A non-parametric ANOVAù
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Friedman�� test
 was used for comparing scores on decision-making abilities and
capacity assessment subtests.

����������� �����������

Inter-rater reliability was calculated for the Assessment of Capacity to Consent using
two-way random single measure intra-class correlation �ICC� Shrout � Fleiss
 1979�.
�he ICC for capacity to consent subtests 1-4 were 0.93
 0.92
 0.95 and 0.92
respectively
 indicating very good reliability. Inter-rater reliability for the HEQ was
calculated using Cohen�� Kappa coeffiecient = .66
 � ! .001
 indicating substantial
agreement �Landis � Koch
 1977�.

"����#��� $�������%

�he results of the HEQ
 CQ and BPVS are shown in �able 1.

�able 1

&'���(����%��(% )* �'� +'��� "����#��� $�������%

Measure Mean �SD� Possible Range Actual Range
Health Experience
Questionnaire

9.31
�1.71�

0-11 5-11

Choice Questionnaire 61.17
�6.73�

26-78 49-73

British Picture Vocabulary
Scale

73.1
�24.48�

0-168 25-123
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,-./01 234-56-78- 9:-;06<77.65-

=he mean score for the HEQ indicated a high level of previous healthcare experience
on average. =he range of scores showed that everyone could recall some previous
experience of the procedures in the health check.

>1<68- 9:-;06<77.65-

One participant did not have a carer to complete the CQ and one participant was
removed as an outlier on this measure. His score was more than two standard
deviations below the mean and clinically it was felt that his very restrictive
residential placement was inappropriate? given his level of ability. Hence data was
included for 30 participants. =he mean score indicated a reasonable level of choice
on average.

@5606;1 A680:5- B<8.C:/.5D E8./-

One participant was unable to complete this measure due to an eye infection that
developed before it could be completed? so data was analysed for 31 participants.
=he mean score is equivalent to the expected verbal ability of a seven year old.
=here was a large range of scores? indicating a range in ability from that expected of
a two year old? up to that of a fourteen year old.

>.4.860D 0< ><7;-70 F;;-;;G-70

=he characteristics of the capacity assessment can be seen in =able 2. =hese figures
show a wide range of scores? but demonstrate that some participants were able to
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score the maximum points. In addition no participants scored Hero on any of the
subtests showing that everyone was able to demonstrate some decision-making
ability. Ihe Friedman test revealed there were no significant differences between the
four subtests in the assessmentJ ² K3L N=32M = 5.41L N = .14.

Iable 2

OPQRQSTURVWTVSW XY TPU Z[\TUWTW Q]^ _XTQ` ZSXRU YXR OQNQSVTa TX OX]WU]T bWWUWWcU]T

Subtest Median Range Possible Range No. of Participants
daining Maximum Score

1. Health and
eeight Kn=32M

7.00 3-10 0-10 3

2. EarsL Blood
Pressure and
Chest Kn=32M

7.00 4-10 0-10 2

3. Urine and
Medication
Kn=32M

7.00 2-10 0-10 3

4. Injections and
Blood Iest
Kn=32M

7.00 3-10 0-10 4

Overall Iotal
Kn=32M

29 14-40 0-40 1
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fghijklmnokpn qgjrggm sitkiqhgn

utgvkwjlt sitkiqhgn

As predicted BPVS scores showed significant positive correlation with HEQ x = .25y

p xone-tailedz = .04z and CQ scores xt = .35y p xone-tailedz = .03z. {he positive

correlation between CQ scores and HEQ scores x = .20y p xone-tailedz = .07z was

almost significant.

{hese results show that increased verbal ability is associated with increased recall of
previous healthcare experience and increased decision-making opportunities. {he
results also suggest that there is a relationship between increased decision-making
opportunities and increased health experiencey but the relationship is not quite
significant.

fghijklmnokp rkjo |ipiwkj} jl |lmngmj

HEQ scores x = .31y p xone-tailedz = .01z and BPVS scores xt = .61y p xone-tailedz

~.001z both showed significant positive correlation with total capacity to consent
scores. Howevery whilst there was a positive correlation between CQ scores and
capacity to consent xt = .29y p xone-tailedz = .06zy it just failed to meet the
significance level of p ~ .05.

{hese results demonstrate that increased verbal ability and previous experience of
health checks are associated with increased capacity to consent to a health check.
Decision-making opportunities did not show a strong enough relationship with



Capacity to Consent to Healthcare

69

capacity to consent to be significant� but there was a trend to suggest that increased
decision-making opportunities may be associated with increased capacity to consent.

����� �� ����������

A regression model was then used to establish whether any of the variables could
predict capacity to consent. Inspection of the data to ensure it met the assumptions
of linearity� homoscedasticity and normally distributed errors required for a
regression model �Field� 2009� are detailed in Appendix X. �he correlations between
the predictor variables were not large enough to cause a concern. �he Variance
Inflation Factor �VIF� and tolerance variables were acceptable �VIF = 1.15�

�olerance = .87� indicating the model is not biased and multicollinearity is not a
problem �Field� 2009�. �he Durbin-�atson test was used to check for independence
of errors. A value of 2.04 suggested there were no problems �Field� 2009�.

�he Enter method was used due to the small sample si�e �Brace� Kemp � Snelgar�

2006� and BPVS and HEQ scores were entered as independent variables. CQ scores
were not included as they had not shown a significant correlation with capacity to
consent. �his produced a significant model �� �2�28� = 9.34� � � .01� which
explained 40� of the variance ��

2 = .40�. �he information for the predictor
variables is shown in �able 3.
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�able 3

������������ � ��� ¡��������� � ¢ £� ���¤� ¥¤ ¦¦�§� ��� ¦¤� �¨  ©� ��§�¤� ª����«¬ �

�� �¨  ¢ £� ���¤� ­¤� ¬

Variable ® ¡¯ ® °

Previous Health Experience 0.76 0.62 .19
Verbal Ability 0.15 0.04 .54*
*± ² .01.

�hese results show that only verbal ability was a significant predictor of capacity to
consent. Once verbal ability was controlled for³ previous health experience was not a
useful predictor.

¥�±�§��´ �¤ ¥¤�� ��

�he MCA µ2005¶ requires that at some point a decision is made about whether a
person has capacity or not. A strict criterion to determine this³ in line with the MCA
guidance³ would be gaining the maximum score of 40. Capacity to consent could
also be based purely on the clinical judgement of the interviewer. �able 4 shows the
number of participants who would achieve capacity to consent³ according to the
different criteria. It also shows the number of people who scored 50· and 75· on
the assessment.
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¸able 4

¹º»¼½¾ ¿À ÁÂ¾ÃÄÅÄÆÂÇÃÈ ÉÊ¿ ÊÂË ÌÂÆÂÅÄÃÍ Ã¿ Ì¿ÇÈ½ÇÃ Î½Æ½ÇË½ÇÃ ¿Ç ÌºÃÏ¿ÀÀ Á¿ÄÇÃ

Criterion No. of Participants with Capacity to Consent
Maximum score of 40 1
Scoring 28 out of 40 Ð75ÑÒ 21
Scoring 20 out of 40 Ð50ÑÒ 28
Clinical Óudgement 20

Î½ÅÄÈÄ¿ÇÏÔÂÕÄÇÖ ×¼ÄØÄÃÄ½È

¸he characteristics for each decision-making abilityÙ across all subtests in the
capacity assessmentÙ are shown in ¸able 5.

¸able 5
ÌÊÂ¾ÂÅÃ½¾ÄÈÃÄÅÈ À¿¾ ½ÂÅÊ Î½ÅÄÈÄ¿ÇÏÔÂÕÄÇÖ ×¼ÄØÄÃÍ ÂÅ¾¿ÈÈ ÂØØ ÌÂÆÂÅÄÃÍ ×ÈÈ½ÈÈ»½ÇÃ

Úº¼Ã½ÈÃÈ

Decision-Making Ability Median Range Possible Range
No. of Participants
Ûaining Maximum

Score
Identification Ðn=32Ò 5.50 4-8 0-8 11
Understanding Ðn=32Ò 4.00 0-8 0-8 3
Reasoning Ðn=32Ò 4.00 0-8 0-8 3
Appreciation Ðn=32Ò 8.00 0-8 0-8 19
Communication Ðn=32Ò 8.00 5-8 0-8 26
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ÜÝÞÞßàáâ ãä åßæçâçãáèéÝêçáë

ìhe numbers in the table suggest that some decision-making abilities were easier
than others. ìhe median scores indicate that appreciation and communication were
the easiest decision-making abilitiesí with the range indicating that people scored
better for communication. Understanding and reasoning seemed to be the hardest
decision-making abilities.

ìhe Friedman test revealed there were significant differences between the decision-
making abilitiesî ² ï4í N=32ð = 66.28í ñ ò .001. Post hoc analyses using óilcoxon-
signed rank tests are shown in ìable 6. A Bonferroni correction was used to reduce
the risk of ìype 1 errors. ìhe results show that communicationí identification and
appreciation were all significantly easier than understanding and reasoning.
Communication was also significantly easier than identification.
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ôable 6

õö÷øùú÷ ûü ýþÿö����’s Test Post Hoc Analysis for Comparing Decision-Making Abilities

Comparison Z Effect si�e �r)
Understanding  Identification -3.28* – .26
Reasoning  Identification -3.78*  .30
Identification  Appreciation -1.54*  .12
Identification  Communication -3.76*  .30
Understanding  Reasoning -0.76*  .06
Understanding  Appreciation -4.20*  .33
Understanding  Communication -4.72*  .37
Reasoning  Appreciation -4.09*  .32
Reasoning  Communication -4.74*  .37
Appreciation - Communication -2.07*  .16
* p � .005

Relationships between Predictor Variables and Decision-Making Abilities
Further correlation analyses� using Kendall�	 ôau� were done to explore which
particular decision-making abilities� the three predictor variables correlated with. ôhe
results of the correlation analyses are shown in ôable 7. A Bonferroni correction was
not applied to take into account the number of correlations� because these were
exploratory analyses.
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able 7

Correlations between the Three Predictor Variables and Decision-Making Abilities

HEQ Score CQ Score BPVS Score
Identification .27** .19* .11**
Understanding .34** .31* .49**
Reasoning .18** .16* .52**
Appreciation .18** .13* .28**
Communication .02** .06* .26**
*p � .05.  **p � .01.


hese results show that increased previous health experience is related to increased
understanding that you have a right to say no and understanding of advantages and
disadvantages. Having more decision-making opportunities is associated with an
increase in understanding of the advantages and disadvantages of the health check.
Finally� better verbal ability is associated with an increase in understanding the
advantages and disadvantages of the health check� ability to reason� appreciating
who is impacted by the decision and communicating the decision.

Feedback from Nurses
Feedback from nurses was limited due to the small number of nurses participating
and is therefore not suitable for thorough statistical or qualitative analysis.
Information was gathered on six participants� all of whom nurses stated were able to
consent. Capacity assessment scores for these participants were 17� 18� 22� 23� 31
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and 33. Although a very small sample
 the scores indicate that nurses were viewing
some people as able to consent
 despite scoring less than 50� on the capacity to
consent assessment.

Simple thematic analysis of the nurse feedback identified four main criteria the
nurses looked for in judging capacity to consent�

Coming to appointments on their own
Being able to answer questions
Agreeing to the procedure
Being able to have some sort of conversation

All three nurses said they had never had anyone refuse a procedure as part of a
health check.

D�s�uss���

Predictor Variables and Capacity to Consent
In support of our hypotheses the results found that previous health experience and
verbal ability were both associated with capacity to consent to a health check. �he
findings show that verbal ability has a strong relationship with capacity to consent

as demonstrated by a large effect si�e
 and the fact the relationship was not reduced
by the other variables. �hus the findings that reducing demand on verbal ability did
not improve capacity to consent �Dye et al.
 2007� are unlikely to be due to a lack of
association between verbal ability and capacity to consent. Instead it may be that
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they did not reduce the demand on verbal ability significantly enough to make a
difference.

�he link between previous health experience and capacity to consent is a new
finding in the literature on capacity to consent to healthcare� in people with
intellectual disabilities. Fisher et al. �2006� found no link between medical histories
and capacity to consent. However� as Cea � Fisher �2003� recommend� this study
examined the link between previous experience of� and capacity to consent to� the
same specific procedure � having a health check. �herefore� evidence of a link
between the two supports the view that capacity to consent is situation and context
specific.

�his association is important to explore further� because it suggests that each time a
person attends for a health check they will have increased capacity to consent.
�herefore healthcare professionals need to be wary of assuming that if someone
was unable to consent last time� they also cannot consent the next time.

Contrary to our predictions� the association between decision-making opportunities
and capacity to consent was not quite significant. �he number of participants for the
study was based on large effect si�es as demonstrated by Suto et al. �2005�� but the
effect si�e for the correlation between decision-making opportunities and capacity to
consent was medium �Cohen� 1988�� which suggests a larger participant sample may
be needed to show if the result is significant or not.
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Relationship between Predictor Variables
As hypothesised verbal ability showed a significant association with decision-making
opportunities and previous health experience. �he link between verbal ability and
previous experience suggests that participants with a higher verbal ability are more
likely to go to the doctors regularly! possibly because they are more able to report
health problems. Although! the finding may also be influenced by the fact the HEQ
required verbal responses! even though it was designed to have a very low demand
on verbal ability. �his requires further investigation. �he same argument does not
explain the link between decision-making opportunities and verbal ability! because
the CQ was completed by staff. �herefore the finding lends support to the
hypothesis that those with greater verbal ability are given more opportunity to make
their own decisions.

Model of Capacity to Consent
�he aim of this study was to see whether a model could be created to show how the
factors interrelated to influence capacity to consent. Figure 2 shows a model of the
results of the correlation.
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Figure 2. Correlational model of the relationships between the three predictor variables"
verbal ability" previous health experience and decision-making opportunities and the
dependent variable capacity to consent.

However# the correlation model does not show the direction of the associations or
the influencing strength of each of the predictor variables. $he model of regression
looks quite different %Figure 3&.

Figure 3. Regression model of the relationships between the three predictor variables" verbal
ability" previous health experience and decision-making opportunities and the dependent
variable capacity to consent.
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'his model showed that verbal ability was the only useful predictor of capacity to
consent( which highlights the importance of not making assumptions from
correlations. 'he large effect si)e indicates that there were enough participants in
the study for a significant regression model( however greater participant numbers
are required to fully explore the impact of previous health experience and decision-
making opportunities.

Decision-Making Abilities
'he results showed that understanding advantages and disadvantages and ability to
reason were the hardest elements of decision-making( in line with other research
*Arscott et al.( 1999+ Morris et al.( 1993+ ,ong et al.( 2000+ Cea - Fisher( 2003..
Communicating a choice seemed to be the easiest *Fisher et al.( 2006.( as only six
participants failed to get the maximum score. 'his evidence helps identify potential
areas of intervention( to improve capacity to consent to healthcare. Difficulties in
understanding the consequences of a decision suggest we need to find better ways
to communicate this information to people with intellectual disabilities. Suggestions
include providing more visual information( giving people time to process it( repeating
information at time intervals or where possible providing physical demonstrations.
Further research is needed to explore these possibilities.

Acquiescence
Although the results suggested that understanding their right to say no was one of
the easier decision-making abilities( less than 50/ gained full marks for this(
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suggesting more than half of participants felt pressured or unable to say no at some
point. Similar findings have been reported in other studies 0Morris et al.1 19932
Arscott et al.1 19992 Fisher et al.1 20063. Notably1 the nurses also reported that no
person with an intellectual disability had ever refused a procedure. It is therefore
important that health professionals are aware of the pressure a person might feel to
agree and that increased attempts are made to help people with intellectual
disabilities understand they have a right to choose.

Assessing Capacity to Consent
4here is some debate in the literature1 promoted by Dye1 Hendy1 Hare and Burton
020043 that the method of assessing capacity as required by the MCA 020053 is not
well-matched to theory1 requiring people with intellectual disabilities to be more
rational than people without intellectual disabilities. Only one participant in this study
had the capacity to consent1 if achieving the maximum score is the criterion for
capacity. However1 participants were often able to understand the decision to be
made1 who it would impact and communicate their decision1 but may not have fully
understood all the consequences or showed entirely rational reasoning. Relaxing the
cut-off point to 755 0i.e. scoring 7 out of 10 on average for each subtest3 to allow
some flexibility for these participants meant that 21 of the participants could
consent1 which is a considerable difference. Relaxing the cut-off further to 5051

meant 28 participants could consent.

It is difficult to establish where an appropriate cut-off point would be1 if we attempt
to allow some flexibility and hence do not use the maximum score. However1 6risso
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and Appelbaum 719988 argued that measures of capacity should only provide a
framework to help the clinician make a clinical judgement and it is interesting to
note that a cut-off of 759 is most closely aligned with the clinical judgement of the
interviewer in this study. Studies have also shown that people without intellectual
disabilities have struggled with understanding consequences and reasoning ability
7Morris et al.: 1993; Cea < Fisher: 20038 and yet their capacity to consent is unlikely
to be questioned. Hence these results lend weight to the argument for the
=recontextualisation> 7Dye et al. 720048 of capacity to consent for people with
intellectual disabilities.

Link between Predictor Variables and Decision-Making Abilities
Results showed that previous health experience was associated with an increased
understanding of the advantages and disadvantages of health checks and the right
to say no. ?his fits with Cea < Fisher@A 720038 argument that understanding of
factual information about a medical procedure would be improved if that person had
had the procedure before. For example it may be difficult to imagine that being
weighed could be embarrassing: or that providing a urine sample could be
=disgusting> unless they have done it before.

Verbal ability was also linked to understanding advantages and disadvantages: as
well as ability to reason: understanding who the decision impacts and
communication. ?his could be because those with better verbal ability were more
able to explain their reasoning and understanding than those with lesser verbal
abilities.
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Decision-making opportunities were linked to understanding advantages and
disadvantages. Bhis could be because as people make more decisions they become
more aware that each choice has advantages and disadvantages. HoweverC the
relationship may go the other way and it may be that participants with a greater
understanding of the advantages and disadvantages of a decisionC are more likely to
be allowed to make their own decisions. Further research is needed to establish the
direction of the relationship.

Feedback from Nurses
Feedback from nurses was very limited. HoweverC their comments indicated that
they relied significantly on verbal communication from participantsC which matches
the finding that verbal ability is a significant predictor of capacity to consent. Notably
however none of the nurses reported following MCA criteria to assess capacityC
raising the question of whether the MCA is being followed by health professionals.
Baking someoneDE agreement as evidence of capacity has significant limitationsC
because of difficulties with acquiescence or a lack of understanding and this may
possibly explain why nurses judged some participants to have capacity to consentC
even though they actually had low scores on the capacity to consent assessment. It
could also be that being in the doctorDE surgery provided more clues about the
situationC increasing participants understanding and therefore their ability to
consent. Further research is required into how nurses assess capacity to consent.
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Strengths and Limitations
A significant strength of this study was that assessment of capacity to consent was
based on a real life situationF instead of a hypothetical vignette. All the participants
had received health checks within the last yearF meaning no participants had to
imagine an unknown eventF as is the case in many other studies on capacity to
consent to healthcare GMurphy H ClareF 2003I. In addition using a regression model
to examine the direction of the relationships between variablesF showed the
importance of extending the research beyond simply finding associations between
individual variables and capacity to consent.

