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https://www.nichd.nih.gov/publications/product/331?from=&pubs_id=5695
https://www.nichd.nih.gov/publications/product/441?pubs_id=5865
https://www.nih.gov/include-project/include-project-research-plan
https://www.nia.nih.gov/Inclusion-Across-Lifespan-2020
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'6 LQ�H[LVWLQJ�DQG�IXWXUH�FOLQLFDO�WULDOV� �)RU�WKLV�UHVHDUFK�SODQ��WKH LQIRUPDWLRQ LV�RUJDQL]HG�
DURXQG�ILYH�EURDG�WKHPHV��

• %DVLF�5HVHDUFK 

• &RKRUW�'HYHORSPHQW�(SLGHPLRORJ\�

• &OLQLFDO 5HVHDUFK�&R�RFFXUULQJ�&RQGLWLRQV 

• /LYLQJ�DQG $JLQJ ZLWK '6�6HUYLFHV 5HVHDUFK 

• 5HVHDUFK�,QIUDVWUXFWXUH�DQG�7RROV 

:LWKLQ HDFK RI WKHVH�WKHPHV��WKHUH�PD\�EH�VXEKHDGLQJV�WR�JURXS�UHODWHG�REMHFWLYHV���(DFK WKHPH�
DOVR KDV D�3URJUDP 3RUWUDLW WR KLJKOLJKW DQ H[DPSOH�RI D�VSHFLILF�UHVHDUFK SURMHFW WKDW DGGUHVVHV 
WKH�WKHPH� 

Portfolio Analysis 
>,Q 3URJUHVV@ 
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• 'HYHORS�PRGHOV�RI�WKH�JHQHWLF EDVLV��PHFKDQLVPV��DQG�VLJQLILFDQFH�RI�G\VUHJXODWHG�
HQGRVRPHV��H[RVRPHV��DXWRSKDJRVRPHV��DQG�SURWHRVWDVLV�LQ�DJLQJ�DQG�'6�$'� 

• (OXFLGDWH�FRQIRUPDWLRQ�DQG�WR[LF�PHFKDQLVPV�RI�DJJUHJDWLQJ�SURWHLQV��VXFK DV EHWD�
DP\ORLG�DQG�WDX��IURP�KXPDQ�WLVVXH�LQ�'6�$'� 

• &UHDWH�DQG FRPSDUH�PRGHOV WR DVVHVV WKH�LPSDFW RI RWKHU KXPDQ�FKURPRVRPH����JHQHV 
RQ�DJLQJ�DQG�'6�$'� 

• 'HILQH�GLIIHUHQFHV DQG VLPLODULWLHV EHWZHHQ PRGHOV RI '6�$'�YHUVXV /DWH�2QVHW $'�DQG 
HDUO\ RQVHW )DPLOLDO�$'� 

• ([SORUH�WKH�HIIHFWV�DQG�PHFKDQLVPV�RI�DP\ORLG�DQJLRSDWK\�DQG�EUHDFK�RI�WKH�EORRG�EUDLQ�
EDUULHU�LQ '6�$'� 

• ([SORUH�WKH�UROH�RI�WKH�PLFURELRPH�RQ�$'�SDWKRORJ\�LQ�'6� 

Develop Model Systems for DS-AD Research 
• &RQGXFW�FRPSUHKHQVLYH ¶RPLFV VWXGLHV�RI�DJLQJ�DQG�$'�LQ�D�ZLGH�UDQJH�RI�PRGHOV��

LQFOXGLQJ�\HDVW��ZRUP��IO\��]HEUDILVK��PRXVH��UDW� QRQ�KXPDQ�SULPDWH��1+3���DQG�KXPDQ�
FHOO�PRGHOV� 

• ([DPLQH�WHORPHULF�OHQJWK�DQG�UHJXODWLRQ�LQ�PRXVH�PRGHOV�YHUVXV KXPDQ FHOO�OLQHV� 

• 'HILQH�DJH�UHODWHG�FKDQJHV�LQ�QHXURQV��JOLDO��DQG�HQGRWKHOLDO�FHOOV�LQ�PRXVH�DQG�KXPDQ�
PRGHOV� 

• 'HILQH�WKH�UROH�RI DJH�UHODWHG�KRUPRQDO�FKDQJHV�RQ�'6�$'�HQGRW\SHV�DQG�SKHQRW\SHV�LQ�
PRXVH�PRGHOV� 

• 6WXG\�WKH�RULJLQV�DQG�FRQVHTXHQFHV�RI�DXWRLPPXQH�FRQGLWLRQV�LQ�D�PRXVH�PRGHO RI�'6� 

• 'HILQH LQ YLYR PHFKDQLVPV LQ PRGHO�V\VWHPV WKDW UHIOHFW�FOLQLFDO�SKHQRW\SHV�LQ�'6��
SDUWLFXODUO\�SUHQDWDO�GHYHORSPHQWDO�VWXGLHV�WKDW�FDQQRW�EH�FRQGXFWHG�LQ�KXPDQV� 

• 'HILQH�DQG�FRPSDUH�JHQHWLFV��PHFKDQLVPV��DQG�VLJQLILFDQFH�RI�G\VUHJXODWHG�HQGRVRPHV� 
H[RVRPHV��DXWRSKDJRVRPHV��DQG�SURWHRVWDVLV�LQ�'6�DQLPDO�PRGHOV� 

• &RQGXFW UHVHDUFK LQ D�PRGHO RI�LQGXFLEOH�VLOHQFLQJ�RI WKH�HQWLUH�FKURPRVRPH�����RU RI�
VSHFLILF�JHQHV�RQ�FKURPRVRPH������

• &RQWLQXH WR DQDO\]H�V\QDSWLF IXQFWLRQ LQ D�'6�PRXVH�PRGHO��IRFXVLQJ�VSHFLILFDOO\�RQ�
UHOHYDQW JHQHV DOVR ORFDWHG�RQ�KXPDQ�FKURPRVRPH���� 

• &RPSOHWH 
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DOVR�DUH FRPPRQ�LQ�SHRSOH�ZKR�GR�QRW�KDYH�'6��WKHUHIRUH��ILQGLQJV�IURP '6 UHVHDUFK ZLOO KDYH�
LPSOLFDWLRQV�IRU�WKH�KHDOWK�RI�WKH�RYHUDOO�SRSXODWLRQ��

Develop a Cohort(s) for DS Research 
• 'HYHORS�D FRKRUW�RI�LQGLYLGXDOV�ZLWK�'6 DFURVV WKH�OLIHVSDQ��LQFOXGLQJ�ROGHU�LQGLYLGXDOV 

�ERUQ�������������DQG�WKRVH�IURP�GLYHUVH�VRFLRHFRQRPLF�EDFNJURXQGV�DQG�JHRJUDSKLF 
DUHDV��HQVXULQJ�UHSUHVHQWDWLRQ�DFURVV�DOO�DJH��VH[��DQG�UDFLDO�HWKQLF�SRSXODWLRQ�JURXSV��
'HILQH�WKH�LPSDFW�RI�WULVRP\����RQ�UDFH DQG�HWKQLFLW\��VSHFLILFDOO\�DGGUHVVLQJ�ZKHWKHU 
'6 KDV D�GLVSDUDWH�LPSDFW RQ SDUWLFXODU UDFLDO RU HWKQLF�SRSXODWLRQV���,QFOXGH�SDUWLDO 
WULVRP\�DQG�PRVDLF�'6�FRKRUWV�LQ�WKHVH�VWXGLHV����

• ,QFOXGH�D�VSHFLILF�VXEVWXG\�RI�������SDUWLFLSDQWV ZLWK�'6�LQ�ODUJH�VWXGLHV��VXFK�DV '6�
&RQQHFW��� 7KH�'6 5HJLVWU\��VHH�3URJUDP 3RUWUDLW����RU�1,+¶V All of Us UHVHDUFK 
SURJUDP���&ROOHFW�*:$6�GDWD�RQ�WKLV�JURXS�WR�SURYLGH�HQRXJK�VWDWLVWLFDO�SRZHU�WR�
GHYHORS�YDOLG�JHQRW\SHV DQG�SKHQRW\SHV� 

• &RQGXFW�UHVHDUFK�RQ�WKH KHDOWK�LPSDFW�RI�ORZ�VRFLRHFRQRPLF�VWDWXV�LQ�'6� 

• /LQN�WKLV�FRKRUW�WR�D�VXIILFLHQWO\�ODUJH�QXPEHU�RI ELRORJLFDO�VDPSOHV��H�J���EORRG��KDLU��
VDOLYD��IURP�SHRSOH�ZLWK�'6�WKURXJK�D�IHGHUDWLRQ�RI�FRRUGLQDWHG�ELREDQNV WR DOORZ 
GHWDLOHG��ORQJLWXGLQDO�FKDUDFWHUL]DWLRQ��SKHQRW\SLQJ��RI�LQGLYLGXDOV�ZLWK�'6���7R�DFKLHYH 
WKLV�JRDO��FRQVLGHU�OLQNLQJ�WR�H[LVWLQJ�FRKRUWV��LQFOXGLQJ�WKRVH�PDLQWDLQHG�LQWHUQDWLRQDOO\���

Conduct Longitudinal/Prevalence Studies of Co-Occurring Conditions in DS 
• ([SDQG�ORQJLWXGLQDO�VWXGLHV�RI�WKH�QDWXUDO�KLVWRU\�RI�DJLQJ�DQG�$'�LQ�'6��EHJLQQLQJ�

HDUO\ LQ OLIH� &RQGXFW HSLGHPLRORJLFDO�VWXGLHV RI DGXOWV ZLWK '6 WR LGHQWLI\ WKH�RQVHW�DQG�
WUDMHFWRULHV RI FR�RFFXUULQJ�FRQGLWLRQV DQG PRUWDOLW\ UHODWHG WR $'��DQG DVFHUWDLQ WKH�
GLVWULEXWLRQ��GHPRJUDSKLFV��DQG�VXUYLYDO�UDWHV�RI '6�$'��LQFOXGLQJ�FRPSOLFDWLRQV�RI�$' 
WKDW�PD\�FRQWULEXWH�WR�PRUWDOLW\��VXFK�DV�SQHXPRQLD���([DPLQH�WKH�JHQGHU� UDFH� DQG 
HWKQLF�GLIIHUHQFHV LQ '6�$'�RQVHW�DQG�SURJUHVVLRQ���

• ([DPLQH�HQYLURQPHQWDO DQG�EHKDYLRUDO�IDFWRUV��H�J���HGXFDWLRQ��ZRUN��KRPH�VHWWLQJV��DQG�
ULVN IDFWRUV �H�J���OLIHVW\OH� GLHW� H[HUFLVH��VOHHS��VXEVWDQFH�XVH��WR�EHWWHU�XQGHUVWDQG�WKH 
LPSDFW�RQ�FRJQLWLRQ�DQG�ERG\�V\VWHP�IXQFWLRQ��LQFOXGLQJ�FDUGLRYDVFXODU KHDOWK� 

• &KDUW�WKH�WUDMHFWRU\�RI�VH[�GLIIHUHQFHV DQG FR�RFFXUULQJ�FRQGLWLRQV�RQ�WKH�KHDOWK RI�
SHRSOH�ZLWK�'6 RYHU WLPH� 

• 'HYHORS�GLYHUVH�FRKRUWV IRU LGHQWLI\LQJ�DQG�YDOLGDWLQJ�SODVPD�ELRPDUNHUV� 

• ,QFOXGH�DVVHVVPHQWV�RI FRJQLWLYH��IXQFWLRQDO DQG�PRWRU VNLOOV��LQFOXGLQJ�H[HFXWLYH 
IXQFWLRQ���VSHHFK�ODQJXDJH�DQG�KHDULQJ��DQG�EHKDYLRUV��LQFOXGLQJ�YDOLGDWHG�PHWKRGV�WR�
PHDVXUH�DGDSWLYH�EHKDYLRUV DQG VXFFHVVIXO�LQGHS 呤ਜ਼⠀༠〠ㄴ⸰㑙H⤴⠀̀䕕⤳⠀刀堀兄⠀剑G⤭⠀䘩㐨F⤴⠀堀唩ⴷ⠀唩㌨)呪ਠ〠呷㔸㐱‰⁔搊嬨L⤭㉒Q�⤭̀䘀RMOXQFWLR(�E⤭㠨L⤭㈨W⤭㈨K�L⤭㈨P⤭㈃DJLQJ�

DQG J(Q⤭㐨(W⤭㘨L⤭㘨�X⤭㐨E⤭㐨L⤭㘨R⤭㑐O⤭㘨DU⤭ㅎKUV�
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• ([DPLQH�WKH�SUHYDOHQFH RI�QHXURORJLFDO DQG�SV\FKRORJLFDO�FRQGLWLRQV�LQ�SHRSOH�ZLWK�'6 
DFURVV WKH�OLIHVSDQ���LQFOXGLQJ�LGHQWLILFDWLRQ�RI�YDULDWLRQV�E\�UDFH�HWKQLFLW\��VH[��DQG�RU�
JHRJUDSK\���&ROOHFW�GDWD RQ�$WWHQWLRQ 'HILFLW�+\SHUDFWLYLW\ 'LVRUGHU �$'+'��DQG�
$XWLVP�6SHFWUXP�'LVRUGHU��$6'���PHQWDO�KHDOWK�GLVRUGHUV��VXFK�DV�GHSUHVVLRQ��DQ[LHW\��
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• &RQGXFW�HSLGHPLRORJLFDO UHVHDUFK RQ WKH�SUHYDOHQFH�RI FDQFHUV� LQFOXGLQJ OHXNHPLDV��LQ�
SHRSOH�ZLWK�'6�DFURVV�WKH�OLIHVSDQ�DQG�SDUWLFXODUO\�LQ�FKLOGKRRG����DQG�WKH�VXUYLYDELOLW\�
RI WKHVH�FDQFHUV DV FRPSDUHG�WR�WKH�JHQHUDO�SRSXODWLRQ���&KDUDFWHUL]H�QHXURFRJQLWLYH��
EHKDYLRUDO��DQG�TXDOLW\�RI�OLIH RXWFRPHV UHODWHG WR FDQFHU WKHUDS\�LQ�SHRSOH�ZLWK�'6��
FRQWLQXLQJ�WKURXJK�VXUYLYRUVKLS��WR�LGHQWLI\�ULVN�IDFWRUV�IRU�SRRUHU�RXWFRPHV�DQG�WDUJHWV 
IRU�LQWHUYHQWLRQV� 

• &RQGXFW�UHVHDUFK�WR�HVWDEOLVK�WKH�SUHYDOHQFH�RI�JXW�JDVWURLQWHVWLQDO�OLYHU�NLGQH\�EODGGHU 
FRQGLWLRQV�LQ�SHRSOH�ZLWK�'6 DFURVV WKH�OLIHVSDQ����LQFOXGLQJ�LGHQWLILFDWLRQ�RI�YDULDWLRQV 
E\�DJH��UDFH�HWKQLFLW\��VH[��RU�JHRJUDSK\���&RQGXFW�D�ORQJLWXGLQDO�FRKRUW�VWXG\�RI 
G\VSKDJLD�LQ�FKLOGUHQ�ZLWK�'6� 

• &RQGXFW�HSLGHPLRORJLFDO�UHVHDUFK�WR�HVWDEOLVK�WKH SUHYDOHQFH�RI�VNLQ�FRQGLWLRQV�LQ�SHRSOH 
ZLWK '6 DFURVV WKH�OLIHVSDQ��� 

• &RQGXFW�QDWXUDO�KLVWRU\�VWXGLHV�RI�PXVFXORVNHOHWDO�FRQGLWLRQV�LQ�SHRSOH�ZLWK�'6�DFURVV 
WKH OLIHVSDQ��� 

• &RQGXFW�GHILQLWLYH�HSLGHPLRORJLFDO�VWXGLHV�WR�HVWDEOLVK�WKH�SUHYDOHQFH�RI�GLDEHWHV�LQ�
SHRSOH�ZLWK�'6 DFURVV WKH�OLIHVSDQ����LQFOXGLQJ�LGHQWLILFDWLRQ�RI�SURWHFWLYH DQG�ULVN�
IDFWRUV�IRU�WKHVH FRQGLWLRQV� 

• &RPSLOH�GDWD�RQ�WKH�HWLRORJ\�DQG�WLPLQJ�RI�PHWDEROLF�ZHLJKW�VWDWXV�FKDQJHV�LQ�SHRSOH 
ZLWK '6 DFURVV�WKH�OLIHVSDQ�DQG�WKH�SUHYDOHQFH�RI VHFRQGDU\�FRQGLWLRQV�DVVRFLDWHG�ZLWK�
REHVLW\� 

• 6WXG\�KRZ�WKH�LPPXQH�V\VWHP PDWXUHV LQ�LQGLYLGXDOV�ZLWK�'6�IURP�LQIDQF\�WKURXJK�
DGXOWKRRG��DQG�KRZ�WKH�SURFHVV PLJKW�GLIIHU IURP WKH VDPH PDWXUDWLRQ SURFHVV�LQ�WKRVH 
ZLWKRXW�'6���&RQGXFW�ORQJLWXGLQDO�VWXGLHV�WR�PDS�WKH�LPPXQH�V\VWHP��LQFRUSRUDWLQJ�
LQIODPPDWRU\ PDUNHUV� VXVFHSWLELOLW\ WR LQIHFWLRQV��DQG�UHVSRQVHV WR YDFFLQHV� 

• 6WXG\�&2URQD9,UXV�'LVHDVH�������&29,'���� ULVN�DQG�PLWLJDWLRQ�VWUDWHJLHV�IRU�SHRSOH 
ZLWK�'6��LQFOXGLQJ�GLIIHUHQWLDO�HIIHFWV�RI 6$56�&R9���LQIHFWLRQ�RQ�SHRSOH�ZLWK�'6 
DFURVV WKH�OLIHVSDQ��LQ�YDULRXV�OLYLQJ�VHWWLQJV���&RQGXFW�WDLORUHG�VWXGLHV�RI�HIIHFWLYH�GRVLQJ�
DQG�LPPXQH�UHVSRQVH�WR�YDFFLQHV�WR�SUHYHQW &29,'����LQ�SHRSOH�ZLWK�'6� 

�� &RQGLWLRQV IRU VWXG\�FRXOG�LQFOXGH DFXWH�7�FHOO�O\PSKRLG OHXNHPLD� DFXWH %�FHOO O\PSKRLG�OHXNHPLD� DFXWH 
P\HORLG�OHXNHPLD� FKURQLF O\PSKRF\WLF OHXNHPLD� FKURQLF P\HORLG�OHXNHPLD� 7UDQVLHQW 0\HORSUROLIHUDWLYH 
'LVRUGHU� DQG 7UDQVLHQW $EQRUPDO 0\HORSRLHVLV� 
�� &RQGLWLRQV IRU VWXG\�FRXOG LQFOXGH JDVWURHVRSKDJHDO UHIOX[� FKURQLF FRQVWLSDWLRQ� FKURQLF GLDUUKHD� G\VSKDJLD� 
FHOLDF�GLVHDVH� +LUVFKVSUXQJ GLVHDVH� S\ORULF�VWHQRVLV� LUULWDEOH�ERZHO V\QGURPH� LQIODPPDWRU\ ERZHO GLVHDVH� SHSWLF�
XOFHUV� JDOOVWRQHV� KHPRUUKRLGV� GLYHUWLFXOLWLV� GXRGHQDO DWUHVLD� VWHQRVLV RU ZHE� DQDO VWHQRVLV RU DWUHVLD� HVRSKDJHDO 
DWUHVLD� G\VXULD� YRLGLQJ�G\VIXQFWLRQ� NLGQH\�GLVHDVH� F\VWLF G\VSODVWLF NLGQH\� K\GURQHSKURVLV� K\GURXUHWHU� 
SRVWHULRU RU DQWHULRU XUHWKUDO�YDOYHV� UHQDO DJHQHVLV� YHVLFRXUHWHUDO UHIOX[� DQG�QRQDOFRKROLF IDWW\�OLYHU GLVHDVH� 
�� &RQGLWLRQV IRU VWXG\�FRXOG�LQFOXGH DFQH� DORSHFLD�DUHDWD� DWRSLF�GHUPDWLWLV�HF]HPD� ERLOV�KLGUDGHQLWLV 
VXSSXUWLYD�IROOLFXOLWLV� FHOOXOLWLV� SVRULDVLVV� ��
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Program Portrait 2: Cohort Development 

