DATABASE COORDINATOR JOB TASKS:

 1.Train and supervise recruiters in their duties. 

 2. Run weekly meeting with recruiting staff:

a. Review currently active cases for problems. 

b. Target patients for particular studies.

c. Gather consents to be filed and sign them as investigator designee.

d. Update NIH stats (gender and ethnicity).

e. Insert “Current Neuro Status” code in registry.

f. Make high priority notes in “note field” and demographics page about patient availability and/or special circumstances impacting calls.

3. Run quarterly meeting for Research Institute PIs and team members to review procedures, present new programs and problem solve.

4. Statistics: Monthly, make a copy of the current month's patients on the three screening logs minus any outstanding contacts.  Outstanding contacts on the 30/31st of any month are transferred to the next month's list. Do statistical reports from these numbers. 

Do 11 statistical reports: 

a. Cumulative numbers (grant 1 plus 2) of screened/approached etc.

b. Cumulative failures (grant 1 plus 2) 

c. Grant 2 only-numbers by sites/pathways 

d. Grant 2 only-numbers by recruiters

e. Grant 2 only-line graphs for recruitment per recruiter 

f. Grant 2 only-numbers of screened/approached etc.

g. Grant 2 only-failures  

h. Quarterly web report with cumulative stats including usage by site and diagnosis 

i. Quarterly web report for grant 2 stats only including usage by site and diagnosis 

j. Yearly NIH progress reports

k. Yearly IRB progress reports
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5. Maintain NIH Log:  When the subject has been assigned a number and has been logged on the screening logs:

a. File the original Consent (lateral files)

b. Enter subject into NIH stats log
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6. Assign patients to studies and maintain statistics relating to usage by teams: Identify patients for studies-either at time of enrollment or by a monthly query. Distribute lists to recruiters with specific instructions on calling.  Follow-up on the resolution of the calls with the recruiters. Make sure information gets transferred correctly to team logs.

7. Train team members in methods to check for research ID codes and how to update logs and send final update forms to the registry office.

8. Assign a research code to patients using the program that assigns a code whether or not patients are Moss patients.

9. Do a yearly review and update all policies and procedures.

10.  Meet with researchers as needed to modify their criteria and discuss patient usage etc.




Enter:


Subject’s name LN, FN (far left); ID code; Subject’s name FN LN; Subject DX


Enter a “1” for the appropriate race within the appropriate ethnic category (Hispanic vs Non-Hispanic) and indicate gender [see sample]


Return to form when new info is received as to status: e.g. if withdrawn(W), opted to be deleted, deceased, lost to follow-up.  Enter a date if known so that the yearly IRB report is easier.


Form automatically tallies counts


These data will be used for the annual IRB progress summary and for the yearly NIH progress report.
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usage stats

		WEB		DATABASE USAGE REPORT				Contacts by DB staff (to date)																		Contacts by research team (to date)

				Sep 2001 through September 2006		a		b		c		d		e		f				g		Reasons for non-contact				h		i		Reasons why not reached						j				k		why patients fail to advance								l		m		n				o		Reasons for further dropouts or failures post consent process								p

		ACTIVE this quarter √				no. close qry hits to date		no. patients who pass 2nd "manual" screen by researcher		% of patients who pass this 2nd screen		no.  reached by DB staff (via phone or letter)		no. agreeing to be contacted by research team about the study		% agreeing to be contacted by research team				no. of "b" not reached		no. of "b"  "LOST TO F/U"		no. of "b" still in DB staff's contact process		no. of "e" reached by each study team		no. of "e" not reached		no. from "e" who are not yet called		no. from "e" that team notes as "LOST TO F/U"				no. of "h" passing each study's pre-consent screen				no. of "h" failing each study's pre-consent screen		interest time commitment		transport or geog		failed criteria not captured by DB (e.g. medication)		other (personal etc.)		no. passing screen "j" who sign consent		% of "J" (passers) who agree to sign consent		no. of "j" in deferred status		% of "J" (passers) who are deferred		no. of "l" failing post-consent process - "in-person"		in person test disqualifies		Other (personal issue with patient)		Other (study or researcher issue)		subjects still in study process		no. who completed study after "post consent drop out (actual query yield)		adelyn's √ for 1st failures summation		adelyn's √ for 2nd failures summation

		√		Apraxia Battery		53		41		77.4		37		32		86.5				4		4		0		27		5		0		5				20				7		6		0		0		1		14		70.0		6		30.0		0		0		0		0				14		TRUE		TRUE

		√		Augmentative Communication -study 1		74		70		94.6		61		61		100.0				9		9		0		61		0		0		0				39				22		8		4		9		1		14		35.9		25		64.1		2		2		0		0				12		TRUE		TRUE

		√		BNR Study- repetition and paced cyclic naming		22		22		100.0		22		22		100.0				0		0		0		22		0		0		0				19				3		0		0		3		0		19		100.0		0		0.0		4		3		0		1				15		TRUE		TRUE

