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&6;�5HVHDUFK�3ULQFLSOHV�

● :H EHOLHYH WKDW UHVHDUFK RXJKW WR DQG FDQ HQKDQFH

FRQVXPHU FKRLFH� SRZHU� DQG NQRZOHGJH�

● :H RSSRVH WKH XQHWKLFDO WUHDWPHQW RI SHRSOH

SDUWLFLSDWLQJ LQ UHVHDUFK� DQG RSSRVH WKH XVH

RI XQHWKLFDO UHVHDUFK�

● :H EHOLHYH WKDW WKH FLYLO ULJKWV RI HYHU\ UHVHDUFK

SDUWLFLSDQW DUH DOZD\V PRUH LPSRUWDQW WKDQ WKH

VXFFHVV RU ULJRU RI DQ\ UHVHDUFK HIIRUW� RU WKH ´SXEOLF

JRRGµ WKDW PD\ EH VHUYHG E\ VXFK UHVHDUFK�

● :H EHOLHYH WKDW SDUWLFLSDQW FKRLFH LV WKH FRUH

SULQFLSOH RI DOO UHVHDUFK DQG VKRXOG DQLPDWH HYHU\

UHVHDUFK GHFLVLRQ DQG SURWRFRO�

� &KRLFH LV RQO\ UHDO ZKHQ FRPSOHWH DQG XQGHUVWDQGDEOH

LQIRUPDWLRQ LV SURYLGHG WR DOO SDUWLFLSDQWV �WUXH LQIRUPHG

FRQVHQW��

� &KRLFH LV RQO\ UHDO ZKHQ WKHUH LV QR FRHUFLRQ� DQG WKRVH

SHRSOH ZKR GHFOLQH WR SDUWLFLSDWH LQ UHVHDUFK DUH UHVSHFWHG�

● :H EHOLHYH WKDW UHVHDUFK ZKLFK LQYROYHV WKH

FROOHFWLRQ RI GDWD DERXW KXPDQV �IURP FOLQLFDO WULDOV WR

IRFXV JURXSV DQG RXWFRPH HYDOXDWLRQV� FDQ SRVH ULVNV



WR SDUWLFLSDQWV�

● :H EHOLHYH WKDW DOO UHVHDUFK VKRXOG VWULYH WR PLQLPL]H

ULVNV WR SDUWLFLSDQWV E\ SURYLGLQJ VXSSRUWV DQG

LPSOHPHQWLQJ VDIHJXDUGV�

● :H EHOLHYH WKDW DOO UHVHDUFK VKRXOG EH

UHYLHZHG E\ DQ H[WHUQDO ERDUG FRPSRVHG RI

H[SHUWV �LQFOXGLQJ WKH SDUWLFLSDQWV RI UHVHDUFK�

IRU EHQHILW DQG VXEMHFW VDIHW\�

● :H EHOLHYH WKDW WKH &6; FRPPXQLW\ QHHGV WR EH

PHDQLQJIXOO\ DQG UHVSHFWIXOO\ LQYROYHG RYHU WLPH DQG

ZLWK UHDO SRZHU LQ DOO OHYHOV RI UHVHDUFK DQG

HYDOXDWLRQ�

● :H EHOLHYH WKDW &6; UHVHDUFKHUV VKRXOG VHHN ZD\V WR

FROODERUDWH ZLWK ERWK WUDGLWLRQDO UHVHDUFKHUV DQG

UHVHDUFK LQVWLWXWLRQV� DV ZHOO DV VHHN VXSSRUW IRU &6;�

GULYHQ DQG FRQGXFWHG UHVHDUFK�

● 5HVHDUFK VKRXOG EH IXQGHG WR DGGUHVV WKH SULRULWLHV RI

WKH &6; FRPPXQLW\�

● :H EHOLHYH WKDW UHVHDUFK SURWRFROV PXVW DGGUHVV WKH

QHHGV RI FXOWXUDOO\ DQG RWKHUZLVH GLYHUVH SRSXODWLRQV�

&6;�3ROLF\�3RVLWLRQV��5HVHDUFK�

,QYROYHPHQW�����
• Research can be a voice of the CSX community. The CSX 

community needs to organize, educate, and empower 
consumers to recognize the value of research, and to use 
research to promote the goals of the CSX community. 

● The CSX community encourages CSX researchers to reach out 
and support the CSX advocacy movement. 

● The CSX community calls for mechanisms to support consumer 
access to research data and the broad distribution of data to 
research participants and the CSX community. 

● The CSX community recognizes the need for the following 
educational initiatives to be funded: 



� (GXFDWH WKH &6; FRPPXQLW\ DERXW UHVHDUFK PHWKRGV�

� (GXFDWH WKH &6; FRPPXQLW\ DURXQG GLIIHUHQW PRGHOV RI &6;

SDUWLFLSDWLRQ LQ UHVHDUFK

 
� (GXFDWH &6; UHVHDUFK SDUWLFLSDQWV�VXEMHFWV DERXW WKH ULVNV�

EHQHILWV� DQG ULJKWV RI SDUWLFLSDQWV LQYROYHG LQ UHVHDUFK�

�
• The CSX community promotes the partnership of CSX 

researchers and established research institutions, and efforts 
for consumer involvement in all aspects of research, human 
subjects protections, and the investigation of issues that are 
important to the CSX community. 