One of the limitations of this study is the small sample siJeF which reduces the
power of the statistics and may explain some of the non-significant resultsF as
discussed above. HoweverF the sample siJe was similar to other published studies
GArscott et al.F 1999K Suto et al. 2005I. In additionF this study was always meant to
be a pilot studyF with the idea that it could be expanded and developed in further
research.

A further limitation of the study was not compiling the age of the participants. Lhis
limits the comparisons that can be made with participant samples in other studies. It
also could have been helpful to look at the correlation between age and previous
health experienceF to see whether it mediated the relationship between previous
health experience and capacity to consent.

It was a shame that the CQ was completed by carers rather than participants.
Although Stancliffe H Parmenter G1991I found little difference between staff and
self-report scoresF it is still possible that using self-report may have produced
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different results in this study. HoweverM asking participants to complete the measure
would have meant only including participants able enough to do so and excluded
people with more severe difficulties.

Nhe HEQ was a newly designed measure for this study and only a small amount of
data could be collected on its reliability and validity. Nhe HEQ did rely on some
verbal abilityM which may have influenced the findingsM but it was important to use a
measure that participants answer themselvesM because a carer saying a person has
had a procedure before is not the same as the person recalling it themselves. It
would also have been helpful to pilot the measure first before using it.

FinallyM the small number of nurse participants significantly limited the value of their
feedback. Although many nurses were interested in taking partM finding the time to
do so was a major challenge for all of them.

Further Research

Further research is now required to replicate this study with a larger population and
to add variables to the model as our knowledge increases. Decision-making theory
provides a helpful starting point for considering which variables are worth
investigating. Research can then explore how these variables might be manipulated
to improve capacity to consent. Identification of the weakest parts of the decision-
making process also highlights possible areas of interventionM which require further
investigation. Nhe research also contributes to the debate on the best way of
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assessing capacity to consent in people with intellectual disabilities and it is hoped
research and discussion in this area continue.

COPQRusSOPT

Uhis study found that verbal ability and previous health experience are associated
with capacity to consent to a health checkV whilst decision-making opportunities are
not quite significantly related. Uhe model of regression demonstrated the importance
of exploring how these variables interact with each other and showed that only
verbal ability significantly predicted capacity. Uhe model now requires replicating in a
larger sample and needs to be developed to include other variables. Further
research is also needed into different decision-making abilitiesV with the aim of
suggesting specific targets for intervention to help improve capacity to consent to
healthcare in adults with intellectual disabilities. Finding ways to improve the
decision-making ability of people with intellectual disabilities would empower them to
have more say in their own healthcareV which is important for quality of life
WXehmeyerV 2001Y and may well be important for health outcomes.
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ÁÂÃÂÄÅÆÇ ÆÈ ÁÈÉÊËÉÆ ÆÈ ÌËÂÍÆÎÄÂÏË

ÐÑ

ÒÓÔt rÕsÕÔrÖÓ s×ØÙÙs ÓÔv Õ yÚu ÙÕÔrÛÕÜ ÔÛÜ ÝÓÔt rÕsÕÔrÖÓ ÔÞØÙØtØÕs ÓÔv Õ yÚu
ÜÕv ÕÙÚßÕÜ àrÚá âÛÜÕrtÔ×ØÛã tÓØs ßäÚåÕÖt ÔÛÜ ÝÓÔt ÜÚ yÚu tÓØÛ× yÚu ÛÕÕÜ tÚ
ÙÕÔrÛ àurtÓÕræ

çèéêëìíîïð éñ òóô õö÷ íöøðõí éì ö ëèí öùèøí èúðöïî÷îïð ö úì÷ìöúûõ êúèüìûíý þöÿîïð
ïèí ûèï�øûíì� îï�ìêìï�ìïí úì÷ìöúûõ ùì�èúì� íõìúì �ìúì êúöûíîûöë ìëìéìïí÷ è� îí�
êöúíîûøëöúëñ �úîíîïð îï�èúéöíîèï ÷õììí÷� �õîûõ � õöÿì ëìöúïì� �öú éèúì öùèøí ÷îïûì �èîïð

íõì êúèüìûíý �èú ì�öéêëì� �îíõ õîï�÷îðõí � �ììë éñ îï�èúéöíîèï ÷õììí÷ �èú ûöúìú÷ öï�

ïøú÷ì÷ ûèøë� õöÿì ùììï îéêúèÿì� íè ùì éèúì öûûì÷÷îùëìý

� �ììë íõî÷ êúèüìûí êöúíîûøëöúëñ ìïðöðì� öï� �ìÿìëèêì� éñ ÷�îëë÷ îï úìûúøîíéìïíý

óìûúøîíîïð ïøú÷ì÷ îï �ô êúöûíîûì÷ �õè õöÿì ÿìúñ ùø÷ñ ÷ûõì�øëì÷ �ö÷ ö ûõöëëìïðì öï� îí
ùìûöéì ûëìöú 	øîíì 	øîû�ëñ íõöí ÷ìï�îïð èøí ëìííìú÷ íè íõìé �ö÷ ïèí ìïèøðõý þìïûì� �

õö� íè ùì éèúì êúèöûíîÿì öï� ÿî÷îí ïøú÷ì÷ îï êìú÷èïý � õö� íè ëìöúï íõì �ìëîûöíì ùöëöïûì
ùìí�ììï ùìîïð öûíîÿì öï� ìïûèøúöðîïð ìïèøðõ íè ìïðöðì êìèêëì îï íõì êúèüìûí� �õîë÷í

ìï÷øúîïð êìèêëì �î� ïèí �ììë êúì÷÷øúî÷ì� íè íö�ì êöúíý óìûúøîíîïð êöúíîûîêöïí÷ �îíõ

îïíìëëìûíøöë �î÷öùîëîíîì÷ �ö÷ öë÷è ö �ìëîûöíì ùöëöïûì ùìí�ììï ìïûèøúöðìéìïí öï�

êúì÷÷øúì� êöúíîûøëöúëñ îï ö��îíîèï íè ö÷÷ì÷÷îïð ûöêöûîíñ íè ûèï÷ìïí öï� ùìöúîïð îï éîï�

êúèùëìé÷ �îíõ öû	øîì÷ûìïûì îï íõî÷ êèêøëöíîèï 
�îïëöñ � �ñèï÷� 
��
�ý � è�íìï �èøï�

íõöí êìèêëì �îíõ îïíìëëìûíøöë �î÷öùîëîíîì÷ �ìúì �ììï íè íö�ì êöúí öï� � õö� íè ìï÷øúì íõìñ
øï�ìú÷íèè� íõìñ �ìúì öðúììîïð íè íõì úì÷ìöúûõ öï� ïèí üø÷í íè éì ÿî÷îíîïð íõìé öðöîïý

�úîíîïð ö úì÷ìöúûõ êúèêè÷öë öï� öêêëñîïð �èú ìíõîû÷ öêêúèÿöë �ö÷ ÷èéìíõîïð � õö� ïèí
�èïì ùì�èúì öï� � �ììë � �ìÿìëèêì� ÷�îëë÷ îï �èú�îïð èøí õè� ùì÷í íè êúì÷ìïí éñ êúèüìûí
îï ö �öñ íõöí �ö÷ öûûì÷÷îùëì �èú ìÿìúñèïìý �õìúì î÷ ö ûìúíöîï ÷�îëë îï ûèéêëìíîïð öï �þ�



�������� �� ������� �� ��� �!��"�

#$

%&'()* +,-. (/ *0)' 1 213 &, 4%.,/*&-1&% 3,0 '15% ),/*(4%-%4 166 &'% (**0%*7

81-&()061-63 1* .3 8-,9%)& 8,&%/&(1663 (/5,65%4 &',*% 0/1:6% &, ),/*%/& +,- &'%.*%65%*;

<,2%5%-7 = +%%6 = 1)'(%5%4 &'(* 2%667 1* &'%-% 2%-% +%2 1.%/4.%/&* +-,. &'% %&'()*

),..(&&%% 1/4 = +%%6 .0)' :%&&%- 8-%81-%4 +,- ),.86%&(/> (& 1>1(/ +,- 1/3 +0-&'%-

-%*%1-)';

= *&-0>>6%4 (/(&(1663 &, +-1.% .3 -%*%1-)' 2(&'(/ &'% ),/&%?& ,+ 8*3)',6,>()16 &'%,-3; =

'14 .1/3 (4%1* 1:,0& 8-1)&()%@:1*%4 -%*%1-)' :0& +,0/4 (& 4(++()06& &, 6(/A (&

.%1/(/>+0663 2(&' 8*3)',6,>()16 &'%,-3; <,2%5%-7 '15(/> (4%/&(+(%4 4%)(*(,/@.1A(/>

&'%,-3 1* 1 8,**(:6% :1*(* +,- .3 -%*%1-)'7 = +,0/4 (& -%1663 (/&%-%*&(/> &, 6(/A &'%

+(/4(/>* +-,. %?86,-(/> &'% &'%,-3 2(&' &'% )0--%/& 213* ,+ 1**%**(/> )181)(&3 1/4 16*,

&'% %.8(-()16 6(&%-1&0-%; = %/9,3%4 %/>1>(/> 2(&' &'% 4%:1&% 1:,0& ',2 &, 1**%**

)181)(&3 &, ),/*%/& 2(&',0& 8-,5(4(/> 4,0:6% *&1/41-4* +,- 8%,86% 2(&' 1/4 2(&',0&

(/&%66%)&016 4(*1:(6(&(%*7 2'()' ,/63 )1.% &'-,0>' %?86,-(/> &'% &'%,-3 1* .0)' 1* &'%

%.8(-()16 6(&%-1&0-%; B,.86%&(/> C1-& D 16*, 4%5%6,8%4 .3 *A(66* (/ 4,(/> 1 :-,14

6(&%-1&0-% -%5(%2; =/ ),.81-(*,/ 2(&' &'% )-(&()16 -%5(%2* &'%-% 21* .,-% *),8% +,-

),/*(4%-(/> &1/>%/&* 1/4 :-,14%- 8%-*8%)&(5%*7 2'()' = +%%6 (* 1 51601:6% -%*%1-)' *A(66;

E3 A/,26%4>% ,+ F01/&(&1&(5% *&1&(*&()* '1* (/)-%1*%4 *(>/(+()1/&63 :3 4,(/> &'(* 8-,9%)&7

1* &'% *&1&(*&()* 3,0 1-% &10>'& 1& 0/4%->-1401&% 6%5%6 1-% ),/*(4%-1:63 :%6,2 2'1& (*

-%F0(-%4 ,+ 1 4,)&,-1&% &'%*(*; <,2%5%-7 :3 4,(/> 1 F01/&(&1&(5% 8-,9%)& = 4(4 /,& '15%

&'% ,88,-&0/(&3 &, %?86,-% *,.% ,+ &'% F016(&1&(5% .%&',4* 2% '15% :%%/ &10>'&7 2'()'

= 2,064 6(A% &, 4, (/ +0-&'%- -%*%1-)';



GHIHJKLM LN GNOPQOL LN RQHSLTJHUQ

VW

XYZ [\]^Z_` abc] `adeY` fZ a b]` ag]d` gZhie aja[`agbZk gZhie agbZ `] [\]gbZf c]blZ

mYZi _YabbZieZc a\hcZ aij gZhie nbZohgbZ mh`Y `hfZ aij b]ehc`h_c `] fapZ cd\Z ac faiq

[Z][bZ _ai [a\`h_h[a`Z ac []cchgbZr s]\ Zoaf[bZt fZZ`hie [a\`h_h[ai`c ]d`chjZ ]n Y]d\c

a` mZZpZijc ]\ gaip Y]bhjaqck g\Zaphie j]mi ja`a _]bbZ_`h]i hi`] `m] a[[]hi`fZi`ck ]\

iZZjhie `] e] ga_p `] `YZ Z`Yh_c _]ffh``ZZ n]\ a fhi]\ afZijfZi` `] hi_\ZacZ `YZ

[]]b ]n []`Zi`hab [a\`h_h[ai`cr

uv ywu xyry z{|y tw }w t~�s ��w�y�t z�z��� x~zt xw�|} ywu }w }�vvyry��|y z�}

x~��

�iZ ]n `YZ fa^]\ bhfh`a`h]ic ]n `YZ [\]^Z_` mac i]` \Z_\dh`hie Zi]deY id\cZcr � Yaj

hi`ZijZj `] eZ` a id\cZ�c [Z\c[Z_`hlZ ]i _a[a_h`q `] _]icZi` n]\ ZlZ\q [a\`h_h[ai`t gd` hi
`YZ Zij `Yhc mac i]` []cchgbZr XYZ\Z mZ\Z cZlZ\ab [\a_`h_Z id\cZc � a[[\]a_YZj mY]

mZ\Z hi`Z\Zc`Zj hi `YZ [\]^Z_` gd` jhj i]` YalZ `YZ `hfZ `] `apZ [a\`r � jhj fq gZc` `]

fapZ `YZ `hfZ gd\jZi ]i id\cZc ac fhihfab ac []cchgbZt gd` ]i \ZnbZ_`h]i � nZZb h` m]dbj

YalZ gZZi gZ``Z\ `] \Z_\dh` �� cd\eZ\hZc ac a mY]bZt gZ_adcZ `YZh\ cd[[]\` m]dbj YalZ

abb]mZj id\cZc `] `apZ `hfZ ]d` n\]f `YZh\ jahbq c_YZjdbZ `] [a\`h_h[a`Zr

�i ajjh`h]i \Z_\dh`hie [a\`h_h[ai`c mh`Y hi`ZbbZ_`dab jhcaghbh`hZc mac abc] a _YabbZieZr

�`Yh_c \dbZc c`a`Zj `Ya` fq cd[Z\lhc]\ Yaj `] fapZ hih`hab _]i`a_` mh`Y Za_Y [a\`h_h[ai`

gZ_adcZ `YZq mZ\Z \Z_\dh`Zj `Y\]deY `YZ hi`ZbbZ_`dab jhcaghbh`q `Zaft mYh_Y cYZ mac a

[a\` ]nr XYhc mac Zo`\ZfZbq `hfZ�_]icdfhie n]\ fq lZ\q gdcq cd[Z\lhc]\ aij fajZ

\Z_\dh`fZi` a _YabbZieZr �i ajjh`h]it c`ann n\]f \ZchjZi`hab Y]fZc mZ\Z ]n`Zi _ad`h]dc

ag]d` abb]mhie fZ `] fZZ` [Z][bZr �jZabbq � m]dbj YalZ \Z_\dh`Zj [a\`h_h[ai`c jh\Z_`bq



�������� �� ������� �� �������� �

¡¢

£¤¥¦§¨¤ £¤© ª« ¬§¥¨©¥­©¬® ¯§£ £¤­¬ °¦§±² ¤³´© ­µ´¦±´©² ©´©µ ¨¥©³£©¥ µ§¥¬© ­µ´¦±´©¶©µ£®

°¤­·¤ °¦§±² µ¦£ ¤³´© ¯©©µ ¸¦¬¬­¯±©¹ ºµ ³±£©¥µ³£­´© ¶³» ¤³´© ¯©©µ £¦ ¥©·¥§­£

¸³¥£­·­¸³µ£¬ £¤¥¦§¨¤ £¤© ¦¥¨³µ­¬³£­¦µ¬ £¤³£ ¥§µ ¥©¬­²©µ£­³± ¤¦¶©¬ ¦¥ ¸¥¦´­²© ¬§¸¸¦¥£

°¦¥¼©¥¬ £¦ £¤¦¬© ±­´­µ¨ ­µ²©¸©µ²©µ£±»¹ ½¤­¬ °¦§±² ¤³´© ³±±¦°©² ¶© £¦ ¥©·¥§­£

¸³¥£­·­¸³µ£¬ ¶»¬©±¾® ¥³£¤©¥ £¤³µ ¤³´­µ¨ £¦ ¥©±» ¦µ ¶» ¬§¸©¥´­¬¦¥¹ ¿£ ³±¬¦ ¶³» ¤³´©

¤©±¸©² ¶© £¦ ²©´©±¦¸ ¯©££©¥ ¥©±³£­¦µ¬¤­¸¬ °­£¤ ¬£³¾¾ ·³¥©¥¬® °¤­·¤ ·¦§±² ¤³´© ³­²©²

¥©·¥§­£¶©µ£¹ À¦°©´©¥® ­£ °¦§±² ¤³´© ¶©³µ£ ©Á·±§²­µ¨ ¸©¦¸±© °¤¦ ±­´©² °­£¤ ¾³¶­±­©¬¹

¿£ ·¦§±² ¯© ³¥¨§©² £¤³£ ¦µ© ±­¶­£³£­¦µ ¦¾ £¤© ¸¥¦Â©·£ °³¬ £¤© ¾³·£ °© ²­² µ¦£ ³¬¬©¬¬ £¤©

·¦¨µ­£­´© ³¯­±­£» ¦¾ ¸³¥£­·­¸³µ£¬¹ ¿µ¬£©³² °© §¬©² Ã¯©­µ¨ ¦µ £¤© ­µ£©±±©·£§³± ²­¬³¯­±­£»

£©³¶ ¥©¨­¬£©¥Ä ³¬ ³µ ­µ·±§¬­¦µ ·¥­£©¥­¦µ¹ ¿ £¤­µ¼ ³¬¬©¬¬­µ¨ ·¦¨µ­£­´© ³¯­±­£» °¦§±² ¤³´©

¯©©µ ¤©±¸¾§±® ¤¦°©´©¥® ­£ ­¬ £­¶© ·¦µ¬§¶­µ¨ ¾¦¥ ¸³¥£­·­¸³µ£¬ ³µ² ­µ·¥©³¬©¬ £¤© ¯§¥²©µ ¦¾

£¤© ¥©¬©³¥·¤ ¦µ £¤©¶® °¤­·¤ °³¬ ³ ¬­¨µ­¾­·³µ£ ¥©³¬¦µ ¾¦¥ µ¦£ ²¦­µ¨ ­£¹ ¿£ ¶³» ¤³´© ¯©©µ

¸¦¬¬­¯±© £¦ ¨©£ ¬¦¶© ²³£³ ¾¥¦¶ £¤© ­µ£©±±©·£§³± ²­¬³¯­±­£» £©³¶ ¾¦¥ ·©¥£³­µ ¸³¥£­·­¸³µ£¬®