		√		Density Project with high level aphasic subjects		35		35		100.0		35		35		100.0				0		0		0		35		0		0		0				34				1		0		0		0		1		34		100.0		0		0.0		1		1		0		0				33		TRUE		TRUE

		√		fMRI with methylphenidate		83		75		90.4		75		70		93.3				0		0		0		47		23		0		23				13				34		11		5		13		5		8		61.5		5		38.5		2		1		1		0				6		TRUE		TRUE

		√		Multi-Word pilot		34		34		100.0		25		23		92.0				9		9		0		23		0		0		0				20				3		1		0		0		2		20		100.0		0		0.0		0		0		0		0				20		TRUE		TRUE

		√		Neuro Effects of Amphetamine		53		47		88.7		47		41		87.2				0		0		0		38		3		0		3				10				28		13		8		6		1		7		70.0		3		30.0		1		0		0		1				6		TRUE		TRUE

		√		Action Project General Screen		8		8		100.0		8		8		100.0				0		0		0		4		4		0		4				3				1		1		0		0		0		2		66.7		1		33.3		0		0		0		0				2		TRUE		TRUE

		closed		Short Term Memory (N. Martin)		9		9		100.0		9		9		100.0				0		0		0		9		0		0		0				9				0		0		0		0		0		9		100.0		0		0.0		0		0		0		0				9		TRUE		TRUE

		closed		Adjuvant Psychopharmacologic Therapy		129		117		90.7		111		101		91.0				6		6		0		96		5		0		5				19				77		27		8		32		10		17		89.5		2		10.5		3		2		1		0				14		TRUE		TRUE

		closed		Augmentative Communication -pilot 1		5		5		100.0		5		5		100.0				0		0		0		5		0		0		0				5				0		0		0		0		0		5		100.0		0		0.0		0		0		0		0				5		TRUE		TRUE

		closed		Augmentative Communication -pilot 2		6		6		100.0		6		6		100.0				0		0		0		6		0		0		0				5				1		1		0		0		0		5		100.0		0		0.0		0		0		0		0				5		TRUE		TRUE

		closed		Effects of Speaking rateon Phonological Errors-TF		44		43		97.7		39		37		94.9				4		4		0		34		3		0		3				12				22		15		2		4		1		12		100.0		0		0.0		3		3		0		0				9		TRUE		TRUE

		closed		Hart-Impaired self awareness		6		6		100.0		3		3		100.0				3		3		0		3		0		0		0				0				3		1		2		0		0		0		0.0		0		0.0		0		0		0		0				0		TRUE		TRUE

		closed		Interactions of Cognitive and Spatial Systems in Action-nonapraxic-study 2		15		14		93.3		14		14		100.0				0		0		0		12		2		0		2				10				2		2		0		0		0		10		100.0		0		0.0		0		0		0		0				10		TRUE		TRUE

		closed		Interactions of Cognitive and Spatial Systems in Action-nonapraxic-study 3		19		19		100.0		18		18		100.0				1		1		0		12		6		0		6				10				2		2		0		0		0		10		100.0		0		0.0		0		0		0		0				10		TRUE		TRUE

		closed		Lexical Retrieval, Verbal Short Term Memory & Learning		46		46		100.0		46		46		100.0				0		0		0		46		0		0		0				44				2		0		1		0		1		43		97.7		1		2.3		1		1		0		0				42		TRUE		TRUE

		closed		Lexical Retrieval, Verbal Short Term Memory & Learning:using sound & meaning EXP 2		6		6		100.0		6		6		100.0				0		0		0		6		0		0		0				6				0		0		0		0		0		6		100.0		0		0.0		0		0		0		0				6		TRUE		TRUE

		closed		Lexical Retrieval, Verbal Short Term Memory & Learning:using sound & meaning EXP 3		5		5		100.0		5		4		80.0				0		0		0		4		0		0		0				4				0		0		0		0		0		4		100.0		0		0.0		0		0		0		0				4		TRUE		TRUE

		closed		Lexical Retrieval, Verbal Short Term Memory & Learning:using sound & meaning-EXP 1		12		12		100.0		12		12		100.0				0		0		0		12		0		0		0				12				0		0		0		0		0		12		100.0		0		0.0		0		0		0		0				12		TRUE		TRUE

		closed		Long-term Aphasia Rehabilitation Groups: E-mail		57		53		93.0		53		47		88.7				0		0		0		45		2		0		2				19				26		2		2		19		3		14		73.7		5		26.3		2		1		1		0				12		TRUE		TRUE

		closed		Mapping the Anatomy of Decision Making		24		24		100.0		17		17		100.0				7		7		0		16		1		0		1				12				4		0		3		0		1		7		58.3		5		41.7		2		1		1		0				5		TRUE		TRUE

		closed		Naming rate and context Effects in Aphasic speakers		24		24		100.0		24		24		100.0				0		0		0		24		0		0		0				24				0		0		0		0		0		24		100.0		0		0.0		0		0		0		0				24		TRUE		TRUE