 
� &6; UHVHDUFKHUV DUH HQFRXUDJHG WR VHHN ZD\V WR

SDUWQHU ZLWK RWKHU GLVDELOLW\ DQG KHDOWK DGYRFDF\

PRYHPHQWV�

� &6; UHVHDUFKHUV DUH HQFRXUDJHG WR VHHN ZD\V WR

SDUWQHU ZLWK RWKHU PHQWDO KHDOWK RUJDQL]DWLRQV ZKHUH

JRDOV DUH FRPPRQ. 
 
• The CSX community advocates for consumer involvement in (1) setting 

research agendas such as federal research priorities, (2) reviewing 
research grants, (3) writing research announcements and setting 
proposal requirements, (4) participating on advisory boards, and, (5) 
being members of editorial boards for peer review research journals. 

 
• The CSX community recommends that public and private 

research agencies fund the following: 
� 7HFKQLFDO $VVLVWDQFH &HQWHU IRU &6; 5HVHDUFK DQG 7UDLQLQJ�

� &6; 5HVHDUFK DQG (YDOXDWLRQ 7UDLQLQJ ,QVWLWXWH DQG�RU &RQIHUHQFH�

� &OHDULQJ KRXVH IRU &6; UHVHDUFK DQG GDWD�

� 'HYHORS D GLUHFWRU\ RI &6; UHVHDUFKHUV�

� 'LDORJXH SURFHVV EHWZHHQ WUDGLWLRQDO PHQWDO KHDOWK UHVHDUFKHUV

DQG &6; UHVHDUFKHUV�

 

• The CSX community recommends that CSX researchers 
undertake the following: 
� &UHDWH VWDQGDUGV RI H[FHOOHQFH IRU &6; LQYROYHPHQW LQ UHVHDUFK�

� 'HYHORS DQ HYDOXDWLRQ SURWRFRO IRU GHWHUPLQLQJ WKH TXDOLW\ RI &6;

SDUWLFLSDWLRQ LQ UHVHDUFK�

� ,GHQWLI\ DQG UHFRJQL]H H[HPSODU\ &6; UHVHDUFK DQG PRGHOV RI &6;



UHVHDUFK LQYROYHPHQW �H�J�� DZDUGV��

 
• The CSX community supports equal pay for equal work at all 

levels of research participation.  

&6;�3ROLF\�3RVLWLRQV��5HVHDUFK�

,QYROYHPHQW�
• The CSX community promotes the collection of data in all 

research endeavors that is relevant to diverse CSX 
populations such as age, gender, sexual preference, ethnicity, 
disability. 

• The CSX community advocates for all research protocols to 
be culturally sensitive to language and regional differences of 
participants�

�
• The CSX community calls for the elimination of stigmatizing 

language by researchers and in research publications. This 
can be accomplished by supporting consumer training of 
researchers and editorial boards about how to use stigma-free 
language.

&6;�3ROLF\�3RVLWLRQV��'HVLJQ�	�

,PSOHPHQWDWLRQ�
● The CSX community supports efforts to dispel or critique false 

research. 
● The CSX community opposes the misuse of research to degrade or 

coerce CSXs.
• In issues of recruitment, cross-over, withdrawal, and the 

selection and use of control groups, the values represented by 
the CSX movement require that the well-being of CSX 
research participants is held ABOVE the “gold standard” of 
scientific rigor. 

• Where peer alternatives are researched, the CSX community 
advocates for the meaningful and respectful involvement of 
CSXs on all levels, and that both qualitative and quantitative 
data are collected and analyzed. 

● The CSX community recommends that in biomedical research 
follow-up research should be funded to monitor any long term side 



effects of the study. 
• The CSX community recommends that public and private 

research agencies fund the development of (1) CSX 
instruments and scales, (2) fidelity models and 
implementation studies of peer services, and, (3) the study 
of negative outcomes of coercion, seclusion, restraints, 
involuntary commitment, and all other forms of involuntary 
“treatment.” 

 

&6;�3ROLF\�3RVLWLRQV��+XPDQ�6XEMHFWV�

3URWHFWLRQV�
• The CSX community demands meaningful and respectful 

involvement of CSXs within the NBEC (National Bioethics 
Commission) as well as other committees or commissions that 
are setting policies regarding human subjects protections. 