¤¦°©´©¥ ­£ ­¬ §µ±­¼©±» ³±± ¦¾ £¤©¶ °¦§±² ¤³´© ¤³² ³ ·¦¨µ­£­´© ³¬¬©¬¬¶©µ£¹

½¤© ¸¥¦Â©·£ ·¦§±² ¤³´© ¯©µ©¾­£©² ¾¥¦¶ ­¶¸¥¦´­µ¨ £¤© ´³±­²­£» ³µ² ¥©±­³¯­±­£» ¦¾ £¤©

À©³±£¤ ÅÁ¸©¥­©µ·© Æ§©¬£­¦µµ³­¥©¹ ¿£ °¦§±² ¤³´© ¯©©µ §¬©¾§± £¦ ¸­±¦£ ­£ ¾­¥¬£ ³µ² £¦ ¯©££©¥

§µ²©¥¬£³µ² ¤¦° ¶§·¤ ´©¥¯³± ³¯­±­£» ­£ ¥©Ç§­¥©² £¦ ·¦¶¸±©£©¹ ¿£ ¶³» ¤³´© ¤©±¸©² £¦ ±­³­¬©

°­£¤ ³ ¬¸©©·¤ ³µ² ±³µ¨§³¨© £¤©¥³¸­¬£ °¤©µ ²©´©±¦¸­µ¨ ­£¹ ¿£ °¦§±² ¤³´© ¯©©µ ¤©±¸¾§± £¦

¸­±¦£ £¤© º¬¬©¬¬¶©µ£ ¦¾ È³¸³·­£» ¶©³¬§¥© ³¬ °©±±¹ À¦°©´©¥® ¯¦£¤ ¶©³¬§¥©¬ °©¥©

·¦µ¬§±£©² ¦µ ³µ² ³¸¸¥¦´©² ¯» ¶©¶¯©¥¬ ¦¾ £¤© ±¦·³± ­µ£©±±©·£§³± ²­¬³¯­±­£» ³²´¦·³·»

¨¥¦§¸¹

É­µ³±±» ¿ °¦§±² ±­¼© £¦ ¤³´© ¤³² £¤© £­¶© £¦ ²¦ £¤­¬ ¥©¬©³¥·¤ °­£¤ ¶¦¥© ¸³¥£­·­¸³µ£¬ ­µ

¦¥²©¥ £¦ ­¶¸¥¦´© £¤© µ§¶¯©¥ ¦¾ ¾­µ²­µ¨¬ £¤³£ °©¥© ¬­¨µ­¾­·³µ£¹ Ê§£¦® È±³¥©® À¦±±³µ² ³µ²



ËÌÍÌÎÏÐÑ ÐÒ ËÒÓÔÕÓÐ ÐÒ ÖÕÌ×ÐØÎÌÙÕ

ÚÛ

ÜÝÞßàá âãääåæ çàèáé Ý ßêëáêçêìÝáÞ íêáî ïðÞñððá éðìêßêàáòóÝîêáë àôôàõÞèáêÞêðß Ýáé

ìÝôÝìêÞö Þà óÝîð Ý çêáÝáìêÝí éðìêßêàá÷ ñêÞø Ý õðÝßàáÝïíð ðççðìÞ ßêùð Ýáé êÞ ñàèíé øÝúð

ïððá áêìð Þà ßøàñ Ý ßêóêíÝõ íêáî ñêÞø ìÝôÝìêÞö Þà ìàáßðáÞ Þà øðÝíÞøìÝõðû üÝõÞêìèíÝõíö÷

ïðìÝèßð êÞ ñàèíé øêëøíêëøÞ ÝáàÞøðõ ôàßßêïíð ÝõðÝ àç êáÞðõúðáÞêàá çàõ êóôõàúêáë ìÝôÝìêÞö

Þà ìàáßðáÞû

ýs þ ÿ��������ÿ� �� ����	 t
�s st���� 
���� y�u �� þ�yt
��	 �����r����y ��
r�	þr� t� �þ���	 ÿ����ÿþ� r�ÿ������þt���� �r ÿ
þ�	��	 ÿ����ÿþ� ��þÿt�ÿ�� þ��



��

�àáéèìÞêáë Þøêß ��ü øÝß ìøÝííðáëðé óö úêðñß àá ìÝôÝìêÞö Þà ìàáßðáÞû üõðúêàèßíö � øÝé

áàÞ ÞøàèëøÞ Þà �èðßÞêàá Þøð õð�èêõðóðáÞ çàõ ôðàôíð ñêÞø êáÞðííðìÞèÝí éêßÝïêíêÞêðß Þà

éðóàáßÞõÝÞð õÝÞêàáÝíêÞö êá Þøðêõ éðìêßêàáòóÝîêáë÷ øàñðúðõ ñõêÞêáë üÝõÞ � øÝß ëêúðá óð Ý

ïðÞÞðõ èáéðõßÞÝáéêáë àç Ýíí Þøð êßßèðß êáúàíúðé êá Ýßßðßßêáë ìÝôÝìêÞö ñøêìø � Þøêáî ñêíí

ïð ßêëáêçêìÝáÞ çàõ óö ìíêáêìÝí ñàõîû ÜøêíßÞ Þøð �ðáÞÝí �ÝôÝìêÞö �ìÞ âãääåæ óÝîðß

õÝÞêàáÝíêÞö Ý íðëÝí õð�èêõðóðáÞ êá Ýßßðßßêáë ìÝôÝìêÞö÷ � Þøêáî Þøðõð êß çíð�êïêíêÞö ñêÞøêá

ÞøÝÞ Þà ìàáßêéðõ Þøð ÝõëèóðáÞß ôèÞ çàõñÝõé ÝïàèÞ ìàáßêéðõêáë ìÝôÝìêÞö ñêÞøêá Þøð

ìàáÞð�Þ àç õêßî â�öð÷ �ðáéö÷ �Ýõð � �èõÞàá÷ ãää æ Ýáé !êßøðõ"ß âãää#æ ÝõëèóðáÞ ÞøÝÞ

ñð áððé Þà ïð ÝñÝõð àç àèõ õðßôàáßêïêíêÞö Þà óÝÞìø Þøð ðáúêõàáóðáÞ Ýáé ìàáÞð�Þ Þà Þøð

ìÝôÝìêÞö àç Þøð êáéêúêéèÝíû

�ß ñðíí Ýß ïðêáë ÝñÝõð àç Þøêß êá óö àñá ìíêáêìÝí ôõÝìÞêìð � Þøêáî êÞ øÝß êóôíêìÝÞêàáß çàõ

ìÝõðõß àç ôðàôíð ñêÞø êáÞðííðìÞèÝí éêßÝïêíêÞêðß ñøà õðëèíÝõíö øÝúð Þà óÝîð $èéëðóðáÞß àá

ñøðÞøðõ Ý ôðõßàá ìÝá óÝîð Ý éðìêßêàá çàõ Þøðóßðíúðß àõ ñøðÞøðõ ßàóðàáð áððéß Þà



%&'&()*+ *, %,-./-* *, 0/&1*2(&3/

44

5678 9: ;<= :>85? @>8A8 B6C D8 A95EF8 G8B9A9<CA AHB> 6A B><<A9CI :< 588: J9:>
A<58<C8 6D<H: =8A86=B>? K>9FA: =8B=H9:9CI ;<= :>8 E=<L8B: M <;:8C ;<HCG B6=8 A:6;; J8=8
N8=O 6CP9<HA 6D<H: 6FF<J9CI :>8 E8=A<C :< 588: J9:> 58Q 8N8C J>8C :>8 E8=A<C >6G
8PE=8AA8G 6C 9C:8=8A: 9C G<9CI A<? RCB<H=6I9CI A:6;; :< B<CA9G8= :>8 =9A7 <; :>8 G8B9A9<CQ
8?I? M <CFO J6C:8G :< AE867 J9:> :>8 E8=A<CQ 6CG ><J :>8 B<C:8P: B6C D8 6F:8=8G :<
=8GHB8 :>8 =9A7Q 8?I? E=<N9G9CI :>8 E8=A<C J9:> 56P95H5 9C;<=56:9<C 6D<H: 5O N9A9: 6CG
A9::9CI 9C <C :>8 6EE<9C:58C:Q G85<CA:=6:8 J6OA 9C J>9B> E8<EF8 J9:> 9C:8FF8B:H6F

G9A6D9F9:98A 59I>: D8 8C6DF8G :< 5678 :>89= <JC G8B9A9<CAQ J>9B> 9A 95E<=:6C: ;<= SH6F9:O
<; F9;8 TK8>58O8=Q UVVWX?

@>8 =8A86=B> 6FA< >9I>F9I>:8G :>8 C88G ;<= BF<A8 F9C7A D8:J88C :>8 9C:8FF8B:H6F G9A6D9F9:O

:865 6CG B6=8=A J>< AHEE<=: E8<EF8 J9:> 9C:8FF8B:H6F G9A6D9F9:98A? YF:><HI> 9C9:96FFO
B6=8=A J8=8 J6=O 6D<H: :>8 E8<EF8 :>8O AHEE<=: E6=:9B9E6:9CI 9C =8A86=B>Q 56CO <; :>85
J8=8 6FA< N8=O 9C:8=8A:8G 9C :>8 E=<L8B: 6CG M >6G ;88GD6B7 ;=<5 A8N8=6F A:6;; :>6: :>8O
:><HI>: :>8O E=<L8B: J6A J<=:>J>9F8? RCI6I9CI :>85 9C :>8 E=<L8B: J6A 6A 95E<=:6C: 6A
8CI6I9CI :>8 E8=A<C J9:> 6C 9C:8FF8B:H6F G9A6D9F9:OQ D8B6HA8 :>8O <;:8C 9C;FH8CB8 :>8
E8=A<CZA G8B9A9<C :< :678 E6=:Q D<:> 85<:9<C6FFO 9C :>8 A658 J6O J8 A887 IH9G6CB8
;=<5 95E<=:6C: E8<EF8 9C <H= F9N8AQ 6CG E=6B:9B6FFO DO 69G9CI :>8 E8=A<C :< D8 6N69F6DF8
;<= :>8 6EE<9C:58C:? @>8 A658 9A F978FO :< D8 :=H8 J>8C <;;8=9CI E8<EF8 J9:> 6C
9C:8FF8B:H6F G9A6D9F9:O :>8 B>6CB8 :< 8CI6I8 9C I=<HEA <= EAOB><F<I9B6F :>8=6EO?



[\]\^_`a `b [bcdec` `b fe\g`h^\ie

jkk

lm ynu oprp tn qrsprttup mu rtvpr rpsptrwv xr tvxs trpt ovtt onqys tvtt
rpsptrwv z{n|pwt sppu tn tr}opr trs vnw onqys ynu ~n t�nut snxr~ xt�

� ����� ����� �� � ����� ���� �� �������� �� ������� �������� ���� ������ ����
������������ ������������� ������������ ����� ���� � ����� ����� �� �������� �� ����������� ��
���� �� ������ ��� ���� ��� �� ���� ��� ��� ����� ��� ����������� �� ����������� ��
�������� ������������ � �������  kk¡¢ ��� �� ��� ���� ���� ��� �������� ���� �� ���
�������� �� ����� ������ £����� ������ ���� ������������ ������������ � ������ �� �����������
�� �������� ������� ���� �� ���� � ������

¤���� ��� ���� ���¥��� ����� ��������� �� ���� ���� ��������� ������������ ���� � ���� ��
���������� � ����� �� �������� �� ������� �� ���������� �� ������ ���� ������������

������������� ¦������� � ����� �� ���� ���������� �� ������� ���� �� ������� �������� ��
�������� �� �������� ����������� ��� ���������� ���� ������������ ��� ���� �������������
��� �����§������ ���������� ��� ������������� �� ������ ������� ¤�������� � �����
���� �� �� � ���¨ ��� ����¨ �������� �� �������� �� �������� ���� �� ������������ �����

�� ���������� ������������� �� ���������� ��� �������������� ¤�� ������������ �����
������� ���������� �������� ����� ��� ����������� ������ �� ��� ���������� ����� ����
��� ��� �� ��¥���� �� ���������� �� �� ����� ����������� ���� �������� �� ������� �����
�� �������� �� ���� ���� �� ����� �� �� ��������� ���� �� ���������� ������ ����
������������ ������������ �� ���� ����� ��� ���������� ���������� � ������� ����� ��� ����
�� ©����� ª������� ��� £����� ������ �� ��� ���� �� ��������¨������ ���� ������� ��
���������� ��� ������ ���� ������������ ������������ ����� �� �� ��������� �� ��� «������

�� ������� ¬������� �� ������������ ­�����������¢�



®¯°¯±²³´ ³µ ®µ¶·¸¶³ ³µ ¹¸¯º³»±¯¼¸

½¾½

¿ÀÁÂ ÃÄÅÆÇÈÉ ÊÅËÌÍ ÎÇÇÍ ÉÅ ÁÎÏÅÌÏÇ ÐÄÇÑÉÇÄ ÁÎÃËÉ ÒÄÅÓ ÈÑÄÇÄÂ ÊÀÅ ÀÑÏÇ ÉÀÇ ÇÔÃÇÄÉÁÂÇ ÁÎ
ÇÎÐÑÐÁÎÐ ÉÀÇ ÁÎÍÁÏÁÍËÑÌ ÑÎÍ ÉÀÇ ÊÑÕ ÉÀÇÕ ÖÇÂÉ ËÎÍÇÄÂÉÑÎÍ ÁÎÒÅÄÓÑÉÁÅÎ× ØËÄÉÀÇÄÓÅÄÇ ÉÀÇ
ÁÎÉÇÄÏÇÎÉÁÅÎ ÓÑÕ ÎÇÇÍ ÉÅ ÖÇ ÓÅÄÇ ÉÀÑÎ Ñ ÅÎÇÙÅÒÒ ÂÇÂÂÁÅÎ ÑÎÍ ÁÍÇÑÌÌÕ ÊÅËÌÍ ÖÇ
ÂÅÓÇÉÀÁÎÐ ÈÑÄÇÄÂ ÈÅËÌÍ ÄÇÃÇÑÉ ÊÁÉÀ ÉÀÇ ÃÇÄÂÅÎ ÉÅ ÇÎÑÖÌÇ ÉÀÇÓ ÓÑÔÁÓËÓ ÅÃÃÅÄÉËÎÁÉÕ ÉÅ
ÌÇÑÄÎ ÑÎÍ ÃÄÅÈÇÂÂ× ÚÎ ÍÅÁÎÐ ÉÀÁÂ ÉÕÃÇ ÅÒ ÃÄÅÆÇÈÉ Ú ÈÅËÌÍ ÍÄÑÊ Ñ ÌÅÉ ÅÎ ÉÀÇ ÌÇÂÂÅÎÂ
ÌÇÑÄÎÇÍ ÒÄÅÓ ÉÀÇ ÈËÄÄÇÎÉ ÂÉËÍÕ ÑÖÅËÉ ÄÇÈÄËÁÉÓÇÎÉ ÑÎÍ ÁÎÒÅÄÓÑÉÁÅÎ ÂÀÇÇÉÂ×

ÛÎ ÑÌÉÇÄÎÑÉÁÏÇ ÁÎÉÇÄÏÇÎÉÁÅÎ ÒÅÄ ÁÓÃÄÅÏÁÎÐ ÈÑÃÑÈÁÉÕ ÉÅ ÈÅÎÂÇÎÉ ÓÁÐÀÉ ÁÎÈÌËÍÇ ÁÎÈÄÇÑÂÁÎÐ
ÉÀÇ ÍÇÈÁÂÁÅÎÙÓÑÜÁÎÐ ÅÃÃÅÄÉËÎÁÉÁÇÂ ÃÑÄÉÁÈÁÃÑÎÉÂ ÀÑÏÇÝ ÃÑÄÉÁÈËÌÑÄÌÕ ÉÅ ÄÇÍËÈÇ ÌÇÑÄÎÇÍ
ÀÇÌÃÌÇÂÂÎÇÂÂ ÞßÇÎÜÁÎÂÅÎÝ ½àààáÝ ÊÀÁÈÀ ÈÅËÌÍ ÖÇ ÁÎÏÇÂÉÁÐÑÉÇÍ ÁÎ Ñ ÂÁÓÁÌÑÄ ÃÄÇÙ ÑÎÍ ÃÅÂÉÙ
ÑÎÑÌÕÂÁÂ ÍÇÂÁÐÎ×



âãäãåæçè çé âéêëìêç çé íìãîçïåãðì

ñòó

ôõöõrõ÷øõs

ùúûüýþûÿ�üû� �� � �ûü��ü� �� 	óòò
�� ù�

���ûü� ��  �� û�� �ýü 
����ÿ �� ����ü
��

���ÿ���� �� ùúûü��ÿ �� ����� ������!"�# $%��&%�' �&( )�� *�+� ,-� ./01.ó�

2��� ��� 3����� ��� 3ûü�� 2�4� � 5ýü���� �� 	óòò/�� ùû6û���� �� ���ÿ��� �� 6ûü����6û�� ��
ü�ÿ�ûü�ú 1 û ü������7�ýû���û����� �"�)�'� 8!9"&�# !: *��"&�&; <�'�=�#�)��'� >,� ñ//1ñ.ò�

?���û�� ������ � ����ÿ� @� 	óòòó�� ��Aý��ÿ����� �� ����üþ��Bÿ B��ú 6��6�� B��ú 
���û�

ü��ûü�û����� C�&)�# D�)�"(�)�!&E -FE ñ/1óG�

?�ÿú�ü� ù�5� 	óòòH�� I�����ÿÿ1��1��� ��ú�� ��ü ����ü
�� ���ÿ��� �� ü�ÿ�ûü�ú ��þ��þ��J û�ý��ÿ
B��ú 
���û� ü��ûü�û���� û�� ��þ���6
���û� ��ÿû�������ÿ� C�&)�# D�)�"(�)�!& �&(
<���#!KL�&)�# <�'�=�#�)��' D�'��"%� D����+'E ME ó01Hñ�

4��N��ÿ��� 4�ù� 	ñGGG�� ?û���üÿ û�������J ����ÿ���1
ûN��J �� ��ý�J û�ý��ÿ B��ú ���������ýû�
��ÿû�������ÿ� OL�"�%�& 8!9"&�# !& C�&)�# D�)�"(�)�!&� PF-� Hóò1HóG�

����û� ùû6û���� ���� 	óòò.�� Q��ü��þ�� �ü�

ú��6RSSBBB���J�ÿ�û�����J�þ�ýNSýN6JûSóòò.SGS�������ÿ�

�ý��� ����T�� ù�ûü�� T�ù�3�� 3���û��� ��4� � �û�ÿ��� U�ù� 	óòò.�� �ú� ü��û����ÿú�6ÿ û
��J

�úü�� �û���üÿ û�������J �ú� ���û���û� ����ÿ���1
ûN��J û�������ÿ �� û�ý��ÿ B��ú 
���

���������ýû� ��ÿû�������ÿ� 8!9"&�# !: V&)�##�%)9�# <�'�=�#�)W D�'��"%�� -M� óñò1óñ0�

��ú
���ü� ���� 	óòòñ�� ����1����ü
��û���� û�� 
���û� ü��ûü�û����� V&)�"&�)�!&�# D����+ !:
D�'��"%� �& C�&)�# D�)�"(�)�!&� ,-� ñ1/X�



YZ[\]^_ D

`aaZ_D]CZY `bc



d

effghijx ek

lm nonpqrsmtp otqnruqvrn wnurpx yuw psmzvpqnz tm {vo| }~�~ vwtm� qxn �w|p�m�s umz
�nzotmn zuqu�uwnw� �nurpx qnr�w vwnz �noo tmqs �svr �rsuz puqn�srtnw ps�nrtm� qxn
qs�tpw s� pu�uptq| qs psmwnmq� xnuoqxpurn umz rnwnurpx� onurmtm� ztwu�totq| umz

znptwtsm��u�tm�� �nurpxnw ynrn ot�tqnz qs �v�otpuqtsmw �nqynnm ���~�}~�~ umz

�v�otwxnz tm qxn �m�otwx oum�vu�n� �s��tmuqtsmw s� qxnwn puqn�srtnw ynrn qxnm vwnz
qs �tmz rnon�umq otqnruqvrn� �u�on � �nosy wxsyw qxn wnurpx qnr�w vwnz �sr nupx

puqn�sr|� �rs� qxtw wnurpx� urqtponw qxuq znwprt�nz um n��trtpuo tm�nwqt�uqtsm sm
pu�uptq| qs psmwnmq qs xnuoqxpurn� sr n��osrnz qxn qxnsrnqtpuo psmpn�qw s� pu�uptq| qs
psmwnmq� �sr �ns�on ytqx onurmtm� ztwu�totqtnw ynrn psoouqnz� �xn| ynrn qxnm wnurpxnz
�sr �vrqxnr rn�nrnmpnw� �xtw onz qs tznmqt�|tm� �} �n| wqvztnw� � s� yxtpx psmqutmnz um
n��trtpuo tm�nwqt�uqtsm� �xn ot�rur| uq �umqnr�vr| �xrtwq �xvrpx �mt�nrwtq| yuw uows

wnurpxnz �sr �ss�w sm znptwtsm��u�tm��

C��g���� �g���� �g��  ¡¢�£g� �¤ ¥g ¢¦� 

�u�uptq| qs psmwnmq �m�sr�nz psmwnmq� pu�uptq| qs psmwnmq�
�nmquo pu�uptq|� ps��nqnmpn� psmwnmq
qs qrnuq§� psmwnmq qs n�u�§� psmwnmq qs
rnwnurpx� tm�sr�nz pxstpn� psmwnmq

¨~�©ª~

«nuoqxpurn umz

rnwnurpx

«nuoqx� xnuoqxpurn� xnuoqx rnwnurpx�

qrnuq�nmq

��}¬¬�}ª­



®

¯°±²³´³µ ¶´·±¸´¹´º» ¯°±²³´³µ ¶´·±¸´¹´º»¼½ ´³º°¹¹°¾º¿±¹

¶́·±¸´¹´º»¼½ ´³º°¹¹°¾º¿±¹ ´ÀÁ±´²À°³º½

À°³º±¹ Â±³¶´¾±Á½ À°³º±¹ ¶°Ã´¾´°³¾»½

À°³º±¹ ²°º±²¶±º´Ä³½ ¶°Å°¹ÄÁÀ°³º±¹

¶́·±¸´¹´º»¼½ ¹°±²³´³µ ¶´ÃÃ´¾¿¹º¼

ÆÇ½ÈÉÊ

Ë°¾´·´Ä³ÌÀ±Í´³µ Ë°¾´·´Ä³ À±Í´³µ½ ¾ÂÄ´¾°½ ¶°¾´·´Ä³¼ ÊÇÎ½ÊÏÆ

ÐÄÀ¸´³°¶ Ñ°²À· ÃÄ²
¯°±²³´³µ Ë´·±¸´¹´º»

±³¶ Ð±Á±¾´º» ºÄ

ÐÄ³·°³º

ÆÎÊ

ÐÄÀ¸´³°¶ Ñ°²À· ÃÄ²
Ò°±¹ºÂ¾±²°½ ¯°±²³´³µ
Ë´·±¸´¹´º» ±³¶

Ð±Á±¾´º» ºÄ ¾Ä³·°³º

ÓÈÆ

ÐÄÀ¸´³°¶ Ñ°²À· ÃÄ²
Ë°¾´·´Ä³ÌÀ±Í´³µ

±³¶ ¯°±²³´³µ

Ë´·±¸´¹´º»

ÊÏÎÓ



AÔ Õ Ö × Ø

Ù Ú Û Ü Ô Ý Ú Þ ß Ú à

á â Ø ß â ã Ü Ý ä

å × Ú ä ß æ Ý Ø Ý æ

Aä ä Ý ä ä ç Ý Ú Õ × Û  å â è â Þ ß Õ é

ê Ô ç ã Ý Ø  × Û

ë â Ø Õ ß Þ ß è â Ú Õ ä

ì Ý í Ý Ü  × Û  ì Ý â Ø Ú ß Ú à

î ß ä â ã ß Ü ß Õ é

ï Õ Ö Ý Ø  ë â Ø Õ ß Þ ß è â Ú Õ

å Ö â Ø â Þ Õ Ý Ø ß ä Õ ß Þ ä

ð ñ ò ó ô õ õ ö  ÷ ø ù ú ø ú  û

ü õ ý ú þ ý ñ õ  ÿ ñ ô ý ò ý

� � � � � �

� ý ñ � ø � ð � � � � õ 	


 ý ø �  õ � ñ ô 
 ù �  � ú þ ô ñ � ø õ � ô ú

� ø ò ò ø ù ý  ô ú  ò õ 
 � 	  õ � � ó ý

ø ú �  õ � ý ú  ø ò � ý �  þ � � ý

� 
 ý ò õ � ô ú ò ø � ô 
 õ  õ � ý  ò õ 
 � 	
� �  � ø ñ õ � ó � � ø ú õ ò � ô � ý õ ø � � ò ù � � ý ú

� �  � ý ú ö  � �  � ô � ý ú

� ý ø ú  ø ù ý �  � � � �  	 ý ø ñ ò

� � �  � � � ý �  � ú  þ ø � � � 	

� ô � ý ò ö  � � �

ó ô � � 
 ú � õ 	  � ô � ý ò ö

� � � �  � � � ý �  ø � ô ú ý ö  � � � �

� ú  � ô ò � � õ ø �

ø ó ó ô � � ô � ø õ � ô ú

ð ñ ò ó ô õ õ ö  ÷ ø ù ú ø ú  û

ü õ ý ú þ ý ñ õ  ÿ ñ ô ý ò ý

� � � � � �

� ý ñ � ø � ð � � � � õ 	

� ý � ô ñ 	  ð � � � � õ 	

ð � � � � õ 	  õ ô � ô ú ò ý ú õ

 
 ý ò õ � ô ú ú ø � ñ ý

! ø ò ý �  ô ú  � 	 � ô õ � ý õ � ó ø �

� � ù ú ý õ õ ý ò

ð � ø � õ ý �  þ ñ ô �  � ô ñ ñ � ò  ý õ  ø � �

� � � � " �

� �  � ø ñ õ � ó � � ø ú õ ò � ô � ý õ ø � � ò ù � � ý ú

� �  � ý ú ö  � �  � ô � ý ú

� ý ø ú  ø ù ý �  � � � � "  	 ý ø ñ ò

� � �  � � � ý �  � ú  þ ø � � � 	

� ô � ý ò ö  � � �

ó ô � � 
 ú � õ 	  � ô � ý ò ö

� � � �  � � � ý �  ø � ô ú ý ö  � � � �

� ú  � ô ò � � õ ø �

ø ó ó ô � � ô � ø õ � ô ú

� ø � ý ñ ô ú  û � 
 ñ � � 	

� � � � � �

� ý ñ � ø � ð � � � � õ 	

# ñ ô ó ý ò ò ô þ  õ � ý  ñ ý ò ý ø ñ ó �

ý $ � � ø � ú ý �  � ý ñ � ø � � 	  ø ú �


 ò � ú ù  � � ó õ 
 ñ ý ò ö  õ � ý ú

� ý ñ ò ô ú  ø ò � ý �  õ ô ó ô ú ò ý ú õ

ô ñ  ú ô õ

� �  � ø ñ õ � ó � � ø ú õ ò

� ô � ý õ ø � � ò ù � � ý ú

÷ � � � � ý �  � ú õ ô þ ô 
 ñ  ù ñ ô 
 � ò

ø ó ó ô ñ � � ú ù  õ ô � ý ñ � ø � ø � � � � õ 	

� ô þ 
 ñ õ � ý ñ  � ý õ ø � � ò ù � � ý ú

A
p

p
e

n
d

ix
 A

2



A% & ' ( )

* + , - % . + / 0 + 1

2 3 ) 0 3 4 - . 5

6 ( + 5 0 7 . ) . 7

A5 5 . 5 5 8 . + & ( ,  6 3 9 3 / 0 & : ; % 8 4 . )  ( ,

< 3 ) & 0 / 0 9 3 + & 5

= . > . -  ( ,  = . 3 ) + 0 + 1

? 0 5 3 4 0 - 0 & :

@ & ' . )  < 3 ) & 0 / 0 9 3 + &

6 ' 3 ) 3 / & . ) 0 5 & 0 / 5

A B C  D E F G H B I

J K L L M N

O P Q B R R B S Q T C R U V F R F Q W

U G G B G G X B P Q  Y Z  A Y P G B P Q

A C [ C S F Q W \ ] I B C Q X B P Q

^ C G B _  Y P  H W [ Y Q H B Q F S C R

` F a P B Q Q B G

b L  [ C I Q F S F [ C P Q G

c Y X B P Q C R I B Q C I _ C Q F Y P

J O d e  f L g h h i N

j F R _  X B P Q C R I B Q C I _ C Q F Y P

J O d e  k k g f L N

j Y _ B I C Q B  X B P Q C R I B Q C I _ C Q F Y P

J O d e  M l g k m N

k m n  A C T S C G F C P o  K b n

U Z I F S C P g U X B I F S C P o  i n

p F G [ C P F S o  M n  U G F C P o

i n  q Q H B I r

j B C P  U a B  Z Y I  B C S H  O d

a I Y T [  s B I B  M L  W B C I G o

m M r m  W B C I G C P _  m L r l

W B C I G I B G [ B S Q F ` B R W

t T P P o  u Q B P Z B I Q

v I Y B G B o  ] H Y X C G o

j S w C I I W  D t I B s

J K L L l N

O P _ F I B S Q R W  R Y Y x B _  C Q

j B X Y I W  U V F R F Q W

y F _ B Y F P Z Y I X C Q F Y P  Z Y R R Y s B _

V W  C  h L g z T B G Q F Y P

S Y X [ I B H B P G F Y P  Q B G Q

h b  [ C I Q F S F [ C P Q G

j F R _ \ X Y _ B I C Q B  R B C I P F P a

_ F G C V F R F Q W

c Y O d _ B Q C F R G  a F ` B P

h h  X C R B o  f  Z B X C R B

U a B  I C P a B e  K K g l M  W B C I G

t W B o  p C I B  D p B P _ W

J K L L i N

y B I V C R U V F R F Q W

j B X Y I W  U V F R F Q W

c Y P g I B C G Y P F P a

U V F R F Q W

U V F R F Q W  Q Y A Y P G B P Q

d T B G Q F Y P P C F I B

U _ C [ Q B _  V W  U I G S Y Q Q  B Q  C R r

J h b b f o  h b b b N

f k  [ C I Q F S F [ C P Q G

j F R _ \ X Y _ B I C Q B  R B C I P F P a

_ F G C V F R F Q W

c Y O d _ B Q C F R G

m M  E B X C R B o  m K  j C R B

U a B  { C P a B e  K L g l k

W B C I G

i i r l n  R F ` B _  s F Q H  Z C X F R W

K K r m n  R F ` B _  F P

I B G F _ B P Q F C R H Y X B G



A| } ~ � �

� � � � | � � � � � �

� � � � � � � � �

� � � � � � � � � �

A� � � � � � � � } � �  � � � � � � } � � | � � � �  � �

� � � } � � � � � � } �

� � � � �  � �  � � � � � � � �

� � � � � � � � } �

� } ~ � �  � � � } � � � � � � }

� ~ � � � � } � � � � } � � �

� � � � � � �  � �   �

¡   ¢ � £ � ¤ ¥  ¦  � � � � £

§ ¨ © © ª «

¬ ¥ ­ � ® ® � ¯ ­ °   ® ± ² � ® � ­ ³

± £   ´ ­ � ¢ �  µ � �   ¢ � ¤ ° �

± � � � � � ¶ � ¥ ­  ¤ ·  � ¤ ¥ � � ¥ ­

�   ´   ¯ � ­ ³ ¸ ¹   ¥ £ ¤ ¶ � � � £

� ® � ¥ � ¯   ® º � �   ® �

µ   � � £  ¤ ¥  � ³ ´ ¤ ­ � � ­ � ¯   ®

¢ � » ¥ � ­ ­ � �

¼ ½ ©  ´   � ­ � ¯ � ´   ¥ ­ �

¾ ¤ ¶ � ¥ ­   ® � � ­   � £   ­ � ¤ ¥

§ ¿ �   ¥  ¬ À Á  ¼ © ª «

¿ � ® £  ¶ � ¥ ­   ® � � ­   � £   ­ � ¤ ¥

§ ¿ �   ¥  ¬ À Á  ª © Â Ã «

¿ ¤ £ � �   ­ �  ¶ � ¥ ­   ® � � ­   � £   ­ � ¤ ¥

§ ¿ �   ¥  ¬ À Á  Ä Å «

½ Ä Æ  � � ¶   ® �

Ç © Æ  �   ° ¯   � �   ¥

¿ �   ¥  ± » �  · ¤ �  �   ¯ �  ¬ À

» � ¤ ° ´  È � � �  ¼ É Â ½  ³ �   � � �

Ä Ã Â Å  ³ �   � �   ¥ £  Ä ¼ Â ¨

³ �   � � � � � ´ � ¯ ­ � ¢ � ® ³

¿ ¤ � � � � � ¾ � � £ � � ² ° � ®

¦ ¿   � �  § ¼ É É Ã « ¬ ¥ ­ � ® ® � ¯ ­ °   ® ± ² � ® � ­ ³

º � � � �  � ³ ´ ¤ ­ � � ­ � ¯   ®

¢ � » ¥ � ­ ­ � � ¤ ¥  � ° � » � � ³ �

´ � ³ ¯ � ¤ ­ � ¤ ´ � ¯  ¶ � £ � ¯   ­ � ¤ ¥

  ¥ £  � � � ­ � � ¯ ­ � ¢ �  ² � �   ¢ � ¤ ° �   ®

� ¥ ­ � � ¢ � ¥ ­ � ¤ ¥

Ä ½  ´   � ­ � ¯ � ´   ¥ ­ �
Ê � ­ � ¤ ° ­  ¿ � ¥ ­   ® ¹ � ­   � £   ­ � ¤ ¥

¿ � ® £  ¿ � ¥ ­   ® ¹ � ­   � £   ­ � ¤ ¥

¿ ¤ £ � �   ­ �  ¿ � ¥ ­   ®  ¹ � ­   � £   ­ � ¤ ¥

§ ¾ ¤ ¬ À £ � ­   � ® � «

¿ ¤ £ � �   ­ �  � Ë ´ � � � � � ¢ �

®   ¥ » °   » �   ² � ® � ­ � � �

Ê � ® ® � ¥ » ¥ � � � ­ ¤  ² �

� ¥ ­ � � ¢ � � È � £

Ê ¤ ¥ » �  � ®   � � �

Ì ¤ ® ®   ¥ £ �  Ê   ­ � ¤ ¥  ¦

Í ° ¥ ¥  § ¨ © © © «

¡ �   » ¥ ¤ � � �

¬ ¥ £ � � � ¯ ­ ® ³  ® ¤ ¤ Î � £    ­

Ï � � ²   ® ± ² � ® � ­ ³    ¥ £

¿ � ¶ ¤ � ³  ± ² � ® � ­ ³

¬ ¥ · ¤ � ¶   ­ � ¤ ¥  � � � � ­    ¥ £

� � ¶ � Ð � ­ � ° ¯ ­ ° � � £  � ¥ ­ � � ¢ � � È

È � ­ �  · ¤ ° �  ¯ ¤ ¥ £ � ­ � ¤ ¥ � Á

Ñ ¥ � ¥ ­ � � � ° ´ ­ � £  £ � � ¯ ® ¤ � ° � � �

Ò ® � ¶ � ¥ ­  ¡ � � ¯ ® ¤ � ° � � �

¹ � ¯ ¤ » ¥ � ­ � ¤ ¥    ¥ £  ¥ ¤ ¥ Ð

¢ � � ²   ® £ � ¶ ¤ ¥ � ­ �   ­ � ¤ ¥

¨ ©  ´   � ­ � ¯ � ´   ¥ ­ �

È � ­ �     ® �   � ¥ � ¥ »

£ � �   ² � ® � ­ ³

Ä ¨  ´   � ­ � ¯ � ´   ¥ ­ �

È � ­ �    ¥ ¤ ­ � � �

Ó ¶ � ¥ ­   ®

£ � �   ² � ® � ­ ³ Ô

¨ ©  ¯ ¤ ¶ ´   � � � ¤ ¥

´   � ­ � ¯ � ´   ¥ ­ �

¿ �   ¥  ¢ � � ²   ® ¬ À Õ  ª © Â ¨

Ò ¥ » ® � � �  Ö ´ �   Î � ¥ »    ¥ £

�   £  � ¤ ¶ �  � Ë ´ � � � � � ¢ �

®   ¥ » °   » �

¿ �   ¥    » � Á Ã ª Â Å  ³ �   � �

Ç © Æ  ¶   ® �



Appendix B 
 

 

 

 

Removed from electronic copy 



Appendix C 
 

 

 

 

Removed from electronic copy 



A××ØÙÚÛÜ Ý
A××ØÙÚÛÜ Ý

Salomons Campus at Tunbridge Wells

Department of Applied Psychology
Faculty of Social and Applied Sciences
David Salomons Estate
Broomhill Road Southborough Tunbridge Wells Kent TN3 0TG (UK)
Tel +44 (0) 1892 515152    Fax +44 (0) 1892 539102
www.canterbury.ac.uk
Professor Michael Wright, Vice Chancellor and Principal

Registered Company No: 4793659
A Company limited by guarantee
Registered Charity No: 1098136

Þßàá

âã äàåß æç èßàéêßá Þæëìç-èíîîßá àäï ð àå à ñáàæäßß òëæäæóàë

ôçãóêíëíõæçé àé òàäéßáö÷áã òêáæçé òê÷áóê øäæùßáçæéã. ð àå óàááãæäõ í÷é à
áßçßàáóê îáíúßóé ûæéê éêß òíåå÷äæéã üßàáäæäõ Þæçàöæëæéã ñßàå. ð àå
ûáæéæäõ éí ãí÷ áßõàáïæäõýýýýýýýýýýýýýýýýý àäï éêßæá îíéßäéæàë

îàáéæóæîàéæíä æä éêæç áßçßàáóê îáíúßóé. ñêßã êàùß àõáßßï þíá åß éí
óíäéàóé ãí÷ àöí÷é æé. ÿß ûí÷ëï öß ùßáã õáàéßþ÷ë æþ ãí÷ óí÷ëï àóé àç à
�ßçßàáóê òíäç÷ëéßß íä éêæç îßáçíä ç ößêàëþ.
ð àå ßäóëíçæäõ éêß æäþíáåàéæíä çêßßé àöí÷é éêß áßçßàáóê îáíúßóé àäï
ãí÷á áíëß àç à �ßçßàáóê òíäç÷ëéßß, àç ûßëë àç àä àççßäé þíáå þíá ãí÷ éí
óíåîëßéß àäï áßé÷áä éí åß.
ôëßàçß áßé÷áä éêß þíáå éí�

ôáíþßççíá �ëãäæç â÷áîêã
(òüÞñ �ïïáßçç)

ð àå ùßáã êàîîã éí ïæçó÷çç éêß åàééßá þ÷áéêßá ûæéê ãí÷ àäï åã ïßéàæëç
àáß îáíùæïßï æä éêß æäþíáåàéæíä çêßßé.
�í÷áç çæäóßáßëã,

èßàéêßá Þæëìç-èíîîßá
ñáàæäßß òëæäæóàë ôçãóêíëíõæçé
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QRS TUVW XWWY ZYVZ[W\ [R U][ U^ U _W^WU`]T aRY^Sb[WW cR` ddddddddde fTW

gS`gR^W Rc hRS` `RbW Z^ [R TWbg S^ \W]Z\W iTW[TW` Z[ Z^ ^SZ[UXbW cR` [TWj [R [UkW

gU`[ ZY RS` `W^WU`]T g`RlW][e fTWh TUVW XWWY U^^W^^W\ UY\ [TW `W^WU`]TW`^ TUVW

\W]Z\W\ [TU[ [TZ^ gW`^RY Z^ YR[ UXbW [R ]RY^WY[ [TWj^WbVW^ [R [UkZYm gU`[ UY\

[TZ^ Z^ iTh iW YWW\ hRS` TWbge

QRS TUVW XWWY U^kW\ XW]US^W hRS U`W YR[ gUZ\ [R ]U`W cR` [TZ^ gW`^RY UY\ hRS

TUVW YR ]RYYW][ZRY iZ[T [TW `W^WU`]T g`RlW][e fTZ^ jWUY^ hRS U`W jR`W bZkWbh [R

]RjW [R U cUZ` \W]Z^ZRY UXRS[ iTW[TW` Z[ Z^ `ZmT[ cR` [TZ^ gW`^RY [R [UkW gU`[e

nR^[ bZkWbh hRS U`W Ub^R ^RjWRYW iTR kYRi^ [TZ^ gW`^RY iWbb UY\ ^R iZbb kYRi

iTU[ [TWZ` iZ^TW^ UY\ cWWbZYm^ UXRS[ Z[ jZmT[ XWe

fTZ^ g`RlW][ Z^ UXRS[ ]RY^WY[ [R TUVZYm U TWUb[T ]TW]ke WW U`W mRZYm [R bRRk U[

[T`WW cU][R`^ [TU[ jUh UccW][ ]RY^WY[o [TW gW`^RYp^ VW`XUb UXZbZ[hq TRi jS]T

RggR`[SYZ[h [TWh TUVW [R jUkW \W]Z^ZRY^ UXRS[ [TWZ` bZcWq UY\ TRi jS]T

WrgW`ZWY]W [TWh TUVW TU\ Rc TWUb[T ]TW]k^e WW iUY[ [R cZY\ RS[ Zc UYh Rc [TW^W

cU][R`^ jUkW Z[ jR`W R` bW^^ bZkWbh [TU[ [TWh U`W UXbW [R ]RY^WY[e

fTW g`RlW][ ZYVRbVW^ [TW gU`[Z]ZgUY[ UY^iW`ZYm U sSW^[ZRYYUZ`W UY\ YUjZYm ^RjW

gZ][S`W^q iZ[T [TW `W^WU`]TW` HWU[TW` tZbk^uHRggW`e fTWY Z[ iZbb ZYVRbVW mRZYm

[T`RSmT ^RjW ZYcR`jU[ZRY UXRS[ TWUb[T ]TW]k^ UY\ UY^iW`ZYm sSW^[ZRY^ UXRS[

[TW U\VUY[UmW^ UY\ \Z^U\VUY[UmW^ Rc Z[q ZY R`\W` cR` [TW `W^WU`]TW` [R \W]Z\W

iTW[TW` [TWh U`W UXbW [R ]RY^WY[ [R U TWUb[T ]TW]ke fTZ^ XZ[ Rc [TW `W^WU`]T iZbb

XW US\ZRu`W]R`\W\ ^R [TU[ RYW R[TW` gW`^RY ]UY bZ^[WY [R Z[q [R ^WW iTW[TW` [TWh

Um`WW iZ[T [TW `W^WU`]TW`p^ VZWie fTW R[TW` gW`^RY bZ^[WYZYm [R Z[ iZbb WZ[TW` XW

[TW `W^WU`]TW`p^ ^SgW`VZ^R` R` UYR[TW` jWjXW` Rc [TW gW`^RYp^ ]RjjSYZ[h

bWU`YZYm \Z^UXZbZ[h [WUje vY]W Z[ TU^ XWWY bZ^[WYW\ [R Xh [TW R[TW` gW`^RY [TW

`W]R`\ZYm iZbb XW \WbW[W\e

fTW `W^WU`]TW` iZbb Ub^R ]RjgbW[W U sSW^[ZRYYUZ`W iZ[T [TWZ` ]U`W` UY\ ]RY\S][ U
^TR`[ ZY[W`VZWi iZ[T [TW YS`^W iTR ]U``ZW\ RS[ [TW TWUb[T ]TW]k [R U^k Zc [TW

YS`^W [TRSmT[ [TW gU`[Z]ZgUY[ TU\ [TW UXZbZ[h [R ]RY^WY[ UY\ iThq U^ iWbb U^ [R

]TW]k iTZ]T g`R]W\S`W^ [RRk gbU]W ZY [TW TWUb[T ]TW]ke
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Salomons Campus at Tunbridge Wells 

 

Department of Applied Psychology 

Faculty of Social and Applied Sciences 

 

David Salomons Estate  

Broomhill Road  Southborough  Tunbridge Wells  Kent  TN3 0TG  (UK) 

 

 

Dear 
 
My name is Heather and I  am training to be a Clinical Psychologist at Canterbury 
Christ Church University. I  am also working with Professor Glynis Murphy in the 
Community Learning Disability Team and we are doing some research together. M* *  
B* *  from * * *  CLDT has given me your name. 
 
I  would like to invite you to meet with me and discuss whether you would like to 
take part in my research project. The project is about people with a learning 
disability’s capacity to consent to having a health check. I  am attaching the 
information sheet and the consent form for you to read. I f you would like to take 
part please could you return the consent form to: 
 
Professor Glynis Murphy 
(CLDT address) 
 
I f you have any questions you would like to ask me before agreeing to take part you 
can contact me at hld1@canterbury.ac.uk or 01892 50 7673 (please state who you 
are calling for, and leave your name and number and I will get back to you). 
 
I f we have not heard from you within two weeks of sending this letter, Glynis 
Murphy will call you, to check whether you are interested, but have not got round to 
replying. I f you say at this phone call you do not wish to take part, you will not be 
contacted again. 
 
Yours Sincerely, 
 
 
Heather Dilks-Hopper 
Trainee Clinical Psychologist 

Tel +44 (0) 1892 515152    Fax +44 (0) 1892 539102 

www.canterbury.ac.uk  

 

Professor Michael Wright, Vice Chancellor and Principal 

Registered Company No: 4793659

A Company limited by guarantee

Registered Charity No: 1098136

mailto:hld1@canterbury.ac.uk
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Salomons Campus at Tunbridge Wells

ïðñðòóôõ ör÷øðôt òù÷úû Informed Consent to Healthcare in Adults with
Learning Disabilities

I would like to invite you to take part in my research study. Please take the time to
read the following information carefully and ask me if there is anything that is not
clear or if you would like more information.
In 2005 the Mental Capacity Act was passed giving guidelines on assessing people
with a learning disability’s capacity to consent to healthcare assessment and
treatment. The main aim of this study is to look at 3 variables that might affect
someone’s capacity to consent to an annual health check.

These variables are: their verbal ability, their previous experience of having a
health check and how many opportunities they have to make decisions.
Researchers will need to check whether the person with a learning disability
has the capacity to consent to their health check, so they can see how the
other variables affect it. They will also ask for your opinion on whether the
person has the capacity to consent, as there may be factors at the time of the
health check that mean your decision would be different to ours.

You have been invited to participate because you are currently involved in the
project of rolling out annual health checks for this population.
What it will involve:

Following the health check I will conduct a short telephone interview with you
to find out whether you think the person had the capacity to consent to the
health check and what led you to this decision. I will also ask exactly what
procedures happened in the health check e.g. blood test, vaccinations, but will
not require any details about that person’s health. This interview should take
no more than 5-10 minutes.

Taking part in the study is entirely voluntary. If you decide to take part you will be
given this information sheet to keep and be asked to sign a consent form. You are
free to withdraw from the study at any time and without giving a reason.
All data will be anonymous and confidential, and will be stored securely. Feedback to
all participants will be anonymised. You will not be identifiable in any publications of
the findings. The study has been approved by the NHS Research Ethics Committee.
We will feed back the findings of the research to you and the other groups of
participants. We also aim to publish the findings in 2012.
The research will be conducted by myself, a Trainee Clinical Psychologist in
fulfilment of my clinical doctorate, and my supervisor, a Consultant Clinical
Psychologist, in association with the Community Learning Disability Team (**** NHS
Foundation Trust). Should you wish to have a further discussion about the study or
require any more information, please contact me at hld1@canterbury.ac.uk or ring
me on 01892 50 7673 (Please note this is a 24hr answer phone for several studies.
You will need to leave a message saying who you are calling for and I will get back
you).

mailto:hld1@canterbury.ac.uk


Nurse Consent Form
Version 2 – 27/6/10

Salomons Campus at Tunbridge Wells

Thank you for taking part in the study
Heather Dilks-Hopper Professor Glynis Murphy
Trainee Clinical Psychologist Consultant Clinical Psychologist



Nurse Consent Form
Version 2 – 27/6/10

Salomons Campus at Tunbridge Wells

Participant Number:
CONSENT FORM

Research Project about Informed Consent to Healthcare in Adults with
Learning Disabilities

Researcher: Heather Dilks-Hopper

1. I confirm that I have read and understand the information sheet
dated…………….. for the above study and have had the
opportunity to ask questions.

2. I understand that my participation is voluntary and that I am free to
withdraw at any time, without giving any reason, without my legal
rights being affected.

3. I understand that the results may be published but that they are
completely anonymised and I cannot be identified from them.

4. I agree to take part in the above study.

_____________________ ______________ _____________
Name of Participant Date Signature

_____________________ ______________ _____________
Name of Researcher Date Signature

1 copy for participants and 1 for the researcher
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?@AB-CDEFGDFE@ BHD@EIB@J K@CBLH@K DM D@CD DN@ BHKBIBKFOPQC FHK@ECDOHKBHL MR DN@
K@GBCBMH S@BHL AOK@. TFEDN@E UEMSBHL VF@CDBMHC AOW S@ FC@K BR BD BC HMD GP@OE REMA
DN@BE OHCJ@EC JNOD DN@BE FHK@ECDOHKBHL BC, OC BD BC H@G@CCOEW DM LBI@ DN@A DN@

AOXBAFA MUUMEDFHBDW DM K@AMHCDEOD@ DN@BE FHK@ECDOHKBHL.

YZrt [
\OH WMF D@PP A@ JNOD GNMBG@ NOC DM S@ AOK@ N@E@]
(^NM NOC DM AO_@ O GNMBG@] ^NOD GNMBG@ KM WMF NOI@ DM AO_@])
`M WMF NOI@ DM NOI@ BD KMH@] aE@ WMF OPPMJ@K DM COW HM]

YZrt b
^NOD BC LMMK OSMFD KMBHL x ] (^NOD JMFPK S@ LMMK OSMFD KMBHL x)
^NOD BC SOK OSMFD KMBHL x ]
^NOD JMFPK NOUU@H BR WMF KBKHQD KM x ]

YZrt c
^NOD KM WMF DNBH_ WMF CNMFPK KM]
dC BD LMMK DM NOI@ BD KMH@]
^NW KM WMF DNBH_ BDC LMMKeSOK DM NOI@ BD KMH@]

YZrt f
^NM KM@C BD ORR@GD BR WMF COW W@C ME HM]
^BPP BD ORR@GD OHWMH@ @PC@] `M@C OHWMH@ @PC@ ABHK]

YZrt g
^NOD JMFPK WMF GNMMC@ DM KM]
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Department of Applied Psychology
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Broomhill Road Southborough Tunbridge Wells Kent TN3 0TG (UK)
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Registered Company No: 4793659
A Company limited by guarantee
Registered Charity No: 1098136

Dear

My name is Heather and I am working with Professor

Glynis Murphy in the Bexley Community Learning Disability

Team.

I don’t have your name. Bexley Learning Disability Team

is sending this letter out for me.

Would you like to meet me to have a chat

about my project?

The project is about what helps people with a learning

difficulty to make a decision about seeing the doctor or

the nurse. You might want to take part.

I would like to talk to your carer as well.

If you would like to talk to me, you can ring Glynis.



020 8269 3300

If you don’t call her, Glynis might call you to see if you want to

meet me. You can say YES or NO.

Yours Sincerely,

Heather Dilks-Hopper

Trainee Clinical Psychologist



Aqqrstuv w

xalomons yampus at Tunbridge Wells

Department of Applied Psychology
Faculty of Social and Applied Sciences
David Salomons Estate
Broomhill Road Southborough Tunbridge Wells Kent TN3 0TG (UK)
Tel +44 (0) 1892 515152    Fax +44 (0) 1892 539102
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Appendix O 

 

Salomons Campus at Tunbridge Wells 

 

 

Going for a Health Check 

Information Sheet 

 

 

We are trying to find out what helps people 

with a learning difficulty to decide to have their 

health check.  

 

 

 
 
 

 
 
 

You can say NO to taking  

part in this project. 
 
 
 

 
 
 

 

Or you can say STOP at any time.  
 
 
 
 

 

 

http://images.google.co.uk/imgres?imgurl=http://static-p3.fotolia.com/jpg/00/02/76/30/400_F_2763067_4nApznSFhMeoTmwaFCzeo7cQEOpz9A.jpg&imgrefurl=http://fr.fotolia.com/id/2763067&usg=__UFKUgXuFJ_F6EqfF889aiaT6WuU=&h=400&w=400&sz=32&hl=en&start=5&sig2=Jtcu2J2M7CzwRB7LmeHpiA&um=1&tbnid=J29Xjh45vqLRaM:&tbnh=124&tbnw=124&prev=/images%3Fq%3Dstop%2Bhand%26hl%3Den%26safe%3Doff%26rlz%3D1T4SUNA_enGB287GB287%26sa%3DX%26um%3D1&ei=ZMfISrvLKMX94AbIzsjHAQ


We would like to ask you some 

questions about going to see the 

nurse for your health check and 

about the decisions you make. 

 

 

 
Picture 
removed for 
electronic 
copy 

 

We would like to ask you to name  

some pictures for us. 

 

 

 

 

 

We would like to record some of your 

answers on a tape.  

 

 

 

 

Everything will be kept private. We 

won’t tell anyone your name. 

 
 

Version 1 – 5/5/10 

 



 

The information may be 

published in a professional 

journal. This is a magazine for 

people who work with learning 

difficulties to read. 

 

 
 

 

If you want any more information about  

this project you can ring me on 01892 50  

7673.   

 
 
 
 
 
 
If you call me you will need to leave a message saying my 

name and what your name and telephone number is. Then I 

can call you back. 
 

 

Name  Job Title 

Heather Dilks-Hopper  Trainee Clinical Psychologist  

Glynis Murphy  Consultant Clinical Psychologist 

Version 1 – 5/5/10 

 



Going for a Health Check 

Consent Form 

 
Picture 
removed for 
electronic 
copy 

I have seen the information sheet about this 

project and talked about it with Heather 

Dilks-Hopper. 
 

 

 

 

 Picture 
removed for 
electronic 
copy 

 

 

I understand that I will answer some questions 

with Heather and name some pictures. 

 

 

 

 

 

 

I understand that some of these questions 

will be recorded on tape.    
 

 
 
 
 
 
 

Version 1 – 5/5/10 

 



 

I understand that anything I 

say will be private and 

confidential. 

 

 

 

 

I understand that I can stop if I want to. 

 

 

 

I understand that the information 

may be published in a professional 

journal.  

 

 

 
 

 

I would like to take part in 

this project. 

 

 

 

 

Version 1 – 5/5/10 

 



I agree to answer some questions with Heather and 

name some pictures: 

   YES 

   

  NO 

 

 I agree to have some of my answers recorded: YES 

   

  NO 
 

 

 

Thank You for Helping Me with my Project! 

 

 

_______________  _______  ______________ 

Your name   Date  Signature 

 

 

 

______________  ________  ______________ 

Name of researcher Date  Signature 
 

 

1 copy for you / 1 copy for Heather Dilks-Hopper 

Version 1 – 5/5/10 
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ÅÆÇÆÈÉÊË ÌÉÍÎÆÊÏ ÈÐÍÑÏ ÒÓÔÍÉÕÆÖ CÍÓÇÆÓÏ ÏÍ ×ÆÈØÏËÊÈÉÆ ÙÓ ÚÖÑØÏÇ ÛÙÏË

ÜÆÈÉÓÙÓÝ DÙÇÈÐÙØÙÏÙÆÇ

Þ ßàáâã âäåæ çà äèéäçæ êàá çà çëåæ ìëíç äè îê íæïæëíðñ ïçáãêò óâæëïæ çëåæ çñæ çäîæ çà
íæëã çñæ ôàââàßäèõ äèôàíîëçäàè ðëíæôáââê ëèã ëïå îæ äô çñæíæ äï ëèêçñäèõ çñëç äï èàç

ðâæëí àí äô êàá ßàáâã âäåæ îàíæ äèôàíîëçäàèò

Þè ö÷÷ø çñæ ùæèçëâ Cëìëðäçê úðç ßëï ìëïïæã õäéäèõ õáäãæâäèæï àè ëïïæïïäèõ ìæàìâæ
ßäçñ ë âæëíèäèõ ãäïëûäâäçê’ï ðëìëðäçê çà ðàèïæèç çà ñæëâçñðëíæ ëïïæïïîæèç ëèã
çíæëçîæèçò üñæ îëäè ëäî àô çñäï ïçáãê äï çà âààå ëç ý éëíäëûâæï çñëç îäõñç ëôôæðç
ïàîæàèæ’ï ðëìëðäçê çà ðàèïæèç çà ëè ëèèáëâ ñæëâçñ ðñæðåò

üñæïæ éëíäëûâæï ëíæþ çñæäí éæíûëâ ëûäâäçêÿ çñæäí ìíæéäàáï æ�ìæíäæèðæ àô ñëéäèõ ë
ñæëâçñ ðñæðå ëèã ñàß îëèê àììàíçáèäçäæï çñæê ñëéæ çà îëåæ ãæðäïäàèïò
�æïæëíðñæíï ßäââ èææã çà ðñæðå ßñæçñæí çñæ ìæíïàè ßäçñ ë âæëíèäèõ ãäïëûäâäçê
ñëï çñæ ðëìëðäçê çà ðàèïæèç çà çñæäí ñæëâçñ ðñæðåÿ ïà çñæê ðëè ïææ ñàß çñæ
àçñæí éëíäëûâæï ëôôæðç äçò

�àá ñëéæ ûææè äèéäçæã çà ìëíçäðäìëçæ ëï çñæ ðëíæí àô çñæ ïæâæðçæã ìæíïàè ßäçñ ë
âæëíèäèõ ãäïëûäâäçêò
�ñëç äç ßäââ äèéàâéæþ

Þ ßäââ éäïäç çñæ ìæíïàè êàá ðëíæ ôàíÿ çà ëïå çñæî çà ðàèïæèç çà çñæ íæïæëíðñ
Þ ßäââ çñæè éäïäç çñæî ëõëäè çà õà çñíàáõñ ïàîæ �áæïçäàèèëäíæï ßäçñ çñæîò Þ ßäââ
èææã çà ëïå êàá ïàîæ �áæïçäàèïò Þ ßäââ ëâïà èææã êàá çà ñæâì îæ ïðàíæ àèæ àô
çñæ �áæïçäàèèëäíæïò Þç äï æëïê çà ãà ëèã Þ ßäââ ïñàß êàá ñàß çàò
Þ ßäââ ëâïà íæðàíã çñæ íæïìàèïæï çà àèæ àô çñæ �áæïçäàèèëäíæï çñëç çñæ ìæíïàè
êàá ðëíæ ôàí ðàîìâæçæïò üñäï ßäââ ûæ âäïçæèæã çà ûê ë ö��

ìæíïàè ôíàî çñæ
íæïæëíðñ çæëî çà îëåæ ïáíæ çñæê ëõíææ ßäçñ îê ïðàíäèõ àô çñæ �áæïçäàèèëäíæò
úôçæí äç ñëï ûææè âäïçæèæã çà ûê çñäï ìæíïàè äç ßäââ ûæ ãæïçíàêæãò Þç ßäââ not
äèéàâéæ íæðàíãäèõ êàáí íæïìàèïæïò
úôçæí çñæäí ñæëâçñ ðñæðå Þ ßäââ äèçæíéäæß çñæ èáíïæ ßñà ðàèãáðçæã äç ëèã ëïå
çñæî ßñëç ìíàðæãáíæï çààå ìâëðæ äè çñæ ñæëâçñ ðñæðå ëèã ßñæçñæí çñæê
çñàáõñç çñæ ìæíïàè êàá ðëíæ ôàí ßëï ëûâæ çà ðàèïæèç çà çñæ ñæëâçñ ðñæðåò Þ ßäââ
èàç ûæ ëïåäèõ ôàí ãæçëäâï ëûàáç çñëç ìæíïàè’ï ñæëâçñò

Þô ëç ëèê ïçëõæ ãáíäèõ çñæ ìíàðæïï çñæ ìæíïàè êàá ðëíæ ôàí ïñàáâã ãäïðâàïæ ëèêçñäèõ
çñëç ïñàßï çñæîïæâéæï àí ëèêàèæ æâïæ çà ûæ ëç íäïåÿ çñäï äèôàíîëçäàè ßäââ ûæ ìëïïæã çà
îê ïáìæíéäïàí �âyèiï ùáíìhy. She ßiââ îaåæ a deciïäàè abàáç ßheçheí iç iï
èeceïïaíy çà ìaïï àè çhiï ièfàíîaçiàè çà àçheí ìíàfeïïäàèaâïÿ fàí exaîìâe a ïàciaâ
ßàíåæí àí çhe ìíacçice èáíïæÿ deìeèdièg àè ßhaç haï beeè diïðâàïed.
Taåäèg ìaíç iè çhe ïçády iï eèçiíeây éàâáèçaíy. Þô êàá ãæðäãæ çà çëåæ ìëíç êàá ßäââ ûæ
õäéæè çñäï äèôàíîëçäàè ïñææç çà åææì ëèã ûæ ëïåæã çà ïäõè ë ðàèïæèç ôàíîò �àá ëíæ
ôíææ çà ßäçñãíëß ôíàî çñæ ïçáãê ëç ëèê çäîæ ëèã ßäçñàáç õäéäèõ ë íæëïàèò
úââ ãëçë ßäââ ûæ ëèàèêîàáï ëèã ðàèôäãæèçäëâÿ ëèã ßäââ ûæ ïçàíæã ïæðáíæâêò Fææãûëðå çà
ëââ ìëíçäðäìëèçï ßäââ ûæ ëèàèêîäïæãò �àá ßäââ èàç ûæ äãæèçäôäëûâæ äè ëèê ìáûâäðëçäàèï àô

çñæ ôäèãäèõïò üñæ ïçáãê ñëï ûææè ëììíàéæã ûê çñæ �	
 �æïæëíðñ Eçñäðï Càîîäççææò
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(Oxleas NHS Foundation Trust). Should you wish to have a further discussion about
the study or require any more information, please contact me at
hld1@canterbury.ac.uk or ring me on 01892 50 7673 (Please note this is a 24hr
answer phone for several studies. You will need to leave a message saying who you
are calling for and I will get back you).

Thank you for taking part in the study
Heather Dilks-Hopper Professor Glynis Murphy
Trainee Clinical Psychologist Consultant Clinical Psychologist

mailto:hld1@canterbury.ac.uk
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Appendix Q 

 

Salomons Campus at Tunbridge Wells 
Broomhill Road, Southborough, Kent TN3 0TG 

Tel: 01892 515152     

ere good at 

answering the questions. 

4th July 2010 

Dear  

 
Picture 
removed for 
electronic copy 

Thank you for meeting me and helping me with 

my project. 

 

 

 

Picture 
removed for 
electronic copy 

 

I asked you to name some pictures and 

answer some questions 

 

 

 

 

 

I found out that most people know quite a lot 

about health checks and w



I found out that if you understand more 

words, you will find it easier to understand 

about health checks. 

 

 

 

 

I found out it is easier to tell people yes or no.  

  NO 

  YES 

 

 

It is harder to understand everything about 

health checks. 

 

 

This information helps us to know more about how to help 

you understand about having a health check. 

 

If you want more information about health checks you can 

ask your doctor or your nurse.  
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30ÉÊ
ËÌÍÎ 2011

DÎÏÐ

ÑÒÏÍÓ ÔÕÌ ÖÕÐ ×ÏÓØÍÙ ÚÏÐ× ØÍ ÛÔ ÐÎÜÎÏÐÝÒ ÚÐÕÞÎÝ× ÏßÕÌ× ÝÏÚÏÝØ×Ô ×Õ ÝÕÍÜÎÍ× ×Õ ÒÎÏà×Ò

ÝÒÎÝÓÜ. á âÏÜ ÙÐÏ×ÎÖÌà ÖÕÐ ÔÕÌÐ ×ØÛÎ ÜÚÎÍ× ÜÌÚÚÕÐ×ØÍÙ ×ÒÎ ÚÎÐÜÕÍ ÔÕÌ ÝÏÐÎ ÖÕÐ ×Õ ×ÏÓÎ

ÚÏÐ× ØÍ ×ÒÎ ÚÐÕÞÎÝ× ÏÍã ÏàÜÕ ÖÕÐ ÔÕÌÐ ×ØÛÎ ØÍ ÝÕÛÚàÎ×ØÍÙ äÌÎÜ×ØÕÍÍÏØÐÎÜ.

á ÛÎ× âØ×Ò 32 ÏãÌà×Ü âØ×Ò Ï àÎÏÐÍØÍÙ ãØÜÏßØàØ×Ôå ØÍÝàÌãØÍÙ ×ÒÎ ÚÎÕÚàÎ ÔÕÌ ÜÌÚÚÕÐ×. á

ÛÎÏÜÌÐÎã ÒÕâ ÛÌÝÒ àÏÍÙÌÏÙÎ ×ÒÎÔ ÝÏÍ ÌÍãÎÐÜ×ÏÍãå ÒÕâ ÛÌÝÒ ×ÒÎÔ ÐÎÛÎÛßÎÐ

ÏßÕÌ× ÒÏæØÍÙ ÒÎÏà×Ò ÝÒÎÝÓÜ ÏÍã ÒÕâ ÛÏÍÔ ÕÚÚÕÐ×ÌÍØ×ØÎÜ ×ÒÎÔ ÒÏæÎ ×Õ ÛÏÓÎ

ãÎÝØÜØÕÍÜ. á ×ÒÎÍ ÏÜÜÎÜÜÎã âÒÎ×ÒÎÐ ×ÒÎÔ âÎÐÎ ÏßàÎ ×Õ ÝÕÍÜÎÍ× ×Õ Ï ÒÎÏà×Ò ÝÒÎÝÓ ÕÐ

ÍÕ×.

çÔ ÐÎÜÌà×Ü ÜÒÕâÎã ×ÒÏ× ×ÒÎ ÛÕÐÎ àÏÍÙÌÏÙÎ Ï ÚÎÐÜÕÍ âØ×Ò Ï àÎÏÐÍØÍÙ ãØÜÏßØàØ×Ô

ÌÍãÎÐÜ×ÏÍãÜ ×ÒÎ ÛÕÐÎ àØÓÎàÔ Ø× ØÜ ×ÒÏ× ×ÒÎÔ âØàà ßÎ ÏßàÎ ×Õ ÝÕÍÜÎÍ× ×Õ Ï ÒÎÏà×Ò ÝÒÎÝÓ.
á× ØÜ ØÛÚÕÐ×ÏÍ× ×Õ ÐÎÛÎÛßÎÐ ×ÒÕÌÙÒ ×ÒÏ× ×ÒÎÐÎ ÏÐÎ Õ×ÒÎÐ ÖÏÝ×ÕÐÜ ØÍæÕàæÎã ÜÕ ÔÕÌ

ÝÏÍè× ãÎÝØãÎ ØÖ Ï ÚÎÐÜÕÍ ØÜ ÏßàÎ ×Õ ÝÕÍÜÎÍ× just ßÏÜÎã ÕÍ ÒÕâ ÛÌÝÒ àÏÍÙÌÏÙÎ ×ÒÎÔ

ÌÍãÎÐÜ×ÏÍã.

ÑÒÎÐÎ âÏÜ ÏàÜÕ Ï àØÍÓ ßÎ×âÎÎÍ ÚÐÎæØÕÌÜ ÎéÚÎÐØÎÍÝÎ ÕÖ Ï ÒÎÏà×Ò ÝÒÎÝÓ ÏÍã

ÌÍãÎÐÜ×ÏÍãØÍÙ ÛÕÐÎ ÏßÕÌ× ÒÎÏà×Ò ÝÒÎÝÓÜ. ÑÒØÜ ÍÎÎãÜ ÛÕÐÎ ØÍæÎÜ×ØÙÏ×ØÕÍ ßÌ× Ø×

ÜÌÙÙÎÜ×Ü ×ÒÎÐÎ ØÜ Ï ÚÕÜÜØßØàØ×Ô ×ÒÏ× ÎÏÝÒ ×ØÛÎ Ï ÚÎÐÜÕÍ ÝÕÛÎÜ ÖÕÐ Ï ÒÎÏà×Ò ÝÒÎÝÓå

×ÒÎÔ ÏÐÎ ÛÕÐÎ àØÓÎàÔ ×Õ ßÎ ÏßàÎ ×Õ ÝÕÍÜÎÍ×.

ÑÒÎ ÐÎÜÌà×Ü ÏàÜÕ ÜÒÕâÎã âÒØÝÒ ÚÏÐ×Ü ÕÖ ÛÏÓØÍÙ Ï ãÎÝØÜØÕÍ ÜÎÎÛ ×Õ ßÎ ÎÏÜØÎÐ ÖÕÐ

ÚÎÕÚàÎ âØ×Ò Ï àÎÏÐÍØÍÙ ãØÜÏßØàØ×Ô. çÕÜ× ÚÎÕÚàÎ ÖÕÌÍã ÌÍãÎÐÜ×ÏÍãØÍÙ ×ÒÎ ÏãæÏÍ×ÏÙÎÜ

ÏÍã ãØÜÏãæÏÍ×ÏÙÎÜ ÕÖ Ï ÒÎÏà×Ò ÝÒÎÝÓå ÏÍã ãÎÝØãØÍÙ âÒÎ×ÒÎÐ Ï ÒÎÏà×Ò ÝÒÎÝÓ ØÜ Ï ÙÕÕã

ØãÎÏ ×ÒÎ ÒÏÐãÎÜ× ÚÏÐ×Ü ÕÖ ×ÒÎ ãÎÝØÜØÕÍ. çÕÜ× ÚÎÕÚàÎ ÖÕÌÍã ÓÍÕâØÍÙ ×ÒÎÔ âÎÐÎ

ÏààÕâÎã ×Õ ÜÏÔ ÍÕ ÏÍã ÝÕÛÛÌÍØÝÏ×ØÍÙ ×ÒÎØÐ ÝÒÕØÝÎ ×ÒÎ ÎÏÜØÎÜ× ÚÏÐ×Ü ÕÖ ×ÒÎ ãÎÝØÜØÕÍ.
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��}{� ��z ��~ �}��{� �}~� �{ �� ~|�|}~�� �~��|�� }��z� �}�}���� �� ��{�|{� �� �|}���

��|���. � �}� �~}�|�z� ��~ ��z~ ���| ��|{� �}���{� �� �| �{ ��| ���{|.

� �|� ���� 32 }�z��� ���� } �|}~{�{� ���}������. � �|}�z~|� ��� �z�� �}{�z}�| ��|�

�}{ z{�|~��}{�� ��� �z�� ��|� ~|�|��|~ }��z� �}��{� �|}��� ��|��� }{� ���

�}{� ����~�z{���|� ��|� �}�| �� �}�| �|�����{�. � ��|{ }��|��|� ��|��|~ ��|� �|~|

}��| �� ��{�|{� �� } �|}��� ��|�� �~ {��.

�� ~|�z��� ����|� ��}� ��| ��~| �}{�z}�| } �|~��{ ���� } �|}~{�{� ���}������

z{�|~��}{�� ��| ��~| ���|�� �� �� ��}� ��|� ���� �| }��| �� ��{�|{� �� } �|}��� ��|��.
�� �� ����~�}{� �� ~|�|��|~ ���z�� ��}� ��|~| }~| ���|~ �}���~� �{����|� �� ��z

�}{�� �|���| �� } �|~��{ �� }��| �� ��{�|{� just �}�|� �{ ��� �z�� �}{�z}�| ��|�

z{�|~��}{�.

��|~| �}� }��� } ��{� �|��||{ �~|���z� |��|~�|{�| �� } �|}��� ��|�� }{�

z{�|~��}{��{� ��~| }��z� �|}��� ��|���. ���� {||�� ��~| �{�|����}���{ �z� ��

�z��|��� ��|~| �� } ����������� ��}� |}�� ���| } �|~��{ ���|� ��~ } �|}��� ��|���

��|� }~| ��~| ���|�� �� �| }��| �� ��{�|{�.

��| ~|�z��� }��� ����|� ����� �}~�� �� �}��{� } �|�����{ �||� �� �| |}��|~ ��~

�|���| ���� } �|}~{�{� ���}������. ���� �|���| ��z{� z{�|~��}{��{� ��| }��}{�}�|�

}{� ���}��}{�}�|� �� } �|}��� ��|��� }{� �|����{� ��|��|~ } �|}��� ��|�� �� } ����

��|} ��| �}~�|�� �}~�� �� ��| �|�����{. ���� �|���| ��z{� �{���{� ��|� �|~|

}����|� �� �}� {� }{� ����z{��}��{� ��|�~ �����| ��| |}��|�� �}~�� �� ��| �|�����{.

F||��}�� �~�� } ��}�� {z��|~ �� {z~�|� ����|� ��}� ��| �}�{ �~��|~�} z�|� ��~

}��|���{� ��|��|~ ���|�{| �}� ��| �}�}���� �� ��{�|{� �� ��| �|}��� ��|�� }~|�
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¼½¾¿ÀÁ½Â½Ã CÄÅÆÇÈÉ ÊÄË 4Ì93Í59
A CÄÅÆÇÈÉ Î¿Å¿Á½Ã ÏÉ ¾ÐÇÂÇÈÁ½½
¼½¾¿ÀÁ½Â½Ã CÑÇÂ¿ÁÉ ÊÄË 109Ò13Í

ÓÔÕÖ×Ø ÙÔ ÚÛÛÔÖ×ÙÕÜ×ÙÝ Ô× ÙÞÜÖß Ôà×; áÜÖ×Ø ÚáâÜ ÙÔ Ú×ÝàÜß ãäÜÝÙÖÔ×Ý; áÜÖ×Ø ÚáâÜ ÙÔ
ÞÚåÜ ÝÔÕÜ ÝÔßÙ Ôæ ÓÔ×åÜßÝÚÙÖÔ×; Ú×ç ÚØßÜÜÖ×Ø ÙÔ ÙÞÜ ÛßÔÓÜçäßÜ. èÜ ØÔÙ æÜÜçáÚÓé

æßÔÕ ×äßÝÜÝ ÚáÔäÙ ÝÖê Ôæ ÙÞÜ ÛÚßÙÖÓÖÛÚ×ÙÝë àÞÖÓÞ ÝÞÔàÜç ÙÞÚÙ ÙÞÜ ×äßÝÜìÝ íäçØÕÜ×Ù

Ôæ ÓÚÛÚÓÖÙî ÙÔ ÓÔ×ÝÜ×Ù çÖç ×ÔÙ ÚâàÚîÝ ÕÚÙÓÞ Ôäß íäçØÜÕÜ×Ù. ïÞÖÝ ÓÔäâç áÜ áÜÓÚäÝÜ

àÞÜ× ÙÞÜ ÛÜßÝÔ× ÖÝ Ö× ÙÞÜ Gð ÝäßØÜßî ÖÙ ÛßÔåÖçÜÝ ÕÔßÜ ÓâäÜÝ ÙÔ ÙÞÜÕ Ú×ç ÙÞÜî ÞÚåÜ Ú
áÜÙÙÜß ä×çÜßÝÙÚ×çÖ×Ø Ôæ àÞÚÙ ÖÝ áÜÖ×Ø ÙÚâéÜç ÚáÔäÙ.

ïÞÜÝÜ æÖ×çÖ×ØÝ ÞÜâÛ äÝ ÙÔ ä×çÜßÝÙÚ×ç ÞÔà àÜ ÕÖØÞÙ áÜ ÚáâÜ ÙÔ ÞÜâÛ ÛÜÔÛâÜ àÖÙÞ Ú
âÜÚß×Ö×Ø çÖÝÚáÖâÖÙî áÜÓÔÕÜ ÕÔßÜ ÚáâÜ ÙÔ ÓÔ×ÝÜ×Ù ÙÔ ÞÜÚâÙÞÓÚßÜ ÛßÔÓÜçäßÜÝ ÝäÓÞ ÚÝ Ú
ÞÜÚâÙÞ ÓÞÜÓé. ïÞÖÝ ÖÝ ÖÕÛÔßÙÚ×Ù Ö× ÞÜâÛÖ×Ø ÛÜÔÛâÜ àÖÙÞ Ú âÜÚß×Ö×Ø çÖÝÚáÖâÖÙî ÙÔ ÞÚåÜ

ÓÔ×ÙßÔâ ÔåÜß ÙÞÜÖß Ôà× âÖåÜÝ Ú×ç ÙÔ áÜ ÚáâÜ ÙÔ ÕÚéÜ ÙÞÜÖß Ôà× çÜÓÖÝÖÔ×Ý.

ïÞÚ×é îÔä ÚØÚÖ× æÔß ÙÚéÖ×Ø ÛÚßÙ Ö× ÙÞÜ ÛßÔíÜÓÙ.

ñÔäßÝ ÝÖ×ÓÜßÜâîë

òóôõöó÷ øùúûüýòþÿÿó÷ P÷þ�óüüþ÷ �ú��ùü M�÷ÿö�

ïßÚÖ×ÜÜ CâÖ×ÖÓÚâ ðÝîÓÞÔâÔØÖÝÙ CÔ×ÝäâÙÚ×Ù CâÖ×ÖÓÚâ ðÝîÓÞÔâÔØÖÝÙ
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MDHIANNHD cKPQCAJ ZDKRQEd eKPA CQCGPAJJHD CGL MDKGPKBCJ

fghijkglgm Cnopqrs tnu 4v93w59
A Cnopqrs xioikgm ys hzqlqrkgg
fghijkglgm C{qliks tnu 109|13w

F}}~���� ���� � ����� ����}� �� ����}� ����}~ ���� ��} ���� ����}��� ��}~ ���

���}����� ��}��}� ���}��} ��� ��} �������� �� ����}�� �� ��} �}���� ��}�� ��}�

������ �� ��������}��� �� ��}�� ���; �}��� ���} �� ����}� ��}������; �}��� ���} ��
���} ���} ���� �� ����}�������; ��~ ���}}��� �� ��} ����}~��}. ���} �� ��} ����}�

����}��}~ ��}��������� ���� ��}� ������}~ �}���� C������� A�� ����}���.

�} ��� �}}~���� ���� ����}� ����� ��� �� ��} ������������� ����� ����}~ ���� ��}

����}�� ��~��}�� �� �������� �� ����}�� ~�~ ��� ������ ����� ��� ��~�}�}��. ����

����~ �} �}����} ��}� ��} �}���� �� �� ��} G� ����}�� �� �����~}� ���} ���}� ��

��}� ��~ ��}� ���} � �}��}� ��~}�����~��� �� ���� �� �}��� ����}~ �����. �� ��

����~ �} ���� ��}� ~� ��� ��~}�����~ �� ���� �� �� ���}��� ��� ��} ���� ������ �� �}

�}�����.

��}�} ���~���� �}�� �� �� ��~}�����~ ��� �} ����� �} ���} �� �}�� �}���} ���� �

�}������ ~��������� �}���} ���} ���} �� ����}�� �� �}�������} ����}~��}� ���� �� �

�}���� ��}��. ���� �� ��������� �� �}����� �}���} ���� � �}������ ~��������� �� ���}

������� ��}� ��}�� ��� ���}� ��~ �� �} ���} �� ���} ��}�� ��� ~}�������.

����� ����}�}���
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ºalomon» ¼amp½» ¾¿ À½nbÁidge Âell»

ÃepaÄÅmenÅ of Æpplied ÇÈÉchologÉ
ÊacËlÅÉ of Ìocial and Æpplied ÌcienceÈ
ÃaÍid ÌalomonÈ ÎÈÅaÅe
ÏÄoomhill Ðoad ÌoËÅhboÄoËgh ÑËnbÄidge ÒellÈ ÓÔnÅ ÑÕÖ ×ÑØ ÙÚÓÛ
Ñel ÜÝÝ Ù×Û Þßàá âÞâÞâá    Êaã ÜÝÝ Ù×Û Þßàá âÖàÞ×á
äääåcanÅeÄbËÄÉåacåËk
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DECLARATION OF THE END OF A STUDY
(klr mnn stuopqs qxrqst rnptprmn trpmns lu ptvqstpvmtpltmn wqoprptmn srlourxs)

To be completed in typescript by the Chief Investigator and submitted to the Research
Ethics Committee that gave a favourable opinion of the research (“the main REC”) within 90
days of the conclusion of the study or within 15 days of early termination.  For questions with
Yes/No options please indicate answer in bold type.

1. Details of Chief Investigator
Name: yz{t|zr }~��s �y���zr
���rz��� }z�{rt�z�t �� ����~z� �sy�|����y

�{�����s �st{tz� �����|~�� ��{�,
��ut|����u�|, �z�t
��� ���

�z�z�|��z: �7��������7
E�{~�: |�����{�tz��u�y.{�.u�
�{x:

2. Details of study
�u�� t~t�z �� stu�y:  �����z� ����z�t t� |z{�t|�{�z: ¡ |{t ~���uz��zs

���z��z’s �{�{�~ty t� �z�~�z?

�z�z{��| �������: ¢{�tz��u�y ¢|�~st ¢|u��| £�~vz��~ty

�{�z �� �{~� �E¢: E{st L����� �E¢ �

¤{~� �E¢ �z�z�z��z �u��z�: ��/y�7��/7�

3. Study duration
D{tz stu�y ����z��z�: �/�/¥���
D{tz stu�y z��z�: �5/5/¥���
D~� t|~s stu�y tz��~�{tz ��z�{tu�z�y? Yes / No
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Declaration of end of study (non-CTIMP), version 1.0, October 2004

If yes please complete sections 4, 5 & 6, if no please go
direct to section 7.

4. Circumstances of early termination
¦§¨t ©s t§ª «ust©¬©­¨t©®¯ ¬®r t§©s ª¨r°y
tªr±©¯¨t©®¯?

5. Temporary halt
²s t§©s ¨ tª±³®´¨´y §¨°t t® t§ª stuµy? Yes / No
²¬ yªs, w§¨t ©s t§ª «ust©¬©­¨t©®¯ ¬®´
tª±³®´¨´©°y §¨°t©¯¶ t§ª stuµy? ¦§ª¯

µ® y®u ªx³ª­· t§ª stuµy t® ´ª -sẗ ´t?

e.g. Safety, difficulties recruiting participants, trial has
not commenced, other reasons.

6. Potential implications for research participants

A´ª t§ª´ª ¨¯y ³®tª¯t©¨° ©±³°©­¨t©®¯s
¬®´ ´ª¸ª¨´­§ ³¨´t©­©³¨¯ts ¨s ¨ ´ªsu°t
®¬ tª´±©¯¨t©¯¶/§¨°t©¯¶ t§ª stuµy
³´ª±¨túª°y? ¹°ª¨¸ª µª¸­´©ºª t§ª
stª³s ẗ »ª¯ t® ¨µµ´ªss t§ª±.

7. Final report on the research

²s ¨ su± ±¨´y ®¬ t§ª ¬©¯¨° ´ª³®´t ®¯
t§ª ´ª¸ª¨´­§ ª¯­°®¸ªµ w©t§ t§©s ¬®´±?

Yes / No

If no, please forward within 12 months of the end of the study.

8. Declaration
¼©¶¯¨túª ®¬ ½§©ª¬ ²¯vªst©¶¨t®´:
¹´©¯t ¯¨±ª: ¾ª¨t§ª´ D©°»s -¾®³³ª´

D¨tª ®¬ suº±©¸¸©®¯: ¿5/7/ÀÁ¿¿
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ÛeaÜheÝ ÞilkßàÛoppeÝá âÝainee ãlinical äßåchologißÜá ãanÜeÝbæÝå ãhÝißÜ ãhæÝch çèiéeÝßiÜå

êæpeÝéißed båë äÝofeßßoÝ ìíåniß îæÝphå and îß ãelia Ûeneage

Introduction

äïople ðiÜh leaÝning dißabiliÜieß eñpeÝience pooÝeÝ healÜhcaÝe and healÜh oæÜcomeß Ühan
Ühe geneÝal popælaÜion òVan êchÝojenßÜein óanÜmanàde Valk ô õalßhá ö÷÷øù and
capaciÜå Üo conßenÜ haß been idenÜified aß one of Ühe ßignificanÜ baÝÝieÝß Üo healÜhcaÝe
faced bå people ðiÜh leaÝning dißabiliÜieß òúeåðoodá ûüÝéaÝgæe ô ûíånná ýþþþÿ îïncapá
ö÷÷�ù� �n oÝdeÝ Üo impÝoée ændeÝßÜanding of capaciÜå Üo conßenÜá Ühe liÜeÝaÜæÝe haß
aÜÜempÜed Üo inéeßÜigaÜe facÜoÝß ÜhaÜ inflæence capaciÜå Üo conßenÜ Üo healÜhcaÝe�

â�iß ßÜædå eñamined hoð éeÝbal abiliÜåá decißionàmaking oppoÝÜæniÜieß and pÝeéioæß
eñpeÝience of a healÜh check inÜeÝacÜ Üo inflæence capaciÜå Üo conßenÜ Üo a healÜh check
in adælÜß ðiÜh a leaÝning dißabiliÜå� �Ü eñploÝed Ühe ÝelaÜionßhipß beÜðeen Ühe éaÝiableß
æßing coÝÝelaÜionßá bæÜ Ühen æßed a ÝegÝeßßion model Üo idenÜifå æßefæl pÝedicÜoÝßá
aÜÜempÜing Üo cÝeaÜe a ßimilaÝ model Üo ÜhaÜ idenÜified bå êæÜo eÜ al� òö÷÷�ù in financial
decißionàmaking� �n addiÜioná iÜ alßo eñploÝed paÝÜicælaÝ decißionàmaking abiliÜieß in
people ðiÜh leaÝning dißabiliÜieß�

Method
â�iÝÜåàÜðo adælÜß ðiÜh leaÝning dißabiliÜieß ðeÝe ÝecÝæiÜed ÜhÝoægh local leaÝning dißabiliÜå
Üeamß� âðenÜåàÜðo caÝeÝß alßo paÝÜicipaÜed and ÜhÝee pÝacÜice næÝßeß fÝom local ìä
ßæÝgeÝieß� îïaßæÝeß æßed ðeÝe Ühe ãhoice �æeßÜionnaiÝe òêÜancliffe ô äaÝmenÜeÝá ýþþþùÿ
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poin-. /- i0 -he1efo1e impo1-an- -ha- heal-h p1ofe00ional0 a1e a2a1e of -he p1e0031e a
pe10on migh- feel -o ag1ee and -ha- inc1ea0ed a--emp-0 a1e made -o help people 2i-h
lea1ning di0abili-ie0 3nde10-and -he4 ha5e a 1igh- -o choo0e.

600e00ing 7apaci-4 -o 7on0en-

80ing 0-1ic- 9en-al 7apaci-4 6c- :;<<=> 0-anda1d0? onl4 one pe10on in -hi0 0-3d4 had -he
capaci-4 -o con0en-. @o2e5e1? AB1-icipan-0 2e1e of-en able -o 3nde10-and -he deci0ion -o
be made? 2ho i- 2o3ld impac- and comm3nica-e -hei1 deci0ion? b3- ma4 no- ha5e f3ll4
3nde10-ood all -he con0eC3ence0 o1 0ho2ed en-i1el4 1a-ional 1ea0oning. DelaEing -he
c3-Foff poin- -o 0co1ing G=H on -he a00e00men- of capaci-4? -o allo2 0ome fleEibili-4 fo1
-he0e pa1-icipan-0? mean- -ha- 66H of -he pa1-icipan-0 co3ld con0en-. 9I0- in-e1e0-ingl4
-hi0 c1i-e1ion p1od3ced 0imila1 n3mbe10 of people 2i-h capaci-4? a0 -he c1i-e1ion of
clinical j3dgemen-.

Jink be-2een K1edic-o1 Va1iable0 and -he elemen-0 of Leci0ionF9Bking 6bili-ie0

De03l-0 0ho2ed -ha- p1e5io30 heal-h eEpe1ience 2a0 a00ocia-ed 2i-h an inc1ea0ed
3nde10-anding of -he ad5an-age0 and di0ad5an-age0 of heal-h check0 and -he 1igh- -o
0a4 no. MNi0 fi-0 2i-h 7ea O PQ0he1’0 :;<<R> a1g3men- -ha- 3nde10-anding of fac-3al
info1ma-ion abo3- a medical p1oced31e 2o3ld be imp1o5ed if -ha- pe10on had had -he
p1oced31e befo1e.

Ve1bal abili-4 2a0 al0o linked -o 3nde10-anding ad5an-age0 and di0ad5an-age0? a0 2ell
a0 abili-4 -o 1ea0on? 3nde10-and 2ho -he deci0ion impac-0 and comm3nica-ion. MNi0



coSld be becaSTe UhoTe ViUh beUUeW XeWbal abiliUY VeWe moWe able Uo eZplain UheiW
WeaToning and SndeWTUanding Uhan UhoTe ViUh leTTeW XeWbal abiliUieT[

\eciTion]making oppoWUSniUieT VeWe linked Uo SndeWTUanding adXanUageT and
diTadXanUageT[  ^U iT noU cleaW VheUheW UhiT iT becaSTe aT people make moWe deciTionT
UheY become moWe aVaWe UhaU each choice haT adXanUageT and diTadXanUageT_ oW
VheUheW paWUicipanUT ViUh a gWeaUeW SndeWTUanding of Uhe adXanUageT and diTadXanUageT
of a deciTion_ `We moWe likelY Uo be alloVed Uo make UheiW oVn deciTionT[

abedback fWom cSWTeT
abedback fWom nSWTeT VaT XeWY limiUed[ doVeXeW_ UheiW commenUT indicaUed UhaU UheY
Welied TignificanUlY on foSW main cWiUeWia Uo aTTeTT capaciUY Uo conTenUe coming Uo
appoinUmenUT on UheiW oVnf being able Uo anTVeW gSeTUionTf being able Uo haXe Tome
ToWU of conXeWTaUionf and agWeeing Uo Uhe pWocedSWe[ chne of Uhem WepoWUed STing Uhe
cWiUeWia TeU oSU bY Uhe ienUal japaciUY kcU lmnnop[

Conclusions and Further Research
qre TUSdY WeXealT Uhe impoWUance of looking aU hoV facUoWT UhaU inflSence capaciUY Uo
conTenU Uo healUhcaWe inUeWacU ViUh each oUheW_ WaUheW Uhan jSTU acUing indiXidSallY[
aSWUheW WeTeaWch iT WegSiWed Uo eZpand UhiT model Uo inclSde oUheW XaWiableT and Uo
WeplicaUe iU in a laWgeW paWUicipanU Tample_ becaSTe UhiT VaT jSTU a piloU TUSdY[ aSWUheW
WeTeaWch iT alTo needed inUo diffeWenU deciTion]making abiliUieT_ ViUh Uhe aim of
TSggeTUing Tpecific UaWgeUT foW inUeWXenUion Uo help impWoXe capaciUY Uo conTenU Uo
healUhcaWe in adSlUT ViUh leaWning diTabiliUieT[
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ÀÁÂÃÄÅÁÃ ÄÃÁÆ ÇÁÅÁ ÈÉÁ ÊÉËÌÍÁ ÎÄÁÃÈÌËÏÏÂÌÅÁ ÐÑÈÂÏÍÒÌÓÓÁ Ô ÕÂÅÖÁÏÈÁÅ× ØÙÙÙÚÛ ÜÅÌÈÌÃÉ

ÕÌÍÈÄÅÁ ÝËÍÂÞÄÒÂÅß ÑÍÂÒÁ à á
âã

ÁÆÌÈÌËÏ ÐäÄÏÏ ÁÈ ÂÒå× ØÙæáÚÛ Â ÏÁÇÒß ÆÁÃÌçÏÁÆ èÁÂÒÈÉ

éêëÁÅÌÁÏÍÁ ÎÄÁÃÈÌËÏÏÂÌÅÁÛ ÂÏÆ ÂÏ ÂÃÃÁÃÃÖÁÏÈ ËÓ ÍÂëÂÍÌÈß ÈË ÍËÏÃÁÏÈ× ÃÌÖÌÒÂÅ ÈË ÈÉÂÈ ËÓ

ÑÄÈË ÁÈ ÂÒå ÐáììíÚå

Findings
ÀËÆÁÒ ËÓ ÊÂëÂÍÌÈß ÈË ÊËÏÃÁÏÈ

îÃ ëÅÁÆÌÍÈÁÆ× ïÁÅÞÂÒ ÂÞÌÒÌÈß ÂÏÆ ëÅÁïÌËÄÃ ÉÁÂÒÈÉ ÁêëÁÅÌÁÏÍÁ ÃÉËÇÁÆ ÃÌçÏÌÓÌÍÂÏÈ ëËÃÌÈÌïÁ

ÍËÅÅÁÒÂÈÌËÏ ÇÌÈÉ ÍÂëÂÍÌÈß ÈË ÍËÏÃÁÏÈ ÈË Â ÉÁÂÒÈÉ ÍÉÁÍðå èËÇÁïÁÅ× ÈÉÁ ÍËÅÅÁÒÂÈÌËÏ ÇÌÈÉ

ÆÁÍÌÃÌËÏñÖÂðÌÏç ËëëËÅÈÄÏÌÈÌÁÃ ÇÂÃ ÏËÈ òÄÌÈÁ ÃÌçÏÌÓÌÍÂÏÈå óÏ ÂÆÆÌÈÌËÏ ëÅÁïÌËÄÃ ÉÁÂÒÈÉ

ÁêëÁÅÌÁÏÍÁ ÂÏÆ ÆÁÍÌÃÌËÏñÖÂðÌÏç ËëëËÅÈÄÏÌÈÌÁÃ ÞËÈÉ ÃÉËÇÁÆ ÃÌçÏÌÓÌÍÂÏÈ ëËÃÌÈÌïÁ

ÍËÅÅÁÒÂÈÌËÏ ÇÌÈÉ ïÁÅÞÂÒ ÂÞÌÒÌÈß× ÞÄÈ ÏËÈ ÇÌÈÉ ÁÂÍÉ ËÈÉÁÅå

óÖëËÅÈÂÏÈÒß ÈÉËÄçÉ ÈÉÁ ÖËÆÁÒ ËÓ ÅÁçÅÁÃÃÌËÏ ÃÉËÇÁÆ ÈÉÂÈ ËÏÒß ïÁÅÞÂÒ ÂÞÌÒÌÈß ÇÂÃ Â ÄÃÁÓÄÒ

ëÅÁÆÌÍÈËÅ× ÇÉÌÍÉ ÉÌçÉÒÌçÉÈÃ ÈÉÁ ÌÖëËÅÈÂÏÍÁ ËÓ ÏËÈ ÆÅÂÇÌÏç ÈËË ÖÂÏß ÂÃÃÄÖëÈÌËÏÃ ÓÅËÖ

ÍËÅÅÁÒÂÈÌËÏå

éÒÁÖÁÏÈÃ ËÓ äÁÍÌÃÌËÏñÀÂðÌÏç

ôÉÁ ÅÁÃÄÒÈÃ ÂÒÃË ÃÉËÇÁÆ ÈÉÂÈ ÄÏÆÁÅÃÈÂÏÆÌÏç ÂÆïÂÏÈÂçÁÃ ÂÏÆ ÆÌÃÂÆïÂÏÈÂçÁÃ ÂÏÆ ÂÞÌÒÌÈß ÈË
ÅÁÂÃËÏ ÇÁÅÁ ÈÉÁ ÉÂÅÆÁÃÈ ÁÒÁÖÁÏÈÃ ËÓ ÆÁÍÌÃÌËÏñÖÂðÌÏçå ÊËÖÖÄÏÌÍÂÈÌÏç Â ÍÉËÌÍÁ ÂÏÆ

ÄÏÆÁÅÃÈÂÏÆÌÏç ÈÉÁ ÅÌçÉÈ ÈË ÃÂß ÏË ÃÁÁÖÁÆ ÈË ÞÁ ÈÉÁ ÁÂÃÌÁÃÈå ôÉÌÃ ÁïÌÆÁÏÍÁ ÉÁÒëÃ ÌÆÁÏÈÌÓß

ëËÈÁÏÈÌÂÒ ÂÅÁÂÃ ËÓ ÌÏÈÁÅïÁÏÈÌËÏ× ÈË ÌÖëÅËïÁ ÍÂëÂÍÌÈß ÈË ÍËÏÃÁÏÈ ÈË ÉÁÂÒÈÉÍÂÅÁå äÌÓÓÌÍÄÒÈÌÁÃ

ÌÏ ÄÏÆÁÅÃÈÂÏÆÌÏç ÈÉÁ ÍËÏÃÁòÄÁÏÍÁÃ ËÓ Â ÆÁÍÌÃÌËÏ ÃÄççÁÃÈ ÇÁ ÏÁÁÆ ÈË ÓÌÏÆ ÞÁÈÈÁÅ ÇÂßÃ ÈË
ÍËÖÖÄÏÌÍÂÈÁ ÈÉÌÃ ÌÏÓËÅÖÂÈÌËÏ ÈË ëÁËëÒÁ ÇÌÈÉ ÒÁÂÅÏÌÏç ÆÌÃÂÞÌÒÌÈÌÁÃå

óÏ ÂÆÆÌÈÌËÏ× ÂÒÈÉËÄçÉ ÈÉÁ ÅÁÃÄÒÈÃ ÃÄççÁÃÈÁÆ ÈÉÂÈ ÄÏÆÁÅÃÈÂÏÆÌÏç ÈÉÁÌÅ ÅÌçÉÈ ÈË ÃÂß ÏË ÇÂÃ

ËÏÁ ËÓ ÈÉÁ ÁÂÃÌÁÅ ÆÁÍÌÃÌËÏñÖÂðÌÏç ÂÞÌÒÌÈÌÁÃ× ÒÁÃÃ ÈÉÂÏ íìõ çÂÌÏÁÆ ÓÄÒÒ ÖÂÅðÃ ÓËÅ ÈÉÌÃ×



ö÷øøùöúûüø ýþÿù ú��ü ���� þ� ��ÿúû�û��üúö �ù�ú �ÿùöö÷ÿù� þÿ ÷ü���ù úþ ö�� üþ �ú öþýù

�þûüú	 
ú ûö ú�ùÿù�þÿù ûý�þÿú�üú ú��ú �ù��ú� �ÿþ�ùööûþü��ö �ÿù ���ÿù þ� ú�ù �ÿùöö÷ÿù �
�ùÿöþü ýûø�ú �ùù� úþ �øÿùù �ü� ú��ú ûü�ÿù�öù� �úúùý�úö �ÿù ý��ù úþ �ù�� �ùþ��ù �ûú�

�ù�ÿüûüø �ûö��û�ûúûùö ÷ü�ùÿöú�ü� ú�ù� ���ù � ÿûø�ú úþ ��þþöù	


ööùööûüø �����ûú� úþ �þüöùüú

�öûüø öúÿû�ú �ùüú�� �����ûú� 
�ú ������ öú�ü��ÿ�ö� þü�� þüù �ùÿöþü ûü ú�ûö öú÷�� ��� ú�ù

�����ûú� úþ �þüöùüú	 �þ�ù�ùÿ� ��ÿúû�û��üúö �ùÿù þ�úùü ���ù úþ ÷ü�ùÿöú�ü� ú�ù �ù�ûöûþü úþ
�ù ý��ù� ��þ ûú �þ÷�� ûý���ú �ü� �þýý÷üû��úù ú�ùûÿ �ù�ûöûþü� �÷ú ý�� üþú ���ù �÷���
÷ü�ùÿöúþþ� ��� ú�ù �þüöù�÷ùü�ùö þÿ ö�þ�ù� ùüúûÿù�� ÿ�úûþü�� ÿù�öþüûüø	 �ù���ûüø ú�ù

�÷ú�þ�� �þûüú úþ ö�þÿûüø ��� þü ú�ù �ööùööýùüú þ� �����ûú�� úþ ���þ� öþýù ��ù�û�û�ûú� �þÿ

ú�ùöù ��ÿúû�û��üúö� ýù�üú ú��ú ��� þ� ú�ù ��ÿúû�û��üúö �þ÷�� �þüöùüú	 �þöú ûüúùÿùöúûüø��

ú�ûö �ÿûúùÿûþü �ÿþ�÷�ù� öûýû��ÿ ü÷ý�ùÿö þ� �ùþ��ù �ûú� �����ûú�� �ö ú�ù �ÿûúùÿûþü þ�

��ûüû��� �÷�øùýùüú	

 ûü! �ùú�ùùü "ÿù�û�úþÿ #�ÿû���ùö �ü� ú�ù ù�ùýùüúö þ� $ù�ûöûþü���!ûüø 
�û�ûúûùö

�ùö÷�úö ö�þ�ù� ú��ú �ÿù�ûþ÷ö �ù��ú� ù��ùÿûùü�ù ��ö �ööþ�û�úù� �ûú� �ü ûü�ÿù�öù�

÷ü�ùÿöú�ü�ûüø þ� ú�ù ����üú�øùö �ü� �ûö����üú�øùö þ� �ù��ú� ��ù�!ö �ü� ú�ù ÿûø�ú úþ
ö�� üþ	 %�ûö �ûúö �ûú� �ù� & 'ûö�ùÿ(ö ����)� �ÿø÷ýùüú ú��ú ÷ü�ùÿöú�ü�ûüø þ� ���ú÷��
ûü�þÿý�úûþü ��þ÷ú � ýù�û��� �ÿþ�ù�÷ÿù �þ÷�� �ù ûý�ÿþ�ù� û� ú��ú �ùÿöþü ��� ��� ú�ù

�ÿþ�ù�÷ÿù �ù�þÿù	

#ùÿ��� ��û�ûú� ��ö ��öþ �ûü!ù� úþ ÷ü�ùÿöú�ü�ûüø ����üú�øùö �ü� �ûö����üú�øùö� �ö �ù��

�ö ��û�ûú� úþ ÿù�öþü� ÷ü�ùÿöú�ü� ��þ ú�ù �ù�ûöûþü ûý���úö �ü� �þýý÷üû��úûþü	 %�ûö



*+,-. /0 /0*1,20 34+20 5634 /03307 807/1- 1/6-639 5070 :+70 1/-0 3+ 0;<-16= 34067
7012+=6=> 1=. ,=.07231=.6=> 341= 34+20 5634 -02207 807/1- 1/6-63602?

@0*626+=A:1B6=> +<<+73,=63602 5070 -6=B0. 3+ ,=.07231=.6=> 1.81=31>02 1=.

.621.81=31>02?  C3 62 =+3 *-017 5403407 3462 62 /0*1,20 12 <0+<-0 :1B0 :+70 .0*626+=2
3409 /0*+:0 :+70 15170 3413 01*4 *4+6*0 412 1.81=31>02 1=. .621.81=31>02D +7

5403407 <1736*6<1=32 5634 1 >701307 ,=.07231=.6=> +E 340 1.81=31>02 1=. .621.81=31>02

+E 1 .0*626+=D 170 :+70 -6B0-9 3+ /0 1--+50. 3+ :1B0 34067 +5= .0*626+=2?

F00./1*B E7+: G,7202
F00./1*B E7+: =,7202 512 8079 -6:630.? H+50807D 34067 *+::0=32 6=.6*130. 3413 3409
70-60. 26>=6E6*1=3-9 += E+,7 :16= *7630761 3+ 122022 *1<1*639 3+ *+=20=3I *+:6=> 3+
1<<+6=3:0=32 += 34067 +5=J /06=> 1/-0 3+ 1=2507 K,0236+=2J /06=> 1/-0 3+ 4180 2+:0

2+73 +E *+=8072136+=J 1=. 1>7006=> 3+ 340 <7+*0.,70? G+=0 +E 340: 70<+730. ,26=> 340

*7630761 203 +,3 /9 340 L0=31- M1<1*639 N*3 OPQQRS?

Conclusions and Further Research
T40 23,.9 70801-2 340 6:<+731=*0 +E -++B6=> 13 4+5 E1*3+72 3413 6=E-,0=*0 *1<1*639 3+
*+=20=3 3+ 401-34*170 6=3071*3 5634 01*4 +3407D 713407 341= U,23 1*36=> 6=.686.,1--9?

F,73407 702017*4 62 70K,670. 3+ 0;<1=. 3462 :+.0- 3+ 6=*-,.0 +3407 81761/-02 1=. 3+
70<-6*130 63 6= 1 -17>07 <1736*6<1=3 21:<-0D /0*1,20 3462 512 U,23 1 <6-+3 23,.9? F,73407
702017*4 62 1-2+ =00.0. 6=3+ .6EE070=3 .0*626+=A:1B6=> 1/6-63602D 5634 340 16: +E

2,>>0236=> 2<0*6E6* 317>032 E+7 6=30780=36+= 3+ 40-< 6:<7+80 *1<1*639 3+ *+=20=3 3+
401-34*170 6= 1.,-32 5634 -017=6=> .621/6-63602?



References

VWXY VZ[Z \ ]^_`WaY VZbZ cdeefgZ hWXij` kXaW lWk^_^mnopXq^nr st Xluij_ v^j` pWnjXi

aWjXalXj^mnZ Mental RetardationY 41Y wxoxwZ

[unnY yZ zZY {`WjjmnY VZ \ |^nj^ii^WY [Z c}~xdgZ British Picture Vocabulary Scale – 2nd

EditionZ ymnlmn� �]��o�Wi_mnZ

�WtvmmlY �ZY ]m�XaruWY �Z \ ]itnnY zZ c}~~~gZ Best Practice? Health care decision-
making by, with and for adults with learning disabilities. zXnk`W_jWa� �Xj^mnXi

[W�Wim�pWnj �WXpZ

zWnkX� cdeewgZ Death by indifference. ymnlmn� zWnkX�Z

zWnjXi VX�Xk^jt �kjZ cdee�gZ �Wja^W�Wl ~ JunWY de}} �amp�

`jj����vvvZiWr^_iXj^mnZrm�Zuq�uq�rX�dee��~�kmnjWnj_Z

�jXnki^��WY �Z JZ \ |XapWnjWaY �Z �Z c}~~~gZ �`W k`m^kW �uW_j^mnnX^aW� � _kXiW jm X__W__
k`m^kW_ W�Wak^_Wl st Xluij_ v^j` ^njWiiWkjuXi l^_Xs^i^jtZ Journal of Intellectual and
Developmental DisabilityY 24Y }ewo}fdZ

�ujmY {Z zZ �ZY ViXaWY �Z VZ hZY hmiiXnlY �Z JZ \ {Xj_mnY |Z VZ cdee�gZ �`W aWiXj^mn_`^�_
Xpmnr j`aWW �Xkjma_ X��Wkj^nr j`W �^nXnk^Xi lWk^_^mnopXq^nr Xs^i^j^W_ m� Xluij_ v^j`
p^il ^njWiiWkjuXi l^_Xs^i^j^W_Z Journal of Intellectual Disability ResearchY 49Y d}eod}wZ

�Xn �k`am�Wn_jW^n yXnjpXnolW �XiqY hZ zZ JZ \ {Xi_`Y |Z �Z cdeexgZ zXnXr^nr `WXij`

�amsiWp_ ^n �Wm�iW v^j` ^njWiiWkjuXi l^_Xs^i^j^W_Z British Medical JournalY 337Y }�exo
}�}dZ



�������� �

���� ��� ¡¢�£¤� �¤ ¥¡�� ¦¤§ ¨¤§©�ª �£��§£«¬�£¤�

­®¯° ±²³´ µ²°³²¶·¸¹
��� ¡¢�£¤� ¤¦ �º¡ »£��§£«¬�£¤� ¼§� º� �¬¼¼¡��¡» �º�� ½§¡¾£¤¬� ¿¡�ª�º ÀÁ ¡§£¡�¢¡ »���
©�Â «¡ �Ã¡Ä¡».

½§¡¾£¤¬� ¿¡�ª�º ÀÁ ¡§£¡�¢¡



ÅÆÇÈÉÊ ËÌÊÍÎÈÇÏÏÐÈÑÊ
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ÙÚÛÚÜÝÞß àááâááãâäÞ åæÞÚç

èâÚáéêâá æë áìâíäâáá Úäî ìéêÞæáÝá ÝäîÝÜÚÞâî Ú äæêãÚç îÝáÞêÝïéÞÝæä ëæê Úçç Þðâ ãÚÝä

ñÚêÝÚïçâá, âòÜâÛÞ óôõ áÜæêâá. åðâ z-ñÚçéâá ëæê áìâíäâáá Úäî ìéêÞæáÝá Úêâ áðæíä Ýä
åÚïçâ 1 ïâçæí. öìâíäâáá íÚá áÝ÷äÝëÝÜÚäÞ ëæê óôõø z ù 2.35, p ú .05.

ûüýþüÿ�� Z skewness Z ��������

óâÚçÞð ôòÛâêÝâäÜâ
õéâáÞÝæääÚÝêâ

2.35 0.1	

ÙðæÝÜâ õéâáÞÝæääÚÝêâ 0.05 1.24

��ö áÜæêâ 0.2	 0.	


åæÞÚç ÙÚÛÚÜÝÞß áÜæêâ 0.33 0.45
����� 1� ����� z-������ ��� �������� ��� ������ � ��� ��� ���� !� � ��� �����"
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4.33%+%/0 0' 5 /'+)5( 4.10+.;<0.'/= D(29) > .212, p ? .01. @$'.2% A<%10.'//5.+% 12'+%1,
D(29) > .14, p > .13, BCD- 12'+%1, D(29) > .13, p > .20, 5/4 #'05( @5E52.0: 12'+%1,
D(29) > .15, p > .09, 9%+% /'0 1.*/.3.25/0(: 4.33%+%/0 3+') 5 /'+)5( 4.10+.;<0.'/.

Capacity Assessment Subtests and Decision-Making Abilities
&'()'*'+',--).+/', 0%101 9%+% 5(1' +</ 0' 2'/3.+) 9$%0$%+ 0$% 12'+%1 3'+ 0$% 3'<+

2')E'/%/01 '3 0$% 25E52.0: 511%11)%/0 5/4 0$% 3.,% 4%2.1.'/-)5F./* 5;.(.0.%1, 9%+%

/'+)5( 4.10+.;<0%4. G%1<(01 '3 0$% 0%10 5+% 1$'9/ ;%('9 ./ #5;(% 2 5/4 1$'9 0$50 5((

0$%1% ,5+.5;(%1 5+% 1.*/.3.25/0(: 4.33%+%/0 3+') 0$% /'+)5( 4.10+.;<0.'/.

HIJKILMN ONPQMR ST USMVSWSJSXY

ZVKJ[SX RNPR

ZKW[KTK\I[\N

@5E52.0: ]11%11)%/0 C5+0 1=

6%.*$0 5/4 ^%.*$0

D(32) > .1_ p ? .05

@5E52.0: ]11%11)%/0 C5+0 2=

75+1, B(''4 C+%11<+% 5/4

@$%10

D(32) > .23 p ? .01

@5E52.0: ]11%11)%/0 C5+0 3=

U+./% 5/4 `%4.250.'/

D(32) > .21 p ? .01

@5E52.0: ]11%11)%/0 C5+0 4=

a/b%20.'/1 5/4 B(''4 #%10

D(32) > .1c p ? .05

d%2.1.'/-)5F./* 5;.(.0:=

a4%/0.3.250.'/

D(32) > .23 p ? .01

d%2.1.'/-)5F./* 5;.(.0:=

U/4%+105/4./*

D(32) > .1e p ? .05



fghijikl-mnoilp nqiristu

vgnjklilp

D(32) w .25 p x .01

fghijikl-mnoilp nqiristu

yzz{ghinsikl

D(32) w .32 p x .01

fghijikl-mnoilp nqiristu

|kmm}lihnsikl

D(32) w .4~ p x .01

����� 2� ����� ������� �� ��� ����������-������� ���� ��� ���� ���� �� ��� �������� ���������� ��� ����

��������-������ �������.
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