		closed		Neglect-10/02 through current month: an add'l 96 patients referred, but no f/u done from 4/01-9/02		59		52		88.1		52		49		94.2				0		0		0		44		5		0		5				29				15		6		0		7		2		29		100.0		0		0.0		4		1		1		2				25		TRUE		TRUE

		closed		Paced Cyclic Naming and Semantic Refractoriness		30		30		100.0		30		30		100.0				0		0		0		30		0		0		0				30				0		0		0		0		0		30		100.0		0		0.0		0		0		0		0				30		TRUE		TRUE

		closed		Pharmacologic Rehabilitation of Attention Deficits		268		238		88.8		203		153		75.4				35		35		0		128		25		0		25				9				119		58		22		28		11		7		77.8		2		22.2		1		0		1		0				6		TRUE		TRUE

		closed		Presence and Implications of Ethnic Bias		1		1		100.0		1		1		100.0				0		0		0		1		0		0		0				0				1		0		1		0		0		0		0.0		0		0.0		0		0		0		0				0		TRUE		TRUE

		closed		Psycholinguistic Analyses of Aphasic syndromes:Modelling&Recovery: Esther Controls Sub1		14		14		100.0		14		14		100.0				0		0		0		14		0		0		0				10				4		4		0		0		0		8		80.0		2		20.0		0		0		0		0				8		TRUE		TRUE

		closed		Stroke and TBI caregivers' Well-Being: survey		137		134		97.8		134		134		100.0				0		0		0		107		27		0		27				85				22		21		0		1		0		70		82.4		15		17.6		9		0		1		8				61		TRUE		TRUE

		closed		TBI survey		142		136		95.8		96		82		85.4				40		40		0		73		9		0		9				40				33		5		6		14		8		25		62.5		15		37.5		1		0		1		0				24		TRUE		TRUE

		closed		Temporal Modulation Analysis in aphasia		53		46		86.8		36		33		91.7				10		10		0		31		2		0		2				15				16		2		2		10		2		15		100.0		0		0.0		2		2		0		0				13		TRUE		TRUE

		closed		Validity of the NAT		9		9		100.0		9		9		100.0				0		0		0		9		0		0		0				7				2		2		0		0		0		4		57.1		3		42.9		0		0		0		0				4		TRUE		TRUE

		inactive		Interactions of Cognitive and Spatial Systems in Action-nonapraxic-study 1		160		141		88.1		126		110		87.3				15		15		0		101		9		0		9				65				36		10		4		13		9		65		100.0		0		0.0		1		0		1		0				64		TRUE		TRUE

		inactive		Naturalistic Action		236		218		92.4		209		177		84.7				9		9		0		134		43		0		43		68		79				55		27		12		8		8		75		94.9		4		5.1		12		8		4		0				63		TRUE		TRUE

		inactive		Neglect-project 2		31		31		100.0		30		28		93.3				1		1		0		28		0		0		0				8				20		3		4		9		4		8		100.0		0		0.0		0		0		0		0				8		TRUE		TRUE

		inactive		Psycholinguistic Analyses of Aphasic syndromes:Modelling&Recovery		80		61		76.3		57		47		82.5				4		4		0		45		2		0		2				14				31		7		13		3		8		14		100.0		0		0.0		3		3		0		0				11		TRUE		TRUE

				totals (numbers)		1989		1832		92.1		1675		1508		90.0				157		157		0		1332		176		0		176				740				592		235		99		179		79		646		87.3		94		12.7		54		29		13		12				592

				percentages						91.6						89.0						10.5				88.3										55.6				44.4		39.7		16.7		30.2		13.3										8.4										91.6





graphs

		Combined total number of charts screened:																						6583

		Number of subjects passing registry criteria from above:																				3928										2655

						percentage:																59.6688439921

																																						check

		Reasons for failure to pass criteria:																																				2655

		inpatients		67		232		9		299		229		196		236		131		34		113		27		94		89		194		239		195		247		2631

		outpatients		6		5		0		0		0		2		4		0		1		0		2		0		2		0		0		1		1		24

		total		41		232		9		299		229		196		236		131		34		113		27		94		89		194		239		195		247

		from 2/2001 through 9/30/06		age		dual dx		deceased		dementia		ETOH &/or drug hx		encephalapathy		language		med. fragile		mental retardation		moving		multiple sclerosis		other neuro degenerative		Parkinson's		Psychiatric HX		seizures (premorbid)		sensory deficits		tumor

		total		41		232		9		299		229		196		236		131		34		113		27		94		89		194		239		195		247

		What happened to the 3928 patients who passed criteria for admission to the patient registry?

		approached		3622

		discharged		284

		other		22

		What was the outcome from the 3622 patients who were approached about participating?

		consent		2246

		maybe		319

		decline		906

		other		151

		Total Enrollment:								2246

						CVA						TBI

						1,663						583
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