 
• The CSX community proposes the establish a CSX 

Commission for the Protection of Human Research Subjects�

� 7KLV FRPPLVVLRQ ZLOO UHYLHZ KXPDQ VXEMHFWV

SURWHFWLRQV DQG LGHQWLI\ ERWK XQHWKLFDO DQG H[HPSODU\

SUDFWLFHV LQ UHVHDUFK�

� 7KLV FRPPLVVLRQ ZLOO GHYHORS KXPDQ VXEMHFW SURWHFWLRQ

VWDWHPHQWV DQG SROLFLHV� 
• The Research Plank recognizes the following:  

� 7KHUH LV D WHQVLRQ LQ WKH &6; FRPPXQLW\ EHWZHHQ VXSSRUWLQJ WKH

SULQFLSOH RI FRQVXPHU FKRLFH DQG LQVXULQJ WKH SURWHFWLRQ RU VDIHW\

RI UHVHDUFK SDUWLFLSDQWV�

� 6RPH FRQVXPHUV DUJXH WKDW EUHDNWKURXJKV LQ ELRPHGLFDO UHVHDUFK�

HVSHFLDOO\ SKDUPDFHXWLFDO UHVHDUFK� DUH LPSRUWDQW IRU FRQVXPHU

FKRLFH DQG UHFRYHU\�

� :D\V WR GR ELRPHGLFDO UHVHDUFK ZKLOH PLQLPL]LQJ ULVN PXVW EH

H[SORUHG WR ILQG D ZD\ WR VWULNH D EDODQFH EHWZHHQ FKRLFH DQG

SURWHFWLRQ�

• Subsequently, there is no consensus at this time regarding 
CSX opposition to challenge studies, wash-out studies, and 
the use of placebos even though such research practices 
could pose a risk to the individual.

• Researchers should respect CSXs who decide to decline 
participation in research projects. The CSX community calls 



for the abolishment of  the practice of repeated contacts of 
researchers to recruit a potential subject who has declined 
participation, and/or the use of “converters” to recruit people 
who have previously declined.

&6;�3ROLF\�3RVLWLRQV���,QWHUQDO�5HYLHZ�

%RDUGV��,5%V� 
● The CSX community supports the meaningful and respectful 

involvement of CSXs on IRBs. 
� 3ULRU WR VHUYLFH� &6;V PXVW UHFHLYH WUDLQLQJ IRU SDUWLFLSDWLRQ

RQ ,5%V�

● The CSX community calls for the review by an IRB of all forms of 
research and evaluation (including quality improvement data 
collection and the use of focus groups) conducted by public and 
private agencies or groups 

�

�&6;�3ROLF\�3RVLWLRQV��,QIRUPHG�

&RQVHQW�3URWRFROV�

�
• 7KH &6; FRPPXQLW\ GHPDQGV IXOO GLVFORVXUH RI

ULVNV DQG EHQHILWV WR SRWHQWLDO UHVHDUFK

SDUWLFLSDQWV LQFOXGLQJ EXW QRW OLPLWHG WR WKH

IROORZLQJ UHFRPPHQGDWLRQV�

� ,Q DQ\ UHVHDUFK SURMHFW WKDW LQYROYHV &6;V DV VXEMHFWV�

D ERRNOHW VKRXOG EH GHYHORSHG ZKLFK FRQWDLQV WKH

LPSRUWDQW LQIRUPDWLRQ QHHGHG E\ D &6; ZKHQ GHFLGLQJ

ZKHWKHU RU QRW WR SDUWLFLSDWH LQ WKH UHVHDUFK SURMHFW�

� 7KH FRQVHQW IRUP PXVW EH IXOO\ FRPSUHKHQVLEOH WR WKH

SDUWLFLSDQW��

 
� 7KH FRQVHQW IRUP VKRXOG EH GHYHORSHG E\ VRPHRQH RWKHU

WKDQ WKH UHVHDUFKHU GLUHFWLQJ WKH VWXG\�

� 7KHUH VKRXOG EH UHSHDWHG IXOO GLVFORVXUH DW UHJXODU

LQWHUYDOV GXULQJ D VWXG\�



� $ FRQVHQW PRQLWRU DQG�RU UHVHDUFK RPEXGVSHUVRQ

LQGHSHQGHQW RI WKH UHVHDUFK SURMHFW VKRXOG EH FUHDWHG�

 
• The informed consent process should only be used to fully 

inform the research participant and should NEVER be 
primarily used as a legal means to limit liability to the research 
institute. 

● Adequate consent processes do not necessarily justify the 
assumption of research risks by study participants. Researchers 
have the primary responsibility for participant safety and must be 
regulated, controlled, and monitored for human subjects 
protections. 

1H[W�6WHSV�
● The Research Plank Committee will continue the consensus 

process at both the national and local levels.
� &UHDWH D ZHE�EDVHG VXUYH\

� &UHDWH D WRRONLW WR DVVLVW SHRSOH LQ IDFLOLWDWLQJ DGGLWLRQDO

UHVHDUFK GLDORJXHV

� :RUN ZLWK ELRPHGLFDO VFLHQWLVWV WR H[SORUH ZD\V WR SURWHFW

UHVHDUFK SDUWLFLSDQWV LQ SKDUPDFHXWLFDO UHVHDUFK�

� :ULWH D ZKLWH SDSHU �1RYHPEHU �����

● The Research Plank Committee will support the work of all the 
CSX planks 
� &RQGXFW OLWHUDWXUH UHYLHZV

� 3URYLGH FOHDULQJKRXVH VHUYLFHV IRU ��� FXUUHQW DQG

XQSXEOLVKHG UHVHDUFK� ��� UHVHDUFK UHVRXUFHV� DQG ���

UHVHDUFKHU FRQWDFW LQIRUPDWLRQ�


