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Land Acknowledgement
• The BCCH BioBank acknowledges with gratitude and 

respect that we operate on the traditional, ancestral and 
unceded territories of the xʷməθkʷəyə̓m (Musqueam), 
Sḵwx̱wú7mesh (Squamish), and Səl̓ílwətaɬ (Tsleil-
Waututh) Nations.

• We also acknowledge that we serve communities 
throughout BC located on many ancestral indigenous 
territories throughout the province.



Objectives

• What is the BC Children’s Hospital BioBank?
• What consent methods can be used for 

biobanking
• How can we better inform patients and public 

about biobanking?



The number of cases of childhood 
cancer seen by a full-time pediatrician 
in their career



Different types of childhood cancer

The commonest non-accidental cause 
of death in children



Courtesy of Dr. Anne Junker 
and Dr. Sheila Pritchard 

51 years ago……………..



Now

• 78% overall cure rate from childhood cancer

• >90% survival rate for ALL



Biobanks provide us with high quality 
specimens

“one of the most significant roadblocks to 
progress in cancer research is the lack of 
standardized, high quality biospecimens“, NCI



Definition of a BioBank

“A biobank is a facility for the collection, 
preservation, storage and supply of biological 
samples and associated data, which follows 
standardized operating procedures and 
provides material for scientific and clinical 
use” 
Hewitt and Watson, 2013



BCCH BioBank

An institutional biobank collecting samples and 
data from children and women seen at BC 
Children’s Hospital and BC Women’s Hospital 
for research purposes

Started in January 2015
Certified through CTRNet



BioBanking Flow Chart
Clinic
Approaching and 
Consenting of 
patients

Clinical Laboratory
Receiving and 
Processing 
Biospecimens

BioBank
Storing and Guardian 
of Biospecimens

Research
Use of 
Biospecimens for 
new discoveries



BCCH BioBank Governance Structure

Ethics Review 
Board or 
Committee
C&W REB BCCH BioBank 

Executive Committee
(BEC)

BCCH BioBank 
Oversight Committee
(BOC)

External Public 
Members at 
Large

Biospecimen Advisory 
Committee (BAC)

Scientific Access 
Subcommittee (SAS)  



1. General BioBank

• Ongoing collection of high need specimens with 
annotated data. 

• Consent form enables collection of variety of 
specimens throughout a patient’s treatment

• BioBank is custodian of specimens and hold the linking 
data.

• Researchers with ethics approval apply to retrieve 
specimens and clinical data. 

• Cost recovery charge for specimens upon retrieval.
• Patients consent to academic and industry research



Clinic Representation
COVID, 2%

Women's, 19%

NICU, 2%

ENT, 8%

Gastroenterology, 6%

Hematology, 6%

Mental Health (OCD), 
5%

Multi-Organ Transplant, 
6%

Neurology, 17%

Oncology, 23%

Orthopedic, 2%

Other, 3%
Rheumatology, 2%



Specimen Types Collected (April 2018 – Mar 2019)
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Application Process

Initial request by email Complete BioBank
application form

Submit ethics approval and 
Protocol for study

Application reviewed by 
Scientific Access 
Subcommittee

Material Transfer 
Agreement.
Fee paid and specimens 
released

Project Report submitted 
to BioBank at end of 
the project

YES

Resubmit with
suggested 

modifications

NO



2. PI Driven Research

• PI request services to assist with the acquisition of 
specimens and/or clinical data.

• PI is the custodian of the specimens and may hold 
the linking data.

• Additional general BioBank consent requested for 
left over specimens at the end of the study 

• PI’s make decisions about release of their 
specimens to collaborators.



BioBank Services
• Consent  
• Coordinating specimen collection 
• Accessioning specimens
• Processing specimens
• Cell counting
• Automated fractionation of blood
• Secure storage of specimens
• Collection of clinical data to associate with specimens 
• Regular reporting of specimens collected for PI



Facilitating Major Research Projects

• Canadian Traumatic Brain Injury Platform
• Profyle: Precision Oncology for Young People
• CDTRP: Canadian Donation and Transplantation 

Research program
• COVID-19 collections in collaboration with the 

BCCH COVID BioBank Network
• POPCORN: Pediatric Outcomes imProvement

through COordination of Research Networks 
• CBS: Collection of normal cord blood



• Parents often make decisions/consent 
for their children

• Assent children 7 years and older
• Reconsent at age of majority 
• Capacity to consent

Consenting and Pediatric Biobanking



Patient Engagement and Education

• Focus groups with stakeholders
• Education in schools
• Electronic consent platform

Recommendations for BCCH 
BioBank

Clinicians 
and 

researchers

Patients, 
families, 
BioBank 

participants

General 
public



Giving patients and healthcare providers a 
voice in pediatric biobanking

Project funding provided by CIHR SPOR Patient Collaboration Grant and 
BC Children’s Hospital Foundation



Project Objectives
• Engage the community as partners in research. 
• Understand patient and public opinions on biobanking 

practices
• Understand needs and opinions of clinicians and 

researchers

 Utilize this knowledge to compile recommendations 
and improve biobanking practices. 



Research participants

Patients 
n=46

Kids 11-13 yr

Public 
n=25

Teens 14-17 yr

Kids 11-13 yr

Healthcare 
providers 

n= 22

Doctors

Researchers

Adults

Teens 14-17 yr

Adults



Patient/Public Concerns
• Lack of awareness
• Timing of Consent
• Length and language of consent (not fun!)
• Privacy
• Extra pokes





Health-care providers Concerns
• Barriers

• Lack of research culture
• Time
• Ethical barriers
• Length of consent forms
• Unaware of studies/biobank 
• Unethical circumstances to consent (capacity, rare disease, 

erosion of informed consent) 
• Small window of opportunity to consent diagnostic samples



Researchers concerns
• Lack of samples

• Several initiatives fail due to lack of samples -> need for control 
samples

• Competing with pharmaceutical companies that pay more $ for 
clinical trials

• Need for better consenting system including universal 
consent

• Knowledge Translation training needed
• Too many ethical regulations

• Consent forms are too long, department has grown, too many 
regulations

• Prioritization studies with newly diagnosed patients



CONSENT



Verbal Permission for Biobanking

Obtain verbal consent
from participant

Obtain sample

Paperwork
signed and 
filed securely

Sample code and
verbal consent 
status entered into 
the database

Within 
one
month 
formal
consent 
meeting 
occurs

Consent status and
clinical information 
entered into the 
database

Samples can be 
released for 
research





The CCBR BioBank intentionally set up a process by which your initial contact with 
the CCBR BioBank was via your doctor who asked you for a verbal consent only. 
The BioBank Coordinator then followed up with you in the weeks after your diagnosis 
for a signed formal consent. Please tick the boxes that you agree with regarding 
your impression of this 2 stage process. You may tick more than 1 box.
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Consenting for future and ongoing 
research projects

• BioBank consent form is for ‘yet 
undetermined research studies’

• Currently the culture is that you have to 
consent separately for studies that are 
ongoing

• One sample can go to many research studies
many consents



Consenting for future and ongoing 
research projects



E-Consent Platform
The Team:

– Suzanne Vercauteren: PI, Director BCCHB
– Alice Virani: ethicist
– Holly Longstaff: privacy and regulatory expert 
– Julie Robillard: patient experience scientist 
– Elodie Portales Casamar:  bio-informatician
– Ashton Ellis: BCCHB Research Coordinator
– Adam Velenosi: BCCHB Research Coordinator
– Michelle Dittrick: Research Manager Pathology & Laboratory 

Medicine C&W
– Ashley McKerrow: REDcap expert
– Augusta Lutynski: Graphic arts support , Emily Carr
– Katie Plain: C&W Patient & Family Engagement Advisor

Funded by BC Children's Hospital Research Institute, 
Clinical Research Development Award



E-Consent platform

https://rc.bcchr.ca/redcap/surveys/?s=4ECKE9AKFA

https://rc.bcchr.ca/redcap/surveys/?s=4ECKE9AKFA




E-Consent platform



E-Consent platform



Stage 1:  Survey Results

• Invitations sent out to previous BioBank 
participants & C&W Patient Experience Network

• Parents and children age 7 or older invited to 
view the prototype and complete an anonymous, 
online REDCap survey 

• Number of survey responses: 113 (108 complete)
– 29% of respondents were male
– 69 % of respondents were female
– 1% other 

– 1% prefer not to say



Age Distribution:

Number of patients



Have you previously consented to the 
BC Children’s Hospital BioBank?

• Yes: 63 (57%)
• No: 32 (29%) 
• Don’t recall: 16 (14%)



If I had the choice of consenting method, I would 
choose:

0 5 10 15 20 25 30 35 40 45 50

Other

Doesn't matter to me

Paper-based consent

Online consent

7-13 years
14-18 years
Adults

*Other:
• I like this on-line consent but I also like being able to ask a person questions
• Both



Overall, the online consent clearly describes 
what a biobank is.

Strongly Agree: 69 (63%)
Agree: 36 (33%)
Neutral: 4 ( 4%)

Disagree: 0 ( 0%)
Strongly Disagree: 0 ( 0%)



The risks of participating in the BioBank are 
well explained.

Strongly Agree: 57 (55%)
Agree: 39 (38%)
Neutral: 7 (7%)

Disagree:  0 (0%)
Strongly Disagree: 0 (0%)



The benefits of participating in the BioBank are 
well explained.

• Disagree comment:  “I think the benefits should be explained. Who 
benefits.  Will big pharma profit?”

Strongly Agree: 63 (61%)
Agree: 34 (33%)
Neutral: 5 (5%)

Disagree: 1 (1 %)
Strongly Disagree: 0 (0%)



I understand that my participation is voluntary 
and that I can withdraw from the BioBank if I 

change my mind.

• Adults n=79 • Kids n=30



It is clear to me that researchers need to get 
permission before they can get samples for 

their research from the BioBank.

Strongly Agree: 49 (62%)
Agree: 24 (30%)
Neutral: 5 (6%)

Disagree: 1 (1%)
Strongly Disagree: 0 (0%)



I understand all of the information given during 
the online consent process.

Strongly Agree: 58 (53%)
Agree: 47 (43%)
Neutral: 4 (4%)

Disagree: 0 (0%)
Strongly Disagree: 0 (0%)



I feel the amount of information given is:

0=too little 50=just right 100=too much

Median 50.0; Mean = 50.3
Kids median: 51.5

Teens median: 50.0
Adults median: 50.0



Other Feedback/Comments

• I am a parent of a child who has been diagnosed with a life-threatening disease 
and has been fighting for her life at BC Children's Hospital.  I have a vague 
memory of two young ladies approaching us in the early days of our daughter's 
battle, explaining the BioBank program and requesting that we consider 
participation.  At that point, we were completely overwhelmed with the recent 
discovery of our daughter's illness, traumatized by all she was being subjected to, 
and in no condition to understand the complexities and implications of the 
BioBank program, as presented in a few minutes by even well-meaning and 
articulate BioBank workers.       This online consent form is a far superior way to 
present the BioBank information to patients and their families.  It allows for 
much-needed time for a gradual absorption of information as well as the time 
to make an informed decision about an important but delicate subject that 
carries enormous scientific and moral implications.



E-Consent Platform

Refining e-consent in REDCap

Stage 2: Focus group
– View the revised prototype and gather feedback through open 

discussions during user navigation. 
– Identify words/phrases for clarification
– Discuss practical aspects (setting, timing, presence of BB staff)
– Assess appropriateness of quiz at end of consent form
– Attendance:

Adults: 9

Teens: 4

Children: 8



Identify words/phrases for clarification



Practical assessment and quiz

• Practical assessment:
– In person consenting:

• Read aloud option added (kids)
• ‘Ask questions by email’ box added (adults)

• Quiz:
– Adults: No
– Teens: Probably good but may not like it
– Kids: 

• Mini game at the end
• End with something fun



Other Considerations
PDF emailed to participant after completion



Other considerations

To allow linking, consent will be obtained first followed by assent



E-Consent Platform

Stage 3: Implementation
- Choice of consenting via either e-consent, or 

traditional paper-based forms for new BCCHB 
participants. 

- Track uptake, including demographics

- User survey to assess comprehension and 
satisfaction



Youth-Friendly Assent Form



BIOBANK SURVEYS



Survey Design
Recruitment of hospital outpatient and school participants

Adolescents aged 14-18 at the time of survey completion, and their parents
Parents have to consent for the adolescent to participate!



Survey Demographic
– Male:Female ratio of respondents ~1:1

BCCH CLINIC COUNTS Adolescent surveys Parental surveys

Oncology clinic 31 19

Cardiology clinic 31 30

Orthopedics clinic 49 43

Subtotals 111 92

SCHOOL COUNTS Adolescent surveys Parental surveys

School 1 34 23

School 2 56 62

School 3 26 19

Subtotals 116 104



Adolescents: Have you ever heard of a biobank before?
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Chart1

		Yes		Yes

		No		No

		Uncertain		Uncertain



Clinic

School

% Participant Responses

Adolescents: Have you ever heard of a biobank before?
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Tallies

		

		Clinic counts		Adolescents		Parents		Total

		Oncology		31		19		50

		Cardiology		31		30		61

		Orthopedics		49		43		92

				111		92		203

		School counts		Adolescents		Parents		Total

		Templeton		34		23		57

		Prince of Wales		56		62		118

		Churchill		26		19		45

				116		104		220

		TOTAL number of surveys =		423

				423





ADOLESCENT summary

		

				ONCOLOGY				CARDIOLOGY				ORTHOPEDICS				SCHOOLS

		Total # surveys

		Adolescents		31				31				49				116

		Parents		19				30				43				104

		Age groups

		14		3				6				19				3

		15		7				11				10				49

		16		5				1				10				52

		17		8				6				6				9

		18		7				7				4				3

																																		Tamsin

		Gender

		M		16				19				19

		F		14				12				30

		ADOLESCENT

		Heard of biobank before

		Yes		8				1				4

		No		22				30				43

		Uncertain		1				0				2

		Check sum:		31				31				49

		Chronic medical condition

		Yes		22				12				21

		No		8				15				24

		Uncertain		1				4				4

		Check sum:		31				31				49

		Prescribed medications

		Yes		27				12				9

		No		4				19				40

		Uncertain		0				0				0

		Check sum:		31				31				49

		Willingness to donate various samples														Willingness to donate		Strongly agree		Agree		Neutral		Disagree		Strongly disagree				Sum

		Extra sample during procedure														Extra sample during procedure		1		2		3		4		5

		Strongly agree		38.7096774194				38.7096774194				42.8571428571				Oncology		12		9		4		5		1				31

		Agree		29.0322580645				22.5806451613				32.6530612245				Cardiology		12		7		8		2		2				31

		Neutral		12.9032258065				25.8064516129				16.3265306122				Orthopedics		21		16		8		2		2				49

		Disagree		16.1290322581				6.4516129032				4.0816326531				Subtotals		45		32		20		9		5				111		111

		Strongly disagree		3.2258064516				6.4516129032				4.0816326531				Percentage		40.5405405405		28.8288288288		18.018018018		8.1081081081		4.5045045045

		Check sum:		100				100				100

		Extra procedure (response %)														Extra procedure		1		2		3		4		5

		Strongly agree		16.1290322581				19.3548387097				16.3265306122				Oncology		5		6		7		9		4

		Agree		19.3548387097				12.9032258065				28.5714285714				Cardiology		6		4		9		6		6

		Neutral		22.5806451613				29.0322580645				24.4897959184				Orthopedics		8		14		12		9		6

		Disagree		29.0322580645				19.3548387097				18.3673469388				Subtotals		19		24		28		24		16

		Strongly disagree		12.9032258065				19.3548387097				12.2448979592				Percentage		17.1171171171		21.6216216216		25.2252252252		21.6216216216		14.4144144144

		Check sum:		100				100				100

		Leftover samples (response %)														Leftover samples		1		2		3		4		5

		Strongly agree		67.7419354839				48.3870967742				67.3469387755				Oncology		21		7		1		1		1

		Agree		22.5806451613				19.3548387097				14.2857142857				Cardiology		15		6		7		2		1

		Neutral		3.2258064516				22.5806451613				8.1632653061				Orthopedics		33		7		4		2		3

		Disagree		3.2258064516				6.4516129032				4.0816326531				Subtotals		69		20		12		5		5

		Strongly disagree		3.2258064516				3.2258064516				6.1224489796				Percentage		62.1621621622		18.018018018		10.8108108108		4.5045045045		4.5045045045

		Check sum:		100				100				100

		Willingness to donate DNA

		Yes		20				11				26				54

		No		4				8				9				12

		Uncertain		7				11				14				50

		Check sum:		31				30				49				116

																																		Age for assent		1		2		3		4		5		6		7		8		9		10		11		12		13		14		15		16		17		18		None - parental sufficient				sum

																																		Templeton		0		0		0		0		0		0		0		0		0		1		2		2		2		3		5		0		7		1		0		9		32

		Important to ask <18 for assent																																POW		0		0		0		0		0		0		1		1		1		0		3		0		6		7		4		6		11		2		1		9		52

		Yes		26				22				36				96																		Churchill		0		0		0		0		0		0		0		0		1		1		3		0		1		4		6		3		3		0		0		3		25

		No		2				4				3				4																		Sum		0		0		0		0		0		0		1		1		2		2		8		2		9		14		15		9		21		3		1		21		109

		Uncertain		3				5				8				15																		Response %		0		0		0		0		0		0		0.9174311927		0.9174311927		1.8348623853		1.8348623853		7.3394495413		1.8348623853		8.2568807339		12.8440366972		13.7614678899		8.2568807339		19.2660550459		2.752293578		0.9174311927		19.2660550459		100

		Check sum:		31				31				47				115

																																																																														0

																																																																														32

																																																																														52

																																																																														25

																																																																														109

																																																																														100

		Age to ask child for assent

		Importance of re-consent (Response %)														Importance of re-consent		Very important		Important		Neutral		Of little importance		Not at all important				Sum				Importance of re-consent		Very important		Important		Neutral		Of little importance		Not at all important				Sum

		Very important		25.8064516129				20				22.2222222222				Oncology		8		8		11		1		3				31				Templeton		5		10		13		5		1				34

		Important		25.8064516129				36.6666666667				22.2222222222				Cardiology		6		11		11		1		1				30				POW		13		19		15		5		4				56

		Neutral		35.4838709677				36.6666666667				28.8888888889				Orthopedics		10		10		13		9		3				45				Churchill		7		8		3		6		0				24

		Of little importance		3.2258064516				3.3333333333				20																						Sum		25		37		31		16		5				114

		Not at all important		9.6774193548				3.3333333333				6.6666666667																						Response %		21.9298245614		32.4561403509		27.1929824561		14.0350877193		4.3859649123				100

		Check sum:		100				100				100

		Can we still use your sample if unable to reconsent?

		Yes		18				15				28				53

		No		2				7				9				31

		Uncertain		11				9				11				25

		Check sum:		31				31				48				109





ADOLESCENT summary

		



Age groups

Oncology: Age groups



PARENTAL summary

		



Age groups

Cardiology: Age groups



Oncology (5000)

		



Age groups

Orthopedics: Age groups



Cardiology (6000)

		



Oncology: Gender



Orthopedics (7000)

		



Cardiology: Gender



Clinic vs school

		



Orthopedics: Gender



Templeton (1000)

		



Oncology: Heard of BioBank before



Prince of Wales (4000)

		



Cardiology: Heard of BioBank before



Churchill (8000)

		



Orthopedics: Heard of BioBank before



Tamsin

		



Oncology: Chronic med cond



Rejected surveys

		



Cardiology: Chronic med cond



		



Orthopedics: Chronic med cond



		



Cardiology: Taking Rx



		



Orthopedics: Taking Rx



		



Leftover samples

Extra sample during procedure

Extra procedure

Responses (%)

Oncology: Willingess to donate



		



Leftover samples

Extra sample during procedure

Extra procedure

Responses (%)

Cardiology: Willingess to donate



		



Leftover samples

Extra sample during procedure
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Orthopedics: Willingess to donate



		



Oncology: Willing to donate DNA



		



Cardiology: Willing to donate DNA



		



Orthopedics: Willing to donate DNA



		



Oncology: Importance of assent



		



Cardiology: Importance of assent



		



Orthopedics: Importance of assent
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Cardiology: Appropriate age for assent

0

0

0

0

0

0

0

0

0

6.8965517241

3.4482758621

17.2413793103

13.7931034483

3.4482758621

10.3448275862

17.2413793103

6.8965517241

0

20.6896551724



		1

		2

		3

		4

		5

		6

		7

		8

		9

		10

		11

		12

		13

		14

		15

		16

		17

		18

		None - parental sufficient



Responses (%)

Orthopedics: Appropriate age for assent

0

0

0

0

2.2727272727

0

0

2.2727272727

0

9.0909090909

2.2727272727

11.3636363636

18.1818181818

9.0909090909

9.0909090909

18.1818181818

0

0

18.1818181818



		



Responses (%)

Oncology: Importance of reconsent



		



Responses (%)

Cardiology: Importance of reconsent
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Orthopedics: Importance of reconsent



		



Oncology: Use of sample without reconsent



		



Cardiology: Use of sample without reconsent



		



Orthopedics: Use of sample without reconsent



		M

		F



Gender

Schools: gender

53

62



		Yes

		No

		Uncertain



Heard of a BioBank before

Schools: Heard of a BioBank before

4

98

14



		Yes

		No

		Uncertain



Heard of a BioBank before

School: Chronic medical condition

7

108

1



		Yes

		No

		Uncertain



Heard of a BioBank before

School: Rx

8

108

0



		Strongly agree		Strongly agree		Strongly agree

		Agree		Agree		Agree

		Neutral		Neutral		Neutral

		Disagree		Disagree		Disagree

		Strongly disagree		Strongly disagree		Strongly disagree



Leftover samples

Extra sample during procedure

Extra procedure

Responses (%)

Schools: Willingness to donate

38.7931034483

18.9655172414

4.3103448276

31.0344827586

30.1724137931

27.5862068966

21.5517241379

31.0344827586

32.7586206897

3.4482758621

12.0689655172

21.5517241379

5.1724137931

7.7586206897

13.7931034483



		



Schools: Willing to donate DNA



		



Schools: Importance of assent



		



Schools: Use of sample without reconsent



		



Responses (%)

Schools: Importance of reconsent



		



Schools: Age groups



		



Oncology: Taking Rx



		1

		2

		3

		4

		5

		6

		7

		8

		9

		10

		11

		12

		13

		14

		15

		16

		17

		18

		None - parental sufficient



Student

Response (%)

Appropriate age for assent

0

0

0

0

0

0.9174311927

0.9174311927

1.8348623853

1.8348623853

7.3394495413

1.8348623853

8.2568807339

12.8440366972

13.7614678899

8.2568807339

19.2660550459

2.752293578

0.9174311927

19.2660550459



		

				ONCOLOGY				CARDIOLOGY				ORTHOPEDICS				SCHOOLS

		Total # surveys

		Adolescents		31				31				49				116

		Parents		19				30				43				104

		Age group of child

		14		0				8				17				2

		15		6				10				10				41

		16		1				2				9				49

		17		7				4				4				8

		18		5				6				3				2

		Gender

		M		10				20				18

		F		9				10				25

		PARENT

		Heard of biobank before

		Yes		6				4				2

		No		12				26				37

		Uncertain		1				0				4

		Check sum:		19				30				43

		Chronic medical condition

		Yes		15				19				22

		No		4				9				19

		Uncertain		0				2				2

		Check sum:		19				30				43

		Prescribed medications

		Yes		17				15				7

		No		2				14				36

		Uncertain		0				1				0

		Check sum:		19				30				43

		Willingness to donate various samples														Willingness to donate		Strongly agree		Agree		Neutral		Disagree		Strongly disagree				Sum

		Extra sample during procedure														Extra sample during procedure		1		2		3		4		5

		Strongly agree		42.1052631579				55.1724137931				50				Oncology		8		8		3		0		0				19

		Agree		42.1052631579				20.6896551724				23.8095238095				Cardiology		16		6		6		0		1				29

		Neutral		15.7894736842				20.6896551724				19.0476190476				Orthopedics		21		10		8		1		2				42

		Disagree		0				0				2.380952381				Subtotals		45		24		17		1		3				90

		Strongly disagree		0				3.4482758621				4.7619047619				Percentage		50		26.6666666667		18.8888888889		1.1111111111		3.3333333333				100

		Check sum:		100				100				100

																														Sum

		Extra procedure (response %)														Extra procedure		1		2		3		4		5

		Strongly agree		15.7894736842				17.2413793103				28.5714285714				Oncology		3		5		5		4		2				19

		Agree		26.3157894737				24.1379310345				21.4285714286				Cardiology		5		7		8		3		6				29

		Neutral		26.3157894737				27.5862068966				19.0476190476				Orthopedics		12		9		8		6		7				42

		Disagree		21.0526315789				10.3448275862				14.2857142857				Subtotals		20		21		21		13		15				90

		Strongly disagree		10.5263157895				20.6896551724				16.6666666667				Percentage		22.2222222222		23.3333333333		23.3333333333		14.4444444444		16.6666666667				100

		Check sum:		100				100				100

																														Sum

		Leftover samples (response %)														Leftover samples		1		2		3		4		5

		Strongly agree		63.1578947368				51.724137931				61.9047619048				Oncology		12		5		2		0		0				19

		Agree		26.3157894737				31.0344827586				19.0476190476				Cardiology		15		9		4		1		0				29

		Neutral		10.5263157895				13.7931034483				11.9047619048				Orthopedics		26		8		5		1		2				42

		Disagree		0				3.4482758621				2.380952381				Subtotals		53		22		11		2		2				90

		Strongly disagree		0				0				4.7619047619				Percentage		58.8888888889		24.4444444444		12.2222222222		2.2222222222		2.2222222222				100

		Check sum:		100				100				100

		Willingness to donate DNA

		Yes		14				19				21				35

		No		0				5				8				32

		Uncertain		5				6				13				35

		Check sum:		19				30				42				102

																																		CHART BELOW IS NOT LINKED. Must re-paste values if updated

																																		Age for assent		1		2		3		4		5		6		7		8		9		10		11		12		13		14		15		16		17		18		None - parental sufficient				sum

																																		Templeton		1		0		0		0		0		0		0		1		0		2		0		1		0		1		2		1		4		2		7				22

		Important to ask <18 for assent																																POW		0		0		0		0		1		0		0		1		0		1		1		3		2		5		7		10		3		3		20				57

		Yes		13				19				34				79																		Churchill		0		0		0		0		1		0		0		0		0		4		0		1		0		3		0		2		1		1		5				18

		No		3				3				2				12																		Sum		1		0		0		0		2		0		0		2		0		7		1		5		2		9		9		13		8		6		32				97

		Uncertain		3				5				7				8																		Response %		1.0309278351		0		0		0		2.0618556701		0		0		2.0618556701		0		7.2164948454		1.0309278351		5.1546391753		2.0618556701		9.2783505155		9.2783505155		13.4020618557		8.2474226804		6.1855670103		32.9896907216				100

		Check sum:		19				27				43				99

		Age to ask child for assent

		Importance of re-consent (Response %)														Importance of re-consent		Very important		Important		Neutral		Of little importance		Not at all important				Sum				Importance of re-consent		Very important		Important		Neutral		Of little importance		Not at all important				Sum

		Very important		36.8421052632				34.4827586207				39.5348837209				Oncology		7		5		3		2		2				19				Templeton		9		8		2		3		1				23

		Important		26.3157894737				20.6896551724				30.2325581395				Cardiology		10		6		10		1		2				29				POW		23		13		13		6		4				59

		Neutral		15.7894736842				34.4827586207				11.6279069767				Orthopedics		17		13		5		4		4				43				Churchill		9		2		6		1		1				19

		Of little importance		10.5263157895				3.4482758621				9.3023255814																						Sum		41		23		21		10		6				101

		Not at all important		10.5263157895				6.8965517241				9.3023255814																						Response %		40.5940594059		22.7722772277		20.7920792079		9.900990099		5.9405940594				100

		Check sum:		100				100				100

		Can we still use your sample if unable to reconsent?

		Yes		10				15				24				36

		No		5				8				14				43

		Uncertain		4				7				5				23

		Check sum:		19				30				43				102





		



Age group of child

Oncology: Age groups



		



Age group of child

Cardiology: Age groups



		



Age group of child

Orthopedics: Age groups



		



Oncology: Gender



		



Cardiology: Gender



		



Orthopedics: Gender



		



Oncology: Heard of BioBank before



		



Cardiology: Heard of BioBank before



		



Orthopedics: Heard of BioBank before



		



Oncology: Chronic med cond



		



Cardiology: Chronic med cond



		



Orthopedics: Chronic med cond



		



Cardiology: Taking Rx



		



Orthopedics: Taking Rx



		



Leftover samples

Extra sample during procedure

Extra procedure

Responses (%)

Oncology: Willingess to donate



		



Leftover samples

Extra sample during procedure

Extra procedure

Responses (%)

Cardiology: Willingess to donate



		



Leftover samples

Extra sample during procedure

Extra procedure

Responses (%)

Orthopedics: Willingess to donate



		



Oncology: Willing to donate DNA



		



Cardiology: Willing to donate DNA



		



Orthopedics: Willing to donate DNA



		



Oncology: Importance of assent



		



Cardiology: Importance of assent



		



Orthopedics: Importance of assent



		1

		2

		3

		4

		5

		6

		7

		8

		9

		10

		11

		12

		13

		14

		15

		16

		17

		18

		None - parental sufficient



Age

Responses (%)

Oncology: Appropriate age for assent

0

0

0

0

5.2631578947

0

0

0

0

0

0

21.0526315789

0

10.5263157895

0

21.0526315789

5.2631578947

0

36.8421052632



		1

		2

		3

		4

		5

		6

		7

		8

		9

		10

		11

		12

		13

		14

		15

		16

		17

		18

		None - parental sufficient



Responses (%)

Cardiology: Appropriate age for assent

0

0

0

0

0

0

0

0

0

3.7037037037

0

7.4074074074

11.1111111111

11.1111111111

7.4074074074

25.9259259259

0

7.4074074074

25.9259259259



		1

		2

		3

		4

		5

		6

		7

		8

		9

		10

		11

		12

		13

		14

		15

		16

		17

		18

		None - parental sufficient



Responses (%)

Orthopedics: Appropriate age for assent

0

0

0

0

2.5

0

0

0

0

7.5

5

15

7.5

12.5

7.5

15

5

0

22.5



		



Responses (%)

Oncology: Importance of reconsent



		



Responses (%)

Cardiology: Importance of reconsent



		



Responses (%)

Orthopedics: Importance of reconsent



		



Oncology: Use of sample without reconsent



		



Cardiology: Use of sample without reconsent



		



Orthopedics: Use of sample without reconsent



		



Schools: Importance of assent



		



Schools: Use of sample without reconsent



		



Schools: Age groups



		



Oncology: Taking Rx



		M

		F



Gender

School parent: gender

47

54



		Yes

		No

		Uncertain



Heard of a BioBank before

School parent: Heard of a BioBank before

4

96

4



		Yes

		No

		Uncertain



Heard of a BioBank before

School parent: Chronic medical condition

5

98

1



		Yes

		No

		Uncertain



Heard of a BioBank before

School parent: Rx

3

101

0



		Strongly agree		Strongly agree		Strongly agree

		Agree		Agree		Agree

		Neutral		Neutral		Neutral

		Disagree		Disagree		Disagree

		Strongly disagree		Strongly disagree		Strongly disagree



Responses (%)

School parent: Willingness to donate

22.7722772277

13.8613861386

5.9405940594

29.702970297

33.6633663366

20.7920792079

25.7425742574

26.7326732673

25.7425742574

6.9306930693

9.900990099

23.7623762376

14.8514851485

15.8415841584

23.7623762376



		Yes

		No

		Uncertain



Heard of a BioBank before

School parent: Willing to donate DNA

35

32

35



		1

		2

		3

		4

		5

		6

		7

		8

		9

		10

		11

		12

		13

		14

		15

		16

		17

		18

		None - parental sufficient



Parent

Response (%)

Appropriate age for assent

1.0309278351

0

0

0

2.0618556701

0

0

2.0618556701

0

7.2164948454

1.0309278351

5.1546391753

2.0618556701

9.2783505155

9.2783505155

13.4020618557

8.2474226804

6.1855670103

32.9896907216



		



Responses (%)

School parent: Importance of reconsent



		ONCOLOGY

		ADOLESCENT SURVEYS		5001		5002		5003		5004		5005		5006		5007		5008		5009		5010		5011		5012		5013		5014		5015		5016		5017		5018		5019		5020		5021		5022		5023		5024		5025		5026		5027		5028		5029		5030		5031		5032		5033		5034		5035		5036		5037		5038		5039		5040		5041		5042		5043		5044		5045		5046

		Identifying information

		Age				15		16		18		17		17		14		18		15						18		16		18				14		17		n/a				17		18		17		16		15		17		17		16		14				17		15		18		15		15		15		18				16

		Gender				M		M		M		M		M		M		M		F						M		M		M				F		F		n/a				F		F		F		F		F		M		M		M		M				F		F		F		F		M		F		M				F

		First 3 digits of postal code				V2Z		V6K		V5N		V1H		V3E		V5X		V4M		V6V						V3C		V3W		V3G				V7A		V4A		n/a				V4R		V4L		V2V		V3A		V5P		V9Z		V2N		V3V		V4C				V4E		V3S		V5G		V2R		V5V		V7M		V3V				V5H

		Where are you doing this survey?				Oncology		Oncology		Oncology		Oncology		Oncology		Oncology		Oncology		Oncology						Oncology		Oncology		Oncology				Oncology		Oncology		Oncology				Oncology		Oncology		Oncology		Oncology		Oncology		Oncology		Oncology		Oncology		Oncology				Oncology		Oncology		Oncology		Oncology		Oncology		Oncology		Oncology				Oncology

		Before this survey, have you heard of a BioBank before?				No		Yes		Yes		No		No		No		Yes		No						No		No		No				Uncertain		Yes		No				No		No		No		Yes		No		No		No		No		No				No		No		Yes		No		No		Yes		Yes				No

		If so, what did you think a BioBank was?						A place where bone marrow is stored		Stores blood																								For blood		Collection of data												Place to store specimens										Some type of blood bank/DNA bank								Something like a blood bank except collected additional biological items for the purpose of research						Blood survey		Stored information about cancer patients

		Do you have any chronic medical conditions?				Yes		Yes		Yes		Yes		Yes		Uncertain		Yes		Yes						Yes		Yes		Yes				No		Yes		Yes				Yes		Yes		No		No		Yes		Yes		Yes		No		No				Yes		Yes		No		No		Yes		Yes		Yes				No

		If so, what condition?				Hemophilia		Cancer		Beta Thalassemia Major		Cancer				Leukemia (ALL)		ALL								Medulloblastoma										Leukemia		Cancer (CML)						History of cancer, 2 heart transplant						Relapse of acute myleoid leukemia		Severe hemophilia		Neurodegenerative LCH (Langerhans cell histiocytosis)								Brain tumor, Tetrology of Fallot repair		Brain tumor										Leukemia remission

		Are you taking any prescribed medications?				Yes		Yes		Yes		Yes		Yes		Yes		Yes		Yes						Yes		No		No				Yes		Yes		Yes				Yes		Yes		Yes		Yes		Yes		Yes		Yes		No		Yes				Yes		Yes		Yes		Yes		Yes		No		Yes				Yes

		Opinions on sample donation

		How willing to give: (1=strongly agree, 5=strongly disagree)

		Extra sample while already having a procedure				4		1		1		2		3		3		4		4						2		1		5				2		2		2				1		1		2		1		1		1		1		4		3				1		2		2		1		2		4		1				3

		Extra procedure to give a sample				5		2		1		2		3		4		4		5						4		3		5				1		2		2				1		3		3		1		2		1		4		3		4				5		2		4		3		4		4		3				4

		Left over samples				1		1		1		2		3		2		1		1						1		1		2				1		1		1				1		1		1		1		1		1		1		2		5				1		2		1		1		2		4		1				2

		Comments?						I've been doing this for 12 years. I may be a little more open to having things removed and poked						I will try if I can						I don't want to have unecessary procedures, but I'd be willing to give samples left over from tests																																										[Donate DNA:] If I was already giving a sample

		Willing to donate DNA?				No		Yes		Yes		Yes		Yes		Uncertain		No		Yes						Yes		Yes		No				Uncertain		Yes		Uncertain				Yes		Yes		Yes		Yes		Yes		Yes		Yes		No		Yes				Uncertain		Uncertain		Yes		Yes		Yes		Yes		Uncertain				Uncertain

		Opinions on assent and re-consent

		Important for <18 year olds to be asked for assent?				Yes		Yes		Uncertain		Yes		Yes		Yes		No		Uncertain						Yes		Yes		Uncertain				Yes		Yes		Yes				Yes		Yes		Yes		Yes		Yes		Yes		Yes		No		Yes				Yes		Yes		Yes		Yes		Yes		Yes		Yes				Yes

		What age is appropriate to ask for a child's assent?				13		12		12		12		17		16		None - parental sufficient		13						13		16		None - parental sufficient				12		15		15						16		17		12		13		14		14		None - parental sufficient		14				15		None - parental sufficient		3		15		16		13		16				14

		How important is it to re-consent after the patient turns 18? (1=Very, 5=Not)				1		1		1		3		2		2		3		3						5		3		3				1		3		1				2		1		2		5		3		5		4		3		2				3		2		1		1		3		2		2				3

		If unable to contact for re-consent, can we keep using your sample?				No		Uncertain		Yes		Uncertain		Yes		Uncertain		Yes		Yes						Yes		Yes		Uncertain				Uncertain		Yes		Yes				Yes		Uncertain		Uncertain		Yes		Yes		Yes		Yes		No		Yes				Uncertain		Uncertain		Yes		Yes		Uncertain		Yes		Uncertain				Yes

		Final comments?								Hope that the research can benefit the greater society										Yay!								I think it's really important and great that you are doing this to help these little kids so they wouldn't have to go through the same thing we went through																																						[Age for assent]: (Every child is different, and every family runs differently.) My parents always asked for our consent before giving their consent unless it was beyond our understanding.

		ONCOLOGY

		PARENTAL SURVEYS		5001		5002		5003		5004		5005		5006		5007		5008		5009		5010		5011		5012		5013		5014		5015		5016		5017		5018		5019		5020		5021		5022		5023		5024		5025		5026		5027		5028		5029		5030		5031		5032		5033		5034		5035		5036		5037		5038		5039		5040		5041		5042		5043		5044		5045		5046

		Identifying information						N/A		N/A						N/A				N/A								N/A

		Age				15						17		17				18								18				18						17						17		18		17				15		17				16						17		15				15		15		15		18

		Gender				M						M		M				M								M				M						F						F		F		F				F		M				M						F		F				F		M		F		M

		First 3 digits of postal code				V2Z						V1H		V3E				V4M								V3C				V3G						V4A						V4R		V4L		V2V				V5P		V9Z				V3V						V4E		V3S				V2R		V5V		V7M		V3V

		Where are you doing this survey?				Oncology						Oncology		Oncology				Oncology								Oncology				Oncology						Oncology						Oncology		Oncology		Oncology				Oncology		Oncology				Oncology						Oncology		Oncology				Oncology		Oncology		Oncology		Oncology

		Before this survey, have you heard of a BioBank before?				No						Yes		No				No								No				No						Yes						Yes		No		No				Yes		No				No						No		No				No		Uncertain		Yes		Yes

		If so, what did you think a BioBank was?										Blood collected for research																								Blood testing						A place to store samples								A place to store cord blood samples/bone marrow samples																				storage for something		Blood survey		Information about cancer patients. How they feel and what they go through as they go through the procedures.

		Does your child have any chronic medical conditions?				Yes						Yes		Yes				Yes								Yes				Yes						Yes						Yes		Yes		No				Yes		Yes				No						Yes		Yes				No		Yes		No		Yes

		If so, what condition?				Hemophilia						Cancer						ALL								Medulloblastoma										Leukemia														Relapsed AML		Severe hemophilia										Brain tumor, heart condition		Brain tumor										remission

		Is your child taking any prescribed medications?				Yes						Yes		Yes				Yes								Yes				No						Yes						Yes		Yes		Yes				Yes		Yes				No						Yes		Yes				Yes		Yes		Yes		Yes

		Opinions on sample donation

		How willing to give: (1=strongly agree, 5=strongly disagree)

		Extra sample while already having a procedure				1						1		3				2								2				2						3						1		1		2				1		1				2						2		2				1		3		2		1

		Extra procedure to give a sample				4						3		3				2								4				4						4						2		1		3				5		1				2						5		3				1		3		2		2

		Left over samples				1						1		3				1								1				2						1						1		1		2				1		1				2						2		3				1		1		2		1

		Comments?																																																[Donate DNA:] Only under the condition that she was already having a tube of blood taken for medical reasons and/or from blood that was left over from medical tests.																				Any "extras" would be up to my child and how he feels toward the procedure. He has been through a lot and I would respect his choices

		Willing to donate DNA?				Uncertain						Yes		Yes				Yes								Yes				Yes						Yes						Yes		Yes		Uncertain				Yes		Yes				Uncertain						Yes		Uncertain				Yes		Uncertain		Yes		Yes

		Opinions on assent and re-consent

		Important for <18 year olds to be asked for assent?				Yes						Yes		Yes				No								Yes				No						Uncertain						No		Yes		Yes				Yes		Yes				Uncertain						Yes		Yes				Yes		Yes		Uncertain		Yes

		What age is appropriate to ask for a child's assent?				12						16		16				None - parental sufficient								12				None - parental sufficient						None - parental sufficient						None - parental sufficient		14		None - parental sufficient				12		12				17						16		None - parental sufficient				None - parental sufficient		5		14		16

		How important is it to re-consent after the patient turns 18?				1						2		1				3								2				4						3						1		1		2				5		5				3						4		2				1		1		2		1

		If unable to contact for re-consent, can we keep using your child's sample?				No						Yes		Yes				No								Yes				Yes						Uncertain						No		No		Uncertain				Yes		Yes				Uncertain						Yes		Yes				Yes		No		Yes		Uncertain

		Final comments?																																																																				We would be happy to assist with research as best we could based on the comfort level of my child. Consent, assent and re-consent is important along the way, in case one changes their minds for any reason.

		Survey count

		Total # adolescents		31

		Total # parents		19

		Total		50

		Age ranges		Participants by age				Reported by parent

		14		3				0

		15		7				6

		16		5				1

		17		8				7

		18		7				5

		Gender

		M		16				10

		F		14				9

		ADOLESCENT

		Heard of biobank before

		Yes		8

		No		22		31

		Uncertain		1

		Chronic medical condition

		Yes		22

		No		8		31

		Uncertain		1

		Prescribed medications

		Yes		27

		No		4		31

		Uncertain		0

		Willingess to give		Strongly agree (1)		Agree (2)		Neutral (3)		Disagree (4)		Strongly disagree (5)

		EXTRA sample, already having procedure		12		9		4		5		1		31

		EXTRA procedure		5		6		7		9		4		31

		LEFT OVERS from sample		21		7		1		1		1		31

		Donate DNA

		Yes		20

		No		4		31

		Uncertain		7

		Important to ask <18 for assent

		Yes		26

		No		2		31

		Uncertain		3

		Age to ask child for assent		1		2		3		4		5		6		7		8		9		10		11		12		13		14		15		16		17		18		None - parental sufficient

		Ages		0		0		1		0		0		0		0		0		0		0		0		5		5		4		4		5		2		0		4				30

		% response		0		0		3.3333333333		0		0		0		0		0		0		0		0		16.6666666667		16.6666666667		13.3333333333		13.3333333333		16.6666666667		6.6666666667		0		13.3333333333

		Importance of reconsent		Very important (1)		Important (2)		Neutral (3)		Of little importance (4)		Not at all important (5)

		How important is it to re-consent after 18?		8		8		11		1		3		31

		Still use your sample if unable to contact for reconsent?

		Yes		18

		No		2		31

		Uncertain		11

		PARENT

		Heard of biobank before

		Yes		6

		No		12		19

		Uncertain		1

		Chronic medical condition

		Yes		15

		No		4		19

		Uncertain		0

		Prescribed medications

		Yes		17

		No		2		19

		Uncertain		0

		Willingess to give		Strongly agree (1)		Agree (2)		Neutral (3)		Disagree (4)		Strongly disagree (5)

		EXTRA sample, already having procedure		8		8		3		0		0		19

		EXTRA procedure		3		5		5		4		2		19

		LEFT OVERS from sample		12		5		2		0		0		19

		Donate DNA

		Yes		14		19

		No		0

		Uncertain		5

		Important to ask <18 for assent

		Yes		13

		No		3		19

		Uncertain		3

		Age to ask child for assent		1		2		3		4		5		6		7		8		9		10		11		12		13		14		15		16		17		18		None - parental sufficient

		Ages		0		0		0		0		1		0		0		0		0		0		0		4		0		2		0		4		1		0		7				19

		% response		0		0		0		0		5.2631578947		0		0		0		0		0		0		21.0526315789		0		10.5263157895		0		21.0526315789		5.2631578947		0		36.8421052632				100

														119

		Importance of reconsent		Very important (1)		Important (2)		Neutral (3)		Of little importance (4)		Not at all important (5)

		How important is it to re-consent after 18?		7		5		3		2		2		19

		Still use your sample if unable to contact for reconsent?

		Yes		10

		No		5		19

		Uncertain		4





		CARDIOLOGY

		ADOLESCENT SURVEYS		6001		6002		6003		6004		6005		6006		6007		6008		6009		6010		6011		6012		6013		6014		6015		6016		6017		6018		6019		6020		6021		6022		6023		6024		6025		6026		6027		6028		6029		6030		6031		6032		6033		6034		6035		6036		6037		6038		6039		6040		6041		6042		6043		6044		6045		6046		6047		6048		6049		6050		6051		6052		6053		6054		6055		6056

		Identifying information				Rejected																																								Rejected

		Age		15				18		16		17		17		17		17		18		15		15		14						17		15		15		15		15		14		15				17		18		15		18		15		18		14		18								14		18		15		14				14

		Gender		M				M		M		F		F		F		M		M		M		M		M						M		F		M		F		M		F		M				F		M		M		M		M		F		F		F								M		F		M		M				F

		First 3 digits of postal code		V3R				V5B				V2P		V3S		V5M		V3S		V3C		V6Y		V4K		V2R						V2A		V9Z		V3G		V6S		V8L		V3C		V2X				V7C		V3S		V3W		V9W		V3W				V1K		Y1A								V2R		V0N		V4K		V4N				V2V

		Where are you doing this survey?		Cardiology				Cardiology		Cardiology		Cardiology		Cardiology		Cardiology		Cardiology		Cardiology		Cardiology		Cardiology		Cardiology						Cardiology		Cardiology		Cardiology		Cardiology		Cardiology		Cardiology		Cardiology				Cardiology		Cardiology		Cardiology		Cardiology		Cardiology		Cardiology		Cardiology		Cardiology								Cardiology		Cardiology		Cardiology		Cardiology				Cardiology

		Before this survey, have you heard of a BioBank before?		No				No		No		No		No		No		No		No		No		No		No						No		No		No		No		No		No		No				No		No		No		No		Yes		No		No		No								No		No		No		No				No

		If so, what did you think a BioBank was?		A bank of information																																																				An organization that is willing to help patients by taking blood (similar to a bloodbank) from people that are willing to participate for research purposes.