DS-Connect®: The Down Syndrome Registry 
7R�DXJPHQW�LWV�UHVHDUFK�RQ�'6��1,&+'�ODXQFKHG '6�&RQQHFW����7KH�'RZQ�6\QGURPH�5HJLVWU\�
�KWWSV���'6&RQQHFW�QLK�JRY��LQ��������7KLV UHVHDUFK UHJLVWU\��VXSSRUWHG�E\�WKH�VHOI�DGYRFDWHV� 
IDPLO\�PHPEHUV��'6�RUJDQL]DWLRQV�DQG�IRXQGDWLRQV��DQG�1,+ ,&2V ZLWKLQ WKH�'6�&RQVRUWLXP 
�VHH�$SSHQGL[ $���DLPV�WR�IDFLOLWDWH�LQIRUPDWLRQ�VKDULQJ�DPRQJ�SHUVRQV�ZLWK�'6��IDPLOLHV��DQG�
UHVHDUFKHUV�E\�FROOHFWLQJ�GHPRJUDSKLF�DQG�KHDOWK�LQIRUPDWLRQ�DERXW�SHRSOH ZLWK�'6�WKURXJK�D�
VHULHV�RI�RQOLQH�VXUYH\V���7KLV�FRQILGHQWLDO��VHFXUH��DQG�UHVSRQVLYH�ZHEVLWH ZDV�DOVR�WUDQVODWHG 
LQWR�6SDQLVK�LQ������ 6LQFH�������QHDUO\�������LQGLYLGXDOV�ZLWK�'6�KDYH�UHJLVWHUHG���

7KH�'6�&RQQHFW��SURIHVVLRQDO�SRUWDO�ZDV�ODXQFKHG�LQ������WR�DOORZ�DSSURYHG�LQYHVWLJDWRUV��
FOLQLFLDQV� DQG�RWKHU�TXDOLILHG�SURIHVVLRQDOV�WR�DFFHVV�WKH�GH�LGHQWLILHG GDWD FROOHFWHG�WKURXJK�WKH 
UHJLVWU\��PRUH�WKDQ���� UHVHDUFKHUV FXUUHQWO\�KROG�D�SURIHVVLRQDO DFFRXQW��7KH SURIHVVLRQDO�SRUWDO 
RIIHUV WKUHH�OHYHOV RI DFFHVV�����YLHZLQJ�DJJUHJDWH��GH�LGHQWLILHG�GDWD�RU�VXUYH\�FRQWHQW�RQO\� 
�� SHUIRUPLQJ�FXVWRPL]HG�VHDUFKHV�RU�VWDWLVWLFDO�HYDOXDWLRQ�IRU�DQDO\VLV��SXEOLFDWLRQ��RU 
SUHVHQWDWLRQ��DQG����UHFUXLWLQJ�
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DQG�H[SDQGLQJ�FXUUHQW FOLQLFDO�FDUH�JXLGHOLQHV�HVWDEOLVKHG�E\�WKH�SURIHVVLRQDO�PHGLFDO�DQG�
EHKDYLRUDO�VRFLHWLHV�IRU�DOO�DJH�JURXSV�RI�SHRSOH ZLWK�'6� 

Define DS Phenotypes 
• &RQYHQH�D�SDQHO RI H[SHUWV��LQFOXGLQJ�ERWK�FOLQLFLDQV�DQG�UHVHDUFKHUV��RQ�'6�WR�GHILQH 

'6 SKHQRW\SHV DFURVV WKH�OLIHVSDQ XVLQJ DYDLODEOH FOLQLFDO DQG JHQHWLF�GDWD� ,QIRUP WKH�
GHYHORSPHQW�RI�XSGDWHG�FOLQLFDO�JXLGHOLQHV�WR�LPSURYH�FDUH�IRU�SHRSOH ZLWK�'6�E\�
LQFRUSRUDWLQJ�GDWD�RQ�FKDQJHV UHODWHG WR VWDJHV RI OLIH��H�J���LQIODPPDWLRQ DQG 
PHWDEROLVP���DQG�RQ�DJH UDQJHV ZKHQ DQ�LQWHUYHQWLRQ�PLJKW�EH�PRVW�HIIHFWLYH���

• ,GHQWLI\�'6�SKHQRW\SHV�DQG�JHQRW\SH�SKHQRW\SH DVVRFLDWLRQV��LQFOXGLQJ�EHKDYLRUDO�DQG�
GHYHORSPHQWDO PLOHVWRQHV��WR�LQIRUP��XQGHUVWDQGLQJ�RI�QDWXUDO�KLVWRU\��EHJLQQLQJ�
SUHQDWDOO\�DQG�LQFOXGLQJ�SXEHUW\�DQG�DGXOWKRRG��WKH WLPLQJ RI�DQG�WDUJHWV�IRU 
LQWHUYHQWLRQV�WR�LPSURYH�FRJQLWLRQ�RU�LQWHUYHQH�LQ UHJUHVVLRQ��WKH�HYROXWLRQ�RI 
FRPPXQLFDWLRQ�VNLOOV��DQG SDWKRORJLHV�WKDW�DIIHFW KHDULQJ��EDODQFH��DQG�YLVLRQ� 

• ([SORUH�GLIIHUHQFHV in utero�WR�DVFHUWDLQ�ZK\�VSRQWDQHRXV IHWDO ORVV�RFFXUV�RQO\�LQ�VRPH�
FDVHV RI WULVRP\�����ZKHWKHU�WKH�SODFHQWD FDQ SURYLGH�LQVLJKWV�RQ�WKHVH�SUHJQDQF\�ORVVHV��
DQG�ZKHQ�WKH DJLQJ�SURFHVV�EHJLQV� 

Improve 
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• &RQGXFW�FOLQLFDO�UHVHDUFK�WR�DVVHVV�WKH�HIILFDF\�RI LQWHUYHQWLRQV�IRU�LPSURYHG�FRJQLWLRQ��
FRPPXQLFDWLRQ��KHDULQJ�DQG�EDODQFH��DQG�YLVLRQ� 

• ,QFOXGH�SHRSOH ZLWK�'6�LQ FOLQLFDO�WULDOV RI YDFFLQHV�DQG�WUHDWPHQWV��LQFOXGLQJ�&29,'����
YDFFLQHV��DV WKH\ EHFRPH DYDLODEOH� 

• ,QFOXGH�SHRSOH ZLWK�'6�DQG�WKHLU�FDUHJLYHUV�VXSSRUWHUV�WKURXJKRXW�WKH�FOLQLFDO�UHVHDUFK�
SURFHVV��EHJLQQLQJ�ZLWK�VWXG\�GHVLJQ��DQG�GHYHORS�VWUDWHJLHV�WR�LQFUHDVH�WKH SDUWLFLSDWLRQ�
RI�SHRSOH�ZLWK�'6�RI�GLIIHUHQW�DJH��VH[��UDFH�HWKQLFLW\�DQG�VRFLRHFRQRPLF�VWDWXV�LQ�
UHVHDUFK� 

• &RQVLGHU�GHYHORSLQJ�SXEOLF�SULYDWH�SDUWQHUVKLSV�ZLWK�ELRWHFKQRORJ\�
FRPSDQLHV�SKDUPDFHXWLFDO�LQGXVWU\ WR
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• 'HYHORS SUHYHQWLYH�PHDVXUHV DQG WUHDWPHQWV�WR�DGGUHVV�VWUXFWXUDO DQG�IXQFWLRQDO 
DEQRUPDOLWLHV�LQ�WKH�DXGLWRU\�DQG�YHVWLEXODU�V\VWHPV�RI�SHRSOH�ZLWK�'6�RYHU�WKH�OLIHVSDQ�
WR RSWLPL]H hearing and balance��

• 'HYHORS�LQWHUYHQWLRQ�VWUDWHJLHV�XVLQJ�QRQ�SKDUPDFRORJLFDO DSSURDFKHV WR�PDQDJH�
FRQFXUUHQW FR�RFFXUULQJ�FRQGLWLRQV��VXFK�DSSURDFKHV�FRXOG�LQFOXGH�WHFKQRORJLHV�WR�
VWLPXODWH�EUDLQ�IXQFWLRQ��dietary interventions WR PDQDJH�W\SH�� GLDEHWHV DQG VLPLODU 
FRQGLWLRQV��DQG�behavioral therapy strategies, VXFK DV VRFLDO HQJDJHPHQW� SK\VLFDO 
DFWLYLW\��HGXFDWLRQDO�LQFOXVLRQ��WR HQKDQFH�FRJQLWLRQ�DQG�EHKDYLRU���(YDOXDWH�QRQ�
SKDUPDFRORJLF DSSURDFKHV LQ�LQGLYLGXDOV�ZLWK�'6�$'��IRU ERWK LPSURYLQJ FRJQLWLYH 
IXQFWLRQ�DQG�RU�SUHYHQWLQJ�FRJQLWLYH�GHWHULRUDWLRQ��

�� 
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• 'HYHORS�DSSOLFDWLRQV�IRU PRELOH�GHYLFHV�DQG�FRPSXWHU�EDVHG WKHUDSLHV WR LQFUHDVH�
LQGHSHQGHQFH�IRU�SHRSOH ZLWK�'6�LQ�DFWLYLWLHV RI�GDLO\�OLYLQJ��HVSHFLDOO\ VHOI�VXSSRUW 
WHFKQRORJLHV��WR�EH�XVHG�LQ�WHOHKHDOWK��KRPH�EDVHG��DQG�VFKRRO�VHWWLQJV�WR�LPSURYH�
OHDUQLQJ�DQG�FRPPXQLFDWLRQ���'HYHORS�DQG�RU�DGDSW DVVLVWLYH�GHYLFHV� VXFK DV *OREDO 
3RVLWLRQLQJ�6\VWHPV�DQG�PRELOH�GHYLFHV�IRU�WUDQVSRUWDWLRQ� RU GHYLFHV WKDW KHOS WR�
IDFLOLWDWH LQWHJUDWLRQ�RI�DQ�LQGLYLGXDO ZLWK�'6 LQWR�WKH ZRUNSODFH� UHVLGHQWLDO�RU KRPH 
HQYLURQPHQW��DQG�FRPPXQLW\����

• 'HYHORS�DQG�YDOLGDWH�LQWHUYHQWLRQV��LQFOXGLQJ�DXJPHQWDWLYH DQG DOWHUQDWLYH 
FRPPXQLFDWLRQ GHYLFHV
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• 8VH�OHVVRQV OHDUQHG IURP IDPLOLHV¶ H[SHULHQFHV ZLWK WKH�6$56�&29���SDQGHPLF�WR�
GHYHORS�VWUDWHJLHV�WKDW�LQFOXGH�SHRSOH�ZLWK�'6�LQ�SODQQLQJ�IRU�IXWXUH�SXEOLF�KHDOWK�DQG�
GLVDVWHU SUHSDUHGQHVV HIIRUWV� VXFK DV PDLQWDLQLQJ FDUHJLYHU DFFHVV�WR�LQGLYLGXDOV�ZLWK�'6 
ZKR�PD\�EH�LVRODWHG�LQ�WKH�KRVSLWDO�����

Increase Inclusion of People with DS in Research 
• 7DNH�LQWR�DFFRXQW��ZKHQ�GHVLJQLQJ�VSHFLILF�UHVHDUFK�VWXGLHV��KRZ�SRWHQWLDO�SDUWLFLSDQWV 

YLHZ�WKHPVHOYHV��LQFOXGLQJ�LGHQWLWLHV�RI�UDFH��JHQGHU��FODVV��DQG�VH[XDO�RULHQWDWLRQ��DQG��
WR�WKH�H[WHQW�IHDVLEOH��UHFUXLW�GLYHUVH�SRSXODWLRQV�RI�SHRSOH�ZLWK�'6�LQWR�UHVHDUFK�VWXGLHV� 

• 'HYHORS�UHVHDUFK�VWXG\�PDWHULDOV�WKDW�DUH�DFFHVVLEOH�WR�LQGLYLGXDOV�ZLWK�'6��LQFOXGLQJ�
VWXG\�GHVFULSWLRQV��LQIRUPHG�FRQVHQW�DVVHQW�GRFXPHQWV��DQG�LQIRUPDWLRQ�RQ�
FRQILGHQWLDOLW\�DQG�SULYDF\�RI�GDWD���(QJDJH�SHRSOH�ZLWK�'6�DQG�WKHLU FDUHJLYHUV LQ VWXG\�
GHVLJQ�WR�LQFUHDVH�WKH�DSSURSULDWHQHVV RI WKHVH PDWHULDOV�DQG�HQVXUH�WKDW�WKH�SUHVHQWDWLRQ�
RI�UHVHDUFK�WRSLFV DQG�UHVXOWV�GRHV�QRW�XQLQWHQWLRQDOO\�FDXVH�SV\FKRORJLFDO VWUHVV�LQ�
SRWHQWLDO�SDUWLFLSDQWV� 
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• ([SORUH SRWHQWLDO SURWHFWLYH�IDFWRUV IRU DJH�UHODWHG GHPHQWLD��LQFOXGLQJ�FRPSOHPHQWDU\�
DQG�LQWHJUDWLYH�KHDOWK DSSURDFKHV� H[HUFLVH��DQG GLHW��

• 6WXG\�WKH�VSHFLILF�LPSDFW�RI�SRVWPHQRSDXVDO KRUPRQH UHSODFHPHQW�WKHUDS\ �+57� XVH�E\�
ZRPHQ�ZLWK�'6�WR�GHWHUPLQH�LI�LW UHGXFHV�WKH�FXPXODWLYH 



�

��

� � � �
�

� � ��

� � � � � � � � � ���

�

� � � � � � � �
� �

�

  
� �

� �
� � � � � �

 

� � � � � �
� � � � �

� � � � � �
� �

� � � ��
� � � � �

� � �

   
� � � � �

�

� � � � �
� � �

� � � �  

� � � � �
�

� �
� � �

� � � � �
�

7KH�$%&�'6�UHVHDUFKHUV�ZLOO�IROORZ�WKH�FRKRUW�RI�SHRSOH�ZLWK�'6�WR�FRQGXFW�WKUHH�SURMHFWV� 

• ,QYHVWLJDWH�KRZ '6�$' SDUDOOHOV�DQG�GLIIHUV�IURP�VSRUDGLF $'�ZLWKLQ�DQ�DP\ORLG��WDX��
QHXURGHJHQHUDWLRQ�IUDPHZRUN��DQG�WR�LGHQWLI\�PRGLILHUV�RI�ULVN�RI FRQYHUVLRQ�SURJUHVVLRQ�

• ,GHQWLI\�JHQHWLF�PRGLILHUV�RI�WKH�GHYHORSPHQW�RI '6�$' 

• 7UDQVODWH�RXWFRPHV WR D SUHFLVLRQ PHGLFLQH IUDPHZRUN DQG H[SHGLWH FOLQLFDO�WULDOV 

,PSRUWDQWO\��WKH�QH[W�LWHUDWLRQ�RI�$%&�'6�LQFOXGHV�DQ�HPSKDVLV�RQ�LQFUHDVLQJ�WKH�GLYHUVLW\�RI 
LQGLYLGXDOV�LQ�WKH�FRKRUW�RI�DGXOWV�ZLWK�'6���7KH�$'�'6�2XWUHDFK��5HFUXLWPHQW��DQG�
(QJDJHPHQW &RUH ZLOO�UDSLGO\ GLVVHPLQDWH LQIRUPDWLRQ WR '6�FRPPXQLWLHV DQG�HQJDJH 
XQGHUUHSUHVHQWHG UDFLDO HWKQLF�JURXSV����

E.  Research Infrastructure and Tools 
'LDJQRVWLF�DQG�VFUHHQLQJ PHDVXUHV�XVHG�IRU�'6�DQG�UHODWHG�FRQGLWLRQV�KDYH�FRQWLQXHG�WR�HYROYH 
LQ�UHFHQW�\HDUV���+RZHYHU��XWLOL]DWLRQ�RI�PRUH�VSHFLDOL]HG�PHDVXUHV�RI IXQFWLRQLQJ�DFURVV 
GRPDLQV FRXOG IDFLOLWDWH PRUH UHILQHG�SKHQRW\SLQJ�DQG�LGHQWLILFDWLRQ�RI�ELRPDUNHUV�IRU PHGLFDO� 
FRJQLWLYH��DQG�EHKDYLRUDO�FRQGLWLRQV�UHODWHG�WR�'6� 

,Q�WKH�QHDU�WHUP��WKH�VFLHQWLILF�FRPPXQLW\�QHHGV�WR�IXUWKHU�LPSURYH�WRROV��WHFKQLTXHV��PHWKRGV��
DQG PHDVXUHV WR�PRYH WRZDUG D PLQLPXP�VHW�RI�FRPPRQ�PHDVXUHV�IRU�XVH�DFURVV�VWXGLHV��DJH 
JURXSV��DQG�GHYHORSPHQWDO�DQG�EHKDYLRUDO�GRPDLQV���7KH�ILHOG PD\ EHQHILW IURP DQ�DJUHHPHQW 
RQ�FRPPRQ�GRPDLQV�DQG�RQ�D�FRUH�VHW RI VWDQGDUGL]HG WHVWV DQG PHDVXUHV WKDW�FDQ�EH�DVVHVVHG�LQ�
FOLQLFDO�UHVHDUFK�RQ�'6�WR�DOORZ�IRU�FRPSDUDELOLW\ DFURVV�VWXGLHV��QRWLQJ�WKDW�GRPDLQV 
DSSURSULDWH IRU�RQH VWDJH RI�OLIH�PD\�QRW�EH�DSSURSULDWH�IRU�RWKHUV� ,Q�DGGLWLRQ��PDNLQJ�FRPPRQ�
UHVHDUFK UHVRXUFHV DYDLODEOH�WR UHVHDUFKHUV��VXFK�DV�QHZ�PRGHOV�IRU�'6��UHVHDUFK LQIUDVWUXFWXUH� 
DQG�GDWD�DQG�WLVVXH�UHSRVLWRULHV��ZLOO�DOORZ UHVHDUFK WR�PRYH�IRUZDUG�PRUH UDSLGO\��

Expand Research Tools 
• 'HYHORS�DGGLWLRQDO QHZ�PRGHO V\VWHPV�IRU VWXG\LQJ�'6�DW WKH�FHOOXODU��RUJDQ��LQ�DGGLWLRQ�

WR�EUDLQ���DQG�JHQHWLF�OHYHOV��

• 6WXG\�WKH�HIIHFWV RI�SHUWXUEDWLRQ�RI�LQGLYLGXDO FKURPRVRPH����JHQHV�RQ WKH 
GLIIHUHQWLDWLRQ�DQG�PDWXUDWLRQ�RI�QHXURQV��JOLD��DQG�V\QDSVHV LQ�EUDLQ�RUJDQRLGV��DV ZHOO 
DV LQ PRGHO�RUJDQLVPV�VXFK DV C. elegans DQG�'URVRSKLOD. 

• 'HYHORS�DQG�VXSSRUW QHZ DQLPDO��L�H���PRXVH��UDW��RU 1+3��PRGHOV�IRU FRQGXFWLQJ�
SUHFOLQLFDO�UHVHDUFK�RQ�'6��LQFOXGLQJ�WHVWLQJ�SKDUPDFRORJLFDO�DQG�JHQHWLF LQWHUYHQWLRQV��
DQG�FRQGXFWLQJ�DQDWRPLFDO�DQG�EHKDYLRUDO�DQDO\VHV�RI�EUDLQ�GHYHORSPHQW���3ULRULWL]H WKH 
GHYHORSPHQW�RI�PRGHOV WKDW�PLQLPL]H QRQ�FKURPRVRPH����JHQHWLF�FKDQJHV��DQG�WKRVH 
WKDW FDQ UHIOHFW WKH�VWUXFWXUDO FKDQJHV�LQ�WKH�KXPDQ�EUDLQ�DQG�LPPXQH�V\VWHP�ZLWKRXW 
LQWURGXFLQJ�H[WUDQHRXV JHQHWLF�PDWHULDO����

�� 
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• 'HYHORS�DQG�VXSSRUW�QHZ�KXPDQ�FHOOXODU�RUJDQRLG�FXOWXUHV�IRU�FRQGXFWLQJ�SUHFOLQLFDO 
UHVHDUFK RQ '6� 

• 'HVLJQ�QHZ�WUHDWPHQW�SDUDGLJPV�DQG�SDWKZD\V IRU�WHVWLQJ�LQ�'6�PRXVH�PRGHOV 
�VSHFLILFDOO\� GRVH�UHVSRQVH�DQG�WR[LFLW\�VWXGLHV����

• 'HYHORS�QDQRWHFKQRORJ\ DQG�RWKHU VPDOO�PROHFXOH�DSSURDFKHV WR�HQKDQFH�FRQWUDVW�RI 
DP\ORLG�LPDJLQJ�UHDJHQWV�IRU ILQHU�UHVROXWLRQ�VWXGLHV LQ \RXQJHU�LQGLYLGXDOV ZLWK '6� 

• 'HYHORS�KXPDQ�'6 FHOOXODU�PRGHOV��H�J���L36&V GLIIHUHQWLDWHG LQWR�QHXURQDO�FXOWXUHV� WR 
VWXG\�YDULDWLRQV�E\�VH[�DQG�DQFHVWU\� 

• 8VH�ERWK�in vivo DQG�in vitro PRGHO�V\VWHPV�WR�VWXG\�FDUGLRYDVFXODU�IXQFWLRQ�DQG�WKHUDS\�
UHVSRQVH� 

• 5HILQH�RXWFRPH�PHDVXUHV DOUHDG\ YDOLGDWHG�IRU�VWXG\LQJ�SHRSOH�ZLWK�'6��DQG�GLVVHPLQDWH 
WKHVH�RXWFRPH�PHDVXUHV WR WKH�UHVHDUFK FRPPXQLW\� (PSKDVL]H�PHDVXUHV WKDW KDYH�
GHPRQVWUDEOH�FOLQLFDO�XWLOLW\��VXFK�DV�LGHQWLI\LQJ�FKDQJHV�LQ�ODQJXDJH��EHKDYLRU��
FRJQLWLRQ��RU�DGDSWLYH�VNLOOV���%XLOG�RQ�WKH�1,+�7RROER[�&RJQLWLYH %DWWHU\ WR�GHYHORS�RU 
DGDSW�DGGLWLRQDO RXWFRPH PHDVXUHV IRU VWXG\LQJ�ORZ�IXQFWLRQLQJ��YHU\�\RXQJ�FKLOGUHQ��RU 
DGROHVFHQWV�ZLWK�'6���7UDFN�RXWFRPHV�GXULQJ�HDUO\�GHYHORSPHQW�WR�DOORZ�HYDOXDWLRQ�RI 
WKH LPSDFW�RI 
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• 'HYHORS�VFUHHQLQJ�WRROV�IRU�GHSUHVVLRQ��DQ[LHW\��DQG�RWKHU�FR�RFFXUULQJ�PHQWDO�KHDOWK�
FRQGLWLRQV�LQ�SHRSOH�ZLWK�'6����

• 'HYHORS�GLDJQRVWLF�DQG�VFUHHQLQJ�WRROV�IRU�KHPDWRORJLF�GLVRUGHUV�LQ�SHRSOH ZLWK '6 WR 
SHUPLW�WDLORUHG WUHDWPHQW� 

• 5HILQH�WKH�GLDJQRVWLF�DQG�VFUHHQLQJ�WRROV�IRU�YLVLRQ�UHODWHG�FRQGLWLRQV�LQ�SHRSOH�ZLWK�'6��

• 
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• :RUN�ZLWK�'6�RUJDQL]DWLRQV�DQG�H[SHULHQFHG�FOLQLFDO�WULDO VSHFLDOLVWV WR FUHDWH�DFFHVVLEOH�
DQG�DSSURSULDWH UHFUXLWPHQW�PDWHULDOV IRU '6 VWXGLHV��WKDW�XVH�ODQJXDJH WKDW�LV HDVLO\ 
XQGHUVWDQGDEOH�WR�SHRSOH�ZLWK�'6�DQG�WKHLU�IDPLOLHV��FRQVLGHU�ERWK�YLVXDO�DQG�QRQ�YLVXDO 
PDWHULDOV���6WXG\�KRZ�KHDOWK�FDUH�SUDFWLFH�PD\�EHVW�IRVWHU�WKH�HQJDJHPHQW DQG�
LQGHSHQGHQFH�RI�SHRSOH ZLWK�'6���,GHQWLI\�ZD\V�WR�IRVWHU FRPPXQLW\�HQJDJHG�UHVHDUFK��
FROODERUDWLQJ�ZKHUH�SRVVLEOH�ZLWK�SHRSOH�ZLWK�'6��FDUHJLYHUV�VXSSRUWHUV��DQG�FRPPXQLW\�
SDUWQHUV��XVH FRPPXQLW\�DGYLVRU\�ERDUGV�WR�DXJPHQW�HWKLFDO�UHYLHZV�RI�UHVHDUFK�E\�
LQVWLWXWLRQDO�UHYLHZ�ERDUGV���

• $XJPHQW�V\VWHPV�IRU�GDWD�VKDULQJ�RI�SXEOLVKHG�FRKRUWV�DQG�PDNH�UHVXOWV�DYDLODEOH�LQ�D 
VHDUFKDEOH�IRUPDW��LQFOXGLQJ�IRVWHULQJ�LQWHUQDWLRQDO�GDWD�VKDULQJ���&RQVLGHU HVWDEOLVKLQJ�D 
SXEOLFO\�DYDLODEOH��FHQWUDOL]HG�UHSRVLWRU\�IRU '6�GDWD��HLWKHU�WKURXJK�RU�LQ�FRQMXQFWLRQ�
ZLWK WKH�'6�&RQQHFW� UHJLVWU\� VR WKDW UHVHDUFKHUV PD\ FRPSDUH�WKRVH�GDWD�ZLWK GDWD�RQ 
WKH�JHQHUDO�SRSXODWLRQ��SHRSOH�ZLWK�LQWHOOHFWXDO�DQG GHYHORSPHQWDO�GLVDELOLWLHV�RWKHU�WKDQ�
'6��VLEOLQJV�RI�SHRSOH�ZLWK�'6��DQG�SHRSOH�ZLWK�$'���'HYHORS�WUDLQLQJ�DQG�RWKHU�VXSSRUW 
IRU�'6 FOLQLFV WR DOORZ WKHP�WR GLJLWL]H WKHLU FOLQLFDO�GDWD IRU VXEPLVVLRQ WR D FHQWUDOL]HG 
UHSRVLWRU\�GDWDEDVH��DQG�HQFRXUDJH�WKH�XVH�RI�JOREDO�LGHQWLILHUV�WKDW�DOORZ GDWD�VKDULQJ�
EHWZHHQ�GDWDEDVHV ZLWKRXW�UHYHDOLQJ�SHUVRQDOO\�LGHQWLILDEOH LQIRUPDWLRQ��

• 7KURXJK�WKH ,1&/8'( 'DWD�&RRUGLQDWLQJ�&HQWHU��FUHDWH�D�ODUJH FRKRUW�VWXG\�RI 
LQGLYLGXDOV�ZLWK�'6�DFURVV WKH�OLIHVSDQ WR DFFHOHUDWH�UHVHDUFK LQWR FR�RFFXUULQJ�
FRQGLWLRQV���3URYLGH UHVHDUFKHUV DQG WKH�EURDGHU '6�FRPPXQLW\�ZLWK�DFFHVV�WR�WKH�FRKRUW 
GDWD�DQG�GDWD�PLQLQJ�DQG�DQDO\VLV�WRROV��DQG�IDFLOLWDWH�GDWD�VKDULQJ�DQG�OLQNDJHV�RI 
GDWDVHWV�XVLQJ�XQLTXH�LGHQWLILHUV�WKDW�SUHVHUYH�LQGLYLGXDO�FRQILGHQWLDOLW\���

• ([SDQG�WKH�UHVHDUFK LQIUDVWUXFWXUH IRU�'6 E\�HVWDEOLVKLQJ�RU�DXJPHQWLQJ�FROODERUDWLRQV 
DPRQJ�H[LVWLQJ FOLQLFDO�VLWHV DQG UHVHDUFK QHWZRUNV DW�PHGLFDO�DFDGHPLF LQVWLWXWLRQV 
DFURVV WKH�FRXQWU\ WKDW FRQGXFW UHVHDUFK UHODWHG WR '6 DQG LWV FR�RFFXUULQJ�FRQGLWLRQV���
(QFRXUDJH�WKLV�IHGHUDWLRQ�RI�VLWHV�WR�FRQGXFW�ODUJH�VWXGLHV��VXFK�DV�D�ORQJLWXGLQDO�FRKRUW 
VWXG\ RU PXOWLVLWH FOLQLFDO WULDOV� 7R IDFLOLWDWH WKH WUDQVODWLRQ RI EDVLF DQG WUDQVODWLRQDO�
UHVHDUFK WR FOLQLFDO SUDFWLFH� VXFK VLWHV VKRXOG� 

o 6XSSRUW DQ LQWHUGLVFLSOLQDU\ WHDP RI UHVHDUFKHUV DQG FOLQLFLDQV��LQFOXGLQJ�WKH 
GHYHORSPHQW�RI�QHZ UHVHDUFKHUV�LQ�'6��VRPH�RI�ZKRP�PD\�FRQGXFW 
LPSOHPHQWDWLRQ VFLHQFH SURMHFWV WR�HQVXUH�WKDW�WKH XQGHUO\LQJ�UHVHDUFK�UHVXOWV 
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• (VWDEOLVK D�IHGHUDWLRQ�RI ELRUHSRVLWRULHV�WKDW�ZLOO�SHUPLW�ELREDQNLQJ�RI�FHOOV��SODVPD��
VHUXP��FHUHEURVSLQDO�IOXLG��DQG�EUDLQ�DQG�RWKHU�WLVVXHV�IRU�UHVHDUFK�SXUSRVHV����LQFOXGLQJ�
VDPSOHV IURP�LQGLYLGXDOV�ZLWK�FDQFHU�ZLWK�'6���,QWHJUDWH�ELRUHSRVLWRU\�GDWD�ZLWK�WKH�'6�
&RQQHFW� UHVHDUFK UHJLVWU\ DV IHDVLEOH� 6WDQGDUGL]H VDPSOH�FROOHFWLRQ�DQG�SURFHVVLQJ�
PHWKRGRORJLHV�DQG�SROLFLHV IRU�FRQVLVWHQW��HTXLWDEOH�VDPSOH GLVWULEXWLRQ��DQG HVWDEOLVK 
UHYLHZ�DQG�GLVWULEXWLRQ�SURFHVVHV IRU UHVHDUFKHU DFFHVV WR WKH�VDPSOHV�GDWD� ,GHQWLI\ DQG 
DGGUHVV�EDUULHUV DQG�PRWLYDWLQJ�IDFWRUV�WR�GRQDWLRQ���&RQVLGHUDWLRQ�VKRXOG�DOVR�EH�JLYHQ�
WR� 

o /LQNLQJ�WKH�'6�UHSRVLWRU\�ZLWK�WKH�1,+�1HXUR%LR%DQN���DQG�WKH�H[LVWLQJ�$' 
5HVHDUFK &HQWHUV %UDLQ�%DQNV����VR�WKDW WLVVXH IURP�SHRSOH ZLWK '6 FDQ EH 
FRPSDUHG�WR�WKRVH�REWDLQHG�IURP�LQGLYLGXDOV�ZLWK�$'�DQG�RWKHU�GLVRUGHUV 

o &ROOHFWLQJ QHXURW\SLFDO�FRQWURO�VDPSOHV 

• ([SDQG�IHGHUDOO\�IXQGHG�UHVHDUFK�WUDLQLQJ�SURJUDPV�WR�HQVXUH�D�YLEUDQW�SLSHOLQH RI�
UHVHDUFKHUV�GRLQJ�ZRUN�LQ�'6��DQG�KRVW�VFLHQWLILF�ZRUNVKRSV�WKDW�EULQJ�HPHUJLQJ�
LQYHVWLJDWRUV WRJHWKHU ZLWK HVWDEOLVKHG VFLHQWLVWV LQ WKH ILHOG IRU WUDLQLQJ LQ FOLQLFDO�WULDOV� 

Program Portrait 5: Research Infrastructure and Tools 

Using the Pediatric Trials Network (PTN) to Test Therapeutics for Children with DS 
2QO\�D�VPDOO�SHUFHQWDJH RI�GUXJV�DQG�GHYLFHV�DSSURYHG�E\�WKH�8�6��)RRG�DQG�'UXJ�
$GPLQLVWUDWLRQ��)'$��KDYH�EHHQ�ODEHOHG IRU SHGLDWULF�XVH� 1,&+' HVWDEOLVKHG WKH�371�LQ������
WR FRQGXFW FOLQLFDO UHVHDUFK DQG FROOHFW GDWD�WR�DVVLVW�WKH )'$ LQ UHYLVLQJ PHGLFDWLRQ ODEHOV IRU 
VDIHU DQG PRUH�HIIHFWLYH�XVH�LQ�FKLOGUHQ���:RUNLQJ�ZLWK�UHVHDUFK�VLWHV�DURXQG�WKH�FRXQWU\��WKH 
371�VWXGLHV�WKH�IRUPXODWLRQ��GRVLQJ��HIILFDF\��DQG VDIHW\ RI GUXJV� DV ZHOO DV PHGLFDO GHYLFHV��
IRU�XVH�LQ�FKLOGUHQ���7KLV VWUXFWXUH�DOORZV�WKH�QHWZRUN�WR�DGGUHVV PDQ\ RI 
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• ,Q�DGGLWLRQ��GXH�WR�VHYHUDO�ODUJH�FRKRUW�VWXGLHV��UHVHDUFKHUV�KDYH�D�EHWWHU�XQGHUVWDQGLQJ�RI 
WKH�SDWKRSK\VLRORJ\�RI '6�$'����EXW�PRUH�UHFHQW�UHFRJQLWLRQ�RI�D�ZRUULVRPH 
³UHJUHVVLRQ´�SKHQRW\SH UHPLQGV�XV�RI�KRZ�PXFK�ZH�KDYH�\HW�WR�OHDUQ�DERXW�VRPH�RI 
WKHVH�FR�RFFXUULQJ�QHXURORJLFDO�FRQGLWLRQV���

• :KLOH�LQ WKH�UHFHQW SDVW WKHUH�KDV EHHQ D�SDXFLW\ RI PHGLFDWLRQ WULDOV WDLORUHG WR SHRSOH 
ZLWK '6 �ZLWK�WKH�H[FHSWLRQ�RI�VHYHUDO H[SORULQJ�WKH�RSWLPDO�FKHPRWKHUDS\�IRU�FKLOGKRRG�
OHXNHPLD�LQ�'6��DQG�VRPH�IDLOHG�WULDOV�WR�LPSURYH FRJQLWLRQ�RU�HYHQ�SUHYHQW�GHPHQWLD���� 

WKLV VLWXDWLRQ LV LPSURYLQJ��SDUWLFXODUO\�ZLWK�VXSSRUW�IURP WKH�,1&/8'( 3URMHFW� 

7KH�LPSDFW RI WKH�,1&/8'( 3URMHFW FDQQRW�EH�XQGHUHVWLPDWHG��DV�LW�KDV�LQIXVHG�WKH�ILHOG ZLWK 
QHZ�IXQGLQJ��EURXJKW�QHZ�LQYHVWLJDWRUV�LQWR�'6 UHVHDUFK��DQG�HQFRXUDJHG�QHZ�DQG�³RXW�RI�WKH�
ER[´�DSSURDFKHV WR WKLV ZHOO�NQRZQ�FKURPRVRPDO�GLVRUGHU��IXQGDPHQWDOO\�FKDQJLQJ�WKH�FXOWXUH�
RI�'6 UHVHDUFK FRQGXFWHG�DQG�VXSSRUWHG�E\�1,+� �7KH�HPSKDVLV�RQ�VXSSRUW�RI�WUDLQHHV�DQG�
MXQLRU�IDFXOW\�HQJDJLQJ�LQ�'6�UHODWHG�UHVHDUFK��WKURXJK�LQVWLWXWLRQDO�WUDLQLQJ�JUDQW�VXSSOHPHQWV��
&OLQLFDO�DQG 7UDQVODWLRQDO 6FLHQFH�$ZDUGV�WUDLQLQJ�VXSSOHPHQWV��WKH�3+1�6FKRODUV�SURJUDP �VHH�
3URJUDP 3RUWUDLW ����DQG�LQGLYLGXDO�IHOORZVKLS�DQG�FDUHHU�GHYHORSPHQW�DZDUGV��LV�UHVXOWLQJ�LQ�
\RXQJHU�VFLHQWLVWV�MRLQLQJ�WKH�'6 UHVHDUFK FRPPXQLW\��7KH�DGGLWLRQDO�HPSKDVLV�RQ�
WUDQVIRUPDWLYH�UHVHDUFK LV HQFRXUDJLQJ QHZ DQG�HVWDEOLVKHG�LQYHVWLJDWRUV�WR�EURDFK H[FLWLQJ QHZ 
DUHDV�RI�LQTXLU\�LQ�WKH�EDVLF�VFLHQFH�GRPDLQ���$OO RI WKHVH�PHDVXUHV LQFUHDVH�WKH�SRRO RI 
LQYHVWLJDWRUV�LQYROYHG�LQ�'6�UHVHDUFK�DQG�IXOILOO�WKH�FRQJUHVVLRQDO�PDQGDWH WR�³H[SDQG�WKH 
FXUUHQW�SLSHOLQH�RI�'6�UHVHDUFK´��VHH�$SSHQGL[�(���

'HVSLWH�RQO\�EHLQJ�LQ�LWV�LQIDQF\��ZLWK�WKH�ILUVW�VXSSOHPHQWV�IXQGHG�D�VKRUW WLPH�DJR��WKH�
,1&/8'( 3URMHFW FDQ VWLOO�FLWH D�OLPLWHG�QXPEHU�RI�VSHFLILF�RXWFRPHV�DQG�GLVFRYHULHV�LQ�WKLV 

https://pubmed.ncbi.nlm.nih.gov/30733618/
https://pubmed.ncbi.nlm.nih.gov/28884975/
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VLOHQFLQJ�LQ�D�PRXVH�PRGHO�RI�'6�WR�SUHYHQW�DP\ORLG�SODTXH�GHSRVLWLRQ�LQ�WKH�EUDLQ�DQG�RQVHW RI�
GHPHQWLD�V\PSWRPV�ZRXOG�EH�D�VWULNLQJ�DFFRPSOLVKPHQW�DQG�D�EUHDNWKURXJK�LQ�WKH�ILHOG��

2Q WKH FOLQLFDO�VLGH� LPSURYHG�WUHDWPHQWV�IRU�VRPH�RI�WKH�PRVW FKDOOHQJLQJ�DVSHFWV RI '6 LV D�
ZRUWK\�JRDO��IRU�ZKLFK�FRPPXQLW\ LQSXW�LV FULWLFDO� 3DUHQWV RIWHQ UHSRUW WKDW�SRRU 
FRPPXQLFDWLRQ�DQG�VSHHFK�DUWLFXODWLRQ��DV�ZHOO�DV�SRRU�VOHHS�TXDOLW\��LQFOXGLQJ�EUHDWKLQJ�SDXVHV 
DQG�VQRULQJ���DUH�VRPH�RI�WKH�PRVW�YH[LQJ�SUREOHPV IRU IDPLOLHV EHFDXVH�WKH\�FDQ KDYH�D�PDMRU 
LPSDFW�QRW�RQO\�RQ�WKH�ZHOO�EHLQJ�RI�WKH�SHUVRQ�ZLWK�'6��EXW DOVR WKDW�RI�RWKHU�IDPLO\�PHPEHUV���
0DQ\�IDPLOLHV DOVR IHDU�WKH�SRVVLELOLW\�RI�GHYHORSPHQWDO�UHJUHVVLRQ�LQ�WKHLU�WHHQV�DQG�\RXQJ�
DGXOWV�ZLWK�'6��DQG�WKH�RQVHW�RI�GHPHQWLD�DV�WKHLU ORYHG�RQHV�ZLWK�'6�DJH���7KH�EURDGHU '6 
FRPPXQLW\�FRXOG�HQJDJH ZLWK UHVHDUFKHUV�WR�LPSURYH�XQGHUVWDQGLQJ�RI�WKH FDXVHV DQG UDQJH RI 
FOLQLFDO SUHVHQWDWLRQV IRU WKHVH�LVVXHV��ZLWK�WKH�SULPDU\ JRDO RI�GHYHORSLQJ�FOLQLFDO�WULDOV RI WKHVH�
FRQGLWLRQV�VSHFLILFDOO\�LQ�'6���6RPH�UHVHDUFKHUV DOUHDG\ DUH�GHYHORSLQJ�DQ�$'�SUHYHQWLRQ�WULDO 
XVLQJ�DQ�DQWL�DP\ORLG�WKHUDS\��DQG�WKH�VXFFHVV�RI�VXFK�D�WULDO�ZRXOG�EH D�VLJQLILFDQW�EHQHILW�IRU 
LQGLYLGXDOV�DQG�IDPLOLHV� 

7KH�XQLTXH�FKDOOHQJHV�SRVHG�E\�WKH�&29,'����SDQGHPLF�DOVR�SURYLGH�RSSRUWXQLWLHV�WR�
XQGHUVWDQG�WKH�KHLJKWHQHG�ULVN�IDFWRUV�IRU�PRUH�VHYHUH�RXWFRPHV�1⁔昊⠀̩呪ਯ䌲弰 H�W 
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WULDOV�RI�LQWHUYHQWLRQV�QRW�MXVW�IRU�FRJQLWLRQ�DQG�GHPHQWLD�WUHDWPHQWV��EXW DOVR IRU�LPPXQH 
GLVRUGHUV��VOHHS�DSQHD��H\H GLVRUGHUV��DQG�PDQ\�RWKHU�FRQGLWLRQV���7KHVH�HIIRUWV�XQGHUVFRUH�WKH 
LPSRUWDQFH�RI�GLYHUVLW\��HTXLW\��DQG�LQFOXVLRQ�LQ�RXU�ZRUNIRUFH DQG�LQ�WKH�UHVHDUFK SDUWLFLSDQWV 
UHFUXLWHG�IRU�'6�VWXGLHV� 
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• Eunice Kennedy Shriver 1DWLRQDO ,QVWLWXWH�RQ�&KLOG�+HDOWK�DQG�+XPDQ�'HYHORSPHQW 
�1,&+'� 

• 1DWLRQDO ,QVWLWXWH�RQ�'HDIQHVV�DQG�RWKHU�&RPPXQLFDWLRQ�'LVRUGHUV �1,'&'� 

• 1DWLRQDO ,QVWLWXWH�RI 'HQWDO DQG &UDQLRIDFLDO 5HVHDUFK �1,'&5� 

• 1DWLRQDO�,QVWLWXWH RI 'LDEHWHV DQG�'LJHVWLYH DQG�.LGQH\�'LVHDVHV �1,''.� 

• 1DWLRQDO�,QVWLWXWH RI 0HQWDO�+HDOWK �1,0+� 

• 1DWLRQDO�,QVWLWXWH RI 0LQRULW\ +HDOWK DQG +HDOWK 'LVSDULWLHV �1,0+'� 

• 1DWLRQDO ,QVWLWXWH�RI�1HXURORJLFDO�'LVRUGHUV DQG�6WURNH �1,1'6� 

• 1DWLRQDO�&HQWHU�IRU�$GYDQFLQJ�7UDQVODWLRQDO 6FLHQFHV �1&$76� 
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Appendix C: INvestigation of Co-occurring 
conditions across the Lifespan to Understand 

Down syndromE (INCLUDE) Project Funding 
Opportunity Announcements Since 2018 

Fiscal Year 2018 
• 127�2'��������� 1RWLFH RI $YDLODELOLW\ RI $GPLQLVWUDWLYH 6XSSOHPHQWV IRU�1,+ *UDQWV 

WKDW�DUH�127�)RFXVHG�RQ�'RZQ�6\QGURPH�WR�$GGUHVV�6SHFLILF�'RZQ�6\QGURPH 
5HVHDUFK 2EMHFWLYHV 

• 127�2'��������� 1RWLFH RI $YDLODELOLW\ RI $GPLQLVWUDWLYH�6XSSOHPHQWV�IRU�1,+�*UDQWV 
)RFXVHG�RQ�'RZQ�6\QGURPH�WR�$GGUHVV�6SHFLILF 'RZQ�6\QGURPH�5HVHDUFK�2EMHFWLYHV 

Fiscal Year 2019 
• 127�2'����������1RWLFH�RI�$YDLODELOLW\ RI &RPSHWLWLYH 6XSSOHPHQWV�5HYLVLRQV IRU WKH 

,1&/8'( 3URMHFW��&RPSHWLWLYH 6XSSOHPHQW�5HYLVLRQ &OLQLFDO�7ULDO�2SWLRQDO� 

• 5)$�2'��������� &OLQLFDO�7ULDOV 'HYHORSPHQW�IRU &R�2FFXUULQJ�&RQGLWLRQV�LQ�
,QGLYLGXDOV�ZLWK�'RZQ�V\QGURPH��3KDVHG�$ZDUGV�IRU ,1&/8'( �5���5���&OLQLFDO 
7ULDOV 5HTXLUHG� 

• 5)$�2'��������� 7UDQVIRUPDWLYH 5HVHDUFK $ZDUG IRU�WKH ,1&/8'( 3URMHFW �5�� 
&OLQLFDO�7ULDO�1RW�$OORZHG� 

• 5)$�2'�������� ,1&/8'( &OLQLFDO�7ULDO�5HDGLQHVV �5�� &OLQLFDO�7ULDO�1RW�$OORZHG� 

• 127�2'����������1RWLFH�RI�&ODULILFDWLRQ�RI�$SSOLFDWLRQ�6XEPLVVLRQ�,QIRUPDWLRQ�IRU 
127�2'���������³1RWLFH RI $YDLODELOLW\ RI &RPSHWLWLYH�6XSSOHPHQWV�5HYLVLRQV�IRU�WKH 
,1&/8'( 3URMHFW´ 

Fiscal Year 2020 
• 5)$�2'����������'HYHORSPHQW�RI�WKH ,1&/8'(�3URMHFW�'DWD�&RRUGLQDWLQJ�&HQWHU 

�8�&� 

• 127�2'����������1RWLFH�RI�6SHFLDO ,QWHUHVW �126,�� $GPLQLVWUDWLYH 6XSSOHPHQWV WR 
1DWLRQDO�&HQWHU�IRU�$GYDQFLQJ�7UDQVODWLRQDO 6FLHQFHV �1&$76� &OLQLFDO�DQG 
7UDQVODWLRQDO 6FLHQFH�$ZDUGV �&76$��3URJUDP ./��,QVWLWXWLRQDO�&DUHHU 'HYHORSPHQW 
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• 127�2'��������� 126,� $YDLODELOLW\ RI $GPLQLVWUDWLYH 6XSSOHPHQWV IRU WKH ,1&/8'( 
3URMHFW 

• 127�2'��������� 126,� �1,+�5HVHDUFK�3URMHFW�*UDQWV�RQ�'RZQ�6\QGURPH��5����IRU 
WKH ,1&/8'( 3URMHFW 

• 127�2'��������� 126,���5XWK�/��.LUVFKVWHLQ�1DWLRQDO�5HVHDUFK 6HUYLFH�$ZDUG 
�156$��)HOORZVKLS�$ZDUGV�WR�6XSSRUW�7UDLQLQJ�LQ�5HVHDUFK�5HODWHG�WR�'RZQ�6\QGURPH 
DV 3DUW RI WKH�,1&/8'( 3URMHFW 

• 127�2'����������126,�� 0HQWRUHG &DUHHU 'HYHORSPHQW�$ZDUGV WR )RVWHU WKH�&DUHHUV 
RI ,QYHVWLJDWRUV�3XUVXLQJ�5HVHDUFK�5HODWHG�WR�'RZQ�V\QGURPH�DV�3DUW�RI�WKH ,1&/8'( 
3URMHFW 

• 5)$�2'��������� 6PDOO 5HVHDUFK *UDQWV IRU $QDO\VHV�RI�'RZQ�6\QGURPH�UHODWHG 
5HVHDUFK 'DWD�IRU WKH�,1&/8'( 3URMHFW �5�� &OLQLFDO 7ULDO 1RW $OORZHG� 

• 5)$�2'��������� 7UDQVIRUPDWLYH 5HVHDUFK $ZDUG IRU�WKH ,1&/8'( 3URMHFW �5���
&OLQLFDO�7ULDO�1RW $OORZHG� 

• 5)$�2'��������� ,1&/8'( &OLQLFDO�7ULDO�5HDGLQHVV �5�� &OLQLFDO�7ULDO�1RW�$OORZHG� 

• 5)$�2'��������� &OLQLFDO�7ULDOV 'HYHORSPHQW�IRU &R�2FFXUULQJ &RQGLWLRQV�LQ�
,QGLYLGXDOV�ZLWK�'RZQ�6\QGURPH��3KDVHG�$ZDUGV�IRU ,1&/8'(
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Appendix E: Congressional Directives 
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UHVHDUFK� DV ZHOO DV WKH�LPSOHPHQWDWLRQ�RI�WKH�QHZ�WUDQV�1,+ LQLWLDWLYH��,Q�DGGLWLRQ��WKH 
&RPPLWWHH�HQFRXUDJHV�1,+�WR�SULRULWL]H�IXQGLQJ�IRU�UHVHDUFK�WR�LPSURYH�WKH�KHDOWK�DQG�
QHXURGHYHORSPHQW�RI�LQGLYLGXDOV�ZLWK�'RZQ�V\QGURPH�DQG�W\SLFDO�LQGLYLGXDOV�DW�ULVN�IRU 
LPPXQH V\VWHP�G\VUHJXODWLRQ� $O]KHLPHU
V GLVHDVH� FDQFHU� FDUGLRYDVFXODU GLVHDVH� DQG DXWLVP� 

Fiscal Year 2019: Conference (House) Report 115-952
������7ULVRP\������7KH�FRQIHUHHV�DSSODXG�WKH 1,+ IRU�VLJQLILFDQWO\�LQFUHDVLQJ LWV LQYHVWPHQW�LQ 
'RZQ�V\QGURPH�UHVHDUFK�DQG�IRU�WKH�1,+�'LUHFWRU
V�OHDGHUVKLS�LQ�DGYDQFLQJ�WKH�WUDQV�1,+ 
LQLWLDWLYH�WKH�&RPPLWWHHV�LQFOXGHG�LQ�WKH�ILVFDO�\HDU������DSSURSULDWLRQ��7KH�FRQIHUHHV�GLUHFW 
1,+�WR�FRQWLQXH�WR�PDNH LQYHVWPHQWV�LQ�'RZQ�V\QGURPH�UHVHDUFK�WKDW�SULRULWL]H�IXQGLQJ�IRU�ERWK�
UHVHDUFK JUDQWV DQG HDUO\�VWDJH�LQYHVWLJDWRUV�WKDW ZLOO�H[SDQG�WKH�FXUUHQW�SLSHOLQH�RI�'RZQ�
V\QGURPH�UHVHDUFK��DV�ZHOO�DV�WKH�LPSOHPHQWDWLRQ�RI�WKH�QHZ�WUDQV�1,+�LQLWLDWLYH��,Q�DGGLWLRQ��
WKH�FRQIHUHHV HQFRXUDJH�1,+�WR�SULRULWL]H�IXQGLQJ�IRU�UHVHDUFK�IRU HPHUJLQJ�VFLHQWLILF 
RSSRUWXQLWLHV�WR�LPSURYH�WKH�KHDOWK�DQG�QHXURGHYHORSPHQW�RI�LQGLYLGXDOV�ZLWK�'RZQ�V\QGURPH 
DQG�W\SLFDO�LQGLYLGXDOV�DW�ULVN�IRU�LPPXQH�V\VWHP�G\VUHJXODWLRQ��$O]KHLPHU
V�GLVHDVH��FDQFHU��
FDUGLRYDVFXODU�GLVHDVH��DQG�DXWLVP��

Fiscal Year 2020: House Report 116-62 
7ULVRP\������7KH�&RPPLWWHH�FRPPHQGV�1,+�IRU LWV�VXSSRUW�RI�WKH�,QYHVWLJDWLRQ�RI�&R�
2FFXUULQJ�&RQGLWLRQV�$FURVV�WKH�/LIHVSDQ�WR�8QGHUVWDQG�'RZQ�6\QGURPH �,1&/8'(� 
,QLWLDWLYH��7KH�&RPPLWWHH�LQFOXGHV�QR�OHVV�WKDQ�������������ZLWKLQ�WKH�2IILFH�RI�WKH 'LUHFWRU�IRU�
WKH�,1&/8'( ,QLWLDWLYH��DQ�LQFUHDVH�RI�������������DERYH�WKH�H[SHFWHG�ILVFDO�\HDU������IXQGLQJ�
OHYHO� 7KH &RPPLWWHH H[SHFWV WKDW�WKLV PXOWL�\HDU� WUDQV�1,+ UHVHDUFK LQLWLDWLYH PD\�\LHOG�
VFLHQWLILF�GLVFRYHULHV�WKDW�FRXOG�VLJQLILFDQWO\�LPSURYH�WKH�KHDOWK�DQG�TXDOLW\�RI�OLIH�RI�LQGLYLGXDOV 
ZLWK�'RZQ�V\QGURPH�DV ZHOO�DV�PLOOLRQV�RI�W\SLFDO�LQGLYLGXDOV� 

Fiscal Year 2021: House Report 116-450 
7ULVRP\������ 7KH &RPPLWWHH FRPPHQGV 1,+ IRU�LWV�FRQWLQXLQJ�VXSSRUW�RI�WKH ,1YHVWLJDWLQJ�
&R�RFFXUULQJ�FRQGLWLRQV DFURVV�WKH�/LIHVSDQ�WR�8QGHUVWDQG�'RZQ�V\QGURP(��,1&/8'(� 
,QLWLDWLYH���7KH�&RPPLWWHH�LQFOXGHV�QR�OHVV�WKDQ��������������DQ�LQFUHDVH�RI������������DERYH 
WKH�ILVFDO�\HDU������OHYHO��ZLWKLQ WKH 2IILFH RI WKH 'LUHFWRU IRU WKH ,1&/8'( ,QLWLDWLYH� 7KH 
&RPPLWWHH H[SHFWV WKDW�WKLV PXOWL�\HDU� WUDQV�1,+ UHVHDUFK LQLWLDWLYH�PD\ DGYDQFH�VFLHQWLILF�
GLVFRYHULHV WKDW�ZLOO�GUDPDWLFDOO\ LPSURYH WKH KHDOWK DQG TXDOLW\ RI OLIH RI LQGLYLGXDOV ZLWK 'RZQ 
V\QGURPH DV ZHOO�DV PLOOLRQV RI W\SLFDO�LQGLYLGXDOV� 7KH &RPPLWWHH UHTXHVWV WKH�'LUHFWRU 
SURYLGH�D�SODQ�ZLWKLQ����GD\V�RI�HQDFWPHQW�RI�WKLV�$FW�WKDW�LQFOXGHV�D�WLPHOLQH�GHVFULSWLRQ�RI 
SRWHQWLDO�JUDQW�RSSRUWXQLWLHV�DQG�GHDGOLQHV�IRU�DOO�H[SHFWHG�IXQGLQJ�RSSRUWXQLWLHV�VR�WKDW�\RXQJ�
LQYHVWLJDWRUV�DQG�QHZ�UHVHDUFK�LQVWLWXWLRQV�PD\�EH�IXUWKHU�HQFRXUDJHG�WR�H[SORUH�UHVHDUFK�LQ�WKLV 
VSDFH���7KLV�SODQ�VKRXOG�DOVR�LQFRUSRUDWH DQG�LQFUHDVH�SLSHOLQH UHVHDUFK�LQLWLDWLYHV�VSHFLILF�WR�
'RZQ�V\QGURPH� 

Fiscal Year 2021: Conference Report 116RCP68-JES-Division H 
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DJUHHPHQW HQFRXUDJHV WKLV SURMHFW WR FRQVLGHU FRPSOHPHQWDU\ DQG LQWHJUDWLYH�KHDOWK DSSURDFKHV 
WR DGGUHVV FR
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Accomplishments/Bibliography 

>,Q 3URJUHVV@ 

�� 


	NIH INvestigation of Co-occurring conditions across the Lifespan to Understand Down syndromE (INCLUDE) Down Syndrome Research Plan
	Table of Contents
	Executive Summary
	Introduction
	Portfolio Analysis
	Goals and Objectives:  2021 NIH INCLUDE Down Syndrome Research Plan
	A.  Basic Research
	B.  Cohort Development/Inzt
	C.  Clinical Research/Co-occurring Conditions
	Define DS Phenotypes

	D.  Living and Aging with DS/Services Research
	Enhance Quality of Life

	E.  Research Infrastructure and Tools
	Expand Research Tools
	Improve Research Infrastructure

	Conclusion:  Emerging Research Opportunities

	Appendix A:  The Down Syndrome Consortium
	NIH Down Syndrome Working Group

	Appendix B: Input into Development of the Revised Plan
	Appendix C:  INvestigation of Co-occurring conditions across the Lifespan to Understand Down syndromE (INCLUDE) Project Funding Opportunity Announcements Since 2018
	Fiscal Year 2018

	Appendix D:  Down Syndrome Research-Related Meetings Since 2014
	Appendix E: Congressional Directives
	Recent Appropriations Report Language on Down Syndrome Research

	Appendix F: Selected Research Accomplishments/Bibliography