		Do you have any chronic medical conditions?		No				No		Yes		Yes		No		No		Yes		No		No		Yes		No						No		Uncertain		No		No		Yes		Uncertain		Yes				Yes		No		Uncertain		Yes		Yes		No		No		Yes								No		No		Uncertain		Yes				Yes

		If so, what condition?										Congenital heart disease		Cancer				Long QT syndrome/CPVT						Sudden cardiac death syndrome																Heart condition		SVT		Heart patient				VT heart problem						Renal kidney failure		TOF (Tetralogy of Fallot)																		Heart due to genetics

		Are you taking any prescribed medications?		No				No		Yes		Yes		No		No		Yes		No		Yes		No		No						Yes		No		No		Yes		No		No		No				Yes		No		Yes		Yes		Yes		Yes		No		Yes								No		No		No		No				No

		Opinions on sample donation

		How willing to give: (1=strongly agree, 5=strongly disagree)

		Extra sample while already having a procedure		3				1		3		1		2		2		1		2		3		1		1						1		1		3		2		2		4		4				1		1		3		3		3		1		5		5								2		1		3		2				1

		Extra procedure to give a sample		3				1		5		1		3		3		4		2		4		3		1						4		2		4		2		5		3		3				1		1		4		5		3		5		5		5								4		1		3		2				3

		Left over samples		2				1		4		1		2		3		1		1		3		1		1						2		3		3		1		2		1		3				1		1		4		1		2		3		5		1								1		1		3		1				2

		Comments?						If I am already going in for testing, I wouldn't mind giving an extra sample of something																												Somewhat scared of blood being drawn																								I'm anemic		[DNA:] Yes but not as "extra" blood

		Willing to donate DNA?		Uncertain				Yes		No		Yes		Uncertain		No		Yes		Uncertain		Uncertain		Yes		Yes						Uncertain		No		Uncertain		Yes		Uncertain				Uncertain				Yes		No		No		Yes		Uncertain		Uncertain		No		Yes								No		Yes		No		Uncertain				Yes

		Opinions on assent and re-consent

		Important for <18 year olds to be asked for assent?		Uncertain				Yes		Uncertain		Yes		Yes		No		Yes		Yes		Uncertain		Yes		Yes						Yes		Yes		Yes		Yes		Yes		Yes		Uncertain				Yes		No		Uncertain		Yes		Yes		No		No		Yes								Yes		Yes		Yes		Yes				Yes

		What age is appropriate to ask for a child's assent?		None - parental sufficient				16		None - parental sufficient		15		12		None - parental sufficient		5 to 7		12		16		13		13						16		14		13		13		16		12		None - parental sufficient				10		None - parental sufficient		17		15		16		None - parental sufficient		15		Not age related, depends if child can understand								11		12		17		12				10

		How important is it to re-consent after the patient turns 18?		3				3		3		2		1		2		3		4		1		2		2						2		2		2		2		1		1		3				2		1		3		2		3		3				5								3		2		3		3				1

		If unable to contact for re-consent, can we keep using your sample?		Uncertain				Yes		No		Yes		Uncertain		Uncertain		Yes		Yes		Uncertain		Yes		Yes						No		No		Uncertain		Yes		Uncertain		Yes		Uncertain				Yes		Yes		Uncertain		Yes		Uncertain		No		No		Yes								Yes		Yes		No		No				Yes

		Final comments?

		CARDIOLOGY

		PARENTAL SURVEYS		6001		6002		6003		6004		6005		6006		6007		6008		6009		6010		6011		6012		6013		6014		6015		6016		6017		6018		6019		6020		6021		6022		6023		6024		6025		6026		6027		6028		6029		6030		6031		6032		6033		6034		6035		6036		6037		6038		6039		6040		6041		6042		6043		6044		6045		6046		6047		6048		6049		6050		6051		6052		6053		6054		6055		6056

		Identifying information														? Inconsistent with 6007-A; answered for sibling?						Incomplete survey										Age discrepancy		N/A																		Language barrier						Too tired

		Age		15		14		18		16		17		17		14		17		18		15		15		14						16				15		15		15		14		15		15		17						18		15				14		18								14		18		15		14		18		14

		Gender		M		M		M		M		F		F		F		M		M		M		M		M						M				M		F		M		F		M		M		F						M		M				F		F								M		F		M		M		M		F

		First 3 digits of postal code		V3R		V0X		V5B				V2P		V2S		V5M		V3S		V3C		V6Y		V4K		V2R						V2A				V3G		V6S		V8L		V3C		V2X		V4M		V7C						V9W		V3W				V1K		Y1A								V2R		V0N		V4K		V4N		V5P		V2V

		Where are you doing this survey?		Cardiology		Cardiology		Cardiology		Cardiology		Cardiology		Cardiology		Cardiology		Cardiology		Cardiology		Cardiology		Cardiology		Cardiology						Cardiology				Cardiology		Cardiology		Cardiology		Cardiology		Cardiology		Cardiology		Cardiology						Cardiology		Cardiology				Cardiology		Cardiology								Cardiology		Cardiology		Cardiology		Cardiology		Cardiology		Cardiology

		Before this survey, have you heard of a BioBank before?		No		No		No		No		No		No		No		No		No		No		No		No						No				No		No		No		No		No		No		No						No		No				Yes		No								Yes		No		No		Yes		Yes		No

		If so, what did you think a BioBank was?																																																																				Storage of blood cells/stem cells/bone marrow for use by others						?Research - holding specimens		It's helpful for research

		Do you have any chronic medical conditions?		No		Yes		No		Yes		Yes		Yes		Yes		Yes		Yes		No		Yes		Yes						No				No		Uncertain		Yes		Yes		Yes		No		Yes						Yes		Yes				Yes		Yes								No		No		Uncertain		Yes		No		Yes

		If so, what condition?				Heart						Congenital heart disease		Cancer		Heart muscle		Long QT syndrome/CPVT		Aortic stenosis				Sudden cardiac death syndrome		Heart murmur										Not currently - being evaluated with regards to heart murmur				Heart condition		SVT		Heart defect				VT								TOF (Tetralogy of Fallot)				Hyperventricular tachycardia		Inflammatory arthropathy, POTS (postural orthostatic tachycardia syndrome)												Monitor heart health due to genetic background of HCM (hypertrophic cardiomyopathy)		Aortic stenosis

		Are you taking any prescribed medications?		No		No		No		Yes		Yes		Yes		Yes		Yes		No		Yes		No		No						Yes				No		Yes		No		No		No		Yes		Yes						Yes		Yes				Uncertain		Yes								No		Yes		No		No		Yes		No

		Opinions on sample donation

		How willing to give: (1=strongly agree, 5=strongly disagree)

		Extra sample while already having a procedure		2		1		1		3		1		3		1		1		2				1		2						1				2		3		1		3		1		1		1						2		1				5		3								1		1		1		2		3		1

		Extra procedure to give a sample		2		2		3		5		2		3		3		3		4				3		3						1				2		4		5		4		2		1		1						2		5				5		5								5		1		1		2		3		3

		Left over samples		2		2		1		4		1		1		3		1		2				1		3						1				1		2		2		2		1		1		1						2		1				3		1								1		1		1		2		3		2

		Comments?																If he is already having blood drawn an extra amount is fine for research purposes						My son can decide for question 2 (whether to have an extra procedure)														Situation-specific question																						My child is anemic and cannot afford to give extra blood		Would leave it up to my daughter to decide. Has low iron, nausea, may feel unwell giving "extra" blood														Only if my child agreed		Blood work and samples collection is hard for him

		Willing to donate DNA?		No		Yes		Uncertain		No		Yes		Yes		No		Yes		Yes		Uncertain		Yes		Uncertain						Yes				Yes		Yes		Uncertain		Uncertain		Yes		Yes		Yes						Yes		Yes				No		Uncertain								Yes		Yes		Yes		Yes		No		Yes

		Opinions on assent and re-consent

		Important for <18 year olds to be asked for assent?		Yes		No		Yes		Uncertain		Uncertain		Yes		Yes		Uncertain		Yes		Uncertain		Yes		Yes						Yes				Yes		Yes		Yes		No		Yes		No		Yes						Yes		Yes						Uncertain								Yes				Yes		Yes				Yes

		What age is appropriate to ask for a child's assent?		16		16		15		None - parental sufficient		18		13		None - parental sufficient		19		16				12		16						16				16		15		16		None - parental sufficient		14		None - parental sufficient		18						10		None - parental sufficient				None - parental sufficient		Depends on child and ability to understand								13		14		13		12		None - parental sufficient		14

		How important is it to re-consent after the patient turns 18?		1		1		3		3		2		1		3		3		2		3		1		3						4				2		3		2		1		5		5		1						1		1				3		3								2		1		1		3				2

		If unable to contact for re-consent, can we keep using your sample?		No		Yes		Uncertain		No		Uncertain		Yes		No		Yes		Yes		No		Uncertain		No						Yes				Yes		Yes		Uncertain		No		Yes		Yes		Yes						Uncertain		Yes				No		Uncertain								Yes		Yes		No		Yes		Yes		Uncertain

		Final comments?						Sitting on the fence about DNA info. Can it be kept private or can it be easily exploited in a central data and then hacked.																My son would need to make that decision prior to age 18																		It [samples] should only be used with consent or re-consent.				Great idea - the less complications/cost, the better.								[DNA:] Yes, if he is ok with it.								Interesting ideas, would want to discuss with my child individually <18 years and after 18 years.

		Survey count

		Total # adolescents		31

		Total # parents		30

		Total		61

		Age ranges		Participants by age				Reported by parent

		14		6				8

		15		11				10

		16		1				2

		17		6				4

		18		7				6

		Gender

		M		19				20

		F		12				10

		ADOLESCENT

		Heard of biobank before

		Yes		1

		No		30		31

		Uncertain		0

		Chronic medical condition

		Yes		12

		No		15		31

		Uncertain		4

		Prescribed medications

		Yes		12

		No		19		31

		Uncertain		0

		Willingess to give		Strongly agree (1)		Agree (2)		Neutral (3)		Disagree (4)		Strongly disagree (5)

		EXTRA sample, already having procedure		12		7		8		2		2

		EXTRA procedure		6		4		9		6		6

		LEFT OVERS from sample		15		6		7		2		1

		Donate DNA

		Yes		11

		No		8		30

		Uncertain		11

		Important to ask <18 for assent

		Yes		22

		No		4		31

		Uncertain		5

		Age to ask child for assent		1		2		3		4		5		6		7		8		9		10		11		12		13		14		15		16		17		18		None - parental sufficient

		Ages		0		0		0		0		0		0		0		0		0		2		1		5		4		1		3		5		2		0		6				29

		% response		0		0		0		0		0		0		0		0		0		6.8965517241		3.4482758621		17.2413793103		13.7931034483		3.4482758621		10.3448275862		17.2413793103		6.8965517241		0		20.6896551724

														29

		Importance of reconsent		Very important (1)		Important (2)		Neutral (3)		Of little importance (4)		Not at all important (5)

		How important is it to re-consent after 18?		6		11		11		1		1		30

		Still use your sample if unable to contact for reconsent?

		Yes		15

		No		7		31

		Uncertain		9

		PARENT

		Heard of biobank before

		Yes		4

		No		26		30

		Uncertain		0

		Chronic medical condition

		Yes		19

		No		9		30

		Uncertain		2

		Prescribed medications

		Yes		15

		No		14		30

		Uncertain		1

		Willingess to give		Strongly agree (1)		Agree (2)		Neutral (3)		Disagree (4)		Strongly disagree (5)

		EXTRA sample, already having procedure		16		6		6		0		1		29

		EXTRA procedure		5		7		8		3		6		29

		LEFT OVERS from sample		15		9		4		1		0		29

		Donate DNA

		Yes		19		30

		No		5

		Uncertain		6

		Important to ask <18 for assent

		Yes		19

		No		3		27

		Uncertain		5

		Age to ask child for assent		1		2		3		4		5		6		7		8		9		10		11		12		13		14		15		16		17		18		None - parental sufficient

		Ages		0		0		0		0		0		0		0		0		0		1		0		2		3		3		2		7		0		2		7				27

		% response		0		0		0		0		0		0		0		0		0		3.7037037037		0		7.4074074074		11.1111111111		11.1111111111		7.4074074074		25.9259259259		0		7.4074074074		25.9259259259				100

														127

		Importance of reconsent		Very important (1)		Important (2)		Neutral (3)		Of little importance (4)		Not at all important (5)

		How important is it to re-consent after 18?		10		6		10		1		2		29

		Still use your sample if unable to contact for reconsent?

		Yes		15

		No		8		30

		Uncertain		7





		ORTHOPEDICS

		ADOLESCENT SURVEYS		7001		7002		7003		7004		7005		7006		7007		7008		7009		7010		7011		7012		7013		7014		7015		7016		7017		7018		7019		7020		7021		7022		7023		7024		7025		7026		7027		7028		7029		7030		7031		7032		7033		7034		7035		7036		7037		7038		7039		7040		7041		7042		7043		7044		7045		7046		7047		7048		7049		7050		7051		7052		7053		7054		7055		7056		7057

		Identifying information																																																										Incomplete

		Age		16		17		14		14		17		14		14		18		14		16		14		16		14		16		17		16		17		15		15		17		15		16		15		14		18		15		14		15						14		15		15		14		14		14		14		14				14		18		15		17				16		18		15		14		16		16		16		14		14

		Gender		F		F		M		F		F		F		F		F		M		F		F		M		M		M		F		F		M		F		M		M		M		M		F		F		F		F		F		M						M		M		M		M		F		M		M		F				F		M		F		F				F		F		M		F		F		F		F		F		F

		First 3 digits of postal code		V5C		V0J		V6S		V3A		V3T		V3A		V3E		V4Z		V5S		V5V		V2X		V6S		V2T		V6N		V2G		V7C		V3S		V2Y		V5T		V2P		V4N		V4R		V1W		V8Z		V4N		V2P		V8Z		V6N						V5W		V5B		V7V		V4W		V2Y		V5W		V1R		V3S				V3Y		V8N		V5C		V7R				V0K		V3V		V8X		V4W		V4R		V0H		V5X		V2Z		V5L

		Where are you doing this survey?		Orthopedics		Orthopedics		Orthopedics		Orthopedics		Orthopedics		Orthopedics		Orthopedics		Orthopedics		Orthopedics		Orthopedics		Orthopedics		Orthopedics		Orthopedics		Orthopedics		Orthopedics		Orthopedics		Orthopedics		Orthopedics		Orthopedics		Orthopedics		Orthopedics		Orthopedics		Orthopedics		Orthopedics		Orthopedics		Orthopedics		Orthopedics		Orthopedics						Orthopedics		Orthopedics		Orthopedics		Orthopedics		Orthopedics		Orthopedics		Orthopedics		Orthopedics				Orthopedics		Orthopedics		Orthopedics		Orthopedics				Orthopedics		Orthopedics		Orthopedics		Orthopedics		Orthopedics		Orthopedics		Orthopedics		Orthopedics		Orthopedics

		Before this survey, have you heard of a BioBank before?		No		No		Yes		No		Yes		No		No		No		No		Uncertain		No		No		No		No		No		No		No		No		No		No		Yes		No		No		No		No		No		No		No						No		No		No		No		No		No		No		No				Uncertain		No		No		No				No		No		No		No		Yes		No		No		No		No

		If so, what did you think a BioBank was?						A place to store specimens for studies				Where you donate your samples for other people (patients in need)										More for transplants, not research																																																												Some sort of blood collection service																		A point of collection of medical samples (ie blood, stem cells)

		Do you have any chronic medical conditions?		No		Yes		No		No		No		Yes		No		Yes		No		No		Yes		No		No		No		Uncertain		Yes		Yes		Yes		No		Yes		Yes		Uncertain		No		Yes		Yes		No		No		No						No		No		No		No		Yes		No		No		Yes				No		Yes		Yes		Yes				Uncertain		Yes		No		Yes		Yes		Yes		Uncertain		Yes		No

		If so, what condition?				Scoliosis								Epilepsy										Osteofibrous dysplasia										Right side hemiparesis		Scoliosis		Scoliosis				Scoliosis		Cerebral palsy		Hereditary multiple exostosis (HME), allergies, asthma				Scoliosis		Ellis-van Creveld Syndrome (EVC)																				Scoliosis						Scoliosis						Loeys Deitz syndrome		Osteochondritis dissecans		Scoliosis						Scoliosis				Scoliosis		Scoliosis		Scoliosis				Scoliosis

		Are you taking any prescribed medications?		No		No		No		No		No		Yes		No		No		No		No		No		No		No		Yes		Yes		No		Yes		Yes		No		Yes		Yes		No		No		No		No		No		No		No						No		No		No		Yes		No		No		No		No				No		Yes		No		No				No		No		No		No		No		No		No		No		No

		Opinions on sample donation

		How willing to give: (1=strongly agree, 5=strongly disagree)

		Extra sample while already having a procedure		1		2		5		1		2		2		2		2		4		2		4		1		2		1		1		2		2		1		2		1		3		1		5		1		1		1		2		1						3		3		3		3		3		2		2		1				2		1		2		1				1		1		2		1		1		1		3		3		1

		Extra procedure to give a sample		3		2		5		1		5		3		2		2		4		4		2		3		2		2		2		4		2		5		3		1		3		1		5		1		2		2		5		1						3		3		4		4		5		3		4		2				3		1		4		1				3		4		3		2		2		3		2		4		1

		Left over samples		1		2		5		1		1		5		1		1		4		1		1		1		2		1		1		2		2		1		1		1		3		1		5		1		1		2		2		1						3		3		4		2		3		1		1		1				1		1		1		1				1		1		1		1		1		1		1		1		1

		Comments?		Take leftovers! Don't waste my blood! Haha.				I've had enough surgery and procedures. It sucks.														As long as they would notify me if they were to use it for something that would concern me later/long term														I am a little hesitant about giving multiple blood samples but I will do them																		I think we should all give back a little.

		Willing to donate DNA?		Yes		Yes		No		Uncertain		No		No		Uncertain		Yes		No		Yes		Yes		Uncertain		No		Yes		Yes		Uncertain		Yes		No		Yes		Yes		Uncertain		Yes		No		Yes		Yes		Yes		Uncertain		Yes						Uncertain		No		No		Uncertain		Uncertain		Yes		Uncertain		Yes				Uncertain		Yes		Yes		Yes				Yes		Yes		Uncertain		Yes		Yes		Uncertain		Yes		Uncertain		Yes

		Opinions on assent and re-consent

		Important for <18 year olds to be asked for assent?		Yes		Uncertain		Yes		Yes		No		Uncertain		Yes		Yes		Uncertain		Yes		Yes		Yes		Yes		Yes		Yes		Yes		Yes		Uncertain		Yes		Yes		Yes		Uncertain		Yes		Yes		Yes		Yes		Yes		Yes						Uncertain		No		Yes		Uncertain		Yes		Yes		Yes		Yes				Yes				Yes		Yes				Yes		Yes		No		Yes		Yes		Uncertain		Yes				Yes

		What age is appropriate to ask for a child's assent?		16		None - parental sufficient		8		13		None - parental sufficient		16		10		13		None - parental sufficient		12		14		13		16		15		14		13 to 14		16		12		16		13		14		15				14		16		13		13 to 14		6 to 8						None - parental sufficient		None - parental sufficient		15		13		13		16		12		10				13				5		16				None - parental sufficient		11		None - parental sufficient		10		10		12		12		None - parental sufficient		15

		How important is it to re-consent after the patient turns 18?		4		2		1		1		3		3		1		3		4		1		4		4				1		1		2		3		4		3		4		1		5		1		2		1		3		3		5						3		3		2		2		2		4				5				2				2		4						2		3		4		3		2		1		3		3

		If unable to contact for re-consent, can we keep using your sample?		Yes		Yes		Yes		No		No		No		Uncertain		Yes		Uncertain		No		Yes		Yes		No		Uncertain		No		Uncertain		Yes		Yes		Yes		Yes		Yes		Yes		No		Yes		No		Uncertain		Uncertain		Yes						Uncertain		Uncertain		No		Yes		Uncertain		Yes		Yes		Yes				Yes				Yes		Yes				Yes		Yes		Yes		Yes		Yes		Uncertain		Yes		Uncertain		Yes

		Final comments?																																												Very good thing - needs to be continued. [Assent is] more of a formality - parent consent only matters

		ORTHOPEDICS

		PARENTAL SURVEYS		7001		7002		7003		7004		7005		7006		7007		7008		7009		7010		7011		7012		7013		7014		7015		7016		7017		7018		7019		7020		7021		7022		7023		7024		7025		7026		7027		7028		7029		7030		7031		7032		7033		7034		7035		7036		7037		7038		7039		7040		7041		7042		7043		7044		7045		7046		7047		7048		7049		7050		7051		7052		7053		7054		7055		7056		7057

		Identifying information										N/A		N/A				N/A																		Rejected				N/A

		Age		16		17		14		14						14				14		16		14		16		14		16		17		16				15				17		15		16		15		15		18		15		14		15		14				14		15		15		14		14		14		14		14				14		18		15		17				16				15		18		16		16				14		14

		Gender		F		F		M		F						F				M		F		F		M		M		M		F		F				F				M		M		M		F		F		F		F		F		M		M				M		M		M		M		F		M		M		F				F		M		F		F				F				M		F		F		F				F		F

		First 3 digits of postal code		V5C		V0J		V6S		V3A						V3E				V5S		V5V		V2X		V6S		V2T		V6N		V2G		V7C				V2Y				V2P		V4N		V4R		V1W		V8Z		V4N		V2P		V8Z		V6N		V9Z				V5W		V5B		V7V		V4W		V2Y		V5W		V6N		V3S				V3Y		V8N		V5C		V7R				V0K				V8X		V4W		V4R		V0H				V2Z		V5L

		Where are you doing this survey?		Orthopedics		Orthopedics		Orthopedics		Orthopedics						Orthopedics				Orthopedics		Orthopedics		Orthopedics		Orthopedics		Orthopedics		Orthopedics		Orthopedics		Orthopedics				Orthopedics				Orthopedics		Orthopedics		Orthopedics		Orthopedics		Orthopedics		Orthopedics		Orthopedics		Orthopedics		Orthopedics		Orthopedics				Orthopedics		Orthopedics		Orthopedics		Orthopedics		Orthopedics		Orthopedics		Orthopedics		Orthopedics				Orthopedics		Orthopedics		Orthopedics		Orthopedics				Orthopedics				Orthopedics		Orthopedics		Orthopedics		Orthopedics				Orthopedics		Orthopedics

		Before this survey, have you heard of a BioBank before?		No		No		No		No						No				No		No		No		No		No		No		No		No				No				No		No		No		No		No		No		No		No		No		No				No		No		No		Yes		Uncertain		Uncertain		No		No				Uncertain		No		No		No				No				Yes		Uncertain		No		No				No		No

		If so, what did you think a BioBank was?																																																																				Where they collect all the blood		Cord blood bank?		Honestly I have no idea								Storing of medical information - family

		Do you have any chronic medical conditions?		No		Yes		No		No						Yes				No		No		Yes		No		Yes		No		Yes		Yes				Uncertain				Yes		Yes		Uncertain		No		Yes		Yes		Yes		Yes		No		No				No		Yes		No		No		Yes		No		No		Yes				No		Yes		Yes		Yes				No				No		Yes		Yes		Yes				Yes		No

		If so, what condition?				Scoliosis										Scoliosis								Osteofibrous dysplasia										Right side hemiparesis				Scoliosis				Scoliosis		Cerebral palsy		Hereditary multiple exostosis (HME), allergies, asthma				Scoliosis		Ellis-van Creveld Syndrome (EVC)		Scoliosis		[Just starting^] Scoliosis										Asthma												Scoliosis						Loeys Deitz syndrome		Osteochondritis dissecans		Scoliosis										Scoliosis								Scoliosis

		Are you taking any prescribed medications?		No		No		No		No						No				No		No		No		No		Yes		Yes		No		No				Yes				Yes		Yes		No		No		No		No		No		No		No		No				No		Yes		No		No		No		No		No		No				No		Yes		No		No				No				No		No		No		No				No		No

		Opinions on sample donation

		How willing to give: (1=strongly agree, 5=strongly disagree)

		Extra sample while already having a procedure		2		1		1		1						2				3		1		1		1		4		1		3		2				1				2		1		1		5		2		1		3		2		1		3				3		1		2				3		3		2		1				2		1		1		1				3				5		1		1		2				1		1

		Extra procedure to give a sample		1		3		1		1						5				4		2		1		2		4		2		2		4				4				3		1		1		5		3		2		3		5		1		3				3		1		5				5		3		2		2				5		1		2		1				4				5		3		1		2				4		1

		Left over samples		1		2		1		1						2				2		1		1		1		4		1		2		2				1				2		1		1		5		2		1		3		2		1		3				3		1		5				3		3		1		1				1		1		1		1				1				1		1		1		1				1		1

		Comments?		Would prefer to use "leftovers"		So long as it's not an extra procedure or added																I support volunteers participating for the greater good.																								I support medical research and would be happy to help.		Uncomfortable with the idea of my family's tissue being used for research when their name is attached to that tissue. Is it ever truly anonymous when the tissue is obtained from an individual in the course of treatment.

		Willing to donate DNA?		Yes		Yes		No		Yes						Uncertain				Uncertain		Uncertain		Yes		No		No		Yes		Uncertain		Uncertain				Uncertain				No		Uncertain		Yes		No		Uncertain		Yes		No		Uncertain		Yes		No				Uncertain		Yes		Uncertain				No		Yes		Yes		Yes				Yes		Yes		Yes		Yes				Yes				Uncertain		Yes		Uncertain		Yes				Yes		Yes

		Opinions on assent and re-consent

		Important for <18 year olds to be asked for assent?		Yes		Yes		Yes		Yes						Yes				Uncertain		Yes		Uncertain		Yes		Uncertain		Yes		Yes		Yes				Yes				Yes		Yes		Uncertain		Yes		Yes		Yes		Uncertain		Yes		No		Uncertain				Yes		Yes		No		Yes		Yes		Yes		Uncertain		Yes				Yes		Yes		Yes		Yes				Yes				Yes		Yes		Yes		Yes				Yes		Yes

		What age is appropriate to ask for a child's assent?		13		15		10		12						12 to 14				None - parental sufficient		15		None - parental sufficient		12		None - parental sufficient		13		14		13				When the child can understand				16		14				12		16		15		17		14		None - parental sufficient		None - parental sufficient				None - parental sufficient		None - parental sufficient		None - parental sufficient		14		11		None - parental sufficient		10		11				16		12		12		16				16				12		10		17		5				14		16

		How important is it to re-consent after the patient turns 18?		4		2		1		2						4				3		1		1		2		2		2		1		1				2				1		1		5		1		1		1		2		2		5		3				2		1		1		3		3		2		4		5				1		2		1		4				1				1		1		3		2				2		5

		If unable to contact for re-consent, can we keep using your sample?		Yes		Yes		No		Yes						Yes				No		Yes		Uncertain		Uncertain		Yes		Yes		No		No				Yes				No		Yes		Yes		No		Yes		No		Yes		No		Yes		No				Yes		Yes		Uncertain		Yes		No		Yes		Yes		Yes				No		Yes		No		Yes				No				Uncertain		Yes		Uncertain		No				Yes		Yes

		Final comments?																																								[Last question - NO triple underlined] I support the use of samples being tested for the purpose of researching diagnosis and treatment of diseases but have some concerns about DNA being stored with identifying information as minors may not be aware of po				Once the samples belong to the BioBank, if such samples are needed by the subject (after age 18), then it should be up to the subject to get in touch with the BioBank. Otherwise, the samples are the exclusive property of the BioBank for ever and ever…																																																		[Age for assent:] If child is able to understand. Depends on maturity.

		Survey count

		Total # adolescents		49

		Total # parents		43

		Total		92

		Age ranges		Participants by age				Reported by parent

		14		19				17

		15		10				10

		16		10				9

		17		6				4

		18		4				3

		Gender

		M		19				18

		F		30				25

		ADOLESCENT

		Heard of biobank before

		Yes		4

		No		43		49

		Uncertain		2

		Chronic medical condition

		Yes		21

		No		24		49

		Uncertain		4

		Prescribed medications

		Yes		9

		No		40		49

		Uncertain		0

		Willingess to give		Strongly agree (1)		Agree (2)		Neutral (3)		Disagree (4)		Strongly disagree (5)

		EXTRA sample, already having procedure		21		16		8		2		2		49

		EXTRA procedure		8		14		12		9		6		49

		LEFT OVERS from sample		33		7		4		2		3		49

		Donate DNA

		Yes		26

		No		9		49

		Uncertain		14

		Important to ask <18 for assent

		Yes		36

		No		3		47

		Uncertain		8

		Age to ask child for assent		1		2		3		4		5		6		7		8		9		10		11		12		13		14		15		16		17		18		None - parental sufficient

		Ages		0		0		0		0		1		0		0		1		0		4		1		5		8		4		4		8		0		0		8				44

		% response		0		0		0		0		2.2727272727		0		0		2.2727272727		0		9.0909090909		2.2727272727		11.3636363636		18.1818181818		9.0909090909		9.0909090909		18.1818181818		0		0		18.1818181818

		Importance of reconsent		Very important (1)		Important (2)		Neutral (3)		Of little importance (4)		Not at all important (5)

		How important is it to re-consent after 18?		10		10		13		9		3		45

		Still use your sample if unable to contact for reconsent?

		Yes		28

		No		9		48

		Uncertain		11

		PARENT

		Heard of biobank before

		Yes		2

		No		37		43

		Uncertain		4

		Chronic medical condition

		Yes		22

		No		19		43

		Uncertain		2

		Prescribed medications

		Yes		7

		No		36		43

		Uncertain		0

		Willingess to give		Strongly agree (1)		Agree (2)		Neutral (3)		Disagree (4)		Strongly disagree (5)

		EXTRA sample, already having procedure		21		10		8		1		2		42

		EXTRA procedure		12		9		8		6		7		42

		LEFT OVERS from sample		26		8		5		1		2		42

		Donate DNA

		Yes		21		42

		No		8

		Uncertain		13

		Important to ask <18 for assent

		Yes		34

		No		2		43

		Uncertain		7

		Age to ask child for assent		1		2		3		4		5		6		7		8		9		10		11		12		13		14		15		16		17		18		None - parental sufficient

		Ages		0		0		0		0		1		0		0		0		0		3		2		6		3		5		3		6		2		0		9				40

		% response		0		0		0		0		2.5		0		0		0		0		7.5		5		15		7.5		12.5		7.5		15		5		0		22.5				100

														140

		Importance of reconsent		Very important (1)		Important (2)		Neutral (3)		Of little importance (4)		Not at all important (5)

		How important is it to re-consent after 18?		17		13		5		4		4		43

		Still use your sample if unable to contact for reconsent?

		Yes		24

		No		14		43

		Uncertain		5





		

		CLINICS - ADOLESCENTS																SCHOOLS - ADOLESCENTS																SCHOOLS - PARENTS

		Age		14		15		16		17		18						Age		14		15		16		17		18						Child's age		14		15		16		17		18

		Oncology		3		7		5		8		7						Templeton		3		13		12		3		3						Templeton		2		10		8		0		2

		Cardiology		6		11		1		6		7						Prince of Wales		0		23		27		6		0						Prince of Wales		0		23		30		8		0

		Orthopedics		19		10		10		6		4						Churchill		0		13		13		0		0						Churchill		0		8		11		0		0

		Subtotals		28		28		16		20		18

																		Subtotals		3		49		52		9		3						Subtotals		2		41		49		8		2

		Gender		M		F												Gender		M		F												Child's gender		M		F

		Oncology		16		14												Templeton		15		18												Templeton		9		13

		Cardiology		19		12												Prince of Wales		28		28												Prince of Wales		31		29

		Orthopedics		19		30												Churchill		10		16												Churchill		7		12

		Subtotals		54		56

																		Subtotals		53		62												Subtotals		47		54

		Heard of a BioBank before		Yes		No		Uncertain

		Oncology		8		22		1										Heard of a BioBank before		Yes		No		Uncertain										Heard of a BioBank before		Yes		No		Uncertain

		Cardiology		1		30		0										Templeton		2		27		5										Templeton		1		22		0

		Orthopedics		4		43		2										Prince of Wales		1		50		5										Prince of Wales		2		56		4

		Subtotals		13		95		3										Churchill		1		21		4										Churchill		1		18		0

		Chronic med condition		Yes		No		Uncertain										Subtotals		4		98		14										Subtotals		4		96		4

		Oncology		22		8		1

		Cardiology		12		15		4										Chronic med condition		Yes		No		Uncertain										Chronic med condition		Yes		No		Uncertain

		Orthopedics		21		24		4										Templeton		2		32		0										Templeton		1		22		0

		Subtotals		55		47		9										Prince of Wales		3		52		1										Prince of Wales		3		58		1

																		Churchill		2		24		0										Churchill		1		18		0

		Rx		Yes		No		Uncertain

		Oncology		27		4		0										Subtotals		7		108		1										Subtotals		5		98		1

		Cardiology		12		19		0

		Orthopedics		9		40		0										Rx		Yes		No		Uncertain										Rx		Yes		No		Uncertain

		Subtotals		48		63		0										Templeton		4		30		0										Templeton		1		22		0

																		Prince of Wales		3		53		0										Prince of Wales		2		60		0

																		Churchill		1		25		0										Churchill		0		19		0

																		Subtotals		8		108		0										Subtotals		3		101		0

		Willingness to donate		Strongly agree		Agree		Neutral		Disagree		Strongly disagree						Willingness to donate		Strongly agree		Agree		Neutral		Disagree		Strongly disagree						Willingness to donate		Strongly agree		Agree		Neutral		Disagree		Strongly disagree

		Extra sample during procedure		1		2		3		4		5						Extra sample during procedure		1		2		3		4		5						Extra sample during procedure		1		2		3		4		5

		Oncology		12		9		4		5		1						Templeton		8		8		12		6		0						Templeton		6		10		3		3		1

		Cardiology		12		7		8		2		2						Prince of Wales		5		21		19		4		7						Prince of Wales		6		18		20		6		10

		Orthopedics		21		16		8		2		2						Churchill		9		6		5		4		2						Churchill		2		6		4		1		5

		Subtotals		45		32		20		9		5		111				Subtotals		22		35		36		14		9		116				Subtotals		14		34		27		10		16		101

		Percentage		40.5405405405		28.8288288288		18.018018018		8.1081081081		4.5045045045						Percentage		18.9655172414		30.1724137931		31.0344827586		12.0689655172		7.7586206897		100				Percentage		13.8613861386		33.6633663366		26.7326732673		9.900990099		15.8415841584		100

		Extra procedure		1		2		3		4		5						Extra procedure		1		2		3		4		5						Extra procedure		1		2		3		4		5

		Oncology		5		6		7		9		4						Templeton		3		10		12		5		4						Templeton		1		6		5		8		3

		Cardiology		6		4		9		6		6						Prince of Wales		1		18		19		9		9						Prince of Wales		4		12		18		12		14

		Orthopedics		8		14		12		9		6						Churchill		1		4		7		11		3						Churchill		1		3		3		4		7

		Subtotals		19		24		28		24		16		111				Subtotals		5		32		38		25		16		116				Subtotals		6		21		26		24		24		101

		Percentage		17.1171171171		21.6216216216		25.2252252252		21.6216216216		14.4144144144						Percentage		4.3103448276		27.5862068966		32.7586206897		21.5517241379		13.7931034483		100				Percentage		5.9405940594		20.7920792079		25.7425742574		23.7623762376		23.7623762376		100

		Leftover samples		1		2		3		4		5						Leftover samples		1		2		3		4		5						Leftover samples		1		2		3		4		5

		Oncology		21		7		1		1		1						Templeton		14		8		11		0		1						Templeton		6		10		3		2		2

		Cardiology		15		6		7		2		1						Prince of Wales		16		22		10		4		4						Prince of Wales		12		15		19		5		9

		Orthopedics		33		7		4		2		3						Churchill		15		6		4		0		1						Churchill		5		5		4		0		4

		Subtotals		69		20		12		5		5		111				Subtotals		45		36		25		4		6		116				Subtotals		23		30		26		7		15		101

		Percentage		62.1621621622		18.018018018		10.8108108108		4.5045045045		4.5045045045						Percentage		38.7931034483		31.0344827586		21.5517241379		3.4482758621		5.1724137931		100				Percentage		22.7722772277		29.702970297		25.7425742574		6.9306930693		14.8514851485		100

																		Donate DNA		Yes		No		Uncertain										Donate DNA		Yes		No		Uncertain

																		Templeton		17		2		15										Templeton		11		5		7

																		Prince of Wales		24		7		25										Prince of Wales		17		22		22

																		Churchill		13		3		10										Churchill		7		5		6

																		Subtotals		54		12		50										Subtotals		35		32		35

																		Importance of assent		Yes		No		Uncertain										Importance of assent		Yes		No		Uncertain

																		Templeton		31		0		3										Templeton		18		2		3

																		Prince of Wales		41		3		11										Prince of Wales		45		8		4

																		Churchill		24		1		1										Churchill		16		2		1

																		Subtotals		96		4		15										Subtotals		79		12		8

						Age for assent				1		2		3		4		5		6		7		8		9		10		11		12		13		14		15		16		17		18		None - parental sufficient

						Templeton				0		0		0		0		0		0		0		0		1		2		2		2		3		5		0		7		1		0		9				32

						Prince of Wales				0		0		0		0		0		1		1		1		0		3		0		6		7		4		6		11		2		1		9				52

						Churchill				0		0		0		0		0		0		0		1		1		3		0		1		4		6		3		3		0		0		3				25

						Subtotals				0		0		0		0		0		1		1		2		2		8		2		9		14		15		9		21		3		1		21				109

						Response %				0		0		0		0		0		0.9174311927		0.9174311927		1.8348623853		1.8348623853		7.3394495413		1.8348623853		8.2568807339		12.8440366972		13.7614678899		8.2568807339		19.2660550459		2.752293578		0.9174311927		19.2660550459				100

						Age for assent				1		2		3		4		5		6		7		8		9		10		11		12		13		14		15		16		17		18		None - parental sufficient

						Templeton				1		0		0		0		0		0		0		1		0		2		0		1		0		1		2		1		4		2		7				22

						Prince of Wales				0		0		0		0		1		0		0		1		0		1		1		3		2		5		7		10		3		3		20				57

						Churchill				0		0		0		0		1		0		0		0		0		4		0		1		0		3		0		2		1		1		5				18

						Subtotals				1		0		0		0		2		0		0		2		0		7		1		5		2		9		9		13		8		6		32				97

						Response %				1.0309278351		0		0		0		2.0618556701		0		0		2.0618556701		0		7.2164948454		1.0309278351		5.1546391753		2.0618556701		9.2783505155		9.2783505155		13.4020618557		8.2474226804		6.1855670103		32.9896907216				100

																Importance of re-consent				Very important (1)		Important (2)		Neutral (3)		Of little importance (4)		Not at all important (5)		Sum				Importance of re-consent				Very important (1)		Important (2)		Neutral (3)		Of little importance (4)		Not at all important (5)		Sum

																Templeton				5		10		13		5		1		34				Templeton				9		8		2		3		1		23

																Prince of Wales				13		19		15		5		4		56				Prince of Wales				23		13		13		6		4		59

																Churchill				7		8		3		6		0		24				Churchill				9		2		6		1		1		19

																Subtotals				25		37		31		16		5		114				Subtotals				41		23		21		10		6		101

																Response %				21.9298245614		32.4561403509		27.1929824561		14.0350877193		4.3859649123		100				Response %				40.5940594059		22.7722772277		20.7920792079		9.900990099		5.9405940594		100

																		Use sample without re-consent				Yes		No		Uncertain		Sum						Use sample without re-consent				Yes		No		Uncertain		Sum

																		Templeton				19		7		8		34						Templeton				8		7		8		23

																		Prince of Wales				25		17		14		56						Prince of Wales				19		29		12		60

																		Churchill				16		4		6		26						Churchill				9		7		3		19

																		Subtotals				60		28		28		116						Subtotals				36		43		23		102
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		TEMPLETON

		ADOLESCENT SURVEYS		1005		1026		1031		1032		1035		1050		1083		1118		1119		1121		1126		1128		1129		1130		1145		1146		1149		1003		1016		1020		1073		1075		1081		1085		1086		1092		1093		1094		1095		1098		1099		1102		1105		1106		1107		1112		1113		1115		1140

		Identifying information

		Age		15		15		15		16		15		16		16		15		16		15		18		16		15		15		15		16		16				15		16		16		15		16		15				15				14		14		14		17				16		18		17		16		17		18

		Gender		M		M		F		F		X		F		M		F		F		M		M		M		F		M		F		F		M				M		F		M		M		F		M				M				F		F		M		F				F		F		F		F		F		M

		First 3 digits of postal code		V5T		V5G		V5K				V5K		V5M		V5K		V5R		V5K		V5K		V5L		V5K		V5K		V5L		V5T		V5L		V5K				V5L		V5K		V5K		V5L		V5K		V5K				V5C				V5M		V5K		V5K		V5M				V5K		V5K		V5M		V5L		V5W		V5L

		Where are you doing this survey?		Templeton		Templeton		Templeton		Templeton		Templeton		Templeton		Templeton		Templeton		Templeton		Templeton		Templeton		Templeton		Templeton		Templeton		Templeton		Templeton		Templeton				Templeton		Templeton		Templeton		Templeton		Templeton		Templeton				Templeton				Templeton		Templeton		Templeton		Templeton				Templeton		Templeton		Templeton		Templeton		Templeton		Templeton

		Before this survey, have you heard of a BioBank before?		No		No		Uncertain		No		Yes		Yes		No		No		No		No		Uncertain		No		Uncertain		No		No		No		no				No		No		No		Uncertain		No		No				No				No		No		No		No				Uncertain		No		No		No		No		No

		If so, what did you think a BioBank was?										Researching collected human tissues		Somewhere people donate organs to for medical or scientific purposes when they die, or donate things like blood/bone marrow										I thought it was an organization that kept and investigated about biology's issues				Collection of samples? Stem cells?																		A place where you keep sperm and blood samples																						Something to do with donating blood…

		Do you have any chronic medical conditions?		No		No		No		No		Yes		No		No		No		No		No		No		No		No		Yes		No		No		No				No		No		No		No		No		No				No				No		No		No		No				No		No		No		No		No		No

		If so, what condition?																												Asthma, not on a regular basis

		Are you taking any prescribed medications?		No		No		No		No		Yes		No		Yes		Yes		No		No		No		No		No		Yes		No		No		No				No		No		No		No		No		No				No				No		No		No		No				No		No		No		No		No		No

		Opinions on sample donation

		How willing to give: (1=strongly agree, 5=strongly disagree)

		Extra sample while already having a procedure		3		2		2		4		1		2		4		2		4		1		3		3		1		3		2		1		4				3		1		2		3		2		4				3				3		3		2		4				1		1		3		3		1		3

		Extra procedure to give a sample		3		3		2		5		2		2		4		3		4		2		3		3		2		2		4		2		4				2		1		3		3		2		3				3				3		5		3		5				1		3		2		4		1		5

		Left over samples		3		2		2		3		1		1		2		2		1		1		2		2		3		1		1		1		2				3		1		1		3		1		3				3				3		3		3		5				1		3		2		1		1		1

		Comments?								I'm not good with blood tests																		I feel that it is always good to try and contribute to studies that will help us learn more. We are benefiting from such studies now, and will later on																				I would do it but I would also like some more information on exactly what my DNA would be used for, and what the results would be.																										I am definitely more comfortable donating blood if I am already in a position where I am having blood taken for different reasons

		Willing to donate DNA?		Yes		Yes		Yes		Uncertain		Yes		Yes		Yes		Uncertain		Uncertain		Yes		Uncertain		Yes		Yes		No		Uncertain		Yes		Yes				Uncertain		Yes		Yes		Uncertain		Yes		No				Uncertain				Uncertain		Uncertain		Uncertain		Uncertain				Yes		Yes		Uncertain		Uncertain		Yes		Uncertain

		Opinions on assent and re-consent

		Important for <18 year olds to be asked for assent?		Yes		Yes		Yes		Yes		Yes		Yes		Yes		Yes		Yes		Yes		Yes		Yes		Yes		Yes		Yes		Yes		Yes				Uncertain		Yes		Uncertain		Yes		Yes		Uncertain				Yes				Yes		Yes		Yes		Yes				Yes		Yes		Yes		Yes		Yes		Yes

		What age is appropriate to ask for a child's assent?		13		16		9		None - parental sufficient		10		10		None - parental sufficient		14		14		14		None - parental sufficient		16		12		13		12		11		None - parental sufficient				None - parental sufficient		16		None - parental sufficient		16		12 to 14		17				None - parental sufficient				16		14		None - parental sufficient		19 to 21				14		16		None - parental sufficient		13		11		16

		How important is it to re-consent after the patient turns 18? (1=Very, 5=Not)		3		3		2		2		4		4		3		4		1		2		3		2		2		1		2		2		3				3		2		3		3		2		3				3				3		4		3		1				4		3		1		1		2		5

		If unable to contact for re-consent, can we keep using your sample?		Yes		No		Yes		No		Yes		Yes		Yes		Yes		Yes		Yes		Uncertain		Yes		Yes		No		No		Yes		Yes				Uncertain		Uncertain		Uncertain		Uncertain		Yes		No				Uncertain				Uncertain		Yes		Yes		No				Yes		Yes		Uncertain		Yes		No		Yes

		Final comments?																								Hope you can make things better		I think it's a good idea																				Sounds like a good idea, more info would be interesting!																										Intrigued to see further research stem from biobanking and I appreciate how it challenges many modern-day thought processes regarding crucial topics such as morality and ethics.

		TEMPLETON

		PARENTAL SURVEYS		1005		1026		1031		1032		1035		1050		1083		1118		1119		1121		1126		1128		1129		1130		1145		1146		1149		1003		1016		1020		1073		1075		1081		1085		1086		1092		1093		1094		1095		1098		1099		1102		1105		1106		1107		1112		1113		1115		1140

		Identifying information		N/A				N/A				N/A				N/A		Discrepancy about meds		N/A		N/A				N/A										N/A

		Age				15				16				16				15						18				15		15		15		16				15		16		16				15		16		15		14.5				15		14				14				16				18				16						15

		Gender				M				F				F				F						M				F		M		F		F				M		M		F				M		F		M		M						F				M				F				F				F						F

		First 3 digits of postal code				V5G				V5R				V5M				V5R						V5L				V5K		V5L		V5T		V5L				V5N		V5L		V5K				V5L		V5K		V5K		V5L				V3N		V5M				V5K				V5K				V5K				V5L						V5L

		Where are you doing this survey?				Templeton				Templeton				Templeton				Templeton						Templeton				Templeton		Templeton		Templeton		Templeton				Templeton		Templeton		Templeton				Templeton		Templeton		Templeton		Templeton				Templeton		Templeton				Templeton				Templeton				Templeton				Templeton						Templeton

		Before this survey, have you heard of a BioBank before?				No				No				No				No						No				No		No		No		No				No		No		Yes				No		No		No		No				No		No				No				No				No				No						No

		If so, what did you think a BioBank was?																																								A biological sample bank for medical research

		Does your child have any chronic medical conditions?				No				No				No				No						No				No		Yes		No		No				No		No		No				No		No		No		No				No		No				No				No				No				No						No

		If so, what condition?																												Asthma

		Is your child taking any prescribed medications?				No				No				No				No						No				No		No		No		No				Yes		No		No				No		No		No		No				No		No				No				No				No				No						No

		Opinions on sample donation

		How willing to give: (1=strongly agree, 5=strongly disagree)

		Extra sample while already having a procedure				2				3				1				5						3				1		2		1		2				3		2		1				4		2		1		2				2		2				1				2				4				4						2

		Extra procedure to give a sample				5				4				1				5						3				2		4		5		3				3		2		3				4		4		4		2				2		3				4				2				4				4						2

		Left over samples				5				2				1				5						3				1		2		1		2				1		2		1				4		2		3		2				3		2				1				2				2				4						2

		Comments?								I would let my child decide in all instances above and below

		Willing to donate DNA?				Uncertain				Yes				Yes				No						Uncertain				Yes		Yes		Uncertain		Yes				Yes		Uncertain		Yes				No		Uncertain		No		No				Yes		Yes				Yes				Yes				Uncertain				No						Uncertain

		Opinions on assent and re-consent

		Important for <18 year olds to be asked for assent?				Yes				Yes				Yes				No						Uncertain				Yes		Yes		Yes		Yes				Uncertain		Yes		Yes				No		Yes		Yes		Yes				Yes		Yes				Yes				Yes				Yes				Yes						Uncertain

		What age is appropriate to ask for a child's assent?				None - parental sufficient				1				8				None - parental sufficient						None - parental sufficient				12		15		15		None - parental sufficient				17		18		10				None - parental sufficient		14		17		17				16		17				10				None - parental sufficient				None - parental sufficient				13 to 14						18

		How important is it to re-consent after the patient turns 18?				1				2				1				1						3				2		4		2		1				1		2		1				5		1		2		2				2		4				4				2				1				1						3

		If unable to contact for re-consent, can we keep using your child's sample?				Uncertain				Uncertain				Uncertain				No						Uncertain				Yes		Yes		Yes		Yes				Uncertain		Uncertain		Uncertain				No		No		No		Uncertain				No		Yes				Yes				Yes				No				No						Yes

		Final comments?								Age of assent: as early as child can indicate assent or denial				You have not given enough clear information on what the research is, detailed info on what ethics means, how samples will be identified. If I was consenting to offer I would need this information.																				I think that is very good, if it will serve to save lives

		Survey count

		Total # adolescents		34

		Total # parents		23

		Total		57

		Age ranges		Participants by age				Reported by parent

		14		3				2

		15		13				10

		16		12				8

		17		3				0

		18		3				2

		Gender

		M		15				9

		F		18				13

		ADOLESCENT

		Heard of biobank before

		Yes		2

		No		27		34

		Uncertain		5

		Chronic medical condition

		Yes		2

		No		32		34

		Uncertain		0

		Prescribed medications

		Yes		4

		No		30		34

		Uncertain		0

		Willingess to give		Strongly agree (1)		Agree (2)		Neutral (3)		Disagree (4)		Strongly disagree (5)

		EXTRA sample, already having procedure		8		8		12		6		0		34

		EXTRA procedure		3		10		12		5		4		34

		LEFT OVERS from sample		14		8		11		0		1		34

		Donate DNA

		Yes		17

		No		2		34

		Uncertain		15

		Important to ask <18 for assent

		Yes		31

		No		0		34

		Uncertain		3

		Age to ask child for assent		1		2		3		4		5		6		7		8		9		10		11		12		13		14		15		16		17		18		None - parental sufficient

		Ages		0		0		0		0		0		0		0		0		1		2		2		2		3		5		0		7		1		0		9				32

		% response		0		0		0		0		0		0		0		0		3.125		6.25		6.25		6.25		9.375		15.625		0		21.875		3.125		0		28.125

		Importance of reconsent		Very important (1)		Important (2)		Neutral (3)		Of little importance (4)		Not at all important (5)

		How important is it to re-consent after 18?		5		10		13		5		1

														34

		Still use your sample if unable to contact for reconsent?

		Yes		19

		No		7		34

		Uncertain		8

		PARENT

		Heard of biobank before

		Yes		1

		No		22		23

		Uncertain		0

		Chronic medical condition

		Yes		1

		No		22		23

		Uncertain		0

		Prescribed medications

		Yes		1

		No		22		23

		Uncertain		0

		Willingess to give		Strongly agree (1)		Agree (2)		Neutral (3)		Disagree (4)		Strongly disagree (5)

		EXTRA sample, already having procedure		6		10		3		3		1		23

		EXTRA procedure		1		6		5		8		3		23

		LEFT OVERS from sample		6		10		3		2		2		23

		Donate DNA

		Yes		11		23

		No		5

		Uncertain		7

		Important to ask <18 for assent

		Yes		18

		No		2		23

		Uncertain		3

		Age to ask child for assent		1		2		3		4		5		6		7		8		9		10		11		12		13		14		15		16		17		18		None - parental sufficient

		Ages		1		0		0		0		0		0		0		1		0		2		0		1		0		1		2		1		4		2		7		22

														22

		Importance of reconsent		Very important (1)		Important (2)		Neutral (3)		Of little importance (4)		Not at all important (5)

		How important is it to re-consent after 18?		9		8		2		3		1		23

		Still use your sample if unable to contact for reconsent?

		Yes		8

		No		7		23

		Uncertain		8
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		PRINCE OF WALES

		ADOLESCENT SURVEYS		4001		4002		4005		4007		4020		4021		4022		4023		4024		4026		4029		4030		4031		4033		4034		4036		4069		4070		4071		4073		4074		4076		4078		4080		4090		4092		4096		4098		4099		4102		4104		4106		4107		4108		4109		4110		4111		4112		4113		4114		4116		4117		4119		4121		4122		4123		4124		4125		4126		4128		4129		4130		4131		4134		4136		4137		4140		4141		4143		4147		4148		4149		4150		4151		4152		4153		4154		4155		4156		4157		4158		4159		4160		4161		4162		4163		4164		4165		4166		4167		4168		4169		4170		4171		4172		4173		4174		4175		4176		4177		4178		4179		4180		4181		4182		4183		4184		4185		4186		4187		4188		4189		4190		4191		4192		4193		4194		4195		4196		4197		4198		4199		4200		4201		4202		4203		4204		4205		4206		4207		4208		4209		4210		4211		4212		4213		4214		4215		4216		4217		4218		4219		4220		4221		4222		4223		4224		4225		4226		4227		4228		4229		4230		4231		4232		4233		4234		4235		4236		4237		4238		4239		4240		4241		4242		4243		4244		4245		4246		4247		4248		4249		4250		4251		4252		4253		4254		4255		4256		4257		4258		4259		4260		4261		4262		4263		4264		4265		4266		4267		4268		4269		4270		4271		4272		4273		4274		4275		4276		4277		4278		4279		4280

		Identifying information

		Age		15		15		16		16		15		15				15		16		15				15		15		16		16		16		16		15		16		16		16		15		17		16		17		16		15		15		16		16		15		15		16		15		16		16				17		17				16		17		17						15		15		16		15		15		16				15		16		15		16		16		16		15		16		15		16		16

		Gender		M		F		M		M		M		M				F		F		M				F		F		M		M		F		M		F		F		F		M		F		F		F		M		M		M		F		M		M		F		F		F		F		F		F				F		M				F		F		M						F		F		M		M		M		M				M		M		F		F		F		M		M		M		F		M		M

		First 3 digits of postal code		V6L		V6L		V6N		V6J		V6L		V6P				V6L		V6L		V6J				V6L		4B7		V6L		V6J		V6L		V6L		V6J		V6L		V6T		V6L		V6L		V5Z		V6L		V6L		V6J		V6L		V6J		V6L		V6J		V6M		V6L		V6J		V6L		V5Z		V6L				V5Z		2W2				V5V		V6L		V6L						V5N		V6M		V6N		V6Y		V6H		V6J				V6L		V6L		V6M		V6J		V6L		V6L		V6L		V6L		V6L		V6J		V6L

		Where are you doing this survey?		PW		PW		PW		Pw		PW		PW				PW		PW		PW				PW		PW		PW		PW		PW		PW		PW		PW		PW		PW		PW		PW		PW		PW		PW		PW		PW		PW		PW		PW		PW		PW		PW		PW		PW				PW		PW				PW		PW		PW						PW		PW		PW		PW		PW		PW				PW		PW		PW		PW		PW		PW		PW		PW		PW		PW		PW

		Before this survey, have you heard of a BioBank before?		No		No		No		Uncertain		No		Yes				No		Uncertain		No				No		No		No		No		No		No		No		No		No		No		No		No		No		No		No		No		No		No		No		No		No		No		No		No		No				No		Uncertain				No		Uncertain		Uncertain						No		No		No		No		No		No				No		No		No		No		No		No		No		No		No		No		No

		If so, what did you think a BioBank was?								Bank that contains genetic material				A bank						It collects human's samples																																																												Sounds like a bank						A storage of people's DNA or cells for security or research purposes		A clinic or facility for the benefit of sick children																																						It is a funding storage for biology

		Do you have any chronic medical conditions?		No		Yes		No		No		No		No				No		No		No				No		No		No		No		No		No		No		No		No		Yes		No		No		No		No		No		No		No		No		No		No		No		No		No		Yes		No				No		No				No		No		No						No		No		No		No		No		No				No		No		No		No		No		No		No		Uncertain		No		No		No

		If so, what condition?				Cardio																																						Neurofibromatosis (NF)																												Asthma

		Are you taking any prescribed medications?		No		No		No		No		No		No				No		No		No				No		No		No		No		No		No		No		No		No		Yes		No		No		No		No		No		No		No		No		No		No		No		No		No		Yes		No				No		No				No		No		No						No		No		No		No		No		No				No		No		No		No		No		No		No		Yes		No		No		No

		Opinions on sample donation

		How willing to give: (1=strongly agree, 5=strongly disagree)

		Extra sample while already having a procedure		2		5		3		3		3		5				5		5		3				3		2		2		4		1		3		3		3		3		3		2		3		2		2		2		3		1		2		3		3		4		3		2		2		1				5		2				2		1		2						2		4		5		1		5		3				2		2		4		3		2		2		3		3		2		2		2

		Extra procedure to give a sample		2		5		3		3		2		4				5		5		4				4		2		4		5		4		2		2		3		4		3		3		3		2		2		3		3		1		5		3		3		3		3		2		2		2				5		3				2		3		2						2		5		4		2		5		3				2		2		5		4		2		3		4		3		2		3		3

		Left over samples		2		5		3		2		1		3				5		3		3				4		1		2		2		1		3		2		3		4		1		1		2		1		1		1		3		1		1		2		2		4		3		2		1		2				5		3				1		1		2						2		3		4		2		5		2				1		2		2		1		2		1		2		2		2		2		2

		Comments?										Don't mind giving blood.																I think it is important for tests like this to happen because it benefits overall				Personal safety reasons - I don't know what my blood will be used for; not trustworthy				What are the diseases that this study will benefit? How beneficial will this research be? Will my samples be safely stored and used for research only and not for another purpose ie. Cloning?																										I don't feel comfortable giving away blood unless for lifesaving reasons								I would be willing if this does not affect my health				As long as I know what it's being used for, sure.				If the collection of my "samples" would be beneficial to society/research, why not?		It really depends on people's ideas						My only worry would be that I'm uncertain that my samples would be anonymous and would be used for study purposes only (what if the data leaked?		As long as extracting my blood is for a beneficial cause, then I am OK with it.												If my blood is needed for research purpose, why don't I give consent to using it for the sake of medical advancement?		I've had bad experiences with samples and whatnot. I have attempted to give blood but I wasn't very fond of the situation.										I think it is a good cause, I just have a strong fear of needles.																It would be best if I can have a direct answer of where my donated blood goes to, or is being used for. It would be best if I could also store some of my own human samples just in case if serious health problems affect me or my family in the future.

		Willing to donate DNA?		Uncertain		No		Yes		Uncertain		Yes		No				No		No		Yes				No		Uncertain		Uncertain		Uncertain		Yes		Uncertain		Uncertain		Uncertain		Uncertain		Uncertain		Uncertain		Uncertain		Uncertain		Yes		Yes		Yes		Yes		No		Yes		Uncertain		Uncertain		Uncertain		Uncertain		Yes		Yes				Yes		Yes				Yes		Uncertain		Yes						Uncertain		Uncertain		No		Yes		Uncertain		Yes				Yes		Yes		Uncertain		Yes		Uncertain		Yes		Uncertain		Yes		Uncertain		Yes		Yes

		Opinions on assent and re-consent

		Important for <18 year olds to be asked for assent?		Yes		Yes		Uncertain		Uncertain		Yes		Yes				Yes		Yes		Yes				Yes		Yes		Uncertain		Yes		Yes		Uncertain		Yes		Uncertain		Yes		Yes		Yes		Yes		Uncertain		Yes		Yes		Yes		Yes		Yes		Yes		Yes		Yes		Uncertain		Yes		No		Yes				Yes		Yes				No		Yes		Yes						Uncertain		Yes		Yes		Yes		No		Yes				Yes		Uncertain		Yes		Yes		Yes		Uncertain		Yes				Yes		Yes		Uncertain

		What age is appropriate to ask for a child's assent?		None - parental sufficient		12		15		16		Always ask; doesn't matter what age, but around 12.		12				10		None - parental sufficient		13				16		15		14		6		16		16		18		Uncertain		16		13		None - parental sufficient		15		16		13		14		12		13		10		16		None - parental sufficient		15		None - parental sufficient		12		10		13				15		16 to 17				16		13		17						None - parental sufficient		None - parental sufficient		None - parental sufficient		7		8		16				12		13		14 to 15		15		14		14		12		16		16		17		None - parental sufficient

		How important is it to re-consent after the patient turns 18? (1=Very, 5=Not)		2		1		3		2		5		1				1		1		3				3		2		3		2		1		3		3		2		2		1		2		3		1		3		1		3		1		5		3		1		2		4		2		2		2				3		3				2		2		2						1		2		4		4		5		3				4		2		1		4		1		2		5		3		3		2		2

		If unable to contact for re-consent, can we keep using your sample?		Uncertain		No		Uncertain		No		Uncertain		No				Yes		No		No				No		Yes		Uncertain		No		Uncertain		Uncertain		Yes		Uncertain		Uncertain		No		No		Yes		No		No		Uncertain		No		Yes		Yes		Uncertain		No		No		Uncertain		Yes		Yes		Uncertain				Yes		Yes				No		Yes		Yes						Yes		Yes		Yes		Yes		Yes		No				Yes		Yes		No		Yes		Uncertain		Yes		Yes		Uncertain		Yes		Yes		Yes

		Final comments?								I have to learn more about this to do the survey		Next time, it'd be good if it was double-sided to save paper.																				I think BioBanking should teach people more about the DNA extraction, because I have no idea what it is; how it works; is it safe; what would happen if someone can actually read my DNA, etc.				How long will my samples be kept in the biobank?																																		I would be interested to know what kind of research the samples will be for				Make sure you keep people informed																												If I was able to give DNA that wouldn't be painful or traumatizing for me then I would jump to the opportunity of donating samples.

		PRINCE OF WALES

		PARENTAL SURVEYS		4001		4002		4005		4007		4020		4021		4022		4023		4024		4026		4029		4030		4031		4033		4034		4036		4069		4070		4071		4073		4074		4076		4078		4080		4090		4092		4096		4098		4099		4102		4104		4106		4107		4108		4109		4110		4111		4112		4113		4114		4116		4117		4119		4121		4122		4123		4124		4125		4126		4128		4129		4130		4131		4134		4136		4137		4140		4141		4143		4147		4148		4149		4150		4151		4152		4153		4154		4155		4156		4157		4158		4159		4160		4161		4162		4163		4164		4165		4166		4167		4168		4169		4170		4171		4172		4173		4174		4175		4176		4177		4178		4179		4180		4181		4182		4183		4184		4185		4186		4187		4188		4189		4190		4191		4192		4193		4194		4195		4196		4197		4198		4199		4200		4201		4202		4203		4204		4205		4206		4207		4208		4209		4210		4211		4212		4213		4214		4215		4216		4217		4218		4219		4220		4221		4222		4223		4224		4225		4226		4227		4228		4229		4230		4231		4232		4233		4234		4235		4236		4237		4238		4239		4240		4241		4242		4243		4244		4245		4246		4247		4248		4249		4250		4251		4252		4253		4254		4255		4256		4257		4258		4259		4260		4261		4262		4263		4264		4265		4266		4267		4268		4269		4270		4271		4272		4273		4274		4275		4276		4277		4278		4279		4280

		Identifying information

		Age		15		15		16		16		15		15				15		16		15		16		15		15		16		16		16		16		15		16		16		16				17		16		17		16		15		15		16		16		15		15		16		15		16		16		17		17		17		17		16		17		17		16		16		15		15		16		15		15		16		15		15		16		15		16		16		16		15		16		15		16		16

		Gender		M		F		Male		M		M		M				F		F		M		F		F		F		M		M		F		M		F		F		F		M				F		F		M		M		M		F		M		M		F		F		F		F		F		F		F		F		M		M		F		F		M		M		M		F		F		M		M		M		M		M		M		M		F		F		F		M		M		M		F		M		M

		First 3 digits of postal code		V6L		V6L		V6N		V6J		V6L		V6P				V6L		V6L		V6J		V6L		V6L		4B7		V6L		V6J		V6L		V6L		V6J		V6L		V6T		V6L				V5Z		V6L		V6L		V6J		V6L		V6J		V6L		V6J		V6M		V6L		V6J		V6L		V5Z		V6L		V6S		V5Z		2W2		V6J		V5V		V6L		V6L		V6S		V6J		V5N		V6M		V6N		V6Y		V6H		V6J		V6J		V6L		V6L		V6M		V6J		V6L		V6L		V6L		V6L		V6L		V6J		V6L

		Where are you doing this survey?		PW		PW		PW		PW		PW		PW		PW		PW		PW		PW		PW		PW		PW		PW		PW		PW		PW		PW		PW		PW		PW				PW		PW		PW		PW		PW		PW		PW		PW		PW		PW		PW		PW		PW		PW		PW		PW		PW		PW		PW		PW		PW		PW		PW		PW		PW		PW		PW		PW		PW		PW		PW		PW		PW		PW		PW		PW		PW		PW		PW		PW		PW

		Before this survey, have you heard of a BioBank before?		No		No		No		No		No		Uncertain		No		No		No		No		No		No		No		No		Yes		No		No		No		Uncertain		No		No				No		No		No		Uncertain		No		No		No		No		No		No		No		No		Uncertain		No		No		Yes		No		No		No		No		No		No		No		No		No		No		No		No		No		No		No		No		No		No		No		No		No		No		No		No		No

		If so, what did you think a BioBank was?												Like store cells, blood for future use																		BioBank was an uncontrolled organization to change or modify human/animal bio-cells for uncertain results.								Information service for recording biological data of a child.														Somewhere  you would collect and store biological items such as genetic tissue?																		Organ bank?						Some kind of storage for blood, cord blood, etc. in case some other child needs to use it.

		Does your child have any chronic medical conditions?		No		Yes		No		No		No		No		No		No		No		No		No		No		No		No		No		No		No		No		No		No		Yes				No		No		No		No		No		No		No		No		No		No		No		No		Yes		No		No		No		No		No		No		No		No		No		No		No		No		No		No		No		No		No		No		No		No		No		No		No		No		Uncertain		No		No		No

		If so, what condition?				Cardio																																						Neurofibromatosis (NF)																												Mild asthma

		Is your child taking any prescribed medications?		No		No		No		No		No		No		No		No		No		No		No		No		No		No		No		No		No		No		No		No		Yes				No		No		No		No		No		No		No		No		No		No		No		No		No		No		No		No		No		No		No		No		No		No		No		No		No		No		No		No		No		No		No		No		No		No		No		No		No		Yes		No		No		No

		Opinions on sample donation

		How willing to give: (1=strongly agree, 5=strongly disagree)

		Extra sample while already having a procedure		2		5		3		1		3				5		5		5		3		4		3		3		3		5		3		4		2		3		5		4				4		5		3		2		3		1		1		2		3		4		2		2		1		2		4		1		5		5		2		2		2				2		3		3		3		2		2		2		3		1		3		3		3		2		2		2		3		2		3		5

		Extra procedure to give a sample		2		5		3		2		2				5		5		5		3		4		4		3		3		5		5		4		2		3		5		4				5		5		3		4		3		3		4		2		3		4		2		3		1		5		4		1		5		5		2		4		2				1		3		3		3		4		5		2		3		3		2		3		4		2		1		4		3		2		3		5

		Left over samples		2		5		3		2		3				5		5		2		3		4		3		1		3		5		5		4		2		3		4		3				1		5		1		1		3		1		1		2		2		3		2		2		1		2		4		1		5		5		4		3		1				2		3		3		3		3		1		2		3		3		3		3		1		2		1		2		3		2		2		5

		Comments?																														Current laws and rules/regulations (both local and global) are not strong/rigid for misuse or misconduct by professionals				I am uncomfortable with this because I do not know exactly what type of research my child's blood or DNA will be used for. How long will the samples be kept and can we have the sample returned or destroyed at our request?												It really depends on the procedure and the medical condition																								I will support anything that will help children who are sick										Concerned about privacy issues. Probably need more information.										I believe such procedures can be dangerous and risky, so I do not really support my child to contribute.								You should be cautious about blood samples used in medical research.

		Willing to donate DNA?		Uncertain		No		Uncertain		Yes		Yes		No		No		No		Uncertain		Yes		No		No		Yes		Uncertain		No		No		Uncertain		Yes		Uncertain		No		No				Yes		No		Uncertain		Uncertain		Yes		Yes		Uncertain		Yes		Uncertain		Uncertain		Uncertain		Yes		Yes		No		No		Yes		No		Uncertain		Uncertain		Yes		Uncertain				No		No		Uncertain		Uncertain		Yes		Yes		No		No		No		Yes		No		Uncertain		Uncertain		Yes		Uncertain		Uncertain		No		Uncertain		No

		Opinions on assent and re-consent

		Important for <18 year olds to be asked for assent?		Yes		Yes		Uncertain		Yes		Yes		No		Yes		Yes		Yes		Yes		Yes		Yes		Yes		Yes		DO NOT ASK! Please rephrase the question!		Yes		Yes		Yes		Yes		Yes		Yes				Yes		No		Yes		Yes		No		Yes		Yes		Yes		Yes		Yes		Uncertain		Yes		Yes		No		Yes		Yes		No		Yes		Yes		Yes		Yes				Yes		No		Yes		Yes		Yes		Yes		Yes		Yes		Yes		Uncertain		Yes		Uncertain		Yes		Yes		Yes				No		Yes		No

		What age is appropriate to ask for a child's assent?		None - parental sufficient		12		11		20		16		18		5		16		14		13		None - parental sufficient		15		15		None - parental sufficient		None - parental sufficient		None - parental sufficient		17		18		Uncertain		None - parental sufficient		15				14		None - parental sufficient		15		14		None - parental sufficient		14		8		16		None - parental sufficient		16		None - parental sufficient		13		15		None - parental  sufficient		16		11 to 12		None - parental sufficient		None - parental sufficient		None - parental sufficient		15		12				15		None - parental sufficient		None - parental sufficient		17		12		10		16		16		16		None - parental sufficient		None - parental sufficient		None - parental sufficient		14		16		16		None - parental sufficient		18		17		None - parental sufficient

		How important is it to re-consent after the patient turns 18?		2		1		3		1		3		1				1		1		3		1		2		1		2		DO NOT CONTACT! Please re-phrase the question!		1		1		3		1		1		1				5		1		3		1		1		1		3		2		1		2		4		3		5		1		2		4		4		1		3		1		4				2		3		1		5		2		5		2		3		4		2		1		3		1		4		2		3		2		2		3

		If unable to contact for re-consent, can we keep using your child's sample?		Uncertain		No		Uncertain		No		No		No				Yes		No		No		No		No		Yes		Yes		No		Uncertain		Uncertain		Yes		Uncertain		No		No				No		No		No		Yes		Uncertain		Yes		Yes		Yes		No		No		Uncertain		Uncertain		Yes		No		No		Yes		No		No		Yes		No		Yes				Yes		No		Yes		No		No		Yes		No		No		Yes		Uncertain		No		Yes		Uncertain		Yes		No		Uncertain		Yes		Uncertain		No

		Final comments?																														BioBanking is legally and financially supported by global governments? Or most nations of United Nations?																																						I would also be willing to donate. It's important to have consent from any donor, even < 18.		Very interesting program…!!				.		(I think it depends on the maturity & ability of the child to understand. For my children, I would say 11 or 12) I think this kind of research is kimportant if the correct procedures are in place to absolutely safeguard my child's anonymity, then carry on						(Blood sample, yes. Not bone marrow)												I don't know if this experiment is effective.

		Survey count

		Total # adolescents		56

		Total # parents		62

		Total		118

		Age ranges		Participants by age				Reported by parent

		14		0				0

		15		23				23

		16		27				30

		17		6				8

		18		0				0

		Gender

		M		28				31

		F		28				29

		ADOLESCENT

		Heard of biobank before

		Yes		1

		No		50		56

		Uncertain		5

		Chronic medical condition

		Yes		3

		No		52		56

		Uncertain		1

		Prescribed medications

		Yes		3

		No		53		56

		Uncertain		0

		Willingess to give		Strongly agree (1)		Agree (2)		Neutral (3)		Disagree (4)		Strongly disagree (5)

		EXTRA sample, already having procedure		5		21		19		4		7		56

		EXTRA procedure		1		18		19		9		9		56

		LEFT OVERS from sample		16		22		10		4		4		56

		Donate DNA

		Yes		24

		No		7		56

		Uncertain		25

		Important to ask <18 for assent

		Yes		41

		No		3		55

		Uncertain		11

		Age to ask child for assent		1		2		3		4		5		6		7		8		9		10		11		12		13		14		15		16		17		18		None - parental sufficient

		Ages		0		0		0		0		0		1		1		1		0		3		0		6		7		4		6		11		2		1		9				52

		% response		0		0		0		0		0		1.9230769231		1.9230769231		1.9230769231		0		5.7692307692		0		11.5384615385		13.4615384615		7.6923076923		11.5384615385		21.1538461538		3.8461538462		1.9230769231		17.3076923077

		Importance of reconsent		Very important (1)		Important (2)		Neutral (3)		Of little importance (4)		Not at all important (5)

		How important is it to re-consent after 18?		13		19		15		5		4		56

		Still use your sample if unable to contact for reconsent?

		Yes		25

		No		17		56

		Uncertain		14

		PARENT

		Heard of biobank before

		Yes		2

		No		56		62

		Uncertain		4

		Chronic medical condition

		Yes		3

		No		58		62

		Uncertain		1

		Prescribed medications

		Yes		2

		No		60		62

		Uncertain		0

		Willingess to give		Strongly agree (1)		Agree (2)		Neutral (3)		Disagree (4)		Strongly disagree (5)

		EXTRA sample, already having procedure		6		18		20		6		10		60

		EXTRA procedure		4		12		18		12		14		60

		LEFT OVERS from sample		12		15		19		5		9		60

		Donate DNA

		Yes		17		61

		No		22

		Uncertain		22

		Important to ask <18 for assent

		Yes		45

		No		8		57

		Uncertain		4

		Age to ask child for assent		1		2		3		4		5		6		7		8		9		10		11		12		13		14		15		16		17		18		None - parental sufficient

		Ages		0		0		0		0		1		0		0		1		0		1		1		3		2		5		7		10		3		3		20		57

														57

		Importance of reconsent		Very important (1)		Important (2)		Neutral (3)		Of little importance (4)		Not at all important (5)

		How important is it to re-consent after 18?		23		13		13		6		4		59

		Still use your sample if unable to contact for reconsent?

		Yes		19

		No		29		60

		Uncertain		12





		





		CHURCHILL

		ADOLESCENT SURVEYS		8044		8062		8068		8069		8086		8115		8119		8031		8034		8042		8046		8051		8055		8057		8064		8067		8078		8082		8083		8090		8106		8110		8114		8116		8128		8129

		Identifying information

		Age		15		16		15		16		15		15		15		15		16		16		15		16		15		16		16		16		16		15		15		16		16		16		15		15		15		16

		Gender		F		M		F		F		F		F		M		F		M		F		F		M		M		F		F		F		M		F		F		F		F		M		F		M		M		M

		First 3 digits of postal code		V5Y		V5W		V5S		V6P		V5Z		V6P		V6P		V7C		V5S		V6P		V6P		V6P		V5P		V5T		V6T		V6K		V6Y		V6V		V6P		V5Y		V5V		V6P		V6P		V6Y		V6P		V6H

		Where are you doing this survey?		Churchill		Churchill		Churchill		Churchill		Churchill		Churchill		Churchill		Churchill		Churchill		Churchill		Churchill		Churchill		Churchill		Churchill		Churchill		Churchill		Churchill		Churchill		Churchill		Churchill		Churchill		Churchill		Churchill		Churchill		Churchill		Churchill

		Before this survey, have you heard of a BioBank before?		Yes		Uncertain		No		No		Uncertain		No		Uncertain		No		No		No		No		No		No		No		No		No		No		No		Uncertain		No		No		No		No		No		No		No

		If so, what did you think a BioBank was?		A place where biospecimens are stored		A bank for biomedical purposes						An animal study lab/sponsorship thing?				A place with biological samples																								A fundraising organisation

		Do you have any chronic medical conditions?		No		No		No		No		No		No		Yes		No		No		No		No		No		Yes		No		No		No		No		No		No		No		No		No		No		No		No		No

		If so, what condition?														Asthma												Hyperthyroidism

		Are you taking any prescribed medications?		No		No		No		No		No		No		No		No		No		No		No		No		Yes		No		No		No		No		No		No		No		No		No		No		No		No		No

		Opinions on sample donation

		How willing to give: (1=strongly agree, 5=strongly disagree)

		Extra sample while already having a procedure		4		2		5		1		1		3		2		1		4		1		4		3		1		1		2		1		5		2		3		1		2		3		1		2		3		4

		Extra procedure to give a sample		5		2		5		4		3		4		4		3		4		3		4		4		3		4		3		1		5		2		3		2		3		4		2		4		4		4

		Left over samples		1		2		1		1		1		3		1		1		1		1		2		3		1		1		1		1		5		2		2		2		1		2		1		3		3		1

		Comments?				I don't really know how these procedures work								I'm not fond of blood								Although I believe giving blood for medical research is a highly appreciative and generous act, I do not think such an act should be taken in all circumstances.												I would be willing to give any parts (any organs) for any useful purposes)				This, of course, would depend on my current health condition.								Samples left over from a necessary procedure may be used, however I oppose the idea of an additional procedure purely to extract samples.				I don't mind giving blood, etc. away if it's going to be taken anyway. I don't want extra procedures performed.		I do not mind giving the existing amount of blood.		Personally I don't like people taking my blood for things, partially because I'm scared of needles, but mostly since I feel like I wouldn't know why/how the blood is used, and what the results are. After all, it's my blood.

		Willing to donate DNA?		Uncertain		No		Yes		Yes		Yes		Uncertain		Yes		Uncertain		Uncertain		Yes		Uncertain		Yes		Uncertain		Yes		Uncertain		Yes		No		No		Uncertain		Yes		Yes		Yes		Yes		Uncertain		Yes		Uncertain

		Opinions on assent and re-consent

		Important for <18 year olds to be asked for assent?		Yes		No		Yes		Yes		Yes		Yes		Yes		Yes		Yes		Yes		Yes		Yes		Yes		Yes		Yes		Yes		Yes		Yes		Yes		Yes		Yes		Yes		Yes		Yes		Uncertain		Yes

		What age is appropriate to ask for a child's assent?		12		15		None - parental sufficient		14		10		15		13		10		None - parental sufficient		All ages		16		13		14		8		14		13		14		16		14		16		9		13		10		14		None - parental sufficient		15

		How important is it to re-consent after the patient turns 18? (1=Very, 5=Not)		2		2		2		1		2				4				2		1		2		4		2		1		4		3		1		3		3		1		4		1		2		4		4		1

		If unable to contact for re-consent, can we keep using your sample?		Uncertain		Yes		Yes		Yes		Yes		No		Yes		Yes		Uncertain		Yes		No		Yes		Yes		Yes		Yes		Yes		No		Yes		Uncertain		Uncertain		Yes		No		Yes		Yes		Uncertain		Uncertain

		Final comments?																				I appreciate the BioBank for its potential benefits, and I thank those who work towards such a wonderful cause.		I'd be curious to know how long a patient's sample stays on file.		If an extra procedure is performed and has additional costs, I don't think I would agree to it.								From people's opinions, they should be allowed to donate necessary organs for life (heart) for others who need it (who want to live)												As long as proper consent is given, it is a great research process.

		CHURCHILL

		PARENTAL SURVEYS		8044		8062		8068		8069		8086		8115		8119		8031		8034		8042		8046		8051		8055		8057		8064		8067		8078		8082		8083		8090		8106		8110		8114		8116		8128		8129

		Identifying information

		Age		15		16		15		16		15				15		15		16		16		15		16				16				16		16		15						16		16		15						16

		Gender		F		M		F		F		F				M		F		M		F		F		M				F				F		M		F						F		M		F						M

		First 3 digits of postal code		V5Y		V5W		V5S		V6P		V5Z				V6P		V7C		V5S		V6P		V6P		V6P				V5T				V6K		V6Y		V6V						V5V		V6P		V6P						V6H

		Where are you doing this survey?		Churchill		Churchill		Churchill		Churchill		Churchill				Churchill		Churchill		Churchill		Churchill		Churchill		Churchill				Churchill				Churchill		Churchill		Churchill						Churchill		Churchill		Churchill						Churchill

		Before this survey, have you heard of a BioBank before?		Yes		No		No		No		No				No		No		No		No		No		No				No				No		No		No						No		No		No						No

		If so, what did you think a BioBank was?		Storage of human tissues for research purposes																																																		Collecting info

		Does your child have any chronic medical conditions?		No		No		No		No		No				Yes		No		No		No		No		No				No				No		No		No						No		No		No						No

		If so, what condition?														Asthma, Allergies

		Is your child taking any prescribed medications?		No		No		No		No		No				No		No		No		No		No		No				No				No		No		No						No		No		No						No

		Opinions on sample donation

		How willing to give: (1=strongly agree, 5=strongly disagree)

		Extra sample while already having a procedure		2		2		5		2		2				1				3		1		5		5				3				3		5		3						2		2		5						4

		Extra procedure to give a sample		4		4		5		5		3				1				3		2		5		5				2				3		5		4						2		4		5						5

		Left over samples		1		2		1		1		2				1				3		1		5		5				2				3		5		3						2		2		3						5

		Comments?																		If he does not have any competitions during that period, I don't mind him having any samples of blood taken. However, if he has to have a competition within a week, I don't agree to him giving any samples.

		Willing to donate DNA?		Uncertain		Yes		Yes		Yes		Yes				Yes				Uncertain		Yes		No		No				Yes				Uncertain		No		Uncertain						Uncertain		No		No						Uncertain

		Opinions on assent and re-consent

		Important for <18 year olds to be asked for assent?		Yes		Yes		Yes		Yes		Yes				Yes		Uncertain		No		Yes		Yes		Yes				Yes				Yes		Yes		Yes						Yes		Yes		No						Yes

		What age is appropriate to ask for a child's assent?		14		None - parental sufficient		None - parental sufficient		14		10				12		None - parental sufficient		21		10		18		10				10				16		14		17						5		16		None - parental sufficient						None - parental sufficient

		How important is it to re-consent after the patient turns 18?		4		5		3		2		3				3		2		1		3		1		1				1				1		1		3						1		1		3						1

		If unable to contact for re-consent, can we keep using your child's sample?		Yes		Yes		Yes		Yes		Yes				Yes		Uncertain		No		Yes		No		No				Yes				No		Yes		Uncertain						No		No		Uncertain						No

		Final comments?				Good idea

		Survey count

		Total # adolescents		26

		Total # parents		19

		Total		45

		Age ranges		Participants by age				Reported by parent

		14		0				0

		15		13				8

		16		13				11

		17		0				0

		18		0		26		0

		Gender

		M		10				7

		F		16		26		12

		ADOLESCENT

		Heard of biobank before

		Yes		1

		No		21		26

		Uncertain		4

		Chronic medical condition

		Yes		2

		No		24		26

		Uncertain		0

		Prescribed medications

		Yes		1

		No		25		26

		Uncertain		0

		Willingess to give		Strongly agree (1)		Agree (2)		Neutral (3)		Disagree (4)		Strongly disagree (5)

		EXTRA sample, already having procedure		9		6		5		4		2		26

		EXTRA procedure		1		4		7		11		3		26

		LEFT OVERS from sample		15		6		4		0		1		26

		Donate DNA

		Yes		13

		No		3		26

		Uncertain		10

		Important to ask <18 for assent

		Yes		24

		No		1		26

		Uncertain		1

		Age to ask child for assent		1		2		3		4		5		6		7		8		9		10		11		12		13		14		15		16		17		18		None - parental sufficient

		Ages		0		0		0		0		0		0		0		1		1		3		0		1		4		6		3		3		0		0		3				25

		% response		0		0		0		0		0		0		0		4		4		12		0		4		16		24		12		12		0		0		12

		Importance of reconsent		Very important (1)		Important (2)		Neutral (3)		Of little importance (4)		Not at all important (5)

		How important is it to re-consent after 18?		7		8		3		6		0		24

		Still use your sample if unable to contact for reconsent?

		Yes		16

		No		4		26

		Uncertain		6

		PARENT

		Heard of biobank before

		Yes		1

		No		18		19

		Uncertain		0

		Chronic medical condition

		Yes		1

		No		18		19

		Uncertain		0

		Prescribed medications

		Yes		0

		No		19		19

		Uncertain		0

		Willingess to give		Strongly agree (1)		Agree (2)		Neutral (3)		Disagree (4)		Strongly disagree (5)

		EXTRA sample, already having procedure		2		6		4		1		5		18

		EXTRA procedure		1		3		3		4		7		18

		LEFT OVERS from sample		5		5		4		0		4		18

		Donate DNA

		Yes		7		18

		No		5

		Uncertain		6

		Important to ask <18 for assent

		Yes		16

		No		2		19

		Uncertain		1

		Age to ask child for assent		1		2		3		4		5		6		7		8		9		10		11		12		13		14		15		16		17		18		None - parental sufficient

		Ages		0		0		0		0		1		0		0		0		0		4		0		1		0		3		0		2		1		1		5		18

														18

		Importance of reconsent		Very important (1)		Important (2)		Neutral (3)		Of little importance (4)		Not at all important (5)

		How important is it to re-consent after 18?		9		2		6		1		1		19

		Still use your sample if unable to contact for reconsent?

		Yes		9

		No		7		19

		Uncertain		3





		Adolescent																										Parent

		Willingness to donate DNA		Clinic		School		Clinic		School																		Willingness to donate DNA		Clinic		School		Clinic		School

		Yes		52%		47%		57		54																		Yes		59%		34%		54		35

		No		19%		10%		21		12																		No		14%		31%		13		32

		Uncertain		29%		43%		32		50																		Uncertain		26%		34%		24		35

		Total						110		116																		Total						91		102

		Heard of biobank before		Clinic		School		Clinic		School																		Heard of biobank before		Clinic		School		Clinic		School

		Yes		12%		3%		13		4																		Yes		13%		4%		12		4

		No		86%		84%		95		98																		No		82%		92%		75		96

		Uncertain		3%		12%		3		14																		Uncertain		5%		4%		5		4

		Total						111		116																		Total						92		104

																										Chronic medical condition		Clinic		School		Clinic		School

																										Yes		61%		5%		56		5

																										No		35%		94%		32		98

		Chronic medical condition		Clinic		School		Clinic		School																Uncertain		4%		1%		4		1

		Yes		50%		6%		55		7																Total						92		104

		No		42%		93%		47		108

		Uncertain		8%		1%		9		1

		Total						111		116

																												Prescribed medications		Clinic		School		Clinic		School

																												Yes		42%		3%		39		3

																												No		57%		97%		52		101

																												Uncertain		1%		0%		1		0

																												Total						92		104

		Prescribed medications		Clinic		School		Clinic		School

		Yes		43%		7%		48		8

		No		58%		93%		63		108

		Uncertain		0%		0%		0		0

		Total						111		116

																												Important to ask <18 for assent		Clinic		School		Clinic		School

																												Yes		74%		80%		66		79

																												No		9%		12%		8		12

																												Uncertain		17%		8%		15		8

																												Total						89		99

						Important to ask <18 for assent		Clinic		School		Clinic		School

						Yes		77%		83%		84		96

						No		8%		3%		9		4

						Uncertain		15%		13%		16		15

						Total						109		115

																												use sample without re-consent		Clinic		School		Clinic		School

																												Yes		53%		35%		49		36

		use sample without re-consent		Clinic		School		Clinic		School																		No		29%		42%		27		43

		Yes		55%		49%		61		53																		Uncertain		17%		23%		16		23

		No		16%		28%		18		31																		Total						92		102

		Uncertain		28%		23%		31		25

		Total						110		109

		Importance of re-consent		Clinic		School		Clinic		School

		Important		50%		54%		53		62																		Importance of re-consent		Clinic		School		Clinic		School

		Neutral		33%		27%		35		31																		Important		64%		63%		58		64

		Not important		17%		18%		18		21																		Neutral		20%		21%		18		21

		Total						106		114																		Not important		16%		16%		15		16

																												Total						91		101





		



Clinic

School

% Participant Response

Would you be willing to doante your DNA to the BioBank?



		



Clinic

School

% Participant Responses

Have you ever heard of a biobank before?



		



Clinic

School

% Participant Responses

Do you have any chronic medical condition, for which you see a doctor regularly?



		



Clinic

School

% Participant Response

Are you currently taking any doctor prescribed medications?



		



Clinic

School

% Participant Resonse

If you were less than 18 years old, would it be important to you to be involved in the assent process?



		



Clinic

School

% Participant Response

If the BioBank was unable to re-contact you, would you still want your sample to be used without re-consent?



		



Clinic

School

% Participant Response

Would you be willing to donate your child's DNA to the BioBank?



		



Clinic

School

% Participant Response

Have you ever heard of a biobank before?



		



Clinic

School

% Participant Response

Does your child have any chronic medical condition, for which he/she sees a doctor regularly?



		



Clinic

School

% Participant Response

Is your child currently taking any doctor prescribed medications?



		



Clinic

School

% Participant Response

If your child was less than 18 years old, do you think it would be important to involve them in the assent process?



		



Clinic

School

% Participant Response

If the BioBank was unable to re-contact your child, would you still want your child's sample to be used without re-consent?



		



Clinic

School

% Participant Response

Is it important to you that the BioBank obtain re-consent from you at the age of majority?



		



Clinic

School

% Participant Response

Is it important to you that the Biobank obtain re-consent from your child when he/she reaches the age of majority?



		Date		Oncology		Cardiology		Orthopedics				Reasons given

		3-Jun		2								Child had autism, father had language barrier

		4-Jun		2				2				Took survey home but didn't complete; Didn't accept neutrality of data analysis - "I won't give the response that you want, so my survey won't be useful to you"

		5-Jun		2		2

		10-Jun						2				Too overwhelmed by one son's surgery and other son's fracture

		11-Jun				1		2				Language barrier ; Handed surveys back in blank

		18-Jun				2		2				Waiting for ECG, didn't want a survey; Both grandma and patient didn't understand survey

		19-Jun				1						Teen didn't want to do survey, father did

		10-Jul		3

		11-Jul		2

						Total		25






Chart2

		Yes		Yes

		No		No

		Uncertain		Uncertain



Clinic

School

% Participant Response

Parents: Have you ever heard of a biobank before?

0.13

0.04

0.82

0.92

0.05

0.04



Tallies

		

		Clinic counts		Adolescents		Parents		Total

		Oncology		31		19		50

		Cardiology		31		30		61

		Orthopedics		49		43		92

				111		92		203

		School counts		Adolescents		Parents		Total

		Templeton		34		23		57

		Prince of Wales		56		62		118

		Churchill		26		19		45

				116		104		220

		TOTAL number of surveys =		423

				423





ADOLESCENT summary

		

				ONCOLOGY				CARDIOLOGY				ORTHOPEDICS				SCHOOLS

		Total # surveys

		Adolescents		31				31				49				116

		Parents		19				30				43				104

		Age groups

		14		3				6				19				3

		15		7				11				10				49

		16		5				1				10				52

		17		8				6				6				9

		18		7				7				4				3

																																		Tamsin

		Gender

		M		16				19				19

		F		14				12				30

		ADOLESCENT

		Heard of biobank before

		Yes		8				1				4

		No		22				30				43

		Uncertain		1				0				2

		Check sum:		31				31				49

		Chronic medical condition

		Yes		22				12				21

		No		8				15				24

		Uncertain		1				4				4

		Check sum:		31				31				49

		Prescribed medications

		Yes		27				12				9

		No		4				19				40

		Uncertain		0				0				0

		Check sum:		31				31				49

		Willingness to donate various samples														Willingness to donate		Strongly agree		Agree		Neutral		Disagree		Strongly disagree				Sum

		Extra sample during procedure														Extra sample during procedure		1		2		3		4		5

		Strongly agree		38.7096774194				38.7096774194				42.8571428571				Oncology		12		9		4		5		1				31

		Agree		29.0322580645				22.5806451613				32.6530612245				Cardiology		12		7		8		2		2				31

		Neutral		12.9032258065				25.8064516129				16.3265306122				Orthopedics		21		16		8		2		2				49

		Disagree		16.1290322581				6.4516129032				4.0816326531				Subtotals		45		32		20		9		5				111		111

		Strongly disagree		3.2258064516				6.4516129032				4.0816326531				Percentage		40.5405405405		28.8288288288		18.018018018		8.1081081081		4.5045045045

		Check sum:		100				100				100

		Extra procedure (response %)														Extra procedure		1		2		3		4		5

		Strongly agree		16.1290322581				19.3548387097				16.3265306122				Oncology		5		6		7		9		4

		Agree		19.3548387097				12.9032258065				28.5714285714				Cardiology		6		4		9		6		6

		Neutral		22.5806451613				29.0322580645				24.4897959184				Orthopedics		8		14		12		9		6

		Disagree		29.0322580645				19.3548387097				18.3673469388				Subtotals		19		24		28		24		16

		Strongly disagree		12.9032258065				19.3548387097				12.2448979592				Percentage		17.1171171171		21.6216216216		25.2252252252		21.6216216216		14.4144144144

		Check sum:		100				100				100

		Leftover samples (response %)														Leftover samples		1		2		3		4		5

		Strongly agree		67.7419354839				48.3870967742				67.3469387755				Oncology		21		7		1		1		1

		Agree		22.5806451613				19.3548387097				14.2857142857				Cardiology		15		6		7		2		1

		Neutral		3.2258064516				22.5806451613				8.1632653061				Orthopedics		33		7		4		2		3

		Disagree		3.2258064516				6.4516129032				4.0816326531				Subtotals		69		20		12		5		5

		Strongly disagree		3.2258064516				3.2258064516				6.1224489796				Percentage		62.1621621622		18.018018018		10.8108108108		4.5045045045		4.5045045045

		Check sum:		100				100				100

		Willingness to donate DNA

		Yes		20				11				26				54

		No		4				8				9				12

		Uncertain		7				11				14				50

		Check sum:		31				30				49				116

																																		Age for assent		1		2		3		4		5		6		7		8		9		10		11		12		13		14		15		16		17		18		None - parental sufficient				sum

																																		Templeton		0		0		0		0		0		0		0		0		0		1		2		2		2		3		5		0		7		1		0		9		32

		Important to ask <18 for assent																																POW		0		0		0		0		0		0		1		1		1		0		3		0		6		7		4		6		11		2		1		9		52

		Yes		26				22				36				96																		Churchill		0		0		0		0		0		0		0		0		1		1		3		0		1		4		6		3		3		0		0		3		25

		No		2				4				3				4																		Sum		0		0		0		0		0		0		1		1		2		2		8		2		9		14		15		9		21		3		1		21		109

		Uncertain		3				5				8				15																		Response %		0		0		0		0		0		0		0.9174311927		0.9174311927		1.8348623853		1.8348623853		7.3394495413		1.8348623853		8.2568807339		12.8440366972		13.7614678899		8.2568807339		19.2660550459		2.752293578		0.9174311927		19.2660550459		100

		Check sum:		31				31				47				115

																																																																														0

																																																																														32

																																																																														52

																																																																														25

																																																																														109

																																																																														100

		Age to ask child for assent

		Importance of re-consent (Response %)														Importance of re-consent		Very important		Important		Neutral		Of little importance		Not at all important				Sum				Importance of re-consent		Very important		Important		Neutral		Of little importance		Not at all important				Sum

		Very important		25.8064516129				20				22.2222222222				Oncology		8		8		11		1		3				31				Templeton		5		10		13		5		1				34

		Important		25.8064516129				36.6666666667				22.2222222222				Cardiology		6		11		11		1		1				30				POW		13		19		15		5		4				56

		Neutral		35.4838709677				36.6666666667				28.8888888889				Orthopedics		10		10		13		9		3				45				Churchill		7		8		3		6		0				24

		Of little importance		3.2258064516				3.3333333333				20																						Sum		25		37		31		16		5				114

		Not at all important		9.6774193548				3.3333333333				6.6666666667																						Response %		21.9298245614		32.4561403509		27.1929824561		14.0350877193		4.3859649123				100

		Check sum:		100				100				100

		Can we still use your sample if unable to reconsent?

		Yes		18				15				28				53

		No		2				7				9				31

		Uncertain		11				9				11				25

		Check sum:		31				31				48				109





ADOLESCENT summary

		



Age groups

Oncology: Age groups



PARENTAL summary

		



Age groups

Cardiology: Age groups



Oncology (5000)

		



Age groups

Orthopedics: Age groups



Cardiology (6000)

		



Oncology: Gender



Orthopedics (7000)

		



Cardiology: Gender



Clinic vs school

		



Orthopedics: Gender



Templeton (1000)

		



Oncology: Heard of BioBank before



Prince of Wales (4000)

		



Cardiology: Heard of BioBank before



Churchill (8000)

		



Orthopedics: Heard of BioBank before



Tamsin

		



Oncology: Chronic med cond



Rejected surveys

		



Cardiology: Chronic med cond



		



Orthopedics: Chronic med cond



		



Cardiology: Taking Rx



		



Orthopedics: Taking Rx



		



Leftover samples

Extra sample during procedure

Extra procedure

Responses (%)

Oncology: Willingess to donate



		



Leftover samples

Extra sample during procedure

Extra procedure

Responses (%)

Cardiology: Willingess to donate



		



Leftover samples

Extra sample during procedure

Extra procedure

Responses (%)

Orthopedics: Willingess to donate



		



Oncology: Willing to donate DNA



		



Cardiology: Willing to donate DNA



		



Orthopedics: Willing to donate DNA



		



Oncology: Importance of assent



		



Cardiology: Importance of assent



		



Orthopedics: Importance of assent



		1

		2

		3

		4

		5

		6

		7

		8

		9

		10

		11

		12

		13

		14

		15

		16

		17

		18

		None - parental sufficient



Age

Responses (%)

Oncology: Appropriate age for assent

0

0

3.3333333333

0

0

0

0

0

0

0

0

16.6666666667

16.6666666667

13.3333333333

13.3333333333

16.6666666667

6.6666666667

0

13.3333333333



		1

		2

		3

		4

		5

		6

		7

		8

		9

		10

		11

		12

		13

		14

		15

		16

		17

		18

		None - parental sufficient



Responses (%)

Cardiology: Appropriate age for assent

0

0

0

0

0

0

0

0

0

6.8965517241

3.4482758621

17.2413793103

13.7931034483

3.4482758621

10.3448275862

17.2413793103

6.8965517241

0

20.6896551724
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		2

		3

		4

		5

		6

		7

		8

		9

		10

		11

		12

		13

		14

		15

		16

		17

		18

		None - parental sufficient



Responses (%)

Orthopedics: Appropriate age for assent

0

0

0

0

2.2727272727

0

0

2.2727272727

0

9.0909090909

2.2727272727

11.3636363636

18.1818181818

9.0909090909

9.0909090909

18.1818181818

0

0

18.1818181818



		



Responses (%)

Oncology: Importance of reconsent



		



Responses (%)

Cardiology: Importance of reconsent



		



Responses (%)

Orthopedics: Importance of reconsent



		



Oncology: Use of sample without reconsent



		



Cardiology: Use of sample without reconsent



		



Orthopedics: Use of sample without reconsent



		M

		F



Gender

Schools: gender

53

62



		Yes

		No

		Uncertain



Heard of a BioBank before

Schools: Heard of a BioBank before

4

98

14



		Yes

		No

		Uncertain



Heard of a BioBank before

School: Chronic medical condition

7

108

1



		Yes

		No

		Uncertain



Heard of a BioBank before

School: Rx

8

108

0



		Strongly agree		Strongly agree		Strongly agree

		Agree		Agree		Agree

		Neutral		Neutral		Neutral

		Disagree		Disagree		Disagree

		Strongly disagree		Strongly disagree		Strongly disagree



Leftover samples

Extra sample during procedure

Extra procedure

Responses (%)

Schools: Willingness to donate

38.7931034483

18.9655172414

4.3103448276

31.0344827586

30.1724137931

27.5862068966

21.5517241379

31.0344827586

32.7586206897

3.4482758621

12.0689655172

21.5517241379

5.1724137931

7.7586206897

13.7931034483



		



Schools: Willing to donate DNA



		



Schools: Importance of assent



		



Schools: Use of sample without reconsent



		



Responses (%)

Schools: Importance of reconsent



		



Schools: Age groups



		



Oncology: Taking Rx



		1

		2

		3

		4

		5

		6

		7

		8

		9

		10

		11

		12

		13

		14

		15

		16

		17

		18

		None - parental sufficient



Student

Response (%)

Appropriate age for assent

0

0

0

0

0

0.9174311927

0.9174311927

1.8348623853

1.8348623853

7.3394495413

1.8348623853

8.2568807339

12.8440366972

13.7614678899

8.2568807339

19.2660550459

2.752293578

0.9174311927

19.2660550459



		

				ONCOLOGY				CARDIOLOGY				ORTHOPEDICS				SCHOOLS

		Total # surveys

		Adolescents		31				31				49				116

		Parents		19				30				43				104

		Age group of child

		14		0				8				17				2

		15		6				10				10				41

		16		1				2				9				49

		17		7				4				4				8

		18		5				6				3				2

		Gender

		M		10				20				18

		F		9				10				25

		PARENT

		Heard of biobank before

		Yes		6				4				2

		No		12				26				37

		Uncertain		1				0				4

		Check sum:		19				30				43

		Chronic medical condition

		Yes		15				19				22

		No		4				9				19

		Uncertain		0				2				2

		Check sum:		19				30				43

		Prescribed medications

		Yes		17				15				7

		No		2				14				36

		Uncertain		0				1				0

		Check sum:		19				30				43

		Willingness to donate various samples														Willingness to donate		Strongly agree		Agree		Neutral		Disagree		Strongly disagree				Sum

		Extra sample during procedure														Extra sample during procedure		1		2		3		4		5

		Strongly agree		42.1052631579				55.1724137931				50				Oncology		8		8		3		0		0				19

		Agree		42.1052631579				20.6896551724				23.8095238095				Cardiology		16		6		6		0		1				29

		Neutral		15.7894736842				20.6896551724				19.0476190476				Orthopedics		21		10		8		1		2				42

		Disagree		0				0				2.380952381				Subtotals		45		24		17		1		3				90

		Strongly disagree		0				3.4482758621				4.7619047619				Percentage		50		26.6666666667		18.8888888889		1.1111111111		3.3333333333				100

		Check sum:		100				100				100

																														Sum

		Extra procedure (response %)														Extra procedure		1		2		3		4		5

		Strongly agree		15.7894736842				17.2413793103				28.5714285714				Oncology		3		5		5		4		2				19

		Agree		26.3157894737				24.1379310345				21.4285714286				Cardiology		5		7		8		3		6				29

		Neutral		26.3157894737				27.5862068966				19.0476190476				Orthopedics		12		9		8		6		7				42

		Disagree		21.0526315789				10.3448275862				14.2857142857				Subtotals		20		21		21		13		15				90

		Strongly disagree		10.5263157895				20.6896551724				16.6666666667				Percentage		22.2222222222		23.3333333333		23.3333333333		14.4444444444		16.6666666667				100

		Check sum:		100				100				100

																														Sum

		Leftover samples (response %)														Leftover samples		1		2		3		4		5

		Strongly agree		63.1578947368				51.724137931				61.9047619048				Oncology		12		5		2		0		0				19

		Agree		26.3157894737				31.0344827586				19.0476190476				Cardiology		15		9		4		1		0				29

		Neutral		10.5263157895				13.7931034483				11.9047619048				Orthopedics		26		8		5		1		2				42

		Disagree		0				3.4482758621				2.380952381				Subtotals		53		22		11		2		2				90

		Strongly disagree		0				0				4.7619047619				Percentage		58.8888888889		24.4444444444		12.2222222222		2.2222222222		2.2222222222				100

		Check sum:		100				100				100

		Willingness to donate DNA

		Yes		14				19				21				35

		No		0				5				8				32

		Uncertain		5				6				13				35

		Check sum:		19				30				42				102

																																		CHART BELOW IS NOT LINKED. Must re-paste values if updated

																																		Age for assent		1		2		3		4		5		6		7		8		9		10		11		12		13		14		15		16		17		18		None - parental sufficient				sum

																																		Templeton		1		0		0		0		0		0		0		1		0		2		0		1		0		1		2		1		4		2		7				22

		Important to ask <18 for assent																																POW		0		0		0		0		1		0		0		1		0		1		1		3		2		5		7		10		3		3		20				57

		Yes		13				19				34				79																		Churchill		0		0		0		0		1		0		0		0		0		4		0		1		0		3		0		2		1		1		5				18

		No		3				3				2				12																		Sum		1		0		0		0		2		0		0		2		0		7		1		5		2		9		9		13		8		6		32				97

		Uncertain		3				5				7				8																		Response %		1.0309278351		0		0		0		2.0618556701		0		0		2.0618556701		0		7.2164948454		1.0309278351		5.1546391753		2.0618556701		9.2783505155		9.2783505155		13.4020618557		8.2474226804		6.1855670103		32.9896907216				100

		Check sum:		19				27				43				99

		Age to ask child for assent

		Importance of re-consent (Response %)														Importance of re-consent		Very important		Important		Neutral		Of little importance		Not at all important				Sum				Importance of re-consent		Very important		Important		Neutral		Of little importance		Not at all important				Sum

		Very important		36.8421052632				34.4827586207				39.5348837209				Oncology		7		5		3		2		2				19				Templeton		9		8		2		3		1				23

		Important		26.3157894737				20.6896551724				30.2325581395				Cardiology		10		6		10		1		2				29				POW		23		13		13		6		4				59

		Neutral		15.7894736842				34.4827586207				11.6279069767				Orthopedics		17		13		5		4		4				43				Churchill		9		2		6		1		1				19

		Of little importance		10.5263157895				3.4482758621				9.3023255814																						Sum		41		23		21		10		6				101

		Not at all important		10.5263157895				6.8965517241				9.3023255814																						Response %		40.5940594059		22.7722772277		20.7920792079		9.900990099		5.9405940594				100

		Check sum:		100				100				100

		Can we still use your sample if unable to reconsent?

		Yes		10				15				24				36

		No		5				8				14				43

		Uncertain		4				7				5				23

		Check sum:		19				30				43				102





		



Age group of child

Oncology: Age groups



		



Age group of child

Cardiology: Age groups



		



Age group of child

Orthopedics: Age groups



		



Oncology: Gender



		



Cardiology: Gender



		



Orthopedics: Gender



		



Oncology: Heard of BioBank before



		



Cardiology: Heard of BioBank before



		



Orthopedics: Heard of BioBank before



		



Oncology: Chronic med cond



		



Cardiology: Chronic med cond



		



Orthopedics: Chronic med cond



		



Cardiology: Taking Rx



		



Orthopedics: Taking Rx



		



Leftover samples

Extra sample during procedure

Extra procedure

Responses (%)

Oncology: Willingess to donate



		



Leftover samples

Extra sample during procedure

Extra procedure

Responses (%)

Cardiology: Willingess to donate



		



Leftover samples

Extra sample during procedure

Extra procedure

Responses (%)

Orthopedics: Willingess to donate



		



Oncology: Willing to donate DNA



		



Cardiology: Willing to donate DNA



		



Orthopedics: Willing to donate DNA



		



Oncology: Importance of assent



		



Cardiology: Importance of assent



		



Orthopedics: Importance of assent



		1

		2

		3

		4

		5

		6

		7

		8

		9

		10

		11

		12

		13

		14

		15

		16

		17

		18

		None - parental sufficient



Age

Responses (%)

Oncology: Appropriate age for assent

0

0

0

0

5.2631578947

0

0

0

0

0

0

21.0526315789

0

10.5263157895

0

21.0526315789

5.2631578947

0

36.8421052632



		1

		2

		3

		4

		5

		6

		7

		8

		9

		10

		11

		12

		13

		14

		15

		16

		17

		18

		None - parental sufficient



Responses (%)

Cardiology: Appropriate age for assent

0

0

0

0

0

0

0

0

0

3.7037037037

0

7.4074074074

11.1111111111

11.1111111111

7.4074074074

25.9259259259

0

7.4074074074

25.9259259259



		1

		2

		3

		4

		5

		6

		7

		8

		9

		10

		11

		12

		13

		14

		15

		16

		17

		18

		None - parental sufficient



Responses (%)

Orthopedics: Appropriate age for assent

0

0

0

0

2.5

0

0

0

0

7.5

5

15

7.5

12.5

7.5

15

5

0

22.5



		



Responses (%)

Oncology: Importance of reconsent



		



Responses (%)

Cardiology: Importance of reconsent



		



Responses (%)

Orthopedics: Importance of reconsent



		



Oncology: Use of sample without reconsent



		



Cardiology: Use of sample without reconsent



		



Orthopedics: Use of sample without reconsent



		



Schools: Importance of assent



		



Schools: Use of sample without reconsent



		



Schools: Age groups



		



Oncology: Taking Rx



		M

		F



Gender

School parent: gender

47

54



		Yes

		No

		Uncertain



Heard of a BioBank before

School parent: Heard of a BioBank before

4

96

4



		Yes

		No

		Uncertain



Heard of a BioBank before

School parent: Chronic medical condition

5

98

1



		Yes

		No

		Uncertain



Heard of a BioBank before

School parent: Rx

3

101

0



		Strongly agree		Strongly agree		Strongly agree

		Agree		Agree		Agree

		Neutral		Neutral		Neutral

		Disagree		Disagree		Disagree

		Strongly disagree		Strongly disagree		Strongly disagree



Responses (%)

School parent: Willingness to donate

22.7722772277

13.8613861386

5.9405940594

29.702970297

33.6633663366

20.7920792079

25.7425742574

26.7326732673

25.7425742574

6.9306930693

9.900990099

23.7623762376

14.8514851485

15.8415841584

23.7623762376



		Yes

		No

		Uncertain



Heard of a BioBank before

School parent: Willing to donate DNA

35

32

35



		1

		2

		3

		4

		5

		6

		7

		8

		9

		10

		11

		12

		13

		14

		15

		16

		17

		18

		None - parental sufficient



Parent

Response (%)

Appropriate age for assent

1.0309278351

0

0

0

2.0618556701

0

0

2.0618556701

0

7.2164948454

1.0309278351

5.1546391753

2.0618556701

9.2783505155

9.2783505155

13.4020618557

8.2474226804

6.1855670103

32.9896907216



		



Responses (%)

School parent: Importance of reconsent



		ONCOLOGY

		ADOLESCENT SURVEYS		5001		5002		5003		5004		5005		5006		5007		5008		5009		5010		5011		5012		5013		5014		5015		5016		5017		5018		5019		5020		5021		5022		5023		5024		5025		5026		5027		5028		5029		5030		5031		5032		5033		5034		5035		5036		5037		5038		5039		5040		5041		5042		5043		5044		5045		5046

		Identifying information

		Age				15		16		18		17		17		14		18		15						18		16		18				14		17		n/a				17		18		17		16		15		17		17		16		14				17		15		18		15		15		15		18				16

		Gender				M		M		M		M		M		M		M		F						M		M		M				F		F		n/a				F		F		F		F		F		M		M		M		M				F		F		F		F		M		F		M				F

		First 3 digits of postal code				V2Z		V6K		V5N		V1H		V3E		V5X		V4M		V6V						V3C		V3W		V3G				V7A		V4A		n/a				V4R		V4L		V2V		V3A		V5P		V9Z		V2N		V3V		V4C				V4E		V3S		V5G		V2R		V5V		V7M		V3V				V5H

		Where are you doing this survey?				Oncology		Oncology		Oncology		Oncology		Oncology		Oncology		Oncology		Oncology						Oncology		Oncology		Oncology				Oncology		Oncology		Oncology				Oncology		Oncology		Oncology		Oncology		Oncology		Oncology		Oncology		Oncology		Oncology				Oncology		Oncology		Oncology		Oncology		Oncology		Oncology		Oncology				Oncology

		Before this survey, have you heard of a BioBank before?				No		Yes		Yes		No		No		No		Yes		No						No		No		No				Uncertain		Yes		No				No		No		No		Yes		No		No		No		No		No				No		No		Yes		No		No		Yes		Yes				No

		If so, what did you think a BioBank was?						A place where bone marrow is stored		Stores blood																								For blood		Collection of data												Place to store specimens										Some type of blood bank/DNA bank								Something like a blood bank except collected additional biological items for the purpose of research						Blood survey		Stored information about cancer patients

		Do you have any chronic medical conditions?				Yes		Yes		Yes		Yes		Yes		Uncertain		Yes		Yes						Yes		Yes		Yes				No		Yes		Yes				Yes		Yes		No		No		Yes		Yes		Yes		No		No				Yes		Yes		No		No		Yes		Yes		Yes				No

		If so, what condition?				Hemophilia		Cancer		Beta Thalassemia Major		Cancer				Leukemia (ALL)		ALL								Medulloblastoma										Leukemia		Cancer (CML)						History of cancer, 2 heart transplant						Relapse of acute myleoid leukemia		Severe hemophilia		Neurodegenerative LCH (Langerhans cell histiocytosis)								Brain tumor, Tetrology of Fallot repair		Brain tumor										Leukemia remission

		Are you taking any prescribed medications?				Yes		Yes		Yes		Yes		Yes		Yes		Yes		Yes						Yes		No		No				Yes		Yes		Yes				Yes		Yes		Yes		Yes		Yes		Yes		Yes		No		Yes				Yes		Yes		Yes		Yes		Yes		No		Yes				Yes

		Opinions on sample donation

		How willing to give: (1=strongly agree, 5=strongly disagree)

		Extra sample while already having a procedure				4		1		1		2		3		3		4		4						2		1		5				2		2		2				1		1		2		1		1		1		1		4		3				1		2		2		1		2		4		1				3

		Extra procedure to give a sample				5		2		1		2		3		4		4		5						4		3		5				1		2		2				1		3		3		1		2		1		4		3		4				5		2		4		3		4		4		3				4

		Left over samples				1		1		1		2		3		2		1		1						1		1		2				1		1		1				1		1		1		1		1		1		1		2		5				1		2		1		1		2		4		1				2

		Comments?						I've been doing this for 12 years. I may be a little more open to having things removed and poked						I will try if I can						I don't want to have unecessary procedures, but I'd be willing to give samples left over from tests																																										[Donate DNA:] If I was already giving a sample

		Willing to donate DNA?				No		Yes		Yes		Yes		Yes		Uncertain		No		Yes						Yes		Yes		No				Uncertain		Yes		Uncertain				Yes		Yes		Yes		Yes		Yes		Yes		Yes		No		Yes				Uncertain		Uncertain		Yes		Yes		Yes		Yes		Uncertain				Uncertain

		Opinions on assent and re-consent

		Important for <18 year olds to be asked for assent?				Yes		Yes		Uncertain		Yes		Yes		Yes		No		Uncertain						Yes		Yes		Uncertain				Yes		Yes		Yes				Yes		Yes		Yes		Yes		Yes		Yes		Yes		No		Yes				Yes		Yes		Yes		Yes		Yes		Yes		Yes				Yes

		What age is appropriate to ask for a child's assent?				13		12		12		12		17		16		None - parental sufficient		13						13		16		None - parental sufficient				12		15		15						16		17		12		13		14		14		None - parental sufficient		14				15		None - parental sufficient		3		15		16		13		16				14

		How important is it to re-consent after the patient turns 18? (1=Very, 5=Not)				1		1		1		3		2		2		3		3						5		3		3				1		3		1				2		1		2		5		3		5		4		3		2				3		2		1		1		3		2		2				3

		If unable to contact for re-consent, can we keep using your sample?				No		Uncertain		Yes		Uncertain		Yes		Uncertain		Yes		Yes						Yes		Yes		Uncertain				Uncertain		Yes		Yes				Yes		Uncertain		Uncertain		Yes		Yes		Yes		Yes		No		Yes				Uncertain		Uncertain		Yes		Yes		Uncertain		Yes		Uncertain				Yes

		Final comments?								Hope that the research can benefit the greater society										Yay!								I think it's really important and great that you are doing this to help these little kids so they wouldn't have to go through the same thing we went through																																						[Age for assent]: (Every child is different, and every family runs differently.) My parents always asked for our consent before giving their consent unless it was beyond our understanding.

		ONCOLOGY

		PARENTAL SURVEYS		5001		5002		5003		5004		5005		5006		5007		5008		5009		5010		5011		5012		5013		5014		5015		5016		5017		5018		5019		5020		5021		5022		5023		5024		5025		5026		5027		5028		5029		5030		5031		5032		5033		5034		5035		5036		5037		5038		5039		5040		5041		5042		5043		5044		5045		5046

		Identifying information						N/A		N/A						N/A				N/A								N/A

		Age				15						17		17				18								18				18						17						17		18		17				15		17				16						17		15				15		15		15		18

		Gender				M						M		M				M								M				M						F						F		F		F				F		M				M						F		F				F		M		F		M

		First 3 digits of postal code				V2Z						V1H		V3E				V4M								V3C				V3G						V4A						V4R		V4L		V2V				V5P		V9Z				V3V						V4E		V3S				V2R		V5V		V7M		V3V

		Where are you doing this survey?				Oncology						Oncology		Oncology				Oncology								Oncology				Oncology						Oncology						Oncology		Oncology		Oncology				Oncology		Oncology				Oncology						Oncology		Oncology				Oncology		Oncology		Oncology		Oncology

		Before this survey, have you heard of a BioBank before?				No						Yes		No				No								No				No						Yes						Yes		No		No				Yes		No				No						No		No				No		Uncertain		Yes		Yes

		If so, what did you think a BioBank was?										Blood collected for research																								Blood testing						A place to store samples								A place to store cord blood samples/bone marrow samples																				storage for something		Blood survey		Information about cancer patients. How they feel and what they go through as they go through the procedures.

		Does your child have any chronic medical conditions?				Yes						Yes		Yes				Yes								Yes				Yes						Yes						Yes		Yes		No				Yes		Yes				No						Yes		Yes				No		Yes		No		Yes

		If so, what condition?				Hemophilia						Cancer						ALL								Medulloblastoma										Leukemia														Relapsed AML		Severe hemophilia										Brain tumor, heart condition		Brain tumor										remission

		Is your child taking any prescribed medications?				Yes						Yes		Yes				Yes								Yes				No						Yes						Yes		Yes		Yes				Yes		Yes				No						Yes		Yes				Yes		Yes		Yes		Yes

		Opinions on sample donation

		How willing to give: (1=strongly agree, 5=strongly disagree)

		Extra sample while already having a procedure				1						1		3				2								2				2						3						1		1		2				1		1				2						2		2				1		3		2		1

		Extra procedure to give a sample				4						3		3				2								4				4						4						2		1		3				5		1				2						5		3				1		3		2		2

		Left over samples				1						1		3				1								1				2						1						1		1		2				1		1				2						2		3				1		1		2		1

		Comments?																																																[Donate DNA:] Only under the condition that she was already having a tube of blood taken for medical reasons and/or from blood that was left over from medical tests.																				Any "extras" would be up to my child and how he feels toward the procedure. He has been through a lot and I would respect his choices

		Willing to donate DNA?				Uncertain						Yes		Yes				Yes								Yes				Yes						Yes						Yes		Yes		Uncertain				Yes		Yes				Uncertain						Yes		Uncertain				Yes		Uncertain		Yes		Yes

		Opinions on assent and re-consent

		Important for <18 year olds to be asked for assent?				Yes						Yes		Yes				No								Yes				No						Uncertain						No		Yes		Yes				Yes		Yes				Uncertain						Yes		Yes				Yes		Yes		Uncertain		Yes

		What age is appropriate to ask for a child's assent?				12						16		16				None - parental sufficient								12				None - parental sufficient						None - parental sufficient						None - parental sufficient		14		None - parental sufficient				12		12				17						16		None - parental sufficient				None - parental sufficient		5		14		16

		How important is it to re-consent after the patient turns 18?				1						2		1				3								2				4						3						1		1		2				5		5				3						4		2				1		1		2		1

		If unable to contact for re-consent, can we keep using your child's sample?				No						Yes		Yes				No								Yes				Yes						Uncertain						No		No		Uncertain				Yes		Yes				Uncertain						Yes		Yes				Yes		No		Yes		Uncertain

		Final comments?																																																																				We would be happy to assist with research as best we could based on the comfort level of my child. Consent, assent and re-consent is important along the way, in case one changes their minds for any reason.

		Survey count

		Total # adolescents		31

		Total # parents		19

		Total		50

		Age ranges		Participants by age				Reported by parent

		14		3				0

		15		7				6

		16		5				1

		17		8				7

		18		7				5

		Gender

		M		16				10

		F		14				9

		ADOLESCENT

		Heard of biobank before

		Yes		8

		No		22		31

		Uncertain		1

		Chronic medical condition

		Yes		22

		No		8		31

		Uncertain		1

		Prescribed medications

		Yes		27

		No		4		31

		Uncertain		0

		Willingess to give		Strongly agree (1)		Agree (2)		Neutral (3)		Disagree (4)		Strongly disagree (5)

		EXTRA sample, already having procedure		12		9		4		5		1		31

		EXTRA procedure		5		6		7		9		4		31

		LEFT OVERS from sample		21		7		1		1		1		31

		Donate DNA

		Yes		20

		No		4		31

		Uncertain		7

		Important to ask <18 for assent

		Yes		26

		No		2		31

		Uncertain		3

		Age to ask child for assent		1		2		3		4		5		6		7		8		9		10		11		12		13		14		15		16		17		18		None - parental sufficient

		Ages		0		0		1		0		0		0		0		0		0		0		0		5		5		4		4		5		2		0		4				30

		% response		0		0		3.3333333333		0		0		0		0		0		0		0		0		16.6666666667		16.6666666667		13.3333333333		13.3333333333		16.6666666667		6.6666666667		0		13.3333333333

		Importance of reconsent		Very important (1)		Important (2)		Neutral (3)		Of little importance (4)		Not at all important (5)

		How important is it to re-consent after 18?		8		8		11		1		3		31

		Still use your sample if unable to contact for reconsent?

		Yes		18

		No		2		31

		Uncertain		11

		PARENT

		Heard of biobank before

		Yes		6

		No		12		19

		Uncertain		1

		Chronic medical condition

		Yes		15

		No		4		19

		Uncertain		0

		Prescribed medications

		Yes		17

		No		2		19

		Uncertain		0

		Willingess to give		Strongly agree (1)		Agree (2)		Neutral (3)		Disagree (4)		Strongly disagree (5)

		EXTRA sample, already having procedure		8		8		3		0		0		19

		EXTRA procedure		3		5		5		4		2		19

		LEFT OVERS from sample		12		5		2		0		0		19

		Donate DNA

		Yes		14		19

		No		0

		Uncertain		5

		Important to ask <18 for assent

		Yes		13

		No		3		19

		Uncertain		3

		Age to ask child for assent		1		2		3		4		5		6		7		8		9		10		11		12		13		14		15		16		17		18		None - parental sufficient

		Ages		0		0		0		0		1		0		0		0		0		0		0		4		0		2		0		4		1		0		7				19

		% response		0		0		0		0		5.2631578947		0		0		0		0		0		0		21.0526315789		0		10.5263157895		0		21.0526315789		5.2631578947		0		36.8421052632				100

														119

		Importance of reconsent		Very important (1)		Important (2)		Neutral (3)		Of little importance (4)		Not at all important (5)

		How important is it to re-consent after 18?		7		5		3		2		2		19

		Still use your sample if unable to contact for reconsent?

		Yes		10

		No		5		19

		Uncertain		4





		CARDIOLOGY

		ADOLESCENT SURVEYS		6001		6002		6003		6004		6005		6006		6007		6008		6009		6010		6011		6012		6013		6014		6015		6016		6017		6018		6019		6020		6021		6022		6023		6024		6025		6026		6027		6028		6029		6030		6031		6032		6033		6034		6035		6036		6037		6038		6039		6040		6041		6042		6043		6044		6045		6046		6047		6048		6049		6050		6051		6052		6053		6054		6055		6056

		Identifying information				Rejected																																								Rejected

		Age		15				18		16		17		17		17		17		18		15		15		14						17		15		15		15		15		14		15				17		18		15		18		15		18		14		18								14		18		15		14				14

		Gender		M				M		M		F		F		F		M		M		M		M		M						M		F		M		F		M		F		M				F		M		M		M		M		F		F		F								M		F		M		M				F

		First 3 digits of postal code		V3R				V5B				V2P		V3S		V5M		V3S		V3C		V6Y		V4K		V2R						V2A		V9Z		V3G		V6S		V8L		V3C		V2X				V7C		V3S		V3W		V9W		V3W				V1K		Y1A								V2R		V0N		V4K		V4N				V2V

		Where are you doing this survey?		Cardiology				Cardiology		Cardiology		Cardiology		Cardiology		Cardiology		Cardiology		Cardiology		Cardiology		Cardiology		Cardiology						Cardiology		Cardiology		Cardiology		Cardiology		Cardiology		Cardiology		Cardiology				Cardiology		Cardiology		Cardiology		Cardiology		Cardiology		Cardiology		Cardiology		Cardiology								Cardiology		Cardiology		Cardiology		Cardiology				Cardiology

		Before this survey, have you heard of a BioBank before?		No				No		No		No		No		No		No		No		No		No		No						No		No		No		No		No		No		No				No		No		No		No		Yes		No		No		No								No		No		No		No				No

		If so, what did you think a BioBank was?		A bank of information																																																				An organization that is willing to help patients by taking blood (similar to a bloodbank) from people that are willing to participate for research purposes.

		Do you have any chronic medical conditions?		No				No		Yes		Yes		No		No		Yes		No		No		Yes		No						No		Uncertain		No		No		Yes		Uncertain		Yes				Yes		No		Uncertain		Yes		Yes		No		No		Yes								No		No		Uncertain		Yes				Yes

		If so, what condition?										Congenital heart disease		Cancer				Long QT syndrome/CPVT						Sudden cardiac death syndrome																Heart condition		SVT		Heart patient				VT heart problem						Renal kidney failure		TOF (Tetralogy of Fallot)																		Heart due to genetics

		Are you taking any prescribed medications?		No				No		Yes		Yes		No		No		Yes		No		Yes		No		No						Yes		No		No		Yes		No		No		No				Yes		No		Yes		Yes		Yes		Yes		No		Yes								No		No		No		No				No

		Opinions on sample donation

		How willing to give: (1=strongly agree, 5=strongly disagree)

		Extra sample while already having a procedure		3				1		3		1		2		2		1		2		3		1		1						1		1		3		2		2		4		4				1		1		3		3		3		1		5		5								2		1		3		2				1

		Extra procedure to give a sample		3				1		5		1		3		3		4		2		4		3		1						4		2		4		2		5		3		3				1		1		4		5		3		5		5		5								4		1		3		2				3

		Left over samples		2				1		4		1		2		3		1		1		3		1		1						2		3		3		1		2		1		3				1		1		4		1		2		3		5		1								1		1		3		1				2

		Comments?						If I am already going in for testing, I wouldn't mind giving an extra sample of something																												Somewhat scared of blood being drawn																								I'm anemic		[DNA:] Yes but not as "extra" blood

		Willing to donate DNA?		Uncertain				Yes		No		Yes		Uncertain		No		Yes		Uncertain		Uncertain		Yes		Yes						Uncertain		No		Uncertain		Yes		Uncertain				Uncertain				Yes		No		No		Yes		Uncertain		Uncertain		No		Yes								No		Yes		No		Uncertain				Yes

		Opinions on assent and re-consent

		Important for <18 year olds to be asked for assent?		Uncertain				Yes		Uncertain		Yes		Yes		No		Yes		Yes		Uncertain		Yes		Yes						Yes		Yes		Yes		Yes		Yes		Yes		Uncertain				Yes		No		Uncertain		Yes		Yes		No		No		Yes								Yes		Yes		Yes		Yes				Yes

		What age is appropriate to ask for a child's assent?		None - parental sufficient				16		None - parental sufficient		15		12		None - parental sufficient		5 to 7		12		16		13		13						16		14		13		13		16		12		None - parental sufficient				10		None - parental sufficient		17		15		16		None - parental sufficient		15		Not age related, depends if child can understand								11		12		17		12				10

		How important is it to re-consent after the patient turns 18?		3				3		3		2		1		2		3		4		1		2		2						2		2		2		2		1		1		3				2		1		3		2		3		3				5								3		2		3		3				1

		If unable to contact for re-consent, can we keep using your sample?		Uncertain				Yes		No		Yes		Uncertain		Uncertain		Yes		Yes		Uncertain		Yes		Yes						No		No		Uncertain		Yes		Uncertain		Yes		Uncertain				Yes		Yes		Uncertain		Yes		Uncertain		No		No		Yes								Yes		Yes		No		No				Yes

		Final comments?

		CARDIOLOGY

		PARENTAL SURVEYS		6001		6002		6003		6004		6005		6006		6007		6008		6009		6010		6011		6012		6013		6014		6015		6016		6017		6018		6019		6020		6021		6022		6023		6024		6025		6026		6027		6028		6029		6030		6031		6032		6033		6034		6035		6036		6037		6038		6039		6040		6041		6042		6043		6044		6045		6046		6047		6048		6049		6050		6051		6052		6053		6054		6055		6056

		Identifying information														? Inconsistent with 6007-A; answered for sibling?						Incomplete survey										Age discrepancy		N/A																		Language barrier						Too tired

		Age		15		14		18		16		17		17		14		17		18		15		15		14						16				15		15		15		14		15		15		17						18		15				14		18								14		18		15		14		18		14

		Gender		M		M		M		M		F		F		F		M		M		M		M		M						M				M		F		M		F		M		M		F						M		M				F		F								M		F		M		M		M		F

		First 3 digits of postal code		V3R		V0X		V5B				V2P		V2S		V5M		V3S		V3C		V6Y		V4K		V2R						V2A				V3G		V6S		V8L		V3C		V2X		V4M		V7C						V9W		V3W				V1K		Y1A								V2R		V0N		V4K		V4N		V5P		V2V

		Where are you doing this survey?		Cardiology		Cardiology		Cardiology		Cardiology		Cardiology		Cardiology		Cardiology		Cardiology		Cardiology		Cardiology		Cardiology		Cardiology						Cardiology				Cardiology		Cardiology		Cardiology		Cardiology		Cardiology		Cardiology		Cardiology						Cardiology		Cardiology				Cardiology		Cardiology								Cardiology		Cardiology		Cardiology		Cardiology		Cardiology		Cardiology

		Before this survey, have you heard of a BioBank before?		No		No		No		No		No		No		No		No		No		No		No		No						No				No		No		No		No		No		No		No						No		No				Yes		No								Yes		No		No		Yes		Yes		No

		If so, what did you think a BioBank was?																																																																				Storage of blood cells/stem cells/bone marrow for use by others						?Research - holding specimens		It's helpful for research

		Do you have any chronic medical conditions?		No		Yes		No		Yes		Yes		Yes		Yes		Yes		Yes		No		Yes		Yes						No				No		Uncertain		Yes		Yes		Yes		No		Yes						Yes		Yes				Yes		Yes								No		No		Uncertain		Yes		No		Yes

		If so, what condition?				Heart						Congenital heart disease		Cancer		Heart muscle		Long QT syndrome/CPVT		Aortic stenosis				Sudden cardiac death syndrome		Heart murmur										Not currently - being evaluated with regards to heart murmur				Heart condition		SVT		Heart defect				VT								TOF (Tetralogy of Fallot)				Hyperventricular tachycardia		Inflammatory arthropathy, POTS (postural orthostatic tachycardia syndrome)												Monitor heart health due to genetic background of HCM (hypertrophic cardiomyopathy)		Aortic stenosis

		Are you taking any prescribed medications?		No		No		No		Yes		Yes		Yes		Yes		Yes		No		Yes		No		No						Yes				No		Yes		No		No		No		Yes		Yes						Yes		Yes				Uncertain		Yes								No		Yes		No		No		Yes		No

		Opinions on sample donation

		How willing to give: (1=strongly agree, 5=strongly disagree)

		Extra sample while already having a procedure		2		1		1		3		1		3		1		1		2				1		2						1				2		3		1		3		1		1		1						2		1				5		3								1		1		1		2		3		1

		Extra procedure to give a sample		2		2		3		5		2		3		3		3		4				3		3						1				2		4		5		4		2		1		1						2		5				5		5								5		1		1		2		3		3

		Left over samples		2		2		1		4		1		1		3		1		2				1		3						1				1		2		2		2		1		1		1						2		1				3		1								1		1		1		2		3		2

		Comments?																If he is already having blood drawn an extra amount is fine for research purposes						My son can decide for question 2 (whether to have an extra procedure)														Situation-specific question																						My child is anemic and cannot afford to give extra blood		Would leave it up to my daughter to decide. Has low iron, nausea, may feel unwell giving "extra" blood														Only if my child agreed		Blood work and samples collection is hard for him

		Willing to donate DNA?		No		Yes		Uncertain		No		Yes		Yes		No		Yes		Yes		Uncertain		Yes		Uncertain						Yes				Yes		Yes		Uncertain		Uncertain		Yes		Yes		Yes						Yes		Yes				No		Uncertain								Yes		Yes		Yes		Yes		No		Yes

		Opinions on assent and re-consent

		Important for <18 year olds to be asked for assent?		Yes		No		Yes		Uncertain		Uncertain		Yes		Yes		Uncertain		Yes		Uncertain		Yes		Yes						Yes				Yes		Yes		Yes		No		Yes		No		Yes						Yes		Yes						Uncertain								Yes				Yes		Yes				Yes

		What age is appropriate to ask for a child's assent?		16		16		15		None - parental sufficient		18		13		None - parental sufficient		19		16				12		16						16				16		15		16		None - parental sufficient		14		None - parental sufficient		18						10		None - parental sufficient				None - parental sufficient		Depends on child and ability to understand								13		14		13		12		None - parental sufficient		14

		How important is it to re-consent after the patient turns 18?		1		1		3		3		2		1		3		3		2		3		1		3						4				2		3		2		1		5		5		1						1		1				3		3								2		1		1		3				2

		If unable to contact for re-consent, can we keep using your sample?		No		Yes		Uncertain		No		Uncertain		Yes		No		Yes		Yes		No		Uncertain		No						Yes				Yes		Yes		Uncertain		No		Yes		Yes		Yes						Uncertain		Yes				No		Uncertain								Yes		Yes		No		Yes		Yes		Uncertain

		Final comments?						Sitting on the fence about DNA info. Can it be kept private or can it be easily exploited in a central data and then hacked.																My son would need to make that decision prior to age 18																		It [samples] should only be used with consent or re-consent.				Great idea - the less complications/cost, the better.								[DNA:] Yes, if he is ok with it.								Interesting ideas, would want to discuss with my child individually <18 years and after 18 years.

		Survey count

		Total # adolescents		31

		Total # parents		30

		Total		61

		Age ranges		Participants by age				Reported by parent

		14		6				8

		15		11				10

		16		1				2

		17		6				4

		18		7				6

		Gender

		M		19				20

		F		12				10

		ADOLESCENT

		Heard of biobank before

		Yes		1

		No		30		31

		Uncertain		0

		Chronic medical condition

		Yes		12

		No		15		31

		Uncertain		4

		Prescribed medications

		Yes		12

		No		19		31

		Uncertain		0

		Willingess to give		Strongly agree (1)		Agree (2)		Neutral (3)		Disagree (4)		Strongly disagree (5)

		EXTRA sample, already having procedure		12		7		8		2		2

		EXTRA procedure		6		4		9		6		6

		LEFT OVERS from sample		15		6		7		2		1

		Donate DNA

		Yes		11

		No		8		30

		Uncertain		11

		Important to ask <18 for assent

		Yes		22

		No		4		31

		Uncertain		5

		Age to ask child for assent		1		2		3		4		5		6		7		8		9		10		11		12		13		14		15		16		17		18		None - parental sufficient

		Ages		0		0		0		0		0		0		0		0		0		2		1		5		4		1		3		5		2		0		6				29

		% response		0		0		0		0		0		0		0		0		0		6.8965517241		3.4482758621		17.2413793103		13.7931034483		3.4482758621		10.3448275862		17.2413793103		6.8965517241		0		20.6896551724

														29

		Importance of reconsent		Very important (1)		Important (2)		Neutral (3)		Of little importance (4)		Not at all important (5)

		How important is it to re-consent after 18?		6		11		11		1		1		30

		Still use your sample if unable to contact for reconsent?

		Yes		15

		No		7		31

		Uncertain		9

		PARENT

		Heard of biobank before

		Yes		4

		No		26		30

		Uncertain		0

		Chronic medical condition

		Yes		19

		No		9		30

		Uncertain		2

		Prescribed medications

		Yes		15

		No		14		30

		Uncertain		1

		Willingess to give		Strongly agree (1)		Agree (2)		Neutral (3)		Disagree (4)		Strongly disagree (5)

		EXTRA sample, already having procedure		16		6		6		0		1		29

		EXTRA procedure		5		7		8		3		6		29

		LEFT OVERS from sample		15		9		4		1		0		29

		Donate DNA

		Yes		19		30

		No		5

		Uncertain		6

		Important to ask <18 for assent

		Yes		19

		No		3		27

		Uncertain		5

		Age to ask child for assent		1		2		3		4		5		6		7		8		9		10		11		12		13		14		15		16		17		18		None - parental sufficient

		Ages		0		0		0		0		0		0		0		0		0		1		0		2		3		3		2		7		0		2		7				27

		% response		0		0		0		0		0		0		0		0		0		3.7037037037		0		7.4074074074		11.1111111111		11.1111111111		7.4074074074		25.9259259259		0		7.4074074074		25.9259259259				100

														127

		Importance of reconsent		Very important (1)		Important (2)		Neutral (3)		Of little importance (4)		Not at all important (5)

		How important is it to re-consent after 18?		10		6		10		1		2		29

		Still use your sample if unable to contact for reconsent?

		Yes		15

		No		8		30

		Uncertain		7





		ORTHOPEDICS

		ADOLESCENT SURVEYS		7001		7002		7003		7004		7005		7006		7007		7008		7009		7010		7011		7012		7013		7014		7015		7016		7017		7018		7019		7020		7021		7022		7023		7024		7025		7026		7027		7028		7029		7030		7031		7032		7033		7034		7035		7036		7037		7038		7039		7040		7041		7042		7043		7044		7045		7046		7047		7048		7049		7050		7051		7052		7053		7054		7055		7056		7057

		Identifying information																																																										Incomplete

		Age		16		17		14		14		17		14		14		18		14		16		14		16		14		16		17		16		17		15		15		17		15		16		15		14		18		15		14		15						14		15		15		14		14		14		14		14				14		18		15		17				16		18		15		14		16		16		16		14		14

		Gender		F		F		M		F		F		F		F		F		M		F		F		M		M		M		F		F		M		F		M		M		M		M		F		F		F		F		F		M						M		M		M		M		F		M		M		F				F		M		F		F				F		F		M		F		F		F		F		F		F

		First 3 digits of postal code		V5C		V0J		V6S		V3A		V3T		V3A		V3E		V4Z		V5S		V5V		V2X		V6S		V2T		V6N		V2G		V7C		V3S		V2Y		V5T		V2P		V4N		V4R		V1W		V8Z		V4N		V2P		V8Z		V6N						V5W		V5B		V7V		V4W		V2Y		V5W		V1R		V3S				V3Y		V8N		V5C		V7R				V0K		V3V		V8X		V4W		V4R		V0H		V5X		V2Z		V5L

		Where are you doing this survey?		Orthopedics		Orthopedics		Orthopedics		Orthopedics		Orthopedics		Orthopedics		Orthopedics		Orthopedics		Orthopedics		Orthopedics		Orthopedics		Orthopedics		Orthopedics		Orthopedics		Orthopedics		Orthopedics		Orthopedics		Orthopedics		Orthopedics		Orthopedics		Orthopedics		Orthopedics		Orthopedics		Orthopedics		Orthopedics		Orthopedics		Orthopedics		Orthopedics						Orthopedics		Orthopedics		Orthopedics		Orthopedics		Orthopedics		Orthopedics		Orthopedics		Orthopedics				Orthopedics		Orthopedics		Orthopedics		Orthopedics				Orthopedics		Orthopedics		Orthopedics		Orthopedics		Orthopedics		Orthopedics		Orthopedics		Orthopedics		Orthopedics

		Before this survey, have you heard of a BioBank before?		No		No		Yes		No		Yes		No		No		No		No		Uncertain		No		No		No		No		No		No		No		No		No		No		Yes		No		No		No		No		No		No		No						No		No		No		No		No		No		No		No				Uncertain		No		No		No				No		No		No		No		Yes		No		No		No		No

		If so, what did you think a BioBank was?						A place to store specimens for studies				Where you donate your samples for other people (patients in need)										More for transplants, not research																																																												Some sort of blood collection service																		A point of collection of medical samples (ie blood, stem cells)

		Do you have any chronic medical conditions?		No		Yes		No		No		No		Yes		No		Yes		No		No		Yes		No		No		No		Uncertain		Yes		Yes		Yes		No		Yes		Yes		Uncertain		No		Yes		Yes		No		No		No						No		No		No		No		Yes		No		No		Yes				No		Yes		Yes		Yes				Uncertain		Yes		No		Yes		Yes		Yes		Uncertain		Yes		No

		If so, what condition?				Scoliosis								Epilepsy										Osteofibrous dysplasia										Right side hemiparesis		Scoliosis		Scoliosis				Scoliosis		Cerebral palsy		Hereditary multiple exostosis (HME), allergies, asthma				Scoliosis		Ellis-van Creveld Syndrome (EVC)																				Scoliosis						Scoliosis						Loeys Deitz syndrome		Osteochondritis dissecans		Scoliosis						Scoliosis				Scoliosis		Scoliosis		Scoliosis				Scoliosis

		Are you taking any prescribed medications?		No		No		No		No		No		Yes		No		No		No		No		No		No		No		Yes		Yes		No		Yes		Yes		No		Yes		Yes		No		No		No		No		No		No		No						No		No		No		Yes		No		No		No		No				No		Yes		No		No				No		No		No		No		No		No		No		No		No

		Opinions on sample donation

		How willing to give: (1=strongly agree, 5=strongly disagree)

		Extra sample while already having a procedure		1		2		5		1		2		2		2		2		4		2		4		1		2		1		1		2		2		1		2		1		3		1		5		1		1		1		2		1						3		3		3		3		3		2		2		1				2		1		2		1				1		1		2		1		1		1		3		3		1

		Extra procedure to give a sample		3		2		5		1		5		3		2		2		4		4		2		3		2		2		2		4		2		5		3		1		3		1		5		1		2		2		5		1						3		3		4		4		5		3		4		2				3		1		4		1				3		4		3		2		2		3		2		4		1

		Left over samples		1		2		5		1		1		5		1		1		4		1		1		1		2		1		1		2		2		1		1		1		3		1		5		1		1		2		2		1						3		3		4		2		3		1		1		1				1		1		1		1				1		1		1		1		1		1		1		1		1

		Comments?		Take leftovers! Don't waste my blood! Haha.				I've had enough surgery and procedures. It sucks.														As long as they would notify me if they were to use it for something that would concern me later/long term														I am a little hesitant about giving multiple blood samples but I will do them																		I think we should all give back a little.

		Willing to donate DNA?		Yes		Yes		No		Uncertain		No		No		Uncertain		Yes		No		Yes		Yes		Uncertain		No		Yes		Yes		Uncertain		Yes		No		Yes		Yes		Uncertain		Yes		No		Yes		Yes		Yes		Uncertain		Yes						Uncertain		No		No		Uncertain		Uncertain		Yes		Uncertain		Yes				Uncertain		Yes		Yes		Yes				Yes		Yes		Uncertain		Yes		Yes		Uncertain		Yes		Uncertain		Yes

		Opinions on assent and re-consent

		Important for <18 year olds to be asked for assent?		Yes		Uncertain		Yes		Yes		No		Uncertain		Yes		Yes		Uncertain		Yes		Yes		Yes		Yes		Yes		Yes		Yes		Yes		Uncertain		Yes		Yes		Yes		Uncertain		Yes		Yes		Yes		Yes		Yes		Yes						Uncertain		No		Yes		Uncertain		Yes		Yes		Yes		Yes				Yes				Yes		Yes				Yes		Yes		No		Yes		Yes		Uncertain		Yes				Yes

		What age is appropriate to ask for a child's assent?		16		None - parental sufficient		8		13		None - parental sufficient		16		10		13		None - parental sufficient		12		14		13		16		15		14		13 to 14		16		12		16		13		14		15				14		16		13		13 to 14		6 to 8						None - parental sufficient		None - parental sufficient		15		13		13		16		12		10				13				5		16				None - parental sufficient		11		None - parental sufficient		10		10		12		12		None - parental sufficient		15

		How important is it to re-consent after the patient turns 18?		4		2		1		1		3		3		1		3		4		1		4		4				1		1		2		3		4		3		4		1		5		1		2		1		3		3		5						3		3		2		2		2		4				5				2				2		4						2		3		4		3		2		1		3		3

		If unable to contact for re-consent, can we keep using your sample?		Yes		Yes		Yes		No		No		No		Uncertain		Yes		Uncertain		No		Yes		Yes		No		Uncertain		No		Uncertain		Yes		Yes		Yes		Yes		Yes		Yes		No		Yes		No		Uncertain		Uncertain		Yes						Uncertain		Uncertain		No		Yes		Uncertain		Yes		Yes		Yes				Yes				Yes		Yes				Yes		Yes		Yes		Yes		Yes		Uncertain		Yes		Uncertain		Yes

		Final comments?																																												Very good thing - needs to be continued. [Assent is] more of a formality - parent consent only matters

		ORTHOPEDICS

		PARENTAL SURVEYS		7001		7002		7003		7004		7005		7006		7007		7008		7009		7010		7011		7012		7013		7014		7015		7016		7017		7018		7019		7020		7021		7022		7023		7024		7025		7026		7027		7028		7029		7030		7031		7032		7033		7034		7035		7036		7037		7038		7039		7040		7041		7042		7043		7044		7045		7046		7047		7048		7049		7050		7051		7052		7053		7054		7055		7056		7057

		Identifying information										N/A		N/A				N/A																		Rejected				N/A

		Age		16		17		14		14						14				14		16		14		16		14		16		17		16				15				17		15		16		15		15		18		15		14		15		14				14		15		15		14		14		14		14		14				14		18		15		17				16				15		18		16		16				14		14

		Gender		F		F		M		F						F				M		F		F		M		M		M		F		F				F				M		M		M		F		F		F		F		F		M		M				M		M		M		M		F		M		M		F				F		M		F		F				F				M		F		F		F				F		F

		First 3 digits of postal code		V5C		V0J		V6S		V3A						V3E				V5S		V5V		V2X		V6S		V2T		V6N		V2G		V7C				V2Y				V2P		V4N		V4R		V1W		V8Z		V4N		V2P		V8Z		V6N		V9Z				V5W		V5B		V7V		V4W		V2Y		V5W		V6N		V3S				V3Y		V8N		V5C		V7R				V0K				V8X		V4W		V4R		V0H				V2Z		V5L

		Where are you doing this survey?		Orthopedics		Orthopedics		Orthopedics		Orthopedics						Orthopedics				Orthopedics		Orthopedics		Orthopedics		Orthopedics		Orthopedics		Orthopedics		Orthopedics		Orthopedics				Orthopedics				Orthopedics		Orthopedics		Orthopedics		Orthopedics		Orthopedics		Orthopedics		Orthopedics		Orthopedics		Orthopedics		Orthopedics				Orthopedics		Orthopedics		Orthopedics		Orthopedics		Orthopedics		Orthopedics		Orthopedics		Orthopedics				Orthopedics		Orthopedics		Orthopedics		Orthopedics				Orthopedics				Orthopedics		Orthopedics		Orthopedics		Orthopedics				Orthopedics		Orthopedics

		Before this survey, have you heard of a BioBank before?		No		No		No		No						No				No		No		No		No		No		No		No		No				No				No		No		No		No		No		No		No		No		No		No				No		No		No		Yes		Uncertain		Uncertain		No		No				Uncertain		No		No		No				No				Yes		Uncertain		No		No				No		No

		If so, what did you think a BioBank was?																																																																				Where they collect all the blood		Cord blood bank?		Honestly I have no idea								Storing of medical information - family

		Do you have any chronic medical conditions?		No		Yes		No		No						Yes				No		No		Yes		No		Yes		No		Yes		Yes				Uncertain				Yes		Yes		Uncertain		No		Yes		Yes		Yes		Yes		No		No				No		Yes		No		No		Yes		No		No		Yes				No		Yes		Yes		Yes				No				No		Yes		Yes		Yes				Yes		No

		If so, what condition?				Scoliosis										Scoliosis								Osteofibrous dysplasia										Right side hemiparesis				Scoliosis				Scoliosis		Cerebral palsy		Hereditary multiple exostosis (HME), allergies, asthma				Scoliosis		Ellis-van Creveld Syndrome (EVC)		Scoliosis		[Just starting^] Scoliosis										Asthma												Scoliosis						Loeys Deitz syndrome		Osteochondritis dissecans		Scoliosis										Scoliosis								Scoliosis

		Are you taking any prescribed medications?		No		No		No		No						No				No		No		No		No		Yes		Yes		No		No				Yes				Yes		Yes		No		No		No		No		No		No		No		No				No		Yes		No		No		No		No		No		No				No		Yes		No		No				No				No		No		No		No				No		No

		Opinions on sample donation

		How willing to give: (1=strongly agree, 5=strongly disagree)

		Extra sample while already having a procedure		2		1		1		1						2				3		1		1		1		4		1		3		2				1				2		1		1		5		2		1		3		2		1		3				3		1		2				3		3		2		1				2		1		1		1				3				5		1		1		2				1		1

		Extra procedure to give a sample		1		3		1		1						5				4		2		1		2		4		2		2		4				4				3		1		1		5		3		2		3		5		1		3				3		1		5				5		3		2		2				5		1		2		1				4				5		3		1		2				4		1

		Left over samples		1		2		1		1						2				2		1		1		1		4		1		2		2				1				2		1		1		5		2		1		3		2		1		3				3		1		5				3		3		1		1				1		1		1		1				1				1		1		1		1				1		1

		Comments?		Would prefer to use "leftovers"		So long as it's not an extra procedure or added																I support volunteers participating for the greater good.																								I support medical research and would be happy to help.		Uncomfortable with the idea of my family's tissue being used for research when their name is attached to that tissue. Is it ever truly anonymous when the tissue is obtained from an individual in the course of treatment.

		Willing to donate DNA?		Yes		Yes		No		Yes						Uncertain				Uncertain		Uncertain		Yes		No		No		Yes		Uncertain		Uncertain				Uncertain				No		Uncertain		Yes		No		Uncertain		Yes		No		Uncertain		Yes		No				Uncertain		Yes		Uncertain				No		Yes		Yes		Yes				Yes		Yes		Yes		Yes				Yes				Uncertain		Yes		Uncertain		Yes				Yes		Yes

		Opinions on assent and re-consent

		Important for <18 year olds to be asked for assent?		Yes		Yes		Yes		Yes						Yes				Uncertain		Yes		Uncertain		Yes		Uncertain		Yes		Yes		Yes				Yes				Yes		Yes		Uncertain		Yes		Yes		Yes		Uncertain		Yes		No		Uncertain				Yes		Yes		No		Yes		Yes		Yes		Uncertain		Yes				Yes		Yes		Yes		Yes				Yes				Yes		Yes		Yes		Yes				Yes		Yes

		What age is appropriate to ask for a child's assent?		13		15		10		12						12 to 14				None - parental sufficient		15		None - parental sufficient		12		None - parental sufficient		13		14		13				When the child can understand				16		14				12		16		15		17		14		None - parental sufficient		None - parental sufficient				None - parental sufficient		None - parental sufficient		None - parental sufficient		14		11		None - parental sufficient		10		11				16		12		12		16				16				12		10		17		5				14		16

		How important is it to re-consent after the patient turns 18?		4		2		1		2						4				3		1		1		2		2		2		1		1				2				1		1		5		1		1		1		2		2		5		3				2		1		1		3		3		2		4		5				1		2		1		4				1				1		1		3		2				2		5

		If unable to contact for re-consent, can we keep using your sample?		Yes		Yes		No		Yes						Yes				No		Yes		Uncertain		Uncertain		Yes		Yes		No		No				Yes				No		Yes		Yes		No		Yes		No		Yes		No		Yes		No				Yes		Yes		Uncertain		Yes		No		Yes		Yes		Yes				No		Yes		No		Yes				No				Uncertain		Yes		Uncertain		No				Yes		Yes

		Final comments?																																								[Last question - NO triple underlined] I support the use of samples being tested for the purpose of researching diagnosis and treatment of diseases but have some concerns about DNA being stored with identifying information as minors may not be aware of po				Once the samples belong to the BioBank, if such samples are needed by the subject (after age 18), then it should be up to the subject to get in touch with the BioBank. Otherwise, the samples are the exclusive property of the BioBank for ever and ever…																																																		[Age for assent:] If child is able to understand. Depends on maturity.

		Survey count

		Total # adolescents		49

		Total # parents		43

		Total		92

		Age ranges		Participants by age				Reported by parent

		14		19				17

		15		10				10

		16		10				9

		17		6				4

		18		4				3

		Gender

		M		19				18

		F		30				25

		ADOLESCENT

		Heard of biobank before

		Yes		4

		No		43		49

		Uncertain		2

		Chronic medical condition

		Yes		21

		No		24		49

		Uncertain		4

		Prescribed medications

		Yes		9

		No		40		49

		Uncertain		0

		Willingess to give		Strongly agree (1)		Agree (2)		Neutral (3)		Disagree (4)		Strongly disagree (5)

		EXTRA sample, already having procedure		21		16		8		2		2		49

		EXTRA procedure		8		14		12		9		6		49

		LEFT OVERS from sample		33		7		4		2		3		49

		Donate DNA

		Yes		26

		No		9		49

		Uncertain		14

		Important to ask <18 for assent

		Yes		36

		No		3		47

		Uncertain		8

		Age to ask child for assent		1		2		3		4		5		6		7		8		9		10		11		12		13		14		15		16		17		18		None - parental sufficient

		Ages		0		0		0		0		1		0		0		1		0		4		1		5		8		4		4		8		0		0		8				44

		% response		0		0		0		0		2.2727272727		0		0		2.2727272727		0		9.0909090909		2.2727272727		11.3636363636		18.1818181818		9.0909090909		9.0909090909		18.1818181818		0		0		18.1818181818

		Importance of reconsent		Very important (1)		Important (2)		Neutral (3)		Of little importance (4)		Not at all important (5)

		How important is it to re-consent after 18?		10		10		13		9		3		45

		Still use your sample if unable to contact for reconsent?

		Yes		28

		No		9		48

		Uncertain		11

		PARENT

		Heard of biobank before

		Yes		2

		No		37		43

		Uncertain		4

		Chronic medical condition

		Yes		22

		No		19		43

		Uncertain		2

		Prescribed medications

		Yes		7

		No		36		43

		Uncertain		0

		Willingess to give		Strongly agree (1)		Agree (2)		Neutral (3)		Disagree (4)		Strongly disagree (5)

		EXTRA sample, already having procedure		21		10		8		1		2		42

		EXTRA procedure		12		9		8		6		7		42

		LEFT OVERS from sample		26		8		5		1		2		42

		Donate DNA

		Yes		21		42

		No		8

		Uncertain		13

		Important to ask <18 for assent

		Yes		34

		No		2		43

		Uncertain		7

		Age to ask child for assent		1		2		3		4		5		6		7		8		9		10		11		12		13		14		15		16		17		18		None - parental sufficient

		Ages		0		0		0		0		1		0		0		0		0		3		2		6		3		5		3		6		2		0		9				40

		% response		0		0		0		0		2.5		0		0		0		0		7.5		5		15		7.5		12.5		7.5		15		5		0		22.5				100

														140

		Importance of reconsent		Very important (1)		Important (2)		Neutral (3)		Of little importance (4)		Not at all important (5)

		How important is it to re-consent after 18?		17		13		5		4		4		43

		Still use your sample if unable to contact for reconsent?

		Yes		24

		No		14		43

		Uncertain		5





		

		CLINICS - ADOLESCENTS																SCHOOLS - ADOLESCENTS																SCHOOLS - PARENTS

		Age		14		15		16		17		18						Age		14		15		16		17		18						Child's age		14		15		16		17		18

		Oncology		3		7		5		8		7						Templeton		3		13		12		3		3						Templeton		2		10		8		0		2

		Cardiology		6		11		1		6		7						Prince of Wales		0		23		27		6		0						Prince of Wales		0		23		30		8		0

		Orthopedics		19		10		10		6		4						Churchill		0		13		13		0		0						Churchill		0		8		11		0		0

		Subtotals		28		28		16		20		18

																		Subtotals		3		49		52		9		3						Subtotals		2		41		49		8		2

		Gender		M		F												Gender		M		F												Child's gender		M		F

		Oncology		16		14												Templeton		15		18												Templeton		9		13

		Cardiology		19		12												Prince of Wales		28		28												Prince of Wales		31		29

		Orthopedics		19		30												Churchill		10		16												Churchill		7		12

		Subtotals		54		56

																		Subtotals		53		62												Subtotals		47		54

		Heard of a BioBank before		Yes		No		Uncertain

		Oncology		8		22		1										Heard of a BioBank before		Yes		No		Uncertain										Heard of a BioBank before		Yes		No		Uncertain

		Cardiology		1		30		0										Templeton		2		27		5										Templeton		1		22		0

		Orthopedics		4		43		2										Prince of Wales		1		50		5										Prince of Wales		2		56		4

		Subtotals		13		95		3										Churchill		1		21		4										Churchill		1		18		0

		Chronic med condition		Yes		No		Uncertain										Subtotals		4		98		14										Subtotals		4		96		4

		Oncology		22		8		1

		Cardiology		12		15		4										Chronic med condition		Yes		No		Uncertain										Chronic med condition		Yes		No		Uncertain

		Orthopedics		21		24		4										Templeton		2		32		0										Templeton		1		22		0

		Subtotals		55		47		9										Prince of Wales		3		52		1										Prince of Wales		3		58		1

																		Churchill		2		24		0										Churchill		1		18		0

		Rx		Yes		No		Uncertain

		Oncology		27		4		0										Subtotals		7		108		1										Subtotals		5		98		1

		Cardiology		12		19		0

		Orthopedics		9		40		0										Rx		Yes		No		Uncertain										Rx		Yes		No		Uncertain

		Subtotals		48		63		0										Templeton		4		30		0										Templeton		1		22		0

																		Prince of Wales		3		53		0										Prince of Wales		2		60		0

																		Churchill		1		25		0										Churchill		0		19		0

																		Subtotals		8		108		0										Subtotals		3		101		0

		Willingness to donate		Strongly agree		Agree		Neutral		Disagree		Strongly disagree						Willingness to donate		Strongly agree		Agree		Neutral		Disagree		Strongly disagree						Willingness to donate		Strongly agree		Agree		Neutral		Disagree		Strongly disagree

		Extra sample during procedure		1		2		3		4		5						Extra sample during procedure		1		2		3		4		5						Extra sample during procedure		1		2		3		4		5

		Oncology		12		9		4		5		1						Templeton		8		8		12		6		0						Templeton		6		10		3		3		1

		Cardiology		12		7		8		2		2						Prince of Wales		5		21		19		4		7						Prince of Wales		6		18		20		6		10

		Orthopedics		21		16		8		2		2						Churchill		9		6		5		4		2						Churchill		2		6		4		1		5

		Subtotals		45		32		20		9		5		111				Subtotals		22		35		36		14		9		116				Subtotals		14		34		27		10		16		101

		Percentage		40.5405405405		28.8288288288		18.018018018		8.1081081081		4.5045045045						Percentage		18.9655172414		30.1724137931		31.0344827586		12.0689655172		7.7586206897		100				Percentage		13.8613861386		33.6633663366		26.7326732673		9.900990099		15.8415841584		100

		Extra procedure		1		2		3		4		5						Extra procedure		1		2		3		4		5						Extra procedure		1		2		3		4		5

		Oncology		5		6		7		9		4						Templeton		3		10		12		5		4						Templeton		1		6		5		8		3

		Cardiology		6		4		9		6		6						Prince of Wales		1		18		19		9		9						Prince of Wales		4		12		18		12		14

		Orthopedics		8		14		12		9		6						Churchill		1		4		7		11		3						Churchill		1		3		3		4		7

		Subtotals		19		24		28		24		16		111				Subtotals		5		32		38		25		16		116				Subtotals		6		21		26		24		24		101

		Percentage		17.1171171171		21.6216216216		25.2252252252		21.6216216216		14.4144144144						Percentage		4.3103448276		27.5862068966		32.7586206897		21.5517241379		13.7931034483		100				Percentage		5.9405940594		20.7920792079		25.7425742574		23.7623762376		23.7623762376		100

		Leftover samples		1		2		3		4		5						Leftover samples		1		2		3		4		5						Leftover samples		1		2		3		4		5

		Oncology		21		7		1		1		1						Templeton		14		8		11		0		1						Templeton		6		10		3		2		2

		Cardiology		15		6		7		2		1						Prince of Wales		16		22		10		4		4						Prince of Wales		12		15		19		5		9

		Orthopedics		33		7		4		2		3						Churchill		15		6		4		0		1						Churchill		5		5		4		0		4

		Subtotals		69		20		12		5		5		111				Subtotals		45		36		25		4		6		116				Subtotals		23		30		26		7		15		101

		Percentage		62.1621621622		18.018018018		10.8108108108		4.5045045045		4.5045045045						Percentage		38.7931034483		31.0344827586		21.5517241379		3.4482758621		5.1724137931		100				Percentage		22.7722772277		29.702970297		25.7425742574		6.9306930693		14.8514851485		100

																		Donate DNA		Yes		No		Uncertain										Donate DNA		Yes		No		Uncertain

																		Templeton		17		2		15										Templeton		11		5		7

																		Prince of Wales		24		7		25										Prince of Wales		17		22		22

																		Churchill		13		3		10										Churchill		7		5		6

																		Subtotals		54		12		50										Subtotals		35		32		35

																		Importance of assent		Yes		No		Uncertain										Importance of assent		Yes		No		Uncertain

																		Templeton		31		0		3										Templeton		18		2		3

																		Prince of Wales		41		3		11										Prince of Wales		45		8		4

																		Churchill		24		1		1										Churchill		16		2		1

																		Subtotals		96		4		15										Subtotals		79		12		8

						Age for assent				1		2		3		4		5		6		7		8		9		10		11		12		13		14		15		16		17		18		None - parental sufficient

						Templeton				0		0		0		0		0		0		0		0		1		2		2		2		3		5		0		7		1		0		9				32

						Prince of Wales				0		0		0		0		0		1		1		1		0		3		0		6		7		4		6		11		2		1		9				52

						Churchill				0		0		0		0		0		0		0		1		1		3		0		1		4		6		3		3		0		0		3				25

						Subtotals				0		0		0		0		0		1		1		2		2		8		2		9		14		15		9		21		3		1		21				109

						Response %				0		0		0		0		0		0.9174311927		0.9174311927		1.8348623853		1.8348623853		7.3394495413		1.8348623853		8.2568807339		12.8440366972		13.7614678899		8.2568807339		19.2660550459		2.752293578		0.9174311927		19.2660550459				100

						Age for assent				1		2		3		4		5		6		7		8		9		10		11		12		13		14		15		16		17		18		None - parental sufficient

						Templeton				1		0		0		0		0		0		0		1		0		2		0		1		0		1		2		1		4		2		7				22

						Prince of Wales				0		0		0		0		1		0		0		1		0		1		1		3		2		5		7		10		3		3		20				57

						Churchill				0		0		0		0		1		0		0		0		0		4		0		1		0		3		0		2		1		1		5				18

						Subtotals				1		0		0		0		2		0		0		2		0		7		1		5		2		9		9		13		8		6		32				97

						Response %				1.0309278351		0		0		0		2.0618556701		0		0		2.0618556701		0		7.2164948454		1.0309278351		5.1546391753		2.0618556701		9.2783505155		9.2783505155		13.4020618557		8.2474226804		6.1855670103		32.9896907216				100

																Importance of re-consent				Very important (1)		Important (2)		Neutral (3)		Of little importance (4)		Not at all important (5)		Sum				Importance of re-consent				Very important (1)		Important (2)		Neutral (3)		Of little importance (4)		Not at all important (5)		Sum

																Templeton				5		10		13		5		1		34				Templeton				9		8		2		3		1		23

																Prince of Wales				13		19		15		5		4		56				Prince of Wales				23		13		13		6		4		59

																Churchill				7		8		3		6		0		24				Churchill				9		2		6		1		1		19

																Subtotals				25		37		31		16		5		114				Subtotals				41		23		21		10		6		101

																Response %				21.9298245614		32.4561403509		27.1929824561		14.0350877193		4.3859649123		100				Response %				40.5940594059		22.7722772277		20.7920792079		9.900990099		5.9405940594		100

																		Use sample without re-consent				Yes		No		Uncertain		Sum						Use sample without re-consent				Yes		No		Uncertain		Sum

																		Templeton				19		7		8		34						Templeton				8		7		8		23

																		Prince of Wales				25		17		14		56						Prince of Wales				19		29		12		60

																		Churchill				16		4		6		26						Churchill				9		7		3		19

																		Subtotals				60		28		28		116						Subtotals				36		43		23		102
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School parent: Chronic medical condition



		



Heard of a BioBank before

School parent: Rx
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Heard of a BioBank before

School parent: Importance of assent



		TEMPLETON

		ADOLESCENT SURVEYS		1005		1026		1031		1032		1035		1050		1083		1118		1119		1121		1126		1128		1129		1130		1145		1146		1149		1003		1016		1020		1073		1075		1081		1085		1086		1092		1093		1094		1095		1098		1099		1102		1105		1106		1107		1112		1113		1115		1140

		Identifying information

		Age		15		15		15		16		15		16		16		15		16		15		18		16		15		15		15		16		16				15		16		16		15		16		15				15				14		14		14		17				16		18		17		16		17		18

		Gender		M		M		F		F		X		F		M		F		F		M		M		M		F		M		F		F		M				M		F		M		M		F		M				M				F		F		M		F				F		F		F		F		F		M

		First 3 digits of postal code		V5T		V5G		V5K				V5K		V5M		V5K		V5R		V5K		V5K		V5L		V5K		V5K		V5L		V5T		V5L		V5K				V5L		V5K		V5K		V5L		V5K		V5K				V5C				V5M		V5K		V5K		V5M				V5K		V5K		V5M		V5L		V5W		V5L

		Where are you doing this survey?		Templeton		Templeton		Templeton		Templeton		Templeton		Templeton		Templeton		Templeton		Templeton		Templeton		Templeton		Templeton		Templeton		Templeton		Templeton		Templeton		Templeton				Templeton		Templeton		Templeton		Templeton		Templeton		Templeton				Templeton				Templeton		Templeton		Templeton		Templeton				Templeton		Templeton		Templeton		Templeton		Templeton		Templeton

		Before this survey, have you heard of a BioBank before?		No		No		Uncertain		No		Yes		Yes		No		No		No		No		Uncertain		No		Uncertain		No		No		No		no				No		No		No		Uncertain		No		No				No				No		No		No		No				Uncertain		No		No		No		No		No

		If so, what did you think a BioBank was?										Researching collected human tissues		Somewhere people donate organs to for medical or scientific purposes when they die, or donate things like blood/bone marrow										I thought it was an organization that kept and investigated about biology's issues				Collection of samples? Stem cells?																		A place where you keep sperm and blood samples																						Something to do with donating blood…

		Do you have any chronic medical conditions?		No		No		No		No		Yes		No		No		No		No		No		No		No		No		Yes		No		No		No				No		No		No		No		No		No				No				No		No		No		No				No		No		No		No		No		No

		If so, what condition?																												Asthma, not on a regular basis

		Are you taking any prescribed medications?		No		No		No		No		Yes		No		Yes		Yes		No		No		No		No		No		Yes		No		No		No				No		No		No		No		No		No				No				No		No		No		No				No		No		No		No		No		No

		Opinions on sample donation

		How willing to give: (1=strongly agree, 5=strongly disagree)

		Extra sample while already having a procedure		3		2		2		4		1		2		4		2		4		1		3		3		1		3		2		1		4				3		1		2		3		2		4				3				3		3		2		4				1		1		3		3		1		3

		Extra procedure to give a sample		3		3		2		5		2		2		4		3		4		2		3		3		2		2		4		2		4				2		1		3		3		2		3				3				3		5		3		5				1		3		2		4		1		5

		Left over samples		3		2		2		3		1		1		2		2		1		1		2		2		3		1		1		1		2				3		1		1		3		1		3				3				3		3		3		5				1		3		2		1		1		1

		Comments?								I'm not good with blood tests																		I feel that it is always good to try and contribute to studies that will help us learn more. We are benefiting from such studies now, and will later on																				I would do it but I would also like some more information on exactly what my DNA would be used for, and what the results would be.																										I am definitely more comfortable donating blood if I am already in a position where I am having blood taken for different reasons

		Willing to donate DNA?		Yes		Yes		Yes		Uncertain		Yes		Yes		Yes		Uncertain		Uncertain		Yes		Uncertain		Yes		Yes		No		Uncertain		Yes		Yes				Uncertain		Yes		Yes		Uncertain		Yes		No				Uncertain				Uncertain		Uncertain		Uncertain		Uncertain				Yes		Yes		Uncertain		Uncertain		Yes		Uncertain

		Opinions on assent and re-consent

		Important for <18 year olds to be asked for assent?		Yes		Yes		Yes		Yes		Yes		Yes		Yes		Yes		Yes		Yes		Yes		Yes		Yes		Yes		Yes		Yes		Yes				Uncertain		Yes		Uncertain		Yes		Yes		Uncertain				Yes				Yes		Yes		Yes		Yes				Yes		Yes		Yes		Yes		Yes		Yes

		What age is appropriate to ask for a child's assent?		13		16		9		None - parental sufficient		10		10		None - parental sufficient		14		14		14		None - parental sufficient		16		12		13		12		11		None - parental sufficient				None - parental sufficient		16		None - parental sufficient		16		12 to 14		17				None - parental sufficient				16		14		None - parental sufficient		19 to 21				14		16		None - parental sufficient		13		11		16

		How important is it to re-consent after the patient turns 18? (1=Very, 5=Not)		3		3		2		2		4		4		3		4		1		2		3		2		2		1		2		2		3				3		2		3		3		2		3				3				3		4		3		1				4		3		1		1		2		5

		If unable to contact for re-consent, can we keep using your sample?		Yes		No		Yes		No		Yes		Yes		Yes		Yes		Yes		Yes		Uncertain		Yes		Yes		No		No		Yes		Yes				Uncertain		Uncertain		Uncertain		Uncertain		Yes		No				Uncertain				Uncertain		Yes		Yes		No				Yes		Yes		Uncertain		Yes		No		Yes

		Final comments?																								Hope you can make things better		I think it's a good idea																				Sounds like a good idea, more info would be interesting!																										Intrigued to see further research stem from biobanking and I appreciate how it challenges many modern-day thought processes regarding crucial topics such as morality and ethics.

		TEMPLETON

		PARENTAL SURVEYS		1005		1026		1031		1032		1035		1050		1083		1118		1119		1121		1126		1128		1129		1130		1145		1146		1149		1003		1016		1020		1073		1075		1081		1085		1086		1092		1093		1094		1095		1098		1099		1102		1105		1106		1107		1112		1113		1115		1140

		Identifying information		N/A				N/A				N/A				N/A		Discrepancy about meds		N/A		N/A				N/A										N/A

		Age				15				16				16				15						18				15		15		15		16				15		16		16				15		16		15		14.5				15		14				14				16				18				16						15

		Gender				M				F				F				F						M				F		M		F		F				M		M		F				M		F		M		M						F				M				F				F				F						F

		First 3 digits of postal code				V5G				V5R				V5M				V5R						V5L				V5K		V5L		V5T		V5L				V5N		V5L		V5K				V5L		V5K		V5K		V5L				V3N		V5M				V5K				V5K				V5K				V5L						V5L

		Where are you doing this survey?				Templeton				Templeton				Templeton				Templeton						Templeton				Templeton		Templeton		Templeton		Templeton				Templeton		Templeton		Templeton				Templeton		Templeton		Templeton		Templeton				Templeton		Templeton				Templeton				Templeton				Templeton				Templeton						Templeton

		Before this survey, have you heard of a BioBank before?				No				No				No				No						No				No		No		No		No				No		No		Yes				No		No		No		No				No		No				No				No				No				No						No

		If so, what did you think a BioBank was?																																								A biological sample bank for medical research

		Does your child have any chronic medical conditions?				No				No				No				No						No				No		Yes		No		No				No		No		No				No		No		No		No				No		No				No				No				No				No						No

		If so, what condition?																												Asthma

		Is your child taking any prescribed medications?				No				No				No				No						No				No		No		No		No				Yes		No		No				No		No		No		No				No		No				No				No				No				No						No

		Opinions on sample donation

		How willing to give: (1=strongly agree, 5=strongly disagree)

		Extra sample while already having a procedure				2				3				1				5						3				1		2		1		2				3		2		1				4		2		1		2				2		2				1				2				4				4						2

		Extra procedure to give a sample				5				4				1				5						3				2		4		5		3				3		2		3				4		4		4		2				2		3				4				2				4				4						2

		Left over samples				5				2				1				5						3				1		2		1		2				1		2		1				4		2		3		2				3		2				1				2				2				4						2

		Comments?								I would let my child decide in all instances above and below

		Willing to donate DNA?				Uncertain				Yes				Yes				No						Uncertain				Yes		Yes		Uncertain		Yes				Yes		Uncertain		Yes				No		Uncertain		No		No				Yes		Yes				Yes				Yes				Uncertain				No						Uncertain

		Opinions on assent and re-consent

		Important for <18 year olds to be asked for assent?				Yes				Yes				Yes				No						Uncertain				Yes		Yes		Yes		Yes				Uncertain		Yes		Yes				No		Yes		Yes		Yes				Yes		Yes				Yes				Yes				Yes				Yes						Uncertain

		What age is appropriate to ask for a child's assent?				None - parental sufficient				1				8				None - parental sufficient						None - parental sufficient				12		15		15		None - parental sufficient				17		18		10				None - parental sufficient		14		17		17				16		17				10				None - parental sufficient				None - parental sufficient				13 to 14						18

		How important is it to re-consent after the patient turns 18?				1				2				1				1						3				2		4		2		1				1		2		1				5		1		2		2				2		4				4				2				1				1						3

		If unable to contact for re-consent, can we keep using your child's sample?				Uncertain				Uncertain				Uncertain				No						Uncertain				Yes		Yes		Yes		Yes				Uncertain		Uncertain		Uncertain				No		No		No		Uncertain				No		Yes				Yes				Yes				No				No						Yes

		Final comments?								Age of assent: as early as child can indicate assent or denial				You have not given enough clear information on what the research is, detailed info on what ethics means, how samples will be identified. If I was consenting to offer I would need this information.																				I think that is very good, if it will serve to save lives

		Survey count

		Total # adolescents		34

		Total # parents		23

		Total		57

		Age ranges		Participants by age				Reported by parent

		14		3				2

		15		13				10

		16		12				8

		17		3				0

		18		3				2

		Gender

		M		15				9

		F		18				13

		ADOLESCENT

		Heard of biobank before

		Yes		2

		No		27		34

		Uncertain		5

		Chronic medical condition

		Yes		2

		No		32		34

		Uncertain		0

		Prescribed medications

		Yes		4

		No		30		34

		Uncertain		0

		Willingess to give		Strongly agree (1)		Agree (2)		Neutral (3)		Disagree (4)		Strongly disagree (5)

		EXTRA sample, already having procedure		8		8		12		6		0		34

		EXTRA procedure		3		10		12		5		4		34

		LEFT OVERS from sample		14		8		11		0		1		34

		Donate DNA

		Yes		17

		No		2		34

		Uncertain		15

		Important to ask <18 for assent

		Yes		31

		No		0		34

		Uncertain		3

		Age to ask child for assent		1		2		3		4		5		6		7		8		9		10		11		12		13		14		15		16		17		18		None - parental sufficient

		Ages		0		0		0		0		0		0		0		0		1		2		2		2		3		5		0		7		1		0		9				32

		% response		0		0		0		0		0		0		0		0		3.125		6.25		6.25		6.25		9.375		15.625		0		21.875		3.125		0		28.125

		Importance of reconsent		Very important (1)		Important (2)		Neutral (3)		Of little importance (4)		Not at all important (5)

		How important is it to re-consent after 18?		5		10		13		5		1

														34

		Still use your sample if unable to contact for reconsent?

		Yes		19

		No		7		34

		Uncertain		8

		PARENT

		Heard of biobank before

		Yes		1

		No		22		23

		Uncertain		0

		Chronic medical condition

		Yes		1

		No		22		23

		Uncertain		0

		Prescribed medications

		Yes		1

		No		22		23

		Uncertain		0

		Willingess to give		Strongly agree (1)		Agree (2)		Neutral (3)		Disagree (4)		Strongly disagree (5)

		EXTRA sample, already having procedure		6		10		3		3		1		23

		EXTRA procedure		1		6		5		8		3		23

		LEFT OVERS from sample		6		10		3		2		2		23

		Donate DNA

		Yes		11		23

		No		5

		Uncertain		7

		Important to ask <18 for assent

		Yes		18

		No		2		23

		Uncertain		3

		Age to ask child for assent		1		2		3		4		5		6		7		8		9		10		11		12		13		14		15		16		17		18		None - parental sufficient

		Ages		1		0		0		0		0		0		0		1		0		2		0		1		0		1		2		1		4		2		7		22

														22

		Importance of reconsent		Very important (1)		Important (2)		Neutral (3)		Of little importance (4)		Not at all important (5)

		How important is it to re-consent after 18?		9		8		2		3		1		23

		Still use your sample if unable to contact for reconsent?

		Yes		8

		No		7		23

		Uncertain		8
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		PRINCE OF WALES

		ADOLESCENT SURVEYS		4001		4002		4005		4007		4020		4021		4022		4023		4024		4026		4029		4030		4031		4033		4034		4036		4069		4070		4071		4073		4074		4076		4078		4080		4090		4092		4096		4098		4099		4102		4104		4106		4107		4108		4109		4110		4111		4112		4113		4114		4116		4117		4119		4121		4122		4123		4124		4125		4126		4128		4129		4130		4131		4134		4136		4137		4140		4141		4143		4147		4148		4149		4150		4151		4152		4153		4154		4155		4156		4157		4158		4159		4160		4161		4162		4163		4164		4165		4166		4167		4168		4169		4170		4171		4172		4173		4174		4175		4176		4177		4178		4179		4180		4181		4182		4183		4184		4185		4186		4187		4188		4189		4190		4191		4192		4193		4194		4195		4196		4197		4198		4199		4200		4201		4202		4203		4204		4205		4206		4207		4208		4209		4210		4211		4212		4213		4214		4215		4216		4217		4218		4219		4220		4221		4222		4223		4224		4225		4226		4227		4228		4229		4230		4231		4232		4233		4234		4235		4236		4237		4238		4239		4240		4241		4242		4243		4244		4245		4246		4247		4248		4249		4250		4251		4252		4253		4254		4255		4256		4257		4258		4259		4260		4261		4262		4263		4264		4265		4266		4267		4268		4269		4270		4271		4272		4273		4274		4275		4276		4277		4278		4279		4280

		Identifying information

		Age		15		15		16		16		15		15				15		16		15				15		15		16		16		16		16		15		16		16		16		15		17		16		17		16		15		15		16		16		15		15		16		15		16		16				17		17				16		17		17						15		15		16		15		15		16				15		16		15		16		16		16		15		16		15		16		16

		Gender		M		F		M		M		M		M				F		F		M				F		F		M		M		F		M		F		F		F		M		F		F		F		M		M		M		F		M		M		F		F		F		F		F		F				F		M				F		F		M						F		F		M		M		M		M				M		M		F		F		F		M		M		M		F		M		M

		First 3 digits of postal code		V6L		V6L		V6N		V6J		V6L		V6P				V6L		V6L		V6J				V6L		4B7		V6L		V6J		V6L		V6L		V6J		V6L		V6T		V6L		V6L		V5Z		V6L		V6L		V6J		V6L		V6J		V6L		V6J		V6M		V6L		V6J		V6L		V5Z		V6L				V5Z		2W2				V5V		V6L		V6L						V5N		V6M		V6N		V6Y		V6H		V6J				V6L		V6L		V6M		V6J		V6L		V6L		V6L		V6L		V6L		V6J		V6L

		Where are you doing this survey?		PW		PW		PW		Pw		PW		PW				PW		PW		PW				PW		PW		PW		PW		PW		PW		PW		PW		PW		PW		PW		PW		PW		PW		PW		PW		PW		PW		PW		PW		PW		PW		PW		PW		PW				PW		PW				PW		PW		PW						PW		PW		PW		PW		PW		PW				PW		PW		PW		PW		PW		PW		PW		PW		PW		PW		PW

		Before this survey, have you heard of a BioBank before?		No		No		No		Uncertain		No		Yes				No		Uncertain		No				No		No		No		No		No		No		No		No		No		No		No		No		No		No		No		No		No		No		No		No		No		No		No		No		No				No		Uncertain				No		Uncertain		Uncertain						No		No		No		No		No		No				No		No		No		No		No		No		No		No		No		No		No

		If so, what did you think a BioBank was?								Bank that contains genetic material				A bank						It collects human's samples																																																												Sounds like a bank						A storage of people's DNA or cells for security or research purposes		A clinic or facility for the benefit of sick children																																						It is a funding storage for biology

		Do you have any chronic medical conditions?		No		Yes		No		No		No		No				No		No		No				No		No		No		No		No		No		No		No		No		Yes		No		No		No		No		No		No		No		No		No		No		No		No		No		Yes		No				No		No				No		No		No						No		No		No		No		No		No				No		No		No		No		No		No		No		Uncertain		No		No		No

		If so, what condition?				Cardio																																						Neurofibromatosis (NF)																												Asthma

		Are you taking any prescribed medications?		No		No		No		No		No		No				No		No		No				No		No		No		No		No		No		No		No		No		Yes		No		No		No		No		No		No		No		No		No		No		No		No		No		Yes		No				No		No				No		No		No						No		No		No		No		No		No				No		No		No		No		No		No		No		Yes		No		No		No

		Opinions on sample donation

		How willing to give: (1=strongly agree, 5=strongly disagree)

		Extra sample while already having a procedure		2		5		3		3		3		5				5		5		3				3		2		2		4		1		3		3		3		3		3		2		3		2		2		2		3		1		2		3		3		4		3		2		2		1				5		2				2		1		2						2		4		5		1		5		3				2		2		4		3		2		2		3		3		2		2		2

		Extra procedure to give a sample		2		5		3		3		2		4				5		5		4				4		2		4		5		4		2		2		3		4		3		3		3		2		2		3		3		1		5		3		3		3		3		2		2		2				5		3				2		3		2						2		5		4		2		5		3				2		2		5		4		2		3		4		3		2		3		3

		Left over samples		2		5		3		2		1		3				5		3		3				4		1		2		2		1		3		2		3		4		1		1		2		1		1		1		3		1		1		2		2		4		3		2		1		2				5		3				1		1		2						2		3		4		2		5		2				1		2		2		1		2		1		2		2		2		2		2

		Comments?										Don't mind giving blood.																I think it is important for tests like this to happen because it benefits overall				Personal safety reasons - I don't know what my blood will be used for; not trustworthy				What are the diseases that this study will benefit? How beneficial will this research be? Will my samples be safely stored and used for research only and not for another purpose ie. Cloning?																										I don't feel comfortable giving away blood unless for lifesaving reasons								I would be willing if this does not affect my health				As long as I know what it's being used for, sure.				If the collection of my "samples" would be beneficial to society/research, why not?		It really depends on people's ideas						My only worry would be that I'm uncertain that my samples would be anonymous and would be used for study purposes only (what if the data leaked?		As long as extracting my blood is for a beneficial cause, then I am OK with it.												If my blood is needed for research purpose, why don't I give consent to using it for the sake of medical advancement?		I've had bad experiences with samples and whatnot. I have attempted to give blood but I wasn't very fond of the situation.										I think it is a good cause, I just have a strong fear of needles.																It would be best if I can have a direct answer of where my donated blood goes to, or is being used for. It would be best if I could also store some of my own human samples just in case if serious health problems affect me or my family in the future.

		Willing to donate DNA?		Uncertain		No		Yes		Uncertain		Yes		No				No		No		Yes				No		Uncertain		Uncertain		Uncertain		Yes		Uncertain		Uncertain		Uncertain		Uncertain		Uncertain		Uncertain		Uncertain		Uncertain		Yes		Yes		Yes		Yes		No		Yes		Uncertain		Uncertain		Uncertain		Uncertain		Yes		Yes				Yes		Yes				Yes		Uncertain		Yes						Uncertain		Uncertain		No		Yes		Uncertain		Yes				Yes		Yes		Uncertain		Yes		Uncertain		Yes		Uncertain		Yes		Uncertain		Yes		Yes

		Opinions on assent and re-consent

		Important for <18 year olds to be asked for assent?		Yes		Yes		Uncertain		Uncertain		Yes		Yes				Yes		Yes		Yes				Yes		Yes		Uncertain		Yes		Yes		Uncertain		Yes		Uncertain		Yes		Yes		Yes		Yes		Uncertain		Yes		Yes		Yes		Yes		Yes		Yes		Yes		Yes		Uncertain		Yes		No		Yes				Yes		Yes				No		Yes		Yes						Uncertain		Yes		Yes		Yes		No		Yes				Yes		Uncertain		Yes		Yes		Yes		Uncertain		Yes				Yes		Yes		Uncertain

		What age is appropriate to ask for a child's assent?		None - parental sufficient		12		15		16		Always ask; doesn't matter what age, but around 12.		12				10		None - parental sufficient		13				16		15		14		6		16		16		18		Uncertain		16		13		None - parental sufficient		15		16		13		14		12		13		10		16		None - parental sufficient		15		None - parental sufficient		12		10		13				15		16 to 17				16		13		17						None - parental sufficient		None - parental sufficient		None - parental sufficient		7		8		16				12		13		14 to 15		15		14		14		12		16		16		17		None - parental sufficient

		How important is it to re-consent after the patient turns 18? (1=Very, 5=Not)		2		1		3		2		5		1				1		1		3				3		2		3		2		1		3		3		2		2		1		2		3		1		3		1		3		1		5		3		1		2		4		2		2		2				3		3				2		2		2						1		2		4		4		5		3				4		2		1		4		1		2		5		3		3		2		2

		If unable to contact for re-consent, can we keep using your sample?		Uncertain		No		Uncertain		No		Uncertain		No				Yes		No		No				No		Yes		Uncertain		No		Uncertain		Uncertain		Yes		Uncertain		Uncertain		No		No		Yes		No		No		Uncertain		No		Yes		Yes		Uncertain		No		No		Uncertain		Yes		Yes		Uncertain				Yes		Yes				No		Yes		Yes						Yes		Yes		Yes		Yes		Yes		No				Yes		Yes		No		Yes		Uncertain		Yes		Yes		Uncertain		Yes		Yes		Yes

		Final comments?								I have to learn more about this to do the survey		Next time, it'd be good if it was double-sided to save paper.																				I think BioBanking should teach people more about the DNA extraction, because I have no idea what it is; how it works; is it safe; what would happen if someone can actually read my DNA, etc.				How long will my samples be kept in the biobank?																																		I would be interested to know what kind of research the samples will be for				Make sure you keep people informed																												If I was able to give DNA that wouldn't be painful or traumatizing for me then I would jump to the opportunity of donating samples.

		PRINCE OF WALES

		PARENTAL SURVEYS		4001		4002		4005		4007		4020		4021		4022		4023		4024		4026		4029		4030		4031		4033		4034		4036		4069		4070		4071		4073		4074		4076		4078		4080		4090		4092		4096		4098		4099		4102		4104		4106		4107		4108		4109		4110		4111		4112		4113		4114		4116		4117		4119		4121		4122		4123		4124		4125		4126		4128		4129		4130		4131		4134		4136		4137		4140		4141		4143		4147		4148		4149		4150		4151		4152		4153		4154		4155		4156		4157		4158		4159		4160		4161		4162		4163		4164		4165		4166		4167		4168		4169		4170		4171		4172		4173		4174		4175		4176		4177		4178		4179		4180		4181		4182		4183		4184		4185		4186		4187		4188		4189		4190		4191		4192		4193		4194		4195		4196		4197		4198		4199		4200		4201		4202		4203		4204		4205		4206		4207		4208		4209		4210		4211		4212		4213		4214		4215		4216		4217		4218		4219		4220		4221		4222		4223		4224		4225		4226		4227		4228		4229		4230		4231		4232		4233		4234		4235		4236		4237		4238		4239		4240		4241		4242		4243		4244		4245		4246		4247		4248		4249		4250		4251		4252		4253		4254		4255		4256		4257		4258		4259		4260		4261		4262		4263		4264		4265		4266		4267		4268		4269		4270		4271		4272		4273		4274		4275		4276		4277		4278		4279		4280

		Identifying information

		Age		15		15		16		16		15		15				15		16		15		16		15		15		16		16		16		16		15		16		16		16				17		16		17		16		15		15		16		16		15		15		16		15		16		16		17		17		17		17		16		17		17		16		16		15		15		16		15		15		16		15		15		16		15		16		16		16		15		16		15		16		16

		Gender		M		F		Male		M		M		M				F		F		M		F		F		F		M		M		F		M		F		F		F		M				F		F		M		M		M		F		M		M		F		F		F		F		F		F		F		F		M		M		F		F		M		M		M		F		F		M		M		M		M		M		M		M		F		F		F		M		M		M		F		M		M

		First 3 digits of postal code		V6L		V6L		V6N		V6J		V6L		V6P				V6L		V6L		V6J		V6L		V6L		4B7		V6L		V6J		V6L		V6L		V6J		V6L		V6T		V6L				V5Z		V6L		V6L		V6J		V6L		V6J		V6L		V6J		V6M		V6L		V6J		V6L		V5Z		V6L		V6S		V5Z		2W2		V6J		V5V		V6L		V6L		V6S		V6J		V5N		V6M		V6N		V6Y		V6H		V6J		V6J		V6L		V6L		V6M		V6J		V6L		V6L		V6L		V6L		V6L		V6J		V6L

		Where are you doing this survey?		PW		PW		PW		PW		PW		PW		PW		PW		PW		PW		PW		PW		PW		PW		PW		PW		PW		PW		PW		PW		PW				PW		PW		PW		PW		PW		PW		PW		PW		PW		PW		PW		PW		PW		PW		PW		PW		PW		PW		PW		PW		PW		PW		PW		PW		PW		PW		PW		PW		PW		PW		PW		PW		PW		PW		PW		PW		PW		PW		PW		PW		PW

		Before this survey, have you heard of a BioBank before?		No		No		No		No		No		Uncertain		No		No		No		No		No		No		No		No		Yes		No		No		No		Uncertain		No		No				No		No		No		Uncertain		No		No		No		No		No		No		No		No		Uncertain		No		No		Yes		No		No		No		No		No		No		No		No		No		No		No		No		No		No		No		No		No		No		No		No		No		No		No		No		No

		If so, what did you think a BioBank was?												Like store cells, blood for future use																		BioBank was an uncontrolled organization to change or modify human/animal bio-cells for uncertain results.								Information service for recording biological data of a child.														Somewhere  you would collect and store biological items such as genetic tissue?																		Organ bank?						Some kind of storage for blood, cord blood, etc. in case some other child needs to use it.

		Does your child have any chronic medical conditions?		No		Yes		No		No		No		No		No		No		No		No		No		No		No		No		No		No		No		No		No		No		Yes				No		No		No		No		No		No		No		No		No		No		No		No		Yes		No		No		No		No		No		No		No		No		No		No		No		No		No		No		No		No		No		No		No		No		No		No		No		No		Uncertain		No		No		No

		If so, what condition?				Cardio																																						Neurofibromatosis (NF)																												Mild asthma

		Is your child taking any prescribed medications?		No		No		No		No		No		No		No		No		No		No		No		No		No		No		No		No		No		No		No		No		Yes				No		No		No		No		No		No		No		No		No		No		No		No		No		No		No		No		No		No		No		No		No		No		No		No		No		No		No		No		No		No		No		No		No		No		No		No		No		Yes		No		No		No

		Opinions on sample donation

		How willing to give: (1=strongly agree, 5=strongly disagree)

		Extra sample while already having a procedure		2		5		3		1		3				5		5		5		3		4		3		3		3		5		3		4		2		3		5		4				4		5		3		2		3		1		1		2		3		4		2		2		1		2		4		1		5		5		2		2		2				2		3		3		3		2		2		2		3		1		3		3		3		2		2		2		3		2		3		5

		Extra procedure to give a sample		2		5		3		2		2				5		5		5		3		4		4		3		3		5		5		4		2		3		5		4				5		5		3		4		3		3		4		2		3		4		2		3		1		5		4		1		5		5		2		4		2				1		3		3		3		4		5		2		3		3		2		3		4		2		1		4		3		2		3		5

		Left over samples		2		5		3		2		3				5		5		2		3		4		3		1		3		5		5		4		2		3		4		3				1		5		1		1		3		1		1		2		2		3		2		2		1		2		4		1		5		5		4		3		1				2		3		3		3		3		1		2		3		3		3		3		1		2		1		2		3		2		2		5

		Comments?																														Current laws and rules/regulations (both local and global) are not strong/rigid for misuse or misconduct by professionals				I am uncomfortable with this because I do not know exactly what type of research my child's blood or DNA will be used for. How long will the samples be kept and can we have the sample returned or destroyed at our request?												It really depends on the procedure and the medical condition																								I will support anything that will help children who are sick										Concerned about privacy issues. Probably need more information.										I believe such procedures can be dangerous and risky, so I do not really support my child to contribute.								You should be cautious about blood samples used in medical research.

		Willing to donate DNA?		Uncertain		No		Uncertain		Yes		Yes		No		No		No		Uncertain		Yes		No		No		Yes		Uncertain		No		No		Uncertain		Yes		Uncertain		No		No				Yes		No		Uncertain		Uncertain		Yes		Yes		Uncertain		Yes		Uncertain		Uncertain		Uncertain		Yes		Yes		No		No		Yes		No		Uncertain		Uncertain		Yes		Uncertain				No		No		Uncertain		Uncertain		Yes		Yes		No		No		No		Yes		No		Uncertain		Uncertain		Yes		Uncertain		Uncertain		No		Uncertain		No

		Opinions on assent and re-consent

		Important for <18 year olds to be asked for assent?		Yes		Yes		Uncertain		Yes		Yes		No		Yes		Yes		Yes		Yes		Yes		Yes		Yes		Yes		DO NOT ASK! Please rephrase the question!		Yes		Yes		Yes		Yes		Yes		Yes				Yes		No		Yes		Yes		No		Yes		Yes		Yes		Yes		Yes		Uncertain		Yes		Yes		No		Yes		Yes		No		Yes		Yes		Yes		Yes				Yes		No		Yes		Yes		Yes		Yes		Yes		Yes		Yes		Uncertain		Yes		Uncertain		Yes		Yes		Yes				No		Yes		No

		What age is appropriate to ask for a child's assent?		None - parental sufficient		12		11		20		16		18		5		16		14		13		None - parental sufficient		15		15		None - parental sufficient		None - parental sufficient		None - parental sufficient		17		18		Uncertain		None - parental sufficient		15				14		None - parental sufficient		15		14		None - parental sufficient		14		8		16		None - parental sufficient		16		None - parental sufficient		13		15		None - parental  sufficient		16		11 to 12		None - parental sufficient		None - parental sufficient		None - parental sufficient		15		12				15		None - parental sufficient		None - parental sufficient		17		12		10		16		16		16		None - parental sufficient		None - parental sufficient		None - parental sufficient		14		16		16		None - parental sufficient		18		17		None - parental sufficient

		How important is it to re-consent after the patient turns 18?		2		1		3		1		3		1				1		1		3		1		2		1		2		DO NOT CONTACT! Please re-phrase the question!		1		1		3		1		1		1				5		1		3		1		1		1		3		2		1		2		4		3		5		1		2		4		4		1		3		1		4				2		3		1		5		2		5		2		3		4		2		1		3		1		4		2		3		2		2		3

		If unable to contact for re-consent, can we keep using your child's sample?		Uncertain		No		Uncertain		No		No		No				Yes		No		No		No		No		Yes		Yes		No		Uncertain		Uncertain		Yes		Uncertain		No		No				No		No		No		Yes		Uncertain		Yes		Yes		Yes		No		No		Uncertain		Uncertain		Yes		No		No		Yes		No		No		Yes		No		Yes				Yes		No		Yes		No		No		Yes		No		No		Yes		Uncertain		No		Yes		Uncertain		Yes		No		Uncertain		Yes		Uncertain		No

		Final comments?																														BioBanking is legally and financially supported by global governments? Or most nations of United Nations?																																						I would also be willing to donate. It's important to have consent from any donor, even < 18.		Very interesting program…!!				.		(I think it depends on the maturity & ability of the child to understand. For my children, I would say 11 or 12) I think this kind of research is kimportant if the correct procedures are in place to absolutely safeguard my child's anonymity, then carry on						(Blood sample, yes. Not bone marrow)												I don't know if this experiment is effective.

		Survey count

		Total # adolescents		56

		Total # parents		62

		Total		118

		Age ranges		Participants by age				Reported by parent

		14		0				0

		15		23				23

		16		27				30

		17		6				8

		18		0				0

		Gender

		M		28				31

		F		28				29

		ADOLESCENT

		Heard of biobank before

		Yes		1

		No		50		56

		Uncertain		5

		Chronic medical condition

		Yes		3

		No		52		56

		Uncertain		1

		Prescribed medications

		Yes		3

		No		53		56

		Uncertain		0

		Willingess to give		Strongly agree (1)		Agree (2)		Neutral (3)		Disagree (4)		Strongly disagree (5)

		EXTRA sample, already having procedure		5		21		19		4		7		56

		EXTRA procedure		1		18		19		9		9		56

		LEFT OVERS from sample		16		22		10		4		4		56

		Donate DNA

		Yes		24

		No		7		56

		Uncertain		25

		Important to ask <18 for assent

		Yes		41

		No		3		55

		Uncertain		11

		Age to ask child for assent		1		2		3		4		5		6		7		8		9		10		11		12		13		14		15		16		17		18		None - parental sufficient

		Ages		0		0		0		0		0		1		1		1		0		3		0		6		7		4		6		11		2		1		9				52

		% response		0		0		0		0		0		1.9230769231		1.9230769231		1.9230769231		0		5.7692307692		0		11.5384615385		13.4615384615		7.6923076923		11.5384615385		21.1538461538		3.8461538462		1.9230769231		17.3076923077

		Importance of reconsent		Very important (1)		Important (2)		Neutral (3)		Of little importance (4)		Not at all important (5)

		How important is it to re-consent after 18?		13		19		15		5		4		56

		Still use your sample if unable to contact for reconsent?

		Yes		25

		No		17		56

		Uncertain		14

		PARENT

		Heard of biobank before

		Yes		2

		No		56		62

		Uncertain		4

		Chronic medical condition

		Yes		3

		No		58		62

		Uncertain		1

		Prescribed medications

		Yes		2

		No		60		62

		Uncertain		0

		Willingess to give		Strongly agree (1)		Agree (2)		Neutral (3)		Disagree (4)		Strongly disagree (5)

		EXTRA sample, already having procedure		6		18		20		6		10		60

		EXTRA procedure		4		12		18		12		14		60

		LEFT OVERS from sample		12		15		19		5		9		60

		Donate DNA

		Yes		17		61

		No		22

		Uncertain		22

		Important to ask <18 for assent

		Yes		45

		No		8		57

		Uncertain		4

		Age to ask child for assent		1		2		3		4		5		6		7		8		9		10		11		12		13		14		15		16		17		18		None - parental sufficient

		Ages		0		0		0		0		1		0		0		1		0		1		1		3		2		5		7		10		3		3		20		57

														57

		Importance of reconsent		Very important (1)		Important (2)		Neutral (3)		Of little importance (4)		Not at all important (5)

		How important is it to re-consent after 18?		23		13		13		6		4		59

		Still use your sample if unable to contact for reconsent?

		Yes		19

		No		29		60

		Uncertain		12





		





		CHURCHILL

		ADOLESCENT SURVEYS		8044		8062		8068		8069		8086		8115		8119		8031		8034		8042		8046		8051		8055		8057		8064		8067		8078		8082		8083		8090		8106		8110		8114		8116		8128		8129

		Identifying information

		Age		15		16		15		16		15		15		15		15		16		16		15		16		15		16		16		16		16		15		15		16		16		16		15		15		15		16

		Gender		F		M		F		F		F		F		M		F		M		F		F		M		M		F		F		F		M		F		F		F		F		M		F		M		M		M

		First 3 digits of postal code		V5Y		V5W		V5S		V6P		V5Z		V6P		V6P		V7C		V5S		V6P		V6P		V6P		V5P		V5T		V6T		V6K		V6Y		V6V		V6P		V5Y		V5V		V6P		V6P		V6Y		V6P		V6H

		Where are you doing this survey?		Churchill		Churchill		Churchill		Churchill		Churchill		Churchill		Churchill		Churchill		Churchill		Churchill		Churchill		Churchill		Churchill		Churchill		Churchill		Churchill		Churchill		Churchill		Churchill		Churchill		Churchill		Churchill		Churchill		Churchill		Churchill		Churchill

		Before this survey, have you heard of a BioBank before?		Yes		Uncertain		No		No		Uncertain		No		Uncertain		No		No		No		No		No		No		No		No		No		No		No		Uncertain		No		No		No		No		No		No		No

		If so, what did you think a BioBank was?		A place where biospecimens are stored		A bank for biomedical purposes						An animal study lab/sponsorship thing?				A place with biological samples																								A fundraising organisation

		Do you have any chronic medical conditions?		No		No		No		No		No		No		Yes		No		No		No		No		No		Yes		No		No		No		No		No		No		No		No		No		No		No		No		No

		If so, what condition?														Asthma												Hyperthyroidism

		Are you taking any prescribed medications?		No		No		No		No		No		No		No		No		No		No		No		No		Yes		No		No		No		No		No		No		No		No		No		No		No		No		No

		Opinions on sample donation

		How willing to give: (1=strongly agree, 5=strongly disagree)

		Extra sample while already having a procedure		4		2		5		1		1		3		2		1		4		1		4		3		1		1		2		1		5		2		3		1		2		3		1		2		3		4

		Extra procedure to give a sample		5		2		5		4		3		4		4		3		4		3		4		4		3		4		3		1		5		2		3		2		3		4		2		4		4		4

		Left over samples		1		2		1		1		1		3		1		1		1		1		2		3		1		1		1		1		5		2		2		2		1		2		1		3		3		1

		Comments?				I don't really know how these procedures work								I'm not fond of blood								Although I believe giving blood for medical research is a highly appreciative and generous act, I do not think such an act should be taken in all circumstances.												I would be willing to give any parts (any organs) for any useful purposes)				This, of course, would depend on my current health condition.								Samples left over from a necessary procedure may be used, however I oppose the idea of an additional procedure purely to extract samples.				I don't mind giving blood, etc. away if it's going to be taken anyway. I don't want extra procedures performed.		I do not mind giving the existing amount of blood.		Personally I don't like people taking my blood for things, partially because I'm scared of needles, but mostly since I feel like I wouldn't know why/how the blood is used, and what the results are. After all, it's my blood.

		Willing to donate DNA?		Uncertain		No		Yes		Yes		Yes		Uncertain		Yes		Uncertain		Uncertain		Yes		Uncertain		Yes		Uncertain		Yes		Uncertain		Yes		No		No		Uncertain		Yes		Yes		Yes		Yes		Uncertain		Yes		Uncertain

		Opinions on assent and re-consent

		Important for <18 year olds to be asked for assent?		Yes		No		Yes		Yes		Yes		Yes		Yes		Yes		Yes		Yes		Yes		Yes		Yes		Yes		Yes		Yes		Yes		Yes		Yes		Yes		Yes		Yes		Yes		Yes		Uncertain		Yes

		What age is appropriate to ask for a child's assent?		12		15		None - parental sufficient		14		10		15		13		10		None - parental sufficient		All ages		16		13		14		8		14		13		14		16		14		16		9		13		10		14		None - parental sufficient		15

		How important is it to re-consent after the patient turns 18? (1=Very, 5=Not)		2		2		2		1		2				4				2		1		2		4		2		1		4		3		1		3		3		1		4		1		2		4		4		1

		If unable to contact for re-consent, can we keep using your sample?		Uncertain		Yes		Yes		Yes		Yes		No		Yes		Yes		Uncertain		Yes		No		Yes		Yes		Yes		Yes		Yes		No		Yes		Uncertain		Uncertain		Yes		No		Yes		Yes		Uncertain		Uncertain

		Final comments?																				I appreciate the BioBank for its potential benefits, and I thank those who work towards such a wonderful cause.		I'd be curious to know how long a patient's sample stays on file.		If an extra procedure is performed and has additional costs, I don't think I would agree to it.								From people's opinions, they should be allowed to donate necessary organs for life (heart) for others who need it (who want to live)												As long as proper consent is given, it is a great research process.

		CHURCHILL

		PARENTAL SURVEYS		8044		8062		8068		8069		8086		8115		8119		8031		8034		8042		8046		8051		8055		8057		8064		8067		8078		8082		8083		8090		8106		8110		8114		8116		8128		8129

		Identifying information

		Age		15		16		15		16		15				15		15		16		16		15		16				16				16		16		15						16		16		15						16

		Gender		F		M		F		F		F				M		F		M		F		F		M				F				F		M		F						F		M		F						M

		First 3 digits of postal code		V5Y		V5W		V5S		V6P		V5Z				V6P		V7C		V5S		V6P		V6P		V6P				V5T				V6K		V6Y		V6V						V5V		V6P		V6P						V6H

		Where are you doing this survey?		Churchill		Churchill		Churchill		Churchill		Churchill				Churchill		Churchill		Churchill		Churchill		Churchill		Churchill				Churchill				Churchill		Churchill		Churchill						Churchill		Churchill		Churchill						Churchill

		Before this survey, have you heard of a BioBank before?		Yes		No		No		No		No				No		No		No		No		No		No				No				No		No		No						No		No		No						No

		If so, what did you think a BioBank was?		Storage of human tissues for research purposes																																																		Collecting info

		Does your child have any chronic medical conditions?		No		No		No		No		No				Yes		No		No		No		No		No				No				No		No		No						No		No		No						No

		If so, what condition?														Asthma, Allergies

		Is your child taking any prescribed medications?		No		No		No		No		No				No		No		No		No		No		No				No				No		No		No						No		No		No						No

		Opinions on sample donation

		How willing to give: (1=strongly agree, 5=strongly disagree)

		Extra sample while already having a procedure		2		2		5		2		2				1				3		1		5		5				3				3		5		3						2		2		5						4

		Extra procedure to give a sample		4		4		5		5		3				1				3		2		5		5				2				3		5		4						2		4		5						5

		Left over samples		1		2		1		1		2				1				3		1		5		5				2				3		5		3						2		2		3						5

		Comments?																		If he does not have any competitions during that period, I don't mind him having any samples of blood taken. However, if he has to have a competition within a week, I don't agree to him giving any samples.

		Willing to donate DNA?		Uncertain		Yes		Yes		Yes		Yes				Yes				Uncertain		Yes		No		No				Yes				Uncertain		No		Uncertain						Uncertain		No		No						Uncertain

		Opinions on assent and re-consent

		Important for <18 year olds to be asked for assent?		Yes		Yes		Yes		Yes		Yes				Yes		Uncertain		No		Yes		Yes		Yes				Yes				Yes		Yes		Yes						Yes		Yes		No						Yes

		What age is appropriate to ask for a child's assent?		14		None - parental sufficient		None - parental sufficient		14		10				12		None - parental sufficient		21		10		18		10				10				16		14		17						5		16		None - parental sufficient						None - parental sufficient

		How important is it to re-consent after the patient turns 18?		4		5		3		2		3				3		2		1		3		1		1				1				1		1		3						1		1		3						1

		If unable to contact for re-consent, can we keep using your child's sample?		Yes		Yes		Yes		Yes		Yes				Yes		Uncertain		No		Yes		No		No				Yes				No		Yes		Uncertain						No		No		Uncertain						No

		Final comments?				Good idea

		Survey count

		Total # adolescents		26

		Total # parents		19

		Total		45

		Age ranges		Participants by age				Reported by parent

		14		0				0

		15		13				8

		16		13				11

		17		0				0

		18		0		26		0

		Gender

		M		10				7

		F		16		26		12

		ADOLESCENT

		Heard of biobank before

		Yes		1

		No		21		26

		Uncertain		4

		Chronic medical condition

		Yes		2

		No		24		26

		Uncertain		0

		Prescribed medications

		Yes		1

		No		25		26

		Uncertain		0

		Willingess to give		Strongly agree (1)		Agree (2)		Neutral (3)		Disagree (4)		Strongly disagree (5)

		EXTRA sample, already having procedure		9		6		5		4		2		26

		EXTRA procedure		1		4		7		11		3		26

		LEFT OVERS from sample		15		6		4		0		1		26

		Donate DNA

		Yes		13

		No		3		26

		Uncertain		10

		Important to ask <18 for assent

		Yes		24

		No		1		26

		Uncertain		1

		Age to ask child for assent		1		2		3		4		5		6		7		8		9		10		11		12		13		14		15		16		17		18		None - parental sufficient

		Ages		0		0		0		0		0		0		0		1		1		3		0		1		4		6		3		3		0		0		3				25

		% response		0		0		0		0		0		0		0		4		4		12		0		4		16		24		12		12		0		0		12

		Importance of reconsent		Very important (1)		Important (2)		Neutral (3)		Of little importance (4)		Not at all important (5)

		How important is it to re-consent after 18?		7		8		3		6		0		24

		Still use your sample if unable to contact for reconsent?

		Yes		16

		No		4		26

		Uncertain		6

		PARENT

		Heard of biobank before

		Yes		1

		No		18		19

		Uncertain		0

		Chronic medical condition

		Yes		1

		No		18		19

		Uncertain		0

		Prescribed medications

		Yes		0

		No		19		19

		Uncertain		0

		Willingess to give		Strongly agree (1)		Agree (2)		Neutral (3)		Disagree (4)		Strongly disagree (5)

		EXTRA sample, already having procedure		2		6		4		1		5		18

		EXTRA procedure		1		3		3		4		7		18

		LEFT OVERS from sample		5		5		4		0		4		18

		Donate DNA

		Yes		7		18

		No		5

		Uncertain		6

		Important to ask <18 for assent

		Yes		16

		No		2		19

		Uncertain		1

		Age to ask child for assent		1		2		3		4		5		6		7		8		9		10		11		12		13		14		15		16		17		18		None - parental sufficient

		Ages		0		0		0		0		1		0		0		0		0		4		0		1		0		3		0		2		1		1		5		18

														18

		Importance of reconsent		Very important (1)		Important (2)		Neutral (3)		Of little importance (4)		Not at all important (5)

		How important is it to re-consent after 18?		9		2		6		1		1		19

		Still use your sample if unable to contact for reconsent?

		Yes		9

		No		7		19

		Uncertain		3





		Adolescent																										Parent

		Willingness to donate DNA		Clinic		School		Clinic		School																		Willingness to donate DNA		Clinic		School		Clinic		School

		Yes		52%		47%		57		54																		Yes		59%		34%		54		35

		No		19%		10%		21		12																		No		14%		31%		13		32

		Uncertain		29%		43%		32		50																		Uncertain		26%		34%		24		35

		Total						110		116																		Total						91		102

		Heard of biobank before		Clinic		School		Clinic		School																		Heard of biobank before		Clinic		School		Clinic		School

		Yes		12%		34%		13		4																		Yes		13%		4%		12		4

		No		86%		12%		95		14																		No		82%		92%		75		96

		Uncertain		3%		84%		3		98																		Uncertain		5%		4%		5		4

		Total						111		116																		Total						92		104

																										Chronic medical condition		Clinic		School		Clinic		School

																										Yes		61%		5%		56		5

																										No		35%		94%		32		98

		Chronic medical condition		Clinic		School		Clinic		School																Uncertain		4%		1%		4		1

		Yes		50%		6%		55		7																Total						92		104

		No		42%		93%		47		108

		Uncertain		8%		1%		9		1

		Total						111		116

																												Prescribed medications		Clinic		School		Clinic		School

																												Yes		42%		3%		39		3

																												No		57%		97%		52		101

																												Uncertain		1%		0%		1		0

																												Total						92		104

		Prescribed medications		Clinic		School		Clinic		School

		Yes		43%		7%		48		8

		No		58%		93%		63		108

		Uncertain		0%		0%		0		0

		Total						111		116

																												Important to ask <18 for assent		Clinic		School		Clinic		School

																												Yes		74%		80%		66		79

																												No		9%		12%		8		12

																												Uncertain		17%		8%		15		8

																												Total						89		99

						Important to ask <18 for assent		Clinic		School		Clinic		School

						Yes		77%		83%		84		96

						No		8%		3%		9		4

						Uncertain		15%		13%		16		15

						Total						109		115

																												use sample without re-consent		Clinic		School		Clinic		School

																												Yes		53%		35%		49		36

		use sample without re-consent		Clinic		School		Clinic		School																		No		29%		42%		27		43

		Yes		55%		49%		61		53																		Uncertain		17%		23%		16		23

		No		16%		28%		18		31																		Total						92		102

		Uncertain		28%		23%		31		25

		Total						110		109





		



Clinic

School

% Participant Response

Would you be willing to doante your DNA to the BioBank?



		



Clinic

School

% Participant Responses

Have you ever heard of a biobank before?



		



Clinic

School

% Participant Responses

Do you have any chronic medical condition, for which you see a doctor regularly?



		



Clinic

School

% Participant Response

Are you currently taking any doctor prescribed medications?



		



Clinic

School

% Participant Resonse

If you were less than 18 years old, would it be important to you to be involved in the assent process?



		



Clinic

School

% Participant Response

If the BioBank was unable to re-contact you, would you still want your sample to be used without re-consent?



		



Clinic

School

% Participant Response

Would you be willing to donate your child's DNA to the BioBank?



		



Clinic

School

% Participant Response

Have you ever heard of a biobank before?



		



Clinic

School

% Participant Response

Does your child have any chronic medical condition, for which he/she sees a doctor regularly?



		



Clinic

School

% Participant Response

Is your child currently taking any doctor prescribed medications?



		



Clinic

School

% Participant Response

If your child was less than 18 years old, do you think it would be important to involve them in the assent process?



		



Clinic

School

% Participant Response

If the BioBank was unable to re-contact your child, would you still want your child's sample to be used without re-consent?



		Date		Oncology		Cardiology		Orthopedics				Reasons given

		3-Jun		2								Child had autism, father had language barrier

		4-Jun		2				2				Took survey home but didn't complete; Didn't accept neutrality of data analysis - "I won't give the response that you want, so my survey won't be useful to you"

		5-Jun		2		2

		10-Jun						2				Too overwhelmed by one son's surgery and other son's fracture

		11-Jun				1		2				Language barrier ; Handed surveys back in blank

		18-Jun				2		2				Waiting for ECG, didn't want a survey; Both grandma and patient didn't understand survey

		19-Jun				1						Teen didn't want to do survey, father did

		10-Jul		3

		11-Jul		2

						Total		25
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Age of Assent-Adolescents

What do you think the appropriate age for assent is?
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Chart2

		1		0

		2		0

		3		0

		4		0

		5		0

		6		0.9174311927

		7		0.9174311927

		8		1.8348623853

		9		1.8348623853

		10		7.3394495413

		11		1.8348623853

		12		8.2568807339

		13		12.8440366972

		14		13.7614678899

		15		8.2568807339

		16		19.2660550459

		17		2.752293578

		18		0.9174311927

		None - parental sufficient		19.2660550459
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ADOL lumped

		Willingness to donate

		Extra sample during procedure		Agree		Neutral		Disagree		Subtotals						Extra sample during procedure		Agree		Neutral		Diasgree		Subtotals

		Oncology		21		4		6		31						Schools		57		36		23		116

		Cardiology		19		8		4		31						Percentage		49		31		20		100

		Orthopedics		37		8		4		49

		Percentages		Agree		Neutral		Disagree		Subtotals

		Oncology		67.7419354839		12.9032258065		19.3548387097		100

		Cardiology		61.2903225806		25.8064516129		12.9032258065		100

		Orthopedics		75.5102040816		16.3265306122		8.1632653061		100

		Total clinics		77		20		14		111

		Total Percentage		69		18		13		100

		Extra procedure		Agree		Neutral		Disagree		Subtotals						Extra procedure		Agree		Neutral		Diasgree		Subtotals

		Oncology		11		7		13		31						Schools		37		38		41		116

		Cardiology		10		9		12		31						Percentage		32		33		35		100

		Orthopedics		22		12		15		49

		Percentages		Agree		Neutral		Disagree		Subtotals

		Oncology		35.4838709677		22.5806451613		41.935483871		100

		Cardiology		32.2580645161		29.0322580645		38.7096774194		100

		Orthopedics		44.8979591837		24.4897959184		30.612244898		100

		Total clinics		43		28		40		111

		Total Percentage		39		25		36		100

		Leftover samples		Agree		Neutral		Disagree		Subtotals						Leftover samples		Agree		Neutral		Diasgree		Subtotals

		Oncology		28		1		2		31						Schools		81		25		10		116

		Cardiology		21		7		3		31						Percentage		70		22		9		100

		Orthopedics		40		4		5		49

		Percentages		Agree		Neutral		Disagree		Subtotals

		Oncology		90.3225806452		3.2258064516		6.4516129032		100

		Cardiology		67.7419354839		22.5806451613		9.6774193548		100

		Orthopedics		81.6326530612		8.1632653061		10.2040816327		100

		Total clinics		89		12		10		111

		Total Percentage		80		11		9		100

		% Agreeableness		Leftover samples		Extra sample during medical procedure		Sample from extra procedure

		Oncology		90.3225806452		67.7419354839		35.4838709677

		Cardiology		67.7419354839		61.2903225806		32.2580645161

		Orthopedics		81.6326530612		75.5102040816		44.8979591837

		School adolescents		69.8275862069		49.1379310345		31.8965517241

		Clinic adolescents		80.1801801802		69.3693693694		38.7387387387

		Willingness to donate DNA		Oncology		Cardiology		Orthopedics		Clinic total						Schools

		Yes		20		11		26		57						54

		No		4		8		9		21						12

		Uncertain		7		11		14		32						50

		Subtotals		31		30		49		110						116

		Percentages

		Yes		64.5161290323		36.6666666667		53.0612244898		51.8181818182						46.5517241379

		No		12.9032258065		26.6666666667		18.3673469388		19.0909090909						10.3448275862

		Uncertain		22.5806451613		36.6666666667		28.5714285714		29.0909090909						43.1034482759

		Subtotals		100		100		100		100						100

		Important to ask <18 for assent		Oncology		Cardiology		Orthopedics		Clinic total						Schools

		Yes		26		22		36		84						96

		No		2		4		3		9						4

		Uncertain		3		5		8		16						15

		Subtotals		31		31		47		109						115

		Percentage "yes"		83.8709677419		70.9677419355		76.5957446809		77.0642201835						83.4782608696

		Age for assent		1		2		3		4		5		6		7		8		9		10		11		12		13		14		15		16		17		18		None - parental sufficient

		Oncology		0		0		0		0		0		0		0		0		0		0		0		5		5		4		4		5		2		0		4				29

		Cardiology		0		0		0		0		0		0		0		0		0		2		1		5		4		1		3		5		2		0		6				29

		Orthopedics		0		0		0		0		1		0		0		1		0		4		1		5		8		4		4		8		0		0		8				44

		Clinic total		0		0		0		0		1		0		0		1		0		6		2		15		17		9		11		18		4		0		18				102

		Percentages		0		0		0		0		0.9803921569		0		0		0.9803921569		0		5.8823529412		1.9607843137		14.7058823529		16.6666666667		8.8235294118		10.7843137255		17.6470588235		3.9215686275		0		17.6470588235				100

				0		0		0		0		5		0		0		8		0		60		22		180		221		126		165		288		68		0		11.2058823529				Median = 14.5

																																												Mode = 16

		Age for assent		1		2		3		4		5		6		7		8		9		10		11		12		13		14		15		16		17		18		None - parental sufficient

		Templeton		0		0		0		0		0		0		0		0		1		2		2		2		3		5		0		7		1		0		9

		Prince of Wales		0		0		0		0		0		1		1		1		0		3		0		6		7		4		6		11		2		1		9

		Churchill		0		0		0		0		0		0		0		1		1		3		0		1		4		6		3		3		0		0		3

		School total		0		0		0		0		0		1		1		2		2		8		2		9		14		15		9		21		3		1		21				109

		Percentages		0		0		0		0		0		0.9174311927		0.9174311927		1.8348623853		1.8348623853		7.3394495413		1.8348623853		8.2568807339		12.8440366972		13.7614678899		8.2568807339		19.2660550459		2.752293578		0.9174311927		19.2660550459				100

				0		0		0		0		0		6		7		16		18		80		22		108		182		210		135		336		51		18		10.9082568807				Median = 14.5

																																												Mode = 16

		Importance of re-consent		Very important/Important		Neutral		Little importance/not important								Importance of re-consent		Very important/Important		Neutral		Little importance/not important

		Oncology		16		11		4				31				Schools		62		31		21				114

		Cardiology		17		11		2				30				Percentages		54.3859649123		27.1929824561		18.4210526316				100

		Orthopedics		20		13		12				45

		Clinic total		53		35		18				106

		Percentages		50		33.0188679245		16.9811320755				100

		Use sample without reconsent		Yes		No		Uncertain								Use sample without reconsent		Yes		No		Uncertain

		Clinic total		61		18		31				110				Schools		53		31		25				109

		Percentages		55.4545454545		16.3636363636		28.1818181818				100				Percentages		48.623853211		28.4403669725		22.9357798165				100

		Age groups		Clinics		Percentage										Age groups		Schools		Percentage

		14		28		25										14		3		3

		15		28		25										15		49		42

		16		16		15										16		52		45

		17		20		18										17		9		8

		18		18		16										18		3		3

				110														116		100

		Chronic medical condition		Clinics		Percentage										Chronic med condition		Yes		No		Uncertain

		Yes		55		50										Templeton		2		32		0

		No		47		42										Prince of Wales		3		52		1

		Uncertain		9		8										Churchill		2		24		0

				111												Subtotals		7		108		1

																Percentage		6		93		1
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School adolescents: Importance of re-consent
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Clinic adolescents: Use sample without re-consent?
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School adolescents: Use sample without re-consent?



		Leftover samples		Leftover samples

		Extra sample during medical procedure		Extra sample during medical procedure

		Sample from extra procedure		Sample from extra procedure
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Clinic vs school adolescents: 
willingness to donate samples
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		Willingness to donate

		Extra sample during procedure		Agree		Neutral		Disagree		Subtotals						Extra sample during procedure		Agree		Neutral		Diasgree		Subtotals

		Oncology		16		3		0		19						Schools		48		27		26		101

		Cardiology		22		6		1		29						Percentage		48		27		26		100

		Orthopedics		31		8		3		42

		Percentages		Agree		Neutral		Disagree		Subtotals

		Oncology		84.2105263158		15.7894736842		0		100

		Cardiology		75.8620689655		20.6896551724		3.4482758621		100

		Orthopedics		73.8095238095		19.0476190476		7.1428571429		100

		Total clinics		69		17		4		90

		Total Percentage		77		19		4		100

		Extra procedure		Agree		Neutral		Disagree		Subtotals						Extra procedure		Agree		Neutral		Diasgree		Subtotals

		Oncology		8		5		6		19						Schools		27		26		48		101

		Cardiology		12		8		9		29						Percentage		27		26		48		100

		Orthopedics		21		8		13		42

		Percentages		Agree		Neutral		Disagree		Subtotals

		Oncology		42.1052631579		26.3157894737		31.5789473684		100

		Cardiology		41.3793103448		27.5862068966		31.0344827586		100

		Orthopedics		50		19.0476190476		30.9523809524		100

		Total clinics		41		21		28		90

		Total Percentage		46		23		31		100

		Leftover samples		Agree		Neutral		Disagree		Subtotals						Leftover samples		Agree		Neutral		Diasgree		Subtotals

		Oncology		17		2		0		19						Schools		53		26		22		101

		Cardiology		24		4		1		29						Percentage		52		26		22		100

		Orthopedics		34		5		3		42

		Percentages		Agree		Neutral		Disagree		Subtotals

		Oncology		89.4736842105		10.5263157895		0		100

		Cardiology		82.7586206897		13.7931034483		3.4482758621		100

		Orthopedics		80.9523809524		11.9047619048		7.1428571429		100

		Total clinics		75		11		4		90

		Total Percentage		83		12		4		100

		% Agreeableness		Leftover samples		Extra sample during medical procedure		Sample from extra procedure

		Oncology		89.4736842105		84.2105263158		42.1052631579

		Cardiology		82.7586206897		75.8620689655		41.3793103448

		Orthopedics		80.9523809524		73.8095238095		50

		School parents		52.4752475248		47.5247524752		26.7326732673

		Clinic parents		83.3333333333		76.6666666667		45.5555555556

		Willingness to donate DNA		Oncology		Cardiology		Orthopedics		Clinic total						Schools

		Yes		14		19		21		54						35

		No		0		5		8		13						32

		Uncertain		5		6		13		24						35

		Subtotals		19		30		42		91						102

		Percentages

		Yes		73.6842105263		63.3333333333		50		59.3406593407						34.3137254902

		No		0		16.6666666667		19.0476190476		14.2857142857						31.3725490196

		Uncertain		26.3157894737		20		30.9523809524		26.3736263736						34.3137254902

		Subtotals		100		100		100		100						100

		Important to ask <18 for assent		Oncology		Cardiology		Orthopedics		Clinic total						Schools

		Yes		13		19		34		66						79

		No		3		3		2		8						12

		Uncertain		3		5		7		15						8

		Subtotals		19		27		43		89						99

		Percentage "yes"		68.4210526316		70.3703703704		79.0697674419		74.1573033708						79.797979798

		Perecentage "no"								8.9887640449						12.1212121212

		Age for assent		1		2		3		4		5		6		7		8		9		10		11		12		13		14		15		16		17		18		None - parental sufficient

		Oncology		0		0		0		0		1		0		0		0		0		0		0		4		0		2		0		4		1		0		7				19

		Cardiology		0		0		0		0		0		0		0		0		0		1		0		2		3		3		2		7		0		2		7				27

		Orthopedics		0		0		0		0		1		0		0		0		0		3		2		6		3		5		3		6		2		0		9				40

		Clinic total		0		0		0		0		2		0		0		0		0		4		2		12		6		10		5		17		3		2		23				86

		Percentages		0		0		0		0		2.3255813953		0		0		0		0		4.6511627907		2.3255813953		13.9534883721		6.976744186		11.6279069767		5.8139534884		19.7674418605		3.488372093		2.3255813953		26.7441860465				100

				0		0		0		0		10		0		0		0		0		40		22		144		78		140		75		272		51		36		10.0930232558				Median = 16

																																												Mode = 16

		Age for assent		1		2		3		4		5		6		7		8		9		10		11		12		13		14		15		16		17		18		None - parental sufficient

		Templeton		0		0		0		0		0		0		0		1		0		2		0		1		0		1		2		1		4		2		7

		Prince of Wales		0		0		0		0		1		0		0		1		0		1		1		3		2		5		7		10		3		3		20

		Churchill		0		0		0		0		1		0		0		0		0		4		0		1		0		3		0		2		1		1		5

		School total		0		0		0		0		2		0		0		2		0		7		1		5		2		9		9		13		8		6		32				96

		Percentages		0		0		0		0		2.0833333333		0		0		2.0833333333		0		7.2916666667		1.0416666667		5.2083333333		2.0833333333		9.375		9.375		13.5416666667		8.3333333333		6.25		33.3333333333				100

				0		0		0		0		10		0		0		16		0		70		11		60		26		126		135		208		136		108		9.4375				Median = 16

																																												Mode = 16

		Importance of re-consent		Very important/Important		Neutral		Little importance/not important								Importance of re-consent		Very important/Important		Neutral		Little importance/not important

		Oncology		12		3		4				19				Schools		64		21		16				101

		Cardiology		16		10		3				29				Percentages		63.3663366337		20.7920792079		15.8415841584				100

		Orthopedics		30		5		8				43

		Clinic total		58		18		15				91

		Percentages		63.7362637363		19.7802197802		16.4835164835				100

		Use sample without reconsent		Yes		No		Uncertain								Use sample without reconsent		Yes		No		Uncertain

		Clinic total		49		27		16				92				Schools		36		43		23				102

		Percentages		53.2608695652		29.347826087		17.3913043478				100				Percentages		35.2941176471		42.1568627451		22.5490196078				100





		



Leftover samples

Extra sample during procedure

Extra procedure

Responses (%)

Oncology: Willingness to donate



		



Leftover samples

Extra sample during procedure

Extra procedure

Responses (%)

Cardiology: Willingness to donate



		



Leftover samples

Extra sample during procedure

Extra procedure

Responses (%)

Orthopedics: Willingness to donate



		



Leftover samples

Extra sample during procedure

Extra procedure

Responses (%)

All clinics: Willingness to donate



		



Leftover samples

Extra sample during procedure

Extra procedure

Responses (%)

School parents: Willingness to donate



		



Oncology

Cardiology

Orthopedics

School parents

% Partcipants who would agree to donate

Clinics vs schools: willingness to donate samples



		



Clinic parents

School parents

% Participants who would agree to donate

Clinic vs school parents: willingness to donate samples



		



Willingness to donate DNA

Clinic parents: Willingness to donate DNA



		



Willingness to donate DNA

School parents: Willingness to donate DNA



		



Clinics

Schools

Age for assent

Responses (%)

Clinic vs school parents: Appropriate age for assent



		



Clinic parents: Importance 
of re-consent



		



School parents: Importance 
of re-consent



		



School parents: Use sample
without re-consent



		



Clinic parents: Use sample
without re-consent



		



Clinic parents

School parents

% Participants who would agree to donate

Clinic vs school parents: 
Willingness to donate samples



		Leftover samples		Leftover samples

		Extra sample during medical procedure		Extra sample during medical procedure

		Sample from extra procedure		Sample from extra procedure



Clinic parents

School parents

Type of sample

% Participants who would agree to donate



		Leftover samples		Leftover samples

		Extra sample during medical procedure		Extra sample during medical procedure

		Sample from extra procedure		Sample from extra procedure



Clinic adolescents

School adolescents

% Participants who would agree to donate

Leftover samples

Leftover samples

Extra sample during medical procedure

Extra sample during medical procedure

Sample from extra procedure

Sample from extra procedure

80.1801801802

69.8275862069

69.3693693694

49.1379310345

38.7387387387

31.8965517241

Figure 1. Adolescent willingness to donate samples

Figure 2. Parental willingness for their child to donate samples

Clinic parents

School parents

% Participants who would agree to donate

Leftover samples

Leftover samples

Extra sample during medical procedure

Extra sample during medical procedure

Sample from extra procedure

Sample from extra procedure

Clinic adolescents

School adolescents

Type of sample

% Participants who would agree to donate

80.1801801802

69.8275862069

69.3693693694

49.1379310345

38.7387387387

31.8965517241



		Leftover samples		Leftover samples

		Extra sample during medical procedure		Extra sample during medical procedure

		Sample from extra procedure		Sample from extra procedure



Clinic parents

School parents

% Participants who would agree to donate

B



		

				ONCOLOGY				CARDIOLOGY				ORTHOPEDICS				SCHOOLS

		Total # surveys

		Adolescents		31				31				49				116

		Parents		19				30				43				104

		Age group of child

		14		0				8				17				2

		15		6				10				10				41

		16		1				2				9				49

		17		7				4				4				8

		18		5				6				3				2

		Gender

		M		10				20				18

		F		9				10				25

		PARENT

		Heard of biobank before

		Yes		6				4				2

		No		12				26				37

		Uncertain		1				0				4

		Check sum:		19				30				43

		Chronic medical condition

		Yes		15				19				22

		No		4				9				19

		Uncertain		0				2				2

		Check sum:		19				30				43

		Prescribed medications

		Yes		17				15				7

		No		2				14				36

		Uncertain		0				1				0

		Check sum:		19				30				43

		Willingness to donate various samples														Willingness to donate		Strongly agree		Agree		Neutral		Disagree		Strongly disagree				Sum

		Extra sample during procedure														Extra sample during procedure		1		2		3		4		5

		Strongly agree		42.1052631579				55.1724137931				50				Oncology		8		8		3		0		0				19

		Agree		42.1052631579				20.6896551724				23.8095238095				Cardiology		16		6		6		0		1				29

		Neutral		15.7894736842				20.6896551724				19.0476190476				Orthopedics		21		10		8		1		2				42

		Disagree		0				0				2.380952381				Subtotals		45		24		17		1		3				90

		Strongly disagree		0				3.4482758621				4.7619047619				Percentage		50		26.6666666667		18.8888888889		1.1111111111		3.3333333333				100

		Check sum:		100				100				100

																														Sum

		Extra procedure (response %)														Extra procedure		1		2		3		4		5

		Strongly agree		15.7894736842				17.2413793103				28.5714285714				Oncology		3		5		5		4		2				19

		Agree		26.3157894737				24.1379310345				21.4285714286				Cardiology		5		7		8		3		6				29

		Neutral		26.3157894737				27.5862068966				19.0476190476				Orthopedics		12		9		8		6		7				42

		Disagree		21.0526315789				10.3448275862				14.2857142857				Subtotals		20		21		21		13		15				90

		Strongly disagree		10.5263157895				20.6896551724				16.6666666667				Percentage		22.2222222222		23.3333333333		23.3333333333		14.4444444444		16.6666666667				100

		Check sum:		100				100				100

																														Sum

		Leftover samples (response %)														Leftover samples		1		2		3		4		5

		Strongly agree		63.1578947368				51.724137931				61.9047619048				Oncology		12		5		2		0		0				19

		Agree		26.3157894737				31.0344827586				19.0476190476				Cardiology		15		9		4		1		0				29

		Neutral		10.5263157895				13.7931034483				11.9047619048				Orthopedics		26		8		5		1		2				42

		Disagree		0				3.4482758621				2.380952381				Subtotals		53		22		11		2		2				90

		Strongly disagree		0				0				4.7619047619				Percentage		58.8888888889		24.4444444444		12.2222222222		2.2222222222		2.2222222222				100

		Check sum:		100				100				100

		Willingness to donate DNA

		Yes		14				19				21				35

		No		0				5				8				32

		Uncertain		5				6				13				35

		Check sum:		19				30				42				102

																																		CHART BELOW IS NOT LINKED. Must re-paste values if updated

																																		Age for assent		1		2		3		4		5		6		7		8		9		10		11		12		13		14		15		16		17		18		None - parental sufficient				sum

																																		Templeton		0		0		0		0		0		0		0		1		0		2		0		1		0		1		2		1		4		2		7				21

		Important to ask <18 for assent																																POW		0		0		0		0		1		0		0		1		0		1		1		3		2		5		7		10		3		3		20				57

		Yes		13				19				34				79																		Churchill		0		0		0		0		1		0		0		0		0		4		0		1		0		3		0		2		1		1		5				18

		No		3				3				2				12																		Sum		0		0		0		0		2		0		0		2		0		7		1		5		2		9		9		13		8		6		32				96

		Uncertain		3				5				7				8																		Response %		0		0		0		0		2.0833333333		0		0		2.0833333333		0		7.2916666667		1.0416666667		5.2083333333		2.0833333333		9.375		9.375		13.5416666667		8.3333333333		6.25		33.3333333333				100

		Check sum:		19				27				43				99

		Age to ask child for assent

		Importance of re-consent (Response %)														Importance of re-consent		Very important		Important		Neutral		Of little importance		Not at all important				Sum				Importance of re-consent		Very important		Important		Neutral		Of little importance		Not at all important				Sum

		Very important		36.8421052632				34.4827586207				39.5348837209				Oncology		7		5		3		2		2				19				Templeton		9		8		2		3		1				23

		Important		26.3157894737				20.6896551724				30.2325581395				Cardiology		10		6		10		1		2				29				POW		23		13		13		6		4				59

		Neutral		15.7894736842				34.4827586207				11.6279069767				Orthopedics		17		13		5		4		4				43				Churchill		9		2		6		1		1				19

		Of little importance		10.5263157895				3.4482758621				9.3023255814																						Sum		41		23		21		10		6				101

		Not at all important		10.5263157895				6.8965517241				9.3023255814																						Response %		40.5940594059		22.7722772277		20.7920792079		9.900990099		5.9405940594				100

		Check sum:		100				100				100

		Can we still use your sample if unable to reconsent?

		Yes		10				15				24				36

		No		5				8				14				43

		Uncertain		4				7				5				23

		Check sum:		19				30				43				102





		



Age group of child

Oncology: Age groups



		



Age group of child

Cardiology: Age groups



		



Age group of child

Orthopedics: Age groups



		



Oncology: Gender



		



Cardiology: Gender



		



Orthopedics: Gender



		



Oncology: Heard of BioBank before



		



Cardiology: Heard of BioBank before



		



Orthopedics: Heard of BioBank before



		



Oncology: Chronic med cond



		



Cardiology: Chronic med cond



		



Orthopedics: Chronic med cond



		



Cardiology: Taking Rx



		



Orthopedics: Taking Rx



		



Leftover samples

Extra sample during procedure

Extra procedure

Responses (%)

Oncology: Willingess to donate



		



Leftover samples

Extra sample during procedure

Extra procedure

Responses (%)

Cardiology: Willingess to donate



		



Leftover samples

Extra sample during procedure

Extra procedure

Responses (%)

Orthopedics: Willingess to donate



		



Oncology: Willing to donate DNA



		



Cardiology: Willing to donate DNA



		



Orthopedics: Willing to donate DNA



		



Oncology: Importance of assent



		



Cardiology: Importance of assent



		



Orthopedics: Importance of assent



		1

		2

		3

		4

		5

		6

		7

		8

		9

		10

		11

		12

		13

		14

		15

		16

		17

		18

		None - parental sufficient



Age

Responses (%)

Oncology: Appropriate age for assent

0

0

0

0

5.2631578947

0

0

0

0

0

0

21.0526315789

0

10.5263157895

0

21.0526315789

5.2631578947

0

36.8421052632



		1

		2

		3

		4

		5

		6

		7

		8

		9

		10

		11

		12

		13

		14

		15

		16

		17

		18

		None - parental sufficient



Responses (%)

Cardiology: Appropriate age for assent

0

0

0

0

0

0

0

0

0

3.7037037037

0

7.4074074074

11.1111111111

11.1111111111

7.4074074074

25.9259259259

0

7.4074074074

25.9259259259



		1

		2

		3

		4

		5

		6

		7

		8

		9

		10

		11

		12

		13

		14

		15

		16

		17

		18

		None - parental sufficient



Responses (%)

Orthopedics: Appropriate age for assent

0

0

0

0

2.5

0

0

0

0

7.5

5

15

7.5

12.5

7.5

15

5

0

22.5



		



Responses (%)

Oncology: Importance of reconsent



		



Responses (%)

Cardiology: Importance of reconsent



		



Responses (%)

Orthopedics: Importance of reconsent



		



Oncology: Use of sample without reconsent



		



Cardiology: Use of sample without reconsent



		



Orthopedics: Use of sample without reconsent



		



Schools: Importance of assent



		



Schools: Use of sample without reconsent



		



Schools: Age groups



		



Oncology: Taking Rx



		M

		F



Gender

School parent: gender

47

54



		Yes

		No

		Uncertain



Heard of a BioBank before

School parent: Heard of a BioBank before

4

96

4



		Yes

		No

		Uncertain



Heard of a BioBank before

School parent: Chronic medical condition

5

98

1



		Yes

		No

		Uncertain



Heard of a BioBank before

School parent: Rx

3

101

0



		Strongly agree		Strongly agree		Strongly agree

		Agree		Agree		Agree

		Neutral		Neutral		Neutral

		Disagree		Disagree		Disagree

		Strongly disagree		Strongly disagree		Strongly disagree



Responses (%)

School parent: Willingness to donate

22.7722772277

13.8613861386

5.9405940594

29.702970297

33.6633663366

20.7920792079

25.7425742574

26.7326732673

25.7425742574

6.9306930693

9.900990099

23.7623762376

14.8514851485

15.8415841584

23.7623762376



		Yes

		No

		Uncertain



Heard of a BioBank before

School parent: Willing to donate DNA

35

32

35



		1

		2

		3

		4

		5

		6

		7

		8

		9

		10

		11

		12

		13

		14

		15

		16

		17

		18

		None - parental sufficient



Parent

Response (%)

Appropriate age for assent

0

0

0

0

2.0833333333

0

0

2.0833333333

0

7.2916666667

1.0416666667

5.2083333333

2.0833333333

9.375

9.375

13.5416666667

8.3333333333

6.25

33.3333333333



		



Responses (%)

School parent: Importance of reconsent



		

		CLINICS - ADOLESCENTS																SCHOOLS - ADOLESCENTS																SCHOOLS - PARENTS

		Age		14		15		16		17		18						Age		14		15		16		17		18						Child's age		14		15		16		17		18

		Oncology		3		7		5		8		7						Templeton		3		13		12		3		3						Templeton		2		10		8		0		2

		Cardiology		6		11		1		6		7						Prince of Wales		0		23		27		6		0						Prince of Wales		0		23		30		8		0

		Orthopedics		19		10		10		6		4						Churchill		0		13		13		0		0						Churchill		0		8		11		0		0

		Subtotals		28		28		16		20		18

																		Subtotals		3		49		52		9		3						Subtotals		2		41		49		8		2

		Gender		M		F												Gender		M		F												Child's gender		M		F

		Oncology		16		14												Templeton		15		18												Templeton		9		13

		Cardiology		19		12												Prince of Wales		28		28												Prince of Wales		31		29

		Orthopedics		19		30												Churchill		10		16												Churchill		7		12

		Subtotals		54		56

				49.0909090909		50.9090909091												Subtotals		53		62												Subtotals		47		54

		Heard of a BioBank before		Yes		No		Uncertain												46.0869565217		53.9130434783														46.5346534653		53.4653465347

		Oncology		8		22		1										Heard of a BioBank before		Yes		No		Uncertain										Heard of a BioBank before		Yes		No		Uncertain

		Cardiology		1		30		0										Templeton		2		27		5										Templeton		1		22		0

		Orthopedics		4		43		2										Prince of Wales		1		50		5										Prince of Wales		2		56		4

		Subtotals		13		95		3										Churchill		1		21		4										Churchill		1		18		0

		Chronic med condition		Yes		No		Uncertain										Subtotals		4		98		14										Subtotals		4		96		4

		Oncology		22		8		1												3.4482758621		84.4827586207		12.0689655172												3.8461538462		92.3076923077		3.8461538462

		Cardiology		12		15		4										Chronic med condition		Yes		No		Uncertain										Chronic med condition		Yes		No		Uncertain

		Orthopedics		21		24		4										Templeton		2		32		0										Templeton		1		22		0

		Subtotals		55		47		9										Prince of Wales		3		52		1										Prince of Wales		3		58		1

																		Churchill		2		24		0										Churchill		1		18		0

		Rx		Yes		No		Uncertain										Subtotals		7		108		1		116

		Oncology		27		4		0										Percentage		6.0344827586		93.1034482759		0.8620689655										Subtotals		5		98		1

		Cardiology		12		19		0

		Orthopedics		9		40		0										Rx		Yes		No		Uncertain										Rx		Yes		No		Uncertain

		Subtotals		48		63		0										Templeton		4		30		0										Templeton		1		22		0

				43		57												Prince of Wales		3		53		0										Prince of Wales		2		60		0

																		Churchill		1		25		0										Churchill		0		19		0

																		Subtotals		8		108		0										Subtotals		3		101		0

																				7		93

		Willingness to donate		Strongly agree		Agree		Neutral		Disagree		Strongly disagree						Willingness to donate		Strongly agree		Agree		Neutral		Disagree		Strongly disagree						Willingness to donate		Strongly agree		Agree		Neutral		Disagree		Strongly disagree

		Extra sample during procedure		1		2		3		4		5						Extra sample during procedure		1		2		3		4		5						Extra sample during procedure		1		2		3		4		5

		Oncology		12		9		4		5		1						Templeton		8		8		12		6		0						Templeton		6		10		3		3		1

		Cardiology		12		7		8		2		2						Prince of Wales		5		21		19		4		7						Prince of Wales		6		18		20		6		10

		Orthopedics		21		16		8		2		2						Churchill		9		6		5		4		2						Churchill		2		6		4		1		5

		Subtotals		45		32		20		9		5		111				Subtotals		22		35		36		14		9		116				Subtotals		14		34		27		10		16		101

		Percentage		40.5405405405		28.8288288288		18.018018018		8.1081081081		4.5045045045						Percentage		18.9655172414		30.1724137931		31.0344827586		12.0689655172		7.7586206897		100				Percentage		13.8613861386		33.6633663366		26.7326732673		9.900990099		15.8415841584		100

		Extra procedure		1		2		3		4		5						Extra procedure		1		2		3		4		5						Extra procedure		1		2		3		4		5

		Oncology		5		6		7		9		4						Templeton		3		10		12		5		4						Templeton		1		6		5		8		3

		Cardiology		6		4		9		6		6						Prince of Wales		1		18		19		9		9						Prince of Wales		4		12		18		12		14

		Orthopedics		8		14		12		9		6						Churchill		1		4		7		11		3						Churchill		1		3		3		4		7

		Subtotals		19		24		28		24		16		111				Subtotals		5		32		38		25		16		116				Subtotals		6		21		26		24		24		101

		Percentage		17.1171171171		21.6216216216		25.2252252252		21.6216216216		14.4144144144						Percentage		4.3103448276		27.5862068966		32.7586206897		21.5517241379		13.7931034483		100				Percentage		5.9405940594		20.7920792079		25.7425742574		23.7623762376		23.7623762376		100

		Leftover samples		1		2		3		4		5						Leftover samples		1		2		3		4		5						Leftover samples		1		2		3		4		5

		Oncology		21		7		1		1		1						Templeton		14		8		11		0		1						Templeton		6		10		3		2		2

		Cardiology		15		6		7		2		1						Prince of Wales		16		22		10		4		4						Prince of Wales		12		15		19		5		9

		Orthopedics		33		7		4		2		3						Churchill		15		6		4		0		1						Churchill		5		5		4		0		4

		Subtotals		69		20		12		5		5		111				Subtotals		45		36		25		4		6		116				Subtotals		23		30		26		7		15		101

		Percentage		62.1621621622		18.018018018		10.8108108108		4.5045045045		4.5045045045						Percentage		38.7931034483		31.0344827586		21.5517241379		3.4482758621		5.1724137931		100				Percentage		22.7722772277		29.702970297		25.7425742574		6.9306930693		14.8514851485		100

																		Donate DNA		Yes		No		Uncertain										Donate DNA		Yes		No		Uncertain

																		Templeton		17		2		15										Templeton		11		5		7

																		Prince of Wales		24		7		25										Prince of Wales		17		22		22

																		Churchill		13		3		10										Churchill		7		5		6

																		Subtotals		54		12		50										Subtotals		35		32		35

																		Importance of assent		Yes		No		Uncertain										Importance of assent		Yes		No		Uncertain

																		Templeton		31		0		3										Templeton		18		2		3

																		Prince of Wales		41		3		11										Prince of Wales		45		8		4

																		Churchill		24		1		1										Churchill		16		2		1

																		Subtotals		96		4		15										Subtotals		79		12		8

						Age for assent				1		2		3		4		5		6		7		8		9		10		11		12		13		14		15		16		17		18		None - parental sufficient

						Templeton				0		0		0		0		0		0		0		0		1		2		2		2		3		5		0		7		1		0		9				32

						Prince of Wales				0		0		0		0		0		1		1		1		0		3		0		6		7		4		6		11		2		1		9				52

						Churchill				0		0		0		0		0		0		0		1		1		3		0		1		4		6		3		3		0		0		3				25

						Subtotals				0		0		0		0		0		1		1		2		2		8		2		9		14		15		9		21		3		1		21				109

						Response %				0		0		0		0		0		0.9174311927		0.9174311927		1.8348623853		1.8348623853		7.3394495413		1.8348623853		8.2568807339		12.8440366972		13.7614678899		8.2568807339		19.2660550459		2.752293578		0.9174311927		19.2660550459				100

						Age for assent				1		2		3		4		5		6		7		8		9		10		11		12		13		14		15		16		17		18		None - parental sufficient

						Templeton				0		0		0		0		0		0		0		1		0		2		0		1		0		1		2		1		4		2		7				21

						Prince of Wales				0		0		0		0		1		0		0		1		0		1		1		3		2		5		7		10		3		3		20				57

						Churchill				0		0		0		0		1		0		0		0		0		4		0		1		0		3		0		2		1		1		5				18

						Subtotals				0		0		0		0		2		0		0		2		0		7		1		5		2		9		9		13		8		6		32				96

						Response %				0		0		0		0		2.0833333333		0		0		2.0833333333		0		7.2916666667		1.0416666667		5.2083333333		2.0833333333		9.375		9.375		13.5416666667		8.3333333333		6.25		33.3333333333				100

																Importance of re-consent				Very important (1)		Important (2)		Neutral (3)		Of little importance (4)		Not at all important (5)		Sum				Importance of re-consent				Very important (1)		Important (2)		Neutral (3)		Of little importance (4)		Not at all important (5)		Sum

																Templeton				5		10		13		5		1		34				Templeton				9		8		2		3		1		23

																Prince of Wales				13		19		15		5		4		56				Prince of Wales				23		13		13		6		4		59

																Churchill				7		8		3		6		0		24				Churchill				9		2		6		1		1		19

																Subtotals				25		37		31		16		5		114				Subtotals				41		23		21		10		6		101

																Response %				21.9298245614		32.4561403509		27.1929824561		14.0350877193		4.3859649123		100				Response %				40.5940594059		22.7722772277		20.7920792079		9.900990099		5.9405940594		100

																		Use sample without re-consent				Yes		No		Uncertain		Sum						Use sample without re-consent				Yes		No		Uncertain		Sum

																		Templeton				19		7		8		34						Templeton				8		7		8		23

																		Prince of Wales				25		17		14		56						Prince of Wales				19		29		12		60

																		Churchill				16		4		6		26						Churchill				9		7		3		19

																		Subtotals				60		28		28		116						Subtotals				36		43		23		102





		



Clinic: Age groups



		



Student: Age groups



		



Gender

Gender

Clinic: gender
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Student: gender



		



Heard of a BioBank before

Clinic: Chronic medical condition



		



Heard of a BioBank before

Student: Chronic medical condition



		



Heard of a BioBank before

Clinic: Rx



		



Heard of a BioBank before

Student: Rx



		



Heard of a BioBank before

Clinic: Heard of a BioBank before



		



Heard of a BioBank before

Student: Heard of a BioBank before



		



Leftover samples

Extra sample during procedure

Extra procedure

Responses (%)

Clinics: Willingness to donate



		



Leftover samples

Extra sample during procedure

Extra procedure

Responses (%)

Student: Willingness to donate



		



School parent: Age groups



		



Gender

School parent: gender



		



Heard of a BioBank before

School parent: Heard of a BioBank before



		



Heard of a BioBank before

School parent: Chronic medical condition



		



Heard of a BioBank before

School parent: Rx



		



Responses (%)

School parent: Willingness to donate



		



Heard of a BioBank before

Student: Donate DNA



		



Heard of a BioBank before

School parent: Donate DNA



		



Heard of a BioBank before

Student: Importance of assent



		



Heard of a BioBank before

School parent: Importance of assent



		



Student

Parent

Response (%)

Appropriate age for assent



		



Student

Parent

Response (%)

Importance of re-consent



		



Heard of a BioBank before

Student: Importance of assent



		



Heard of a BioBank before

School parent: Importance of assent



		

				ONCOLOGY				CARDIOLOGY				ORTHOPEDICS				SCHOOLS

		Total # surveys

		Adolescents		31				31				49				116

		Parents		19				30				43				104

		Age groups

		14		3				6				19		28		3

		15		7				11				10		28		49

		16		5				1				10		16		52

		17		8				6				6		20		9

		18		7				7				4		18		3

		Gender

		M		16				19				19

		F		14				12				30

		ADOLESCENT

		Heard of biobank before

		Yes		8				1				4		13

		No		22				30				43		95

		Uncertain		1				0				2		3

		Check sum:		31				31				49		111

		Chronic medical condition

		Yes		22				12				21		55

		No		8				15				24		47

		Uncertain		1				4				4		9

		Check sum:		31				31				49		111

		Prescribed medications

		Yes		27				12				9		48

		No		4				19				40		63

		Uncertain		0				0				0		0

		Check sum:		31				31				49		111

		Willingness to donate various samples														Willingness to donate		Strongly agree		Agree		Neutral		Disagree		Strongly disagree				Sum

		Extra sample during procedure														Extra sample during procedure		1		2		3		4		5

		Strongly agree		38.7096774194				38.7096774194				42.8571428571				Oncology		12		9		4		5		1				31

		Agree		29.0322580645				22.5806451613				32.6530612245				Cardiology		12		7		8		2		2				31

		Neutral		12.9032258065				25.8064516129				16.3265306122				Orthopedics		21		16		8		2		2				49

		Disagree		16.1290322581				6.4516129032				4.0816326531				Subtotals		45		32		20		9		5				111		111

		Strongly disagree		3.2258064516				6.4516129032				4.0816326531				Percentage		40.5405405405		28.8288288288		18.018018018		8.1081081081		4.5045045045

		Check sum:		100				100				100

		Extra procedure (response %)														Extra procedure		1		2		3		4		5

		Strongly agree		16.1290322581				19.3548387097				16.3265306122				Oncology		5		6		7		9		4

		Agree		19.3548387097				12.9032258065				28.5714285714				Cardiology		6		4		9		6		6

		Neutral		22.5806451613				29.0322580645				24.4897959184				Orthopedics		8		14		12		9		6

		Disagree		29.0322580645				19.3548387097				18.3673469388				Subtotals		19		24		28		24		16

		Strongly disagree		12.9032258065				19.3548387097				12.2448979592				Percentage		17.1171171171		21.6216216216		25.2252252252		21.6216216216		14.4144144144

		Check sum:		100				100				100

		Leftover samples (response %)														Leftover samples		1		2		3		4		5

		Strongly agree		67.7419354839				48.3870967742				67.3469387755				Oncology		21		7		1		1		1

		Agree		22.5806451613				19.3548387097				14.2857142857				Cardiology		15		6		7		2		1

		Neutral		3.2258064516				22.5806451613				8.1632653061				Orthopedics		33		7		4		2		3

		Disagree		3.2258064516				6.4516129032				4.0816326531				Subtotals		69		20		12		5		5

		Strongly disagree		3.2258064516				3.2258064516				6.1224489796				Percentage		62.1621621622		18.018018018		10.8108108108		4.5045045045		4.5045045045

		Check sum:		100				100				100

		Willingness to donate DNA

		Yes		20				11				26				54

		No		4				8				9				12

		Uncertain		7				11				14				50

		Check sum:		31				30				49				116

																																		Age for assent		1		2		3		4		5		6		7		8		9		10		11		12		13		14		15		16		17		18		None - parental sufficient				sum

																																		Templeton		0		0		0		0		0		0		0		0		0		1		2		2		2		3		5		0		7		1		0		9		32

		Important to ask <18 for assent																																POW		0		0		0		0		0		0		1		1		1		0		3		0		6		7		4		6		11		2		1		9		52

		Yes		26				22				36				96																		Churchill		0		0		0		0		0		0		0		0		1		1		3		0		1		4		6		3		3		0		0		3		25

		No		2				4				3				4																		Sum		0		0		0		0		0		0		1		1		2		2		8		2		9		14		15		9		21		3		1		21		109

		Uncertain		3				5				8				15																		Response %		0		0		0		0		0		0		0.9174311927		0.9174311927		1.8348623853		1.8348623853		7.3394495413		1.8348623853		8.2568807339		12.8440366972		13.7614678899		8.2568807339		19.2660550459		2.752293578		0.9174311927		19.2660550459		100

		Check sum:		31				31				47				115

																																																																														0

																																																																														32

																																																																														52

																																																																														25

																																																																														109

																																																																														100

		Age to ask child for assent

		Importance of re-consent (Response %)														Importance of re-consent		Very important		Important		Neutral		Of little importance		Not at all important				Sum				Importance of re-consent		Very important		Important		Neutral		Of little importance		Not at all important				Sum

		Very important		25.8064516129				20				22.2222222222				Oncology		8		8		11		1		3				31				Templeton		5		10		13		5		1				34

		Important		25.8064516129				36.6666666667				22.2222222222				Cardiology		6		11		11		1		1				30				POW		13		19		15		5		4				56

		Neutral		35.4838709677				36.6666666667				28.8888888889				Orthopedics		10		10		13		9		3				45				Churchill		7		8		3		6		0				24

		Of little importance		3.2258064516				3.3333333333				20																						Sum		25		37		31		16		5				114

		Not at all important		9.6774193548				3.3333333333				6.6666666667																						Response %		21.9298245614		32.4561403509		27.1929824561		14.0350877193		4.3859649123				100

		Check sum:		100				100				100

		Can we still use your sample if unable to reconsent?

		Yes		18				15				28				53

		No		2				7				9				31

		Uncertain		11				9				11				25

		Check sum:		31				31				48				109





		



Age groups

Oncology: Age groups



		



Age groups

Cardiology: Age groups



		



Age groups

Orthopedics: Age groups



		



Oncology: Gender



		



Cardiology: Gender



		



Orthopedics: Gender



		



Oncology: Heard of BioBank before



		



Cardiology: Heard of BioBank before



		



Orthopedics: Heard of BioBank before



		



Oncology: Chronic med cond



		



Cardiology: Chronic med cond



		



Orthopedics: Chronic med cond



		



Cardiology: Taking Rx



		



Orthopedics: Taking Rx



		



Leftover samples

Extra sample during procedure

Extra procedure

Responses (%)

Oncology: Willingess to donate



		



Leftover samples

Extra sample during procedure

Extra procedure

Responses (%)

Cardiology: Willingess to donate



		



Leftover samples

Extra sample during procedure

Extra procedure

Responses (%)

Orthopedics: Willingess to donate



		



Oncology: Willing to donate DNA



		



Cardiology: Willing to donate DNA



		



Orthopedics: Willing to donate DNA



		



Oncology: Importance of assent



		



Cardiology: Importance of assent



		



Orthopedics: Importance of assent



		1

		2

		3

		4

		5

		6

		7

		8

		9

		10

		11

		12

		13

		14

		15

		16

		17

		18

		None - parental sufficient



Age

Responses (%)

Oncology: Appropriate age for assent

0

0

0

0

0

0

0

0

0

0

0

17.2413793103

17.2413793103

13.7931034483

13.7931034483

17.2413793103

6.8965517241

0

13.7931034483



		1

		2

		3

		4

		5

		6

		7

		8

		9

		10

		11

		12

		13

		14

		15

		16

		17

		18

		None - parental sufficient



Responses (%)

Cardiology: Appropriate age for assent

0

0

0

0

0

0

0

0

0

6.8965517241

3.4482758621

17.2413793103

13.7931034483

3.4482758621

10.3448275862

17.2413793103

6.8965517241

0

20.6896551724



		1

		2

		3

		4

		5

		6

		7

		8

		9

		10

		11

		12

		13

		14

		15

		16

		17

		18

		None - parental sufficient



Responses (%)

Orthopedics: Appropriate age for assent

0

0

0

0

2.2727272727

0

0

2.2727272727

0

9.0909090909

2.2727272727

11.3636363636

18.1818181818

9.0909090909

9.0909090909

18.1818181818

0

0

18.1818181818



		



Responses (%)

Oncology: Importance of reconsent



		



Responses (%)

Cardiology: Importance of reconsent



		



Responses (%)

Orthopedics: Importance of reconsent



		



Oncology: Use of sample without reconsent



		



Cardiology: Use of sample without reconsent



		



Orthopedics: Use of sample without reconsent



		M

		F



Gender

Schools: gender

53

62



		Yes

		No

		Uncertain



Heard of a BioBank before

Schools: Heard of a BioBank before

4

98

14



		Yes

		No

		Uncertain



Heard of a BioBank before

School: Chronic medical condition

7

108

1



		Yes

		No

		Uncertain



Heard of a BioBank before

School: Rx

8

108

0



		Strongly agree		Strongly agree		Strongly agree

		Agree		Agree		Agree

		Neutral		Neutral		Neutral

		Disagree		Disagree		Disagree

		Strongly disagree		Strongly disagree		Strongly disagree



Leftover samples

Extra sample during procedure

Extra procedure

Responses (%)

Schools: Willingness to donate

38.7931034483

18.9655172414

4.3103448276

31.0344827586

30.1724137931

27.5862068966

21.5517241379

31.0344827586

32.7586206897

3.4482758621

12.0689655172

21.5517241379

5.1724137931

7.7586206897

13.7931034483



		



Schools: Willing to donate DNA



		



Schools: Importance of assent



		



Schools: Use of sample without reconsent



		



Responses (%)

Schools: Importance of reconsent



		



Schools: Age groups



		



Oncology: Taking Rx



		1

		2

		3

		4

		5

		6

		7

		8

		9

		10

		11

		12

		13

		14

		15

		16

		17

		18

		None - parental sufficient



Student

Response (%)

Appropriate age for assent

0

0

0

0

0

0.9174311927

0.9174311927

1.8348623853

1.8348623853

7.3394495413

1.8348623853

8.2568807339

12.8440366972

13.7614678899

8.2568807339

19.2660550459

2.752293578

0.9174311927

19.2660550459



		

		Clinic counts		Adolescents		Parents		Total

		Oncology		31		19		50

		Cardiology		31		30		61

		Orthopedics		49		43		92

				111		92		203

		School counts		Adolescents		Parents		Total

		Templeton		34		23		57

		Prince of Wales		56		62		118

		Churchill		26		19		45

				116		104		220

		TOTAL number of surveys =		423

				423





		ONCOLOGY

		ADOLESCENT SURVEYS		5001		5002		5003		5004		5005		5006		5007		5008		5009		5010		5011		5012		5013		5014		5015		5016		5017		5018		5019		5020		5021		5022		5023		5024		5025		5026		5027		5028		5029		5030		5031		5032		5033		5034		5035		5036		5037		5038		5039		5040		5041		5042		5043		5044		5045		5046

		Identifying information

		Age				15		16		18		17		17		14		18		15						18		16		18				14		17		n/a				17		18		17		16		15		17		17		16		14				17		15		18		15		15		15		18				16

		Gender				M		M		M		M		M		M		M		F						M		M		M				F		F		n/a				F		F		F		F		F		M		M		M		M				F		F		F		F		M		F		M				F

		First 3 digits of postal code				V2Z		V6K		V5N		V1H		V3E		V5X		V4M		V6V						V3C		V3W		V3G				V7A		V4A		n/a				V4R		V4L		V2V		V3A		V5P		V9Z		V2N		V3V		V4C				V4E		V3S		V5G		V2R		V5V		V7M		V3V				V5H

		Where are you doing this survey?				Oncology		Oncology		Oncology		Oncology		Oncology		Oncology		Oncology		Oncology						Oncology		Oncology		Oncology				Oncology		Oncology		Oncology				Oncology		Oncology		Oncology		Oncology		Oncology		Oncology		Oncology		Oncology		Oncology				Oncology		Oncology		Oncology		Oncology		Oncology		Oncology		Oncology				Oncology

		Before this survey, have you heard of a BioBank before?				No		Yes		Yes		No		No		No		Yes		No						No		No		No				Uncertain		Yes		No				No		No		No		Yes		No		No		No		No		No				No		No		Yes		No		No		Yes		Yes				No

		If so, what did you think a BioBank was?						A place where bone marrow is stored		Stores blood																								For blood		Collection of data												Place to store specimens										Some type of blood bank/DNA bank								Something like a blood bank except collected additional biological items for the purpose of research						Blood survey		Stored information about cancer patients

		Do you have any chronic medical conditions?				Yes		Yes		Yes		Yes		Yes		Uncertain		Yes		Yes						Yes		Yes		Yes				No		Yes		Yes				Yes		Yes		No		No		Yes		Yes		Yes		No		No				Yes		Yes		No		No		Yes		Yes		Yes				No

		If so, what condition?				Hemophilia		Cancer		Beta Thalassemia Major		Cancer				Leukemia (ALL)		ALL								Medulloblastoma										Leukemia		Cancer (CML)						History of cancer, 2 heart transplant						Relapse of acute myleoid leukemia		Severe hemophilia		Neurodegenerative LCH (Langerhans cell histiocytosis)								Brain tumor, Tetrology of Fallot repair		Brain tumor										Leukemia remission

		Are you taking any prescribed medications?				Yes		Yes		Yes		Yes		Yes		Yes		Yes		Yes						Yes		No		No				Yes		Yes		Yes				Yes		Yes		Yes		Yes		Yes		Yes		Yes		No		Yes				Yes		Yes		Yes		Yes		Yes		No		Yes				Yes

		Opinions on sample donation

		How willing to give: (1=strongly agree, 5=strongly disagree)

		Extra sample while already having a procedure				4		1		1		2		3		3		4		4						2		1		5				2		2		2				1		1		2		1		1		1		1		4		3				1		2		2		1		2		4		1				3

		Extra procedure to give a sample				5		2		1		2		3		4		4		5						4		3		5				1		2		2				1		3		3		1		2		1		4		3		4				5		2		4		3		4		4		3				4

		Left over samples				1		1		1		2		3		2		1		1						1		1		2				1		1		1				1		1		1		1		1		1		1		2		5				1		2		1		1		2		4		1				2

		Comments?						I've been doing this for 12 years. I may be a little more open to having things removed and poked						I will try if I can						I don't want to have unecessary procedures, but I'd be willing to give samples left over from tests																																										[Donate DNA:] If I was already giving a sample

		Willing to donate DNA?				No		Yes		Yes		Yes		Yes		Uncertain		No		Yes						Yes		Yes		No				Uncertain		Yes		Uncertain				Yes		Yes		Yes		Yes		Yes		Yes		Yes		No		Yes				Uncertain		Uncertain		Yes		Yes		Yes		Yes		Uncertain				Uncertain

		Opinions on assent and re-consent

		Important for <18 year olds to be asked for assent?				Yes		Yes		Uncertain		Yes		Yes		Yes		No		Uncertain						Yes		Yes		Uncertain				Yes		Yes		Yes				Yes		Yes		Yes		Yes		Yes		Yes		Yes		No		Yes				Yes		Yes		Yes		Yes		Yes		Yes		Yes				Yes

		What age is appropriate to ask for a child's assent?				13		12		12		12		17		16		None - parental sufficient		13						13		16		None - parental sufficient				12		15		15						16		17		12		13		14		14		None - parental sufficient		14				15		None - parental sufficient				15		16		13		16				14

		How important is it to re-consent after the patient turns 18? (1=Very, 5=Not)				1		1		1		3		2		2		3		3						5		3		3				1		3		1				2		1		2		5		3		5		4		3		2				3		2		1		1		3		2		2				3

		If unable to contact for re-consent, can we keep using your sample?				No		Uncertain		Yes		Uncertain		Yes		Uncertain		Yes		Yes						Yes		Yes		Uncertain				Uncertain		Yes		Yes				Yes		Uncertain		Uncertain		Yes		Yes		Yes		Yes		No		Yes				Uncertain		Uncertain		Yes		Yes		Uncertain		Yes		Uncertain				Yes

		Final comments?								Hope that the research can benefit the greater society										Yay!								I think it's really important and great that you are doing this to help these little kids so they wouldn't have to go through the same thing we went through																																						[Age for assent]: (Every child is different, and every family runs differently.) My parents always asked for our consent before giving their consent unless it was beyond our understanding.

		ONCOLOGY

		PARENTAL SURVEYS		5001		5002		5003		5004		5005		5006		5007		5008		5009		5010		5011		5012		5013		5014		5015		5016		5017		5018		5019		5020		5021		5022		5023		5024		5025		5026		5027		5028		5029		5030		5031		5032		5033		5034		5035		5036		5037		5038		5039		5040		5041		5042		5043		5044		5045		5046

		Identifying information						N/A		N/A						N/A				N/A								N/A

		Age				15						17		17				18								18				18						17						17		18		17				15		17				16						17		15				15		15		15		18

		Gender				M						M		M				M								M				M						F						F		F		F				F		M				M						F		F				F		M		F		M

		First 3 digits of postal code				V2Z						V1H		V3E				V4M								V3C				V3G						V4A						V4R		V4L		V2V				V5P		V9Z				V3V						V4E		V3S				V2R		V5V		V7M		V3V

		Where are you doing this survey?				Oncology						Oncology		Oncology				Oncology								Oncology				Oncology						Oncology						Oncology		Oncology		Oncology				Oncology		Oncology				Oncology						Oncology		Oncology				Oncology		Oncology		Oncology		Oncology

		Before this survey, have you heard of a BioBank before?				No						Yes		No				No								No				No						Yes						Yes		No		No				Yes		No				No						No		No				No		Uncertain		Yes		Yes

		If so, what did you think a BioBank was?										Blood collected for research																								Blood testing						A place to store samples								A place to store cord blood samples/bone marrow samples																				storage for something		Blood survey		Information about cancer patients. How they feel and what they go through as they go through the procedures.

		Does your child have any chronic medical conditions?				Yes						Yes		Yes				Yes								Yes				Yes						Yes						Yes		Yes		No				Yes		Yes				No						Yes		Yes				No		Yes		No		Yes

		If so, what condition?				Hemophilia						Cancer						ALL								Medulloblastoma										Leukemia														Relapsed AML		Severe hemophilia										Brain tumor, heart condition		Brain tumor										remission

		Is your child taking any prescribed medications?				Yes						Yes		Yes				Yes								Yes				No						Yes						Yes		Yes		Yes				Yes		Yes				No						Yes		Yes				Yes		Yes		Yes		Yes

		Opinions on sample donation

		How willing to give: (1=strongly agree, 5=strongly disagree)

		Extra sample while already having a procedure				1						1		3				2								2				2						3						1		1		2				1		1				2						2		2				1		3		2		1

		Extra procedure to give a sample				4						3		3				2								4				4						4						2		1		3				5		1				2						5		3				1		3		2		2

		Left over samples				1						1		3				1								1				2						1						1		1		2				1		1				2						2		3				1		1		2		1

		Comments?																																																[Donate DNA:] Only under the condition that she was already having a tube of blood taken for medical reasons and/or from blood that was left over from medical tests.																				Any "extras" would be up to my child and how he feels toward the procedure. He has been through a lot and I would respect his choices

		Willing to donate DNA?				Uncertain						Yes		Yes				Yes								Yes				Yes						Yes						Yes		Yes		Uncertain				Yes		Yes				Uncertain						Yes		Uncertain				Yes		Uncertain		Yes		Yes

		Opinions on assent and re-consent

		Important for <18 year olds to be asked for assent?				Yes						Yes		Yes				No								Yes				No						Uncertain						No		Yes		Yes				Yes		Yes				Uncertain						Yes		Yes				Yes		Yes		Uncertain		Yes

		What age is appropriate to ask for a child's assent?				12						16		16				None - parental sufficient								12				None - parental sufficient						None - parental sufficient						None - parental sufficient		14		None - parental sufficient				12		12				17						16		None - parental sufficient				None - parental sufficient		5		14		16

		How important is it to re-consent after the patient turns 18?				1						2		1				3								2				4						3						1		1		2				5		5				3						4		2				1		1		2		1

		If unable to contact for re-consent, can we keep using your child's sample?				No						Yes		Yes				No								Yes				Yes						Uncertain						No		No		Uncertain				Yes		Yes				Uncertain						Yes		Yes				Yes		No		Yes		Uncertain

		Final comments?																																																																				We would be happy to assist with research as best we could based on the comfort level of my child. Consent, assent and re-consent is important along the way, in case one changes their minds for any reason.

		Survey count

		Total # adolescents		31

		Total # parents		19

		Total		50

		Age ranges		Participants by age				Reported by parent

		14		3				0

		15		7				6

		16		5				1

		17		8				7

		18		7				5

		Gender

		M		16				10

		F		14				9

		ADOLESCENT

		Heard of biobank before

		Yes		8

		No		22		31

		Uncertain		1

		Chronic medical condition

		Yes		22

		No		8		31

		Uncertain		1

		Prescribed medications

		Yes		27

		No		4		31

		Uncertain		0

		Willingess to give		Strongly agree (1)		Agree (2)		Neutral (3)		Disagree (4)		Strongly disagree (5)

		EXTRA sample, already having procedure		12		9		4		5		1		31

		EXTRA procedure		5		6		7		9		4		31

		LEFT OVERS from sample		21		7		1		1		1		31

		Donate DNA

		Yes		20

		No		4		31

		Uncertain		7

		Important to ask <18 for assent

		Yes		26

		No		2		31

		Uncertain		3

		Age to ask child for assent		1		2		3		4		5		6		7		8		9		10		11		12		13		14		15		16		17		18		None - parental sufficient

		Ages		0		0		0		0		0		0		0		0		0		0		0		5		5		4		4		5		2		0		4				29

		% response		0		0		0		0		0		0		0		0		0		0		0		17.2413793103		17.2413793103		13.7931034483		13.7931034483		17.2413793103		6.8965517241		0		13.7931034483

		Importance of reconsent		Very important (1)		Important (2)		Neutral (3)		Of little importance (4)		Not at all important (5)

		How important is it to re-consent after 18?		8		8		11		1		3		31

		Still use your sample if unable to contact for reconsent?

		Yes		18

		No		2		31

		Uncertain		11

		PARENT

		Heard of biobank before

		Yes		6

		No		12		19

		Uncertain		1

		Chronic medical condition

		Yes		15

		No		4		19

		Uncertain		0

		Prescribed medications

		Yes		17

		No		2		19

		Uncertain		0

		Willingess to give		Strongly agree (1)		Agree (2)		Neutral (3)		Disagree (4)		Strongly disagree (5)

		EXTRA sample, already having procedure		8		8		3		0		0		19

		EXTRA procedure		3		5		5		4		2		19

		LEFT OVERS from sample		12		5		2		0		0		19

		Donate DNA

		Yes		14		19

		No		0

		Uncertain		5

		Important to ask <18 for assent

		Yes		13

		No		3		19

		Uncertain		3

		Age to ask child for assent		1		2		3		4		5		6		7		8		9		10		11		12		13		14		15		16		17		18		None - parental sufficient

		Ages		0		0		0		0		1		0		0		0		0		0		0		4		0		2		0		4		1		0		7				19

		% response		0		0		0		0		5.2631578947		0		0		0		0		0		0		21.0526315789		0		10.5263157895		0		21.0526315789		5.2631578947		0		36.8421052632				100

														119

		Importance of reconsent		Very important (1)		Important (2)		Neutral (3)		Of little importance (4)		Not at all important (5)

		How important is it to re-consent after 18?		7		5		3		2		2		19

		Still use your sample if unable to contact for reconsent?

		Yes		10

		No		5		19

		Uncertain		4





		CARDIOLOGY

		ADOLESCENT SURVEYS		6001		6002		6003		6004		6005		6006		6007		6008		6009		6010		6011		6012		6013		6014		6015		6016		6017		6018		6019		6020		6021		6022		6023		6024		6025		6026		6027		6028		6029		6030		6031		6032		6033		6034		6035		6036		6037		6038		6039		6040		6041		6042		6043		6044		6045		6046		6047		6048		6049		6050		6051		6052		6053		6054		6055		6056

		Identifying information				Rejected																																								Rejected

		Age		15				18		16		17		17		17		17		18		15		15		14						17		15		15		15		15		14		15				17		18		15		18		15		18		14		18								14		18		15		14				14

		Gender		M				M		M		F		F		F		M		M		M		M		M						M		F		M		F		M		F		M				F		M		M		M		M		F		F		F								M		F		M		M				F

		First 3 digits of postal code		V3R				V5B				V2P		V3S		V5M		V3S		V3C		V6Y		V4K		V2R						V2A		V9Z		V3G		V6S		V8L		V3C		V2X				V7C		V3S		V3W		V9W		V3W				V1K		Y1A								V2R		V0N		V4K		V4N				V2V

		Where are you doing this survey?		Cardiology				Cardiology		Cardiology		Cardiology		Cardiology		Cardiology		Cardiology		Cardiology		Cardiology		Cardiology		Cardiology						Cardiology		Cardiology		Cardiology		Cardiology		Cardiology		Cardiology		Cardiology				Cardiology		Cardiology		Cardiology		Cardiology		Cardiology		Cardiology		Cardiology		Cardiology								Cardiology		Cardiology		Cardiology		Cardiology				Cardiology

		Before this survey, have you heard of a BioBank before?		No				No		No		No		No		No		No		No		No		No		No						No		No		No		No		No		No		No				No		No		No		No		Yes		No		No		No								No		No		No		No				No

		If so, what did you think a BioBank was?		A bank of information																																																				An organization that is willing to help patients by taking blood (similar to a bloodbank) from people that are willing to participate for research purposes.

		Do you have any chronic medical conditions?		No				No		Yes		Yes		No		No		Yes		No		No		Yes		No						No		Uncertain		No		No		Yes		Uncertain		Yes				Yes		No		Uncertain		Yes		Yes		No		No		Yes								No		No		Uncertain		Yes				Yes

		If so, what condition?										Congenital heart disease		Cancer				Long QT syndrome/CPVT						Sudden cardiac death syndrome																Heart condition		SVT		Heart patient				VT heart problem						Renal kidney failure		TOF (Tetralogy of Fallot)																		Heart due to genetics

		Are you taking any prescribed medications?		No				No		Yes		Yes		No		No		Yes		No		Yes		No		No						Yes		No		No		Yes		No		No		No				Yes		No		Yes		Yes		Yes		Yes		No		Yes								No		No		No		No				No

		Opinions on sample donation

		How willing to give: (1=strongly agree, 5=strongly disagree)

		Extra sample while already having a procedure		3				1		3		1		2		2		1		2		3		1		1						1		1		3		2		2		4		4				1		1		3		3		3		1		5		5								2		1		3		2				1

		Extra procedure to give a sample		3				1		5		1		3		3		4		2		4		3		1						4		2		4		2		5		3		3				1		1		4		5		3		5		5		5								4		1		3		2				3

		Left over samples		2				1		4		1		2		3		1		1		3		1		1						2		3		3		1		2		1		3				1		1		4		1		2		3		5		1								1		1		3		1				2

		Comments?						If I am already going in for testing, I wouldn't mind giving an extra sample of something																												Somewhat scared of blood being drawn																								I'm anemic		[DNA:] Yes but not as "extra" blood

		Willing to donate DNA?		Uncertain				Yes		No		Yes		Uncertain		No		Yes		Uncertain		Uncertain		Yes		Yes						Uncertain		No		Uncertain		Yes		Uncertain				Uncertain				Yes		No		No		Yes		Uncertain		Uncertain		No		Yes								No		Yes		No		Uncertain				Yes

		Opinions on assent and re-consent

		Important for <18 year olds to be asked for assent?		Uncertain				Yes		Uncertain		Yes		Yes		No		Yes		Yes		Uncertain		Yes		Yes						Yes		Yes		Yes		Yes		Yes		Yes		Uncertain				Yes		No		Uncertain		Yes		Yes		No		No		Yes								Yes		Yes		Yes		Yes				Yes

		What age is appropriate to ask for a child's assent?		None - parental sufficient				16		None - parental sufficient		15		12		None - parental sufficient		5 to 7		12		16		13		13						16		14		13		13		16		12		None - parental sufficient				10		None - parental sufficient		17		15		16		None - parental sufficient		15		Not age related, depends if child can understand								11		12		17		12				10

		How important is it to re-consent after the patient turns 18?		3				3		3		2		1		2		3		4		1		2		2						2		2		2		2		1		1		3				2		1		3		2		3		3				5								3		2		3		3				1

		If unable to contact for re-consent, can we keep using your sample?		Uncertain				Yes		No		Yes		Uncertain		Uncertain		Yes		Yes		Uncertain		Yes		Yes						No		No		Uncertain		Yes		Uncertain		Yes		Uncertain				Yes		Yes		Uncertain		Yes		Uncertain		No		No		Yes								Yes		Yes		No		No				Yes

		Final comments?

		CARDIOLOGY

		PARENTAL SURVEYS		6001		6002		6003		6004		6005		6006		6007		6008		6009		6010		6011		6012		6013		6014		6015		6016		6017		6018		6019		6020		6021		6022		6023		6024		6025		6026		6027		6028		6029		6030		6031		6032		6033		6034		6035		6036		6037		6038		6039		6040		6041		6042		6043		6044		6045		6046		6047		6048		6049		6050		6051		6052		6053		6054		6055		6056

		Identifying information														? Inconsistent with 6007-A; answered for sibling?						Incomplete survey										Age discrepancy		N/A																		Language barrier						Too tired

		Age		15		14		18		16		17		17		14		17		18		15		15		14						16				15		15		15		14		15		15		17						18		15				14		18								14		18		15		14		18		14

		Gender		M		M		M		M		F		F		F		M		M		M		M		M						M				M		F		M		F		M		M		F						M		M				F		F								M		F		M		M		M		F

		First 3 digits of postal code		V3R		V0X		V5B				V2P		V2S		V5M		V3S		V3C		V6Y		V4K		V2R						V2A				V3G		V6S		V8L		V3C		V2X		V4M		V7C						V9W		V3W				V1K		Y1A								V2R		V0N		V4K		V4N		V5P		V2V

		Where are you doing this survey?		Cardiology		Cardiology		Cardiology		Cardiology		Cardiology		Cardiology		Cardiology		Cardiology		Cardiology		Cardiology		Cardiology		Cardiology						Cardiology				Cardiology		Cardiology		Cardiology		Cardiology		Cardiology		Cardiology		Cardiology						Cardiology		Cardiology				Cardiology		Cardiology								Cardiology		Cardiology		Cardiology		Cardiology		Cardiology		Cardiology

		Before this survey, have you heard of a BioBank before?		No		No		No		No		No		No		No		No		No		No		No		No						No				No		No		No		No		No		No		No						No		No				Yes		No								Yes		No		No		Yes		Yes		No

		If so, what did you think a BioBank was?																																																																				Storage of blood cells/stem cells/bone marrow for use by others						?Research - holding specimens		It's helpful for research

		Do you have any chronic medical conditions?		No		Yes		No		Yes		Yes		Yes		Yes		Yes		Yes		No		Yes		Yes						No				No		Uncertain		Yes		Yes		Yes		No		Yes						Yes		Yes				Yes		Yes								No		No		Uncertain		Yes		No		Yes

		If so, what condition?				Heart						Congenital heart disease		Cancer		Heart muscle		Long QT syndrome/CPVT		Aortic stenosis				Sudden cardiac death syndrome		Heart murmur										Not currently - being evaluated with regards to heart murmur				Heart condition		SVT		Heart defect				VT								TOF (Tetralogy of Fallot)				Hyperventricular tachycardia		Inflammatory arthropathy, POTS (postural orthostatic tachycardia syndrome)												Monitor heart health due to genetic background of HCM (hypertrophic cardiomyopathy)		Aortic stenosis

		Are you taking any prescribed medications?		No		No		No		Yes		Yes		Yes		Yes		Yes		No		Yes		No		No						Yes				No		Yes		No		No		No		Yes		Yes						Yes		Yes				Uncertain		Yes								No		Yes		No		No		Yes		No

		Opinions on sample donation

		How willing to give: (1=strongly agree, 5=strongly disagree)

		Extra sample while already having a procedure		2		1		1		3		1		3		1		1		2				1		2						1				2		3		1		3		1		1		1						2		1				5		3								1		1		1		2		3		1

		Extra procedure to give a sample		2		2		3		5		2		3		3		3		4				3		3						1				2		4		5		4		2		1		1						2		5				5		5								5		1		1		2		3		3

		Left over samples		2		2		1		4		1		1		3		1		2				1		3						1				1		2		2		2		1		1		1						2		1				3		1								1		1		1		2		3		2

		Comments?																If he is already having blood drawn an extra amount is fine for research purposes						My son can decide for question 2 (whether to have an extra procedure)														Situation-specific question																						My child is anemic and cannot afford to give extra blood		Would leave it up to my daughter to decide. Has low iron, nausea, may feel unwell giving "extra" blood														Only if my child agreed		Blood work and samples collection is hard for him

		Willing to donate DNA?		No		Yes		Uncertain		No		Yes		Yes		No		Yes		Yes		Uncertain		Yes		Uncertain						Yes				Yes		Yes		Uncertain		Uncertain		Yes		Yes		Yes						Yes		Yes				No		Uncertain								Yes		Yes		Yes		Yes		No		Yes

		Opinions on assent and re-consent

		Important for <18 year olds to be asked for assent?		Yes		No		Yes		Uncertain		Uncertain		Yes		Yes		Uncertain		Yes		Uncertain		Yes		Yes						Yes				Yes		Yes		Yes		No		Yes		No		Yes						Yes		Yes						Uncertain								Yes				Yes		Yes				Yes

		What age is appropriate to ask for a child's assent?		16		16		15		None - parental sufficient		18		13		None - parental sufficient		19		16				12		16						16				16		15		16		None - parental sufficient		14		None - parental sufficient		18						10		None - parental sufficient				None - parental sufficient		Depends on child and ability to understand								13		14		13		12		None - parental sufficient		14

		How important is it to re-consent after the patient turns 18?		1		1		3		3		2		1		3		3		2		3		1		3						4				2		3		2		1		5		5		1						1		1				3		3								2		1		1		3				2

		If unable to contact for re-consent, can we keep using your sample?		No		Yes		Uncertain		No		Uncertain		Yes		No		Yes		Yes		No		Uncertain		No						Yes				Yes		Yes		Uncertain		No		Yes		Yes		Yes						Uncertain		Yes				No		Uncertain								Yes		Yes		No		Yes		Yes		Uncertain

		Final comments?						Sitting on the fence about DNA info. Can it be kept private or can it be easily exploited in a central data and then hacked.																My son would need to make that decision prior to age 18																		It [samples] should only be used with consent or re-consent.				Great idea - the less complications/cost, the better.								[DNA:] Yes, if he is ok with it.								Interesting ideas, would want to discuss with my child individually <18 years and after 18 years.

		Survey count

		Total # adolescents		31

		Total # parents		30

		Total		61

		Age ranges		Participants by age				Reported by parent

		14		6				8

		15		11				10

		16		1				2

		17		6				4

		18		7				6

		Gender

		M		19				20

		F		12				10

		ADOLESCENT

		Heard of biobank before

		Yes		1

		No		30		31

		Uncertain		0

		Chronic medical condition

		Yes		12

		No		15		31

		Uncertain		4

		Prescribed medications

		Yes		12

		No		19		31

		Uncertain		0

		Willingess to give		Strongly agree (1)		Agree (2)		Neutral (3)		Disagree (4)		Strongly disagree (5)

		EXTRA sample, already having procedure		12		7		8		2		2

		EXTRA procedure		6		4		9		6		6

		LEFT OVERS from sample		15		6		7		2		1

		Donate DNA

		Yes		11

		No		8		30

		Uncertain		11

		Important to ask <18 for assent

		Yes		22

		No		4		31

		Uncertain		5

		Age to ask child for assent		1		2		3		4		5		6		7		8		9		10		11		12		13		14		15		16		17		18		None - parental sufficient

		Ages		0		0		0		0		0		0		0		0		0		2		1		5		4		1		3		5		2		0		6				29

		% response		0		0		0		0		0		0		0		0		0		6.8965517241		3.4482758621		17.2413793103		13.7931034483		3.4482758621		10.3448275862		17.2413793103		6.8965517241		0		20.6896551724

														29

		Importance of reconsent		Very important (1)		Important (2)		Neutral (3)		Of little importance (4)		Not at all important (5)

		How important is it to re-consent after 18?		6		11		11		1		1		30

		Still use your sample if unable to contact for reconsent?

		Yes		15

		No		7		31

		Uncertain		9

		PARENT

		Heard of biobank before

		Yes		4

		No		26		30

		Uncertain		0

		Chronic medical condition

		Yes		19

		No		9		30

		Uncertain		2

		Prescribed medications

		Yes		15

		No		14		30

		Uncertain		1

		Willingess to give		Strongly agree (1)		Agree (2)		Neutral (3)		Disagree (4)		Strongly disagree (5)

		EXTRA sample, already having procedure		16		6		6		0		1		29

		EXTRA procedure		5		7		8		3		6		29

		LEFT OVERS from sample		15		9		4		1		0		29

		Donate DNA

		Yes		19		30

		No		5

		Uncertain		6

		Important to ask <18 for assent

		Yes		19

		No		3		27

		Uncertain		5

		Age to ask child for assent		1		2		3		4		5		6		7		8		9		10		11		12		13		14		15		16		17		18		None - parental sufficient

		Ages		0		0		0		0		0		0		0		0		0		1		0		2		3		3		2		7		0		2		7				27

		% response		0		0		0		0		0		0		0		0		0		3.7037037037		0		7.4074074074		11.1111111111		11.1111111111		7.4074074074		25.9259259259		0		7.4074074074		25.9259259259				100

														127

		Importance of reconsent		Very important (1)		Important (2)		Neutral (3)		Of little importance (4)		Not at all important (5)

		How important is it to re-consent after 18?		10		6		10		1		2		29

		Still use your sample if unable to contact for reconsent?

		Yes		15

		No		8		30

		Uncertain		7





		ORTHOPEDICS

		ADOLESCENT SURVEYS		7001		7002		7003		7004		7005		7006		7007		7008		7009		7010		7011		7012		7013		7014		7015		7016		7017		7018		7019		7020		7021		7022		7023		7024		7025		7026		7027		7028		7029		7030		7031		7032		7033		7034		7035		7036		7037		7038		7039		7040		7041		7042		7043		7044		7045		7046		7047		7048		7049		7050		7051		7052		7053		7054		7055		7056		7057

		Identifying information																																																										Incomplete

		Age		16		17		14		14		17		14		14		18		14		16		14		16		14		16		17		16		17		15		15		17		15		16		15		14		18		15		14		15						14		15		15		14		14		14		14		14				14		18		15		17				16		18		15		14		16		16		16		14		14

		Gender		F		F		M		F		F		F		F		F		M		F		F		M		M		M		F		F		M		F		M		M		M		M		F		F		F		F		F		M						M		M		M		M		F		M		M		F				F		M		F		F				F		F		M		F		F		F		F		F		F

		First 3 digits of postal code		V5C		V0J		V6S		V3A		V3T		V3A		V3E		V4Z		V5S		V5V		V2X		V6S		V2T		V6N		V2G		V7C		V3S		V2Y		V5T		V2P		V4N		V4R		V1W		V8Z		V4N		V2P		V8Z		V6N						V5W		V5B		V7V		V4W		V2Y		V5W		V1R		V3S				V3Y		V8N		V5C		V7R				V0K		V3V		V8X		V4W		V4R		V0H		V5X		V2Z		V5L

		Where are you doing this survey?		Orthopedics		Orthopedics		Orthopedics		Orthopedics		Orthopedics		Orthopedics		Orthopedics		Orthopedics		Orthopedics		Orthopedics		Orthopedics		Orthopedics		Orthopedics		Orthopedics		Orthopedics		Orthopedics		Orthopedics		Orthopedics		Orthopedics		Orthopedics		Orthopedics		Orthopedics		Orthopedics		Orthopedics		Orthopedics		Orthopedics		Orthopedics		Orthopedics						Orthopedics		Orthopedics		Orthopedics		Orthopedics		Orthopedics		Orthopedics		Orthopedics		Orthopedics				Orthopedics		Orthopedics		Orthopedics		Orthopedics				Orthopedics		Orthopedics		Orthopedics		Orthopedics		Orthopedics		Orthopedics		Orthopedics		Orthopedics		Orthopedics

		Before this survey, have you heard of a BioBank before?		No		No		Yes		No		Yes		No		No		No		No		Uncertain		No		No		No		No		No		No		No		No		No		No		Yes		No		No		No		No		No		No		No						No		No		No		No		No		No		No		No				Uncertain		No		No		No				No		No		No		No		Yes		No		No		No		No

		If so, what did you think a BioBank was?						A place to store specimens for studies				Where you donate your samples for other people (patients in need)										More for transplants, not research																																																												Some sort of blood collection service																		A point of collection of medical samples (ie blood, stem cells)

		Do you have any chronic medical conditions?		No		Yes		No		No		No		Yes		No		Yes		No		No		Yes		No		No		No		Uncertain		Yes		Yes		Yes		No		Yes		Yes		Uncertain		No		Yes		Yes		No		No		No						No		No		No		No		Yes		No		No		Yes				No		Yes		Yes		Yes				Uncertain		Yes		No		Yes		Yes		Yes		Uncertain		Yes		No

		If so, what condition?				Scoliosis								Epilepsy										Osteofibrous dysplasia										Right side hemiparesis		Scoliosis		Scoliosis				Scoliosis		Cerebral palsy		Hereditary multiple exostosis (HME), allergies, asthma				Scoliosis		Ellis-van Creveld Syndrome (EVC)																				Scoliosis						Scoliosis						Loeys Deitz syndrome		Osteochondritis dissecans		Scoliosis						Scoliosis				Scoliosis		Scoliosis		Scoliosis				Scoliosis

		Are you taking any prescribed medications?		No		No		No		No		No		Yes		No		No		No		No		No		No		No		Yes		Yes		No		Yes		Yes		No		Yes		Yes		No		No		No		No		No		No		No						No		No		No		Yes		No		No		No		No				No		Yes		No		No				No		No		No		No		No		No		No		No		No

		Opinions on sample donation

		How willing to give: (1=strongly agree, 5=strongly disagree)

		Extra sample while already having a procedure		1		2		5		1		2		2		2		2		4		2		4		1		2		1		1		2		2		1		2		1		3		1		5		1		1		1		2		1						3		3		3		3		3		2		2		1				2		1		2		1				1		1		2		1		1		1		3		3		1

		Extra procedure to give a sample		3		2		5		1		5		3		2		2		4		4		2		3		2		2		2		4		2		5		3		1		3		1		5		1		2		2		5		1						3		3		4		4		5		3		4		2				3		1		4		1				3		4		3		2		2		3		2		4		1

		Left over samples		1		2		5		1		1		5		1		1		4		1		1		1		2		1		1		2		2		1		1		1		3		1		5		1		1		2		2		1						3		3		4		2		3		1		1		1				1		1		1		1				1		1		1		1		1		1		1		1		1

		Comments?		Take leftovers! Don't waste my blood! Haha.				I've had enough surgery and procedures. It sucks.														As long as they would notify me if they were to use it for something that would concern me later/long term														I am a little hesitant about giving multiple blood samples but I will do them																		I think we should all give back a little.

		Willing to donate DNA?		Yes		Yes		No		Uncertain		No		No		Uncertain		Yes		No		Yes		Yes		Uncertain		No		Yes		Yes		Uncertain		Yes		No		Yes		Yes		Uncertain		Yes		No		Yes		Yes		Yes		Uncertain		Yes						Uncertain		No		No		Uncertain		Uncertain		Yes		Uncertain		Yes				Uncertain		Yes		Yes		Yes				Yes		Yes		Uncertain		Yes		Yes		Uncertain		Yes		Uncertain		Yes

		Opinions on assent and re-consent

		Important for <18 year olds to be asked for assent?		Yes		Uncertain		Yes		Yes		No		Uncertain		Yes		Yes		Uncertain		Yes		Yes		Yes		Yes		Yes		Yes		Yes		Yes		Uncertain		Yes		Yes		Yes		Uncertain		Yes		Yes		Yes		Yes		Yes		Yes						Uncertain		No		Yes		Uncertain		Yes		Yes		Yes		Yes				Yes				Yes		Yes				Yes		Yes		No		Yes		Yes		Uncertain		Yes				Yes

		What age is appropriate to ask for a child's assent?		16		None - parental sufficient		8		13		None - parental sufficient		16		10		13		None - parental sufficient		12		14		13		16		15		14		13 to 14		16		12		16		13		14		15				14		16		13		13 to 14		6 to 8						None - parental sufficient		None - parental sufficient		15		13		13		16		12		10				13				5		16				None - parental sufficient		11		None - parental sufficient		10		10		12		12		None - parental sufficient		15

		How important is it to re-consent after the patient turns 18?		4		2		1		1		3		3		1		3		4		1		4		4				1		1		2		3		4		3		4		1		5		1		2		1		3		3		5						3		3		2		2		2		4				5				2				2		4						2		3		4		3		2		1		3		3

		If unable to contact for re-consent, can we keep using your sample?		Yes		Yes		Yes		No		No		No		Uncertain		Yes		Uncertain		No		Yes		Yes		No		Uncertain		No		Uncertain		Yes		Yes		Yes		Yes		Yes		Yes		No		Yes		No		Uncertain		Uncertain		Yes						Uncertain		Uncertain		No		Yes		Uncertain		Yes		Yes		Yes				Yes				Yes		Yes				Yes		Yes		Yes		Yes		Yes		Uncertain		Yes		Uncertain		Yes

		Final comments?																																												Very good thing - needs to be continued. [Assent is] more of a formality - parent consent only matters

		ORTHOPEDICS

		PARENTAL SURVEYS		7001		7002		7003		7004		7005		7006		7007		7008		7009		7010		7011		7012		7013		7014		7015		7016		7017		7018		7019		7020		7021		7022		7023		7024		7025		7026		7027		7028		7029		7030		7031		7032		7033		7034		7035		7036		7037		7038		7039		7040		7041		7042		7043		7044		7045		7046		7047		7048		7049		7050		7051		7052		7053		7054		7055		7056		7057

		Identifying information										N/A		N/A				N/A																		Rejected				N/A

		Age		16		17		14		14						14				14		16		14		16		14		16		17		16				15				17		15		16		15		15		18		15		14		15		14				14		15		15		14		14		14		14		14				14		18		15		17				16				15		18		16		16				14		14

		Gender		F		F		M		F						F				M		F		F		M		M		M		F		F				F				M		M		M		F		F		F		F		F		M		M				M		M		M		M		F		M		M		F				F		M		F		F				F				M		F		F		F				F		F

		First 3 digits of postal code		V5C		V0J		V6S		V3A						V3E				V5S		V5V		V2X		V6S		V2T		V6N		V2G		V7C				V2Y				V2P		V4N		V4R		V1W		V8Z		V4N		V2P		V8Z		V6N		V9Z				V5W		V5B		V7V		V4W		V2Y		V5W		V6N		V3S				V3Y		V8N		V5C		V7R				V0K				V8X		V4W		V4R		V0H				V2Z		V5L

		Where are you doing this survey?		Orthopedics		Orthopedics		Orthopedics		Orthopedics						Orthopedics				Orthopedics		Orthopedics		Orthopedics		Orthopedics		Orthopedics		Orthopedics		Orthopedics		Orthopedics				Orthopedics				Orthopedics		Orthopedics		Orthopedics		Orthopedics		Orthopedics		Orthopedics		Orthopedics		Orthopedics		Orthopedics		Orthopedics				Orthopedics		Orthopedics		Orthopedics		Orthopedics		Orthopedics		Orthopedics		Orthopedics		Orthopedics				Orthopedics		Orthopedics		Orthopedics		Orthopedics				Orthopedics				Orthopedics		Orthopedics		Orthopedics		Orthopedics				Orthopedics		Orthopedics

		Before this survey, have you heard of a BioBank before?		No		No		No		No						No				No		No		No		No		No		No		No		No				No				No		No		No		No		No		No		No		No		No		No				No		No		No		Yes		Uncertain		Uncertain		No		No				Uncertain		No		No		No				No				Yes		Uncertain		No		No				No		No

		If so, what did you think a BioBank was?																																																																				Where they collect all the blood		Cord blood bank?		Honestly I have no idea								Storing of medical information - family

		Do you have any chronic medical conditions?		No		Yes		No		No						Yes				No		No		Yes		No		Yes		No		Yes		Yes				Uncertain				Yes		Yes		Uncertain		No		Yes		Yes		Yes		Yes		No		No				No		Yes		No		No		Yes		No		No		Yes				No		Yes		Yes		Yes				No				No		Yes		Yes		Yes				Yes		No

		If so, what condition?				Scoliosis										Scoliosis								Osteofibrous dysplasia										Right side hemiparesis				Scoliosis				Scoliosis		Cerebral palsy		Hereditary multiple exostosis (HME), allergies, asthma				Scoliosis		Ellis-van Creveld Syndrome (EVC)		Scoliosis		[Just starting^] Scoliosis										Asthma												Scoliosis						Loeys Deitz syndrome		Osteochondritis dissecans		Scoliosis										Scoliosis								Scoliosis

		Are you taking any prescribed medications?		No		No		No		No						No				No		No		No		No		Yes		Yes		No		No				Yes				Yes		Yes		No		No		No		No		No		No		No		No				No		Yes		No		No		No		No		No		No				No		Yes		No		No				No				No		No		No		No				No		No

		Opinions on sample donation

		How willing to give: (1=strongly agree, 5=strongly disagree)

		Extra sample while already having a procedure		2		1		1		1						2				3		1		1		1		4		1		3		2				1				2		1		1		5		2		1		3		2		1		3				3		1		2				3		3		2		1				2		1		1		1				3				5		1		1		2				1		1

		Extra procedure to give a sample		1		3		1		1						5				4		2		1		2		4		2		2		4				4				3		1		1		5		3		2		3		5		1		3				3		1		5				5		3		2		2				5		1		2		1				4				5		3		1		2				4		1

		Left over samples		1		2		1		1						2				2		1		1		1		4		1		2		2				1				2		1		1		5		2		1		3		2		1		3				3		1		5				3		3		1		1				1		1		1		1				1				1		1		1		1				1		1

		Comments?		Would prefer to use "leftovers"		So long as it's not an extra procedure or added																I support volunteers participating for the greater good.																								I support medical research and would be happy to help.		Uncomfortable with the idea of my family's tissue being used for research when their name is attached to that tissue. Is it ever truly anonymous when the tissue is obtained from an individual in the course of treatment.

		Willing to donate DNA?		Yes		Yes		No		Yes						Uncertain				Uncertain		Uncertain		Yes		No		No		Yes		Uncertain		Uncertain				Uncertain				No		Uncertain		Yes		No		Uncertain		Yes		No		Uncertain		Yes		No				Uncertain		Yes		Uncertain				No		Yes		Yes		Yes				Yes		Yes		Yes		Yes				Yes				Uncertain		Yes		Uncertain		Yes				Yes		Yes

		Opinions on assent and re-consent

		Important for <18 year olds to be asked for assent?		Yes		Yes		Yes		Yes						Yes				Uncertain		Yes		Uncertain		Yes		Uncertain		Yes		Yes		Yes				Yes				Yes		Yes		Uncertain		Yes		Yes		Yes		Uncertain		Yes		No		Uncertain				Yes		Yes		No		Yes		Yes		Yes		Uncertain		Yes				Yes		Yes		Yes		Yes				Yes				Yes		Yes		Yes		Yes				Yes		Yes

		What age is appropriate to ask for a child's assent?		13		15		10		12						12 to 14				None - parental sufficient		15		None - parental sufficient		12		None - parental sufficient		13		14		13				When the child can understand				16		14				12		16		15		17		14		None - parental sufficient		None - parental sufficient				None - parental sufficient		None - parental sufficient		None - parental sufficient		14		11		None - parental sufficient		10		11				16		12		12		16				16				12		10		17		5				14		16

		How important is it to re-consent after the patient turns 18?		4		2		1		2						4				3		1		1		2		2		2		1		1				2				1		1		5		1		1		1		2		2		5		3				2		1		1		3		3		2		4		5				1		2		1		4				1				1		1		3		2				2		5

		If unable to contact for re-consent, can we keep using your sample?		Yes		Yes		No		Yes						Yes				No		Yes		Uncertain		Uncertain		Yes		Yes		No		No				Yes				No		Yes		Yes		No		Yes		No		Yes		No		Yes		No				Yes		Yes		Uncertain		Yes		No		Yes		Yes		Yes				No		Yes		No		Yes				No				Uncertain		Yes		Uncertain		No				Yes		Yes

		Final comments?																																								[Last question - NO triple underlined] I support the use of samples being tested for the purpose of researching diagnosis and treatment of diseases but have some concerns about DNA being stored with identifying information as minors may not be aware of po				Once the samples belong to the BioBank, if such samples are needed by the subject (after age 18), then it should be up to the subject to get in touch with the BioBank. Otherwise, the samples are the exclusive property of the BioBank for ever and ever…																																																		[Age for assent:] If child is able to understand. Depends on maturity.

		Survey count

		Total # adolescents		49

		Total # parents		43

		Total		92

		Age ranges		Participants by age				Reported by parent

		14		19				17

		15		10				10

		16		10				9

		17		6				4

		18		4				3

		Gender

		M		19				18

		F		30				25

		ADOLESCENT

		Heard of biobank before

		Yes		4

		No		43		49

		Uncertain		2

		Chronic medical condition

		Yes		21

		No		24		49

		Uncertain		4

		Prescribed medications

		Yes		9

		No		40		49

		Uncertain		0

		Willingess to give		Strongly agree (1)		Agree (2)		Neutral (3)		Disagree (4)		Strongly disagree (5)

		EXTRA sample, already having procedure		21		16		8		2		2		49

		EXTRA procedure		8		14		12		9		6		49

		LEFT OVERS from sample		33		7		4		2		3		49

		Donate DNA

		Yes		26

		No		9		49

		Uncertain		14

		Important to ask <18 for assent

		Yes		36

		No		3		47

		Uncertain		8

		Age to ask child for assent		1		2		3		4		5		6		7		8		9		10		11		12		13		14		15		16		17		18		None - parental sufficient

		Ages		0		0		0		0		1		0		0		1		0		4		1		5		8		4		4		8		0		0		8				44

		% response		0		0		0		0		2.2727272727		0		0		2.2727272727		0		9.0909090909		2.2727272727		11.3636363636		18.1818181818		9.0909090909		9.0909090909		18.1818181818		0		0		18.1818181818

		Importance of reconsent		Very important (1)		Important (2)		Neutral (3)		Of little importance (4)		Not at all important (5)

		How important is it to re-consent after 18?		10		10		13		9		3		45

		Still use your sample if unable to contact for reconsent?

		Yes		28

		No		9		48

		Uncertain		11

		PARENT

		Heard of biobank before

		Yes		2

		No		37		43

		Uncertain		4

		Chronic medical condition

		Yes		22

		No		19		43

		Uncertain		2

		Prescribed medications

		Yes		7

		No		36		43

		Uncertain		0

		Willingess to give		Strongly agree (1)		Agree (2)		Neutral (3)		Disagree (4)		Strongly disagree (5)

		EXTRA sample, already having procedure		21		10		8		1		2		42

		EXTRA procedure		12		9		8		6		7		42

		LEFT OVERS from sample		26		8		5		1		2		42

		Donate DNA

		Yes		21		42

		No		8

		Uncertain		13

		Important to ask <18 for assent

		Yes		34

		No		2		43

		Uncertain		7

		Age to ask child for assent		1		2		3		4		5		6		7		8		9		10		11		12		13		14		15		16		17		18		None - parental sufficient

		Ages		0		0		0		0		1		0		0		0		0		3		2		6		3		5		3		6		2		0		9				40

		% response		0		0		0		0		2.5		0		0		0		0		7.5		5		15		7.5		12.5		7.5		15		5		0		22.5				100

														140

		Importance of reconsent		Very important (1)		Important (2)		Neutral (3)		Of little importance (4)		Not at all important (5)

		How important is it to re-consent after 18?		17		13		5		4		4		43

		Still use your sample if unable to contact for reconsent?

		Yes		24

		No		14		43

		Uncertain		5





		TEMPLETON

		ADOLESCENT SURVEYS		1005		1026		1031		1032		1035		1050		1083		1118		1119		1121		1126		1128		1129		1130		1145		1146		1149		1003		1016		1020		1073		1075		1081		1085		1086		1092		1093		1094		1095		1098		1099		1102		1105		1106		1107		1112		1113		1115		1140

		Identifying information

		Age		15		15		15		16		15		16		16		15		16		15		18		16		15		15		15		16		16				15		16		16		15		16		15				15				14		14		14		17				16		18		17		16		17		18

		Gender		M		M		F		F		X		F		M		F		F		M		M		M		F		M		F		F		M				M		F		M		M		F		M				M				F		F		M		F				F		F		F		F		F		M

		First 3 digits of postal code		V5T		V5G		V5K				V5K		V5M		V5K		V5R		V5K		V5K		V5L		V5K		V5K		V5L		V5T		V5L		V5K				V5L		V5K		V5K		V5L		V5K		V5K				V5C				V5M		V5K		V5K		V5M				V5K		V5K		V5M		V5L		V5W		V5L

		Where are you doing this survey?		Templeton		Templeton		Templeton		Templeton		Templeton		Templeton		Templeton		Templeton		Templeton		Templeton		Templeton		Templeton		Templeton		Templeton		Templeton		Templeton		Templeton				Templeton		Templeton		Templeton		Templeton		Templeton		Templeton				Templeton				Templeton		Templeton		Templeton		Templeton				Templeton		Templeton		Templeton		Templeton		Templeton		Templeton

		Before this survey, have you heard of a BioBank before?		No		No		Uncertain		No		Yes		Yes		No		No		No		No		Uncertain		No		Uncertain		No		No		No		no				No		No		No		Uncertain		No		No				No				No		No		No		No				Uncertain		No		No		No		No		No

		If so, what did you think a BioBank was?										Researching collected human tissues		Somewhere people donate organs to for medical or scientific purposes when they die, or donate things like blood/bone marrow										I thought it was an organization that kept and investigated about biology's issues				Collection of samples? Stem cells?																		A place where you keep sperm and blood samples																						Something to do with donating blood…

		Do you have any chronic medical conditions?		No		No		No		No		Yes		No		No		No		No		No		No		No		No		Yes		No		No		No				No		No		No		No		No		No				No				No		No		No		No				No		No		No		No		No		No

		If so, what condition?																												Asthma, not on a regular basis

		Are you taking any prescribed medications?		No		No		No		No		Yes		No		Yes		Yes		No		No		No		No		No		Yes		No		No		No				No		No		No		No		No		No				No				No		No		No		No				No		No		No		No		No		No

		Opinions on sample donation

		How willing to give: (1=strongly agree, 5=strongly disagree)

		Extra sample while already having a procedure		3		2		2		4		1		2		4		2		4		1		3		3		1		3		2		1		4				3		1		2		3		2		4				3				3		3		2		4				1		1		3		3		1		3

		Extra procedure to give a sample		3		3		2		5		2		2		4		3		4		2		3		3		2		2		4		2		4				2		1		3		3		2		3				3				3		5		3		5				1		3		2		4		1		5

		Left over samples		3		2		2		3		1		1		2		2		1		1		2		2		3		1		1		1		2				3		1		1		3		1		3				3				3		3		3		5				1		3		2		1		1		1

		Comments?								I'm not good with blood tests																		I feel that it is always good to try and contribute to studies that will help us learn more. We are benefiting from such studies now, and will later on																				I would do it but I would also like some more information on exactly what my DNA would be used for, and what the results would be.																										I am definitely more comfortable donating blood if I am already in a position where I am having blood taken for different reasons

		Willing to donate DNA?		Yes		Yes		Yes		Uncertain		Yes		Yes		Yes		Uncertain		Uncertain		Yes		Uncertain		Yes		Yes		No		Uncertain		Yes		Yes				Uncertain		Yes		Yes		Uncertain		Yes		No				Uncertain				Uncertain		Uncertain		Uncertain		Uncertain				Yes		Yes		Uncertain		Uncertain		Yes		Uncertain

		Opinions on assent and re-consent

		Important for <18 year olds to be asked for assent?		Yes		Yes		Yes		Yes		Yes		Yes		Yes		Yes		Yes		Yes		Yes		Yes		Yes		Yes		Yes		Yes		Yes				Uncertain		Yes		Uncertain		Yes		Yes		Uncertain				Yes				Yes		Yes		Yes		Yes				Yes		Yes		Yes		Yes		Yes		Yes

		What age is appropriate to ask for a child's assent?		13		16		9		None - parental sufficient		10		10		None - parental sufficient		14		14		14		None - parental sufficient		16		12		13		12		11		None - parental sufficient				None - parental sufficient		16		None - parental sufficient		16		12 to 14		17				None - parental sufficient				16		14		None - parental sufficient		19 to 21				14		16		None - parental sufficient		13		11		16

		How important is it to re-consent after the patient turns 18? (1=Very, 5=Not)		3		3		2		2		4		4		3		4		1		2		3		2		2		1		2		2		3				3		2		3		3		2		3				3				3		4		3		1				4		3		1		1		2		5

		If unable to contact for re-consent, can we keep using your sample?		Yes		No		Yes		No		Yes		Yes		Yes		Yes		Yes		Yes		Uncertain		Yes		Yes		No		No		Yes		Yes				Uncertain		Uncertain		Uncertain		Uncertain		Yes		No				Uncertain				Uncertain		Yes		Yes		No				Yes		Yes		Uncertain		Yes		No		Yes

		Final comments?																								Hope you can make things better		I think it's a good idea																				Sounds like a good idea, more info would be interesting!																										Intrigued to see further research stem from biobanking and I appreciate how it challenges many modern-day thought processes regarding crucial topics such as morality and ethics.

		TEMPLETON

		PARENTAL SURVEYS		1005		1026		1031		1032		1035		1050		1083		1118		1119		1121		1126		1128		1129		1130		1145		1146		1149		1003		1016		1020		1073		1075		1081		1085		1086		1092		1093		1094		1095		1098		1099		1102		1105		1106		1107		1112		1113		1115		1140

		Identifying information		N/A				N/A				N/A				N/A		Discrepancy about meds		N/A		N/A				N/A										N/A

		Age				15				16				16				15						18				15		15		15		16				15		16		16				15		16		15		14.5				15		14				14				16				18				16						15

		Gender				M				F				F				F						M				F		M		F		F				M		M		F				M		F		M		M						F				M				F				F				F						F

		First 3 digits of postal code				V5G				V5R				V5M				V5R						V5L				V5K		V5L		V5T		V5L				V5N		V5L		V5K				V5L		V5K		V5K		V5L				V3N		V5M				V5K				V5K				V5K				V5L						V5L

		Where are you doing this survey?				Templeton				Templeton				Templeton				Templeton						Templeton				Templeton		Templeton		Templeton		Templeton				Templeton		Templeton		Templeton				Templeton		Templeton		Templeton		Templeton				Templeton		Templeton				Templeton				Templeton				Templeton				Templeton						Templeton

		Before this survey, have you heard of a BioBank before?				No				No				No				No						No				No		No		No		No				No		No		Yes				No		No		No		No				No		No				No				No				No				No						No

		If so, what did you think a BioBank was?																																								A biological sample bank for medical research

		Does your child have any chronic medical conditions?				No				No				No				No						No				No		Yes		No		No				No		No		No				No		No		No		No				No		No				No				No				No				No						No

		If so, what condition?																												Asthma

		Is your child taking any prescribed medications?				No				No				No				No						No				No		No		No		No				Yes		No		No				No		No		No		No				No		No				No				No				No				No						No

		Opinions on sample donation

		How willing to give: (1=strongly agree, 5=strongly disagree)

		Extra sample while already having a procedure				2				3				1				5						3				1		2		1		2				3		2		1				4		2		1		2				2		2				1				2				4				4						2

		Extra procedure to give a sample				5				4				1				5						3				2		4		5		3				3		2		3				4		4		4		2				2		3				4				2				4				4						2

		Left over samples				5				2				1				5						3				1		2		1		2				1		2		1				4		2		3		2				3		2				1				2				2				4						2

		Comments?								I would let my child decide in all instances above and below

		Willing to donate DNA?				Uncertain				Yes				Yes				No						Uncertain				Yes		Yes		Uncertain		Yes				Yes		Uncertain		Yes				No		Uncertain		No		No				Yes		Yes				Yes				Yes				Uncertain				No						Uncertain

		Opinions on assent and re-consent

		Important for <18 year olds to be asked for assent?				Yes				Yes				Yes				No						Uncertain				Yes		Yes		Yes		Yes				Uncertain		Yes		Yes				No		Yes		Yes		Yes				Yes		Yes				Yes				Yes				Yes				Yes						Uncertain

		What age is appropriate to ask for a child's assent?				None - parental sufficient								8				None - parental sufficient						None - parental sufficient				12		15		15		None - parental sufficient				17		18		10				None - parental sufficient		14		17		17				16		17				10				None - parental sufficient				None - parental sufficient				13 to 14						18

		How important is it to re-consent after the patient turns 18?				1				2				1				1						3				2		4		2		1				1		2		1				5		1		2		2				2		4				4				2				1				1						3

		If unable to contact for re-consent, can we keep using your child's sample?				Uncertain				Uncertain				Uncertain				No						Uncertain				Yes		Yes		Yes		Yes				Uncertain		Uncertain		Uncertain				No		No		No		Uncertain				No		Yes				Yes				Yes				No				No						Yes

		Final comments?								Age of assent: as early as child can indicate assent or denial				You have not given enough clear information on what the research is, detailed info on what ethics means, how samples will be identified. If I was consenting to offer I would need this information.																				I think that is very good, if it will serve to save lives

		Survey count

		Total # adolescents		34

		Total # parents		23

		Total		57

		Age ranges		Participants by age				Reported by parent

		14		3				2

		15		13				10

		16		12				8

		17		3				0

		18		3				2

		Gender

		M		15				9

		F		18				13

		ADOLESCENT

		Heard of biobank before

		Yes		2

		No		27		34

		Uncertain		5

		Chronic medical condition

		Yes		2

		No		32		34

		Uncertain		0

		Prescribed medications

		Yes		4

		No		30		34

		Uncertain		0

		Willingess to give		Strongly agree (1)		Agree (2)		Neutral (3)		Disagree (4)		Strongly disagree (5)

		EXTRA sample, already having procedure		8		8		12		6		0		34

		EXTRA procedure		3		10		12		5		4		34

		LEFT OVERS from sample		14		8		11		0		1		34

		Donate DNA

		Yes		17

		No		2		34

		Uncertain		15

		Important to ask <18 for assent

		Yes		31

		No		0		34

		Uncertain		3

		Age to ask child for assent		1		2		3		4		5		6		7		8		9		10		11		12		13		14		15		16		17		18		None - parental sufficient

		Ages		0		0		0		0		0		0		0		0		1		2		2		2		3		5		0		7		1		0		9				32

		% response		0		0		0		0		0		0		0		0		3.125		6.25		6.25		6.25		9.375		15.625		0		21.875		3.125		0		28.125

		Importance of reconsent		Very important (1)		Important (2)		Neutral (3)		Of little importance (4)		Not at all important (5)

		How important is it to re-consent after 18?		5		10		13		5		1

														34

		Still use your sample if unable to contact for reconsent?

		Yes		19

		No		7		34

		Uncertain		8

		PARENT

		Heard of biobank before

		Yes		1

		No		22		23

		Uncertain		0

		Chronic medical condition

		Yes		1

		No		22		23

		Uncertain		0

		Prescribed medications

		Yes		1

		No		22		23

		Uncertain		0

		Willingess to give		Strongly agree (1)		Agree (2)		Neutral (3)		Disagree (4)		Strongly disagree (5)

		EXTRA sample, already having procedure		6		10		3		3		1		23

		EXTRA procedure		1		6		5		8		3		23

		LEFT OVERS from sample		6		10		3		2		2		23

		Donate DNA

		Yes		11		23

		No		5

		Uncertain		7

		Important to ask <18 for assent

		Yes		18

		No		2		23

		Uncertain		3

		Age to ask child for assent		1		2		3		4		5		6		7		8		9		10		11		12		13		14		15		16		17		18		None - parental sufficient

		Ages		0		0		0		0		0		0		0		1		0		2		0		1		0		1		2		1		4		2		7		21

														21

		Importance of reconsent		Very important (1)		Important (2)		Neutral (3)		Of little importance (4)		Not at all important (5)

		How important is it to re-consent after 18?		9		8		2		3		1		23

		Still use your sample if unable to contact for reconsent?

		Yes		8

		No		7		23

		Uncertain		8
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		PRINCE OF WALES

		ADOLESCENT SURVEYS		4001		4002		4005		4007		4020		4021		4022		4023		4024		4026		4029		4030		4031		4033		4034		4036		4069		4070		4071		4073		4074		4076		4078		4080		4090		4092		4096		4098		4099		4102		4104		4106		4107		4108		4109		4110		4111		4112		4113		4114		4116		4117		4119		4121		4122		4123		4124		4125		4126		4128		4129		4130		4131		4134		4136		4137		4140		4141		4143		4147		4148		4149		4150		4151		4152		4153		4154		4155		4156		4157		4158		4159		4160		4161		4162		4163		4164		4165		4166		4167		4168		4169		4170		4171		4172		4173		4174		4175		4176		4177		4178		4179		4180		4181		4182		4183		4184		4185		4186		4187		4188		4189		4190		4191		4192		4193		4194		4195		4196		4197		4198		4199		4200		4201		4202		4203		4204		4205		4206		4207		4208		4209		4210		4211		4212		4213		4214		4215		4216		4217		4218		4219		4220		4221		4222		4223		4224		4225		4226		4227		4228		4229		4230		4231		4232		4233		4234		4235		4236		4237		4238		4239		4240		4241		4242		4243		4244		4245		4246		4247		4248		4249		4250		4251		4252		4253		4254		4255		4256		4257		4258		4259		4260		4261		4262		4263		4264		4265		4266		4267		4268		4269		4270		4271		4272		4273		4274		4275		4276		4277		4278		4279		4280

		Identifying information

		Age		15		15		16		16		15		15				15		16		15				15		15		16		16		16		16		15		16		16		16		15		17		16		17		16		15		15		16		16		15		15		16		15		16		16				17		17				16		17		17						15		15		16		15		15		16				15		16		15		16		16		16		15		16		15		16		16

		Gender		M		F		M		M		M		M				F		F		M				F		F		M		M		F		M		F		F		F		M		F		F		F		M		M		M		F		M		M		F		F		F		F		F		F				F		M				F		F		M						F		F		M		M		M		M				M		M		F		F		F		M		M		M		F		M		M

		First 3 digits of postal code		V6L		V6L		V6N		V6J		V6L		V6P				V6L		V6L		V6J				V6L		4B7		V6L		V6J		V6L		V6L		V6J		V6L		V6T		V6L		V6L		V5Z		V6L		V6L		V6J		V6L		V6J		V6L		V6J		V6M		V6L		V6J		V6L		V5Z		V6L				V5Z		2W2				V5V		V6L		V6L						V5N		V6M		V6N		V6Y		V6H		V6J				V6L		V6L		V6M		V6J		V6L		V6L		V6L		V6L		V6L		V6J		V6L

		Where are you doing this survey?		PW		PW		PW		Pw		PW		PW				PW		PW		PW				PW		PW		PW		PW		PW		PW		PW		PW		PW		PW		PW		PW		PW		PW		PW		PW		PW		PW		PW		PW		PW		PW		PW		PW		PW				PW		PW				PW		PW		PW						PW		PW		PW		PW		PW		PW				PW		PW		PW		PW		PW		PW		PW		PW		PW		PW		PW

		Before this survey, have you heard of a BioBank before?		No		No		No		Uncertain		No		Yes				No		Uncertain		No				No		No		No		No		No		No		No		No		No		No		No		No		No		No		No		No		No		No		No		No		No		No		No		No		No				No		Uncertain				No		Uncertain		Uncertain						No		No		No		No		No		No				No		No		No		No		No		No		No		No		No		No		No

		If so, what did you think a BioBank was?								Bank that contains genetic material				A bank						It collects human's samples																																																												Sounds like a bank						A storage of people's DNA or cells for security or research purposes		A clinic or facility for the benefit of sick children																																						It is a funding storage for biology

		Do you have any chronic medical conditions?		No		Yes		No		No		No		No				No		No		No				No		No		No		No		No		No		No		No		No		Yes		No		No		No		No		No		No		No		No		No		No		No		No		No		Yes		No				No		No				No		No		No						No		No		No		No		No		No				No		No		No		No		No		No		No		Uncertain		No		No		No

		If so, what condition?				Cardio																																						Neurofibromatosis (NF)																												Asthma

		Are you taking any prescribed medications?		No		No		No		No		No		No				No		No		No				No		No		No		No		No		No		No		No		No		Yes		No		No		No		No		No		No		No		No		No		No		No		No		No		Yes		No				No		No				No		No		No						No		No		No		No		No		No				No		No		No		No		No		No		No		Yes		No		No		No

		Opinions on sample donation

		How willing to give: (1=strongly agree, 5=strongly disagree)

		Extra sample while already having a procedure		2		5		3		3		3		5				5		5		3				3		2		2		4		1		3		3		3		3		3		2		3		2		2		2		3		1		2		3		3		4		3		2		2		1				5		2				2		1		2						2		4		5		1		5		3				2		2		4		3		2		2		3		3		2		2		2

		Extra procedure to give a sample		2		5		3		3		2		4				5		5		4				4		2		4		5		4		2		2		3		4		3		3		3		2		2		3		3		1		5		3		3		3		3		2		2		2				5		3				2		3		2						2		5		4		2		5		3				2		2		5		4		2		3		4		3		2		3		3

		Left over samples		2		5		3		2		1		3				5		3		3				4		1		2		2		1		3		2		3		4		1		1		2		1		1		1		3		1		1		2		2		4		3		2		1		2				5		3				1		1		2						2		3		4		2		5		2				1		2		2		1		2		1		2		2		2		2		2

		Comments?										Don't mind giving blood.																I think it is important for tests like this to happen because it benefits overall				Personal safety reasons - I don't know what my blood will be used for; not trustworthy				What are the diseases that this study will benefit? How beneficial will this research be? Will my samples be safely stored and used for research only and not for another purpose ie. Cloning?																										I don't feel comfortable giving away blood unless for lifesaving reasons								I would be willing if this does not affect my health				As long as I know what it's being used for, sure.				If the collection of my "samples" would be beneficial to society/research, why not?		It really depends on people's ideas						My only worry would be that I'm uncertain that my samples would be anonymous and would be used for study purposes only (what if the data leaked?		As long as extracting my blood is for a beneficial cause, then I am OK with it.												If my blood is needed for research purpose, why don't I give consent to using it for the sake of medical advancement?		I've had bad experiences with samples and whatnot. I have attempted to give blood but I wasn't very fond of the situation.										I think it is a good cause, I just have a strong fear of needles.																It would be best if I can have a direct answer of where my donated blood goes to, or is being used for. It would be best if I could also store some of my own human samples just in case if serious health problems affect me or my family in the future.

		Willing to donate DNA?		Uncertain		No		Yes		Uncertain		Yes		No				No		No		Yes				No		Uncertain		Uncertain		Uncertain		Yes		Uncertain		Uncertain		Uncertain		Uncertain		Uncertain		Uncertain		Uncertain		Uncertain		Yes		Yes		Yes		Yes		No		Yes		Uncertain		Uncertain		Uncertain		Uncertain		Yes		Yes				Yes		Yes				Yes		Uncertain		Yes						Uncertain		Uncertain		No		Yes		Uncertain		Yes				Yes		Yes		Uncertain		Yes		Uncertain		Yes		Uncertain		Yes		Uncertain		Yes		Yes

		Opinions on assent and re-consent

		Important for <18 year olds to be asked for assent?		Yes		Yes		Uncertain		Uncertain		Yes		Yes				Yes		Yes		Yes				Yes		Yes		Uncertain		Yes		Yes		Uncertain		Yes		Uncertain		Yes		Yes		Yes		Yes		Uncertain		Yes		Yes		Yes		Yes		Yes		Yes		Yes		Yes		Uncertain		Yes		No		Yes				Yes		Yes				No		Yes		Yes						Uncertain		Yes		Yes		Yes		No		Yes				Yes		Uncertain		Yes		Yes		Yes		Uncertain		Yes				Yes		Yes		Uncertain

		What age is appropriate to ask for a child's assent?		None - parental sufficient		12		15		16		Always ask; doesn't matter what age, but around 12.		12				10		None - parental sufficient		13				16		15		14		6		16		16		18		Uncertain		16		13		None - parental sufficient		15		16		13		14		12		13		10		16		None - parental sufficient		15		None - parental sufficient		12		10		13				15		16 to 17				16		13		17						None - parental sufficient		None - parental sufficient		None - parental sufficient		7		8		16				12		13		14 to 15		15		14		14		12		16		16		17		None - parental sufficient

		How important is it to re-consent after the patient turns 18? (1=Very, 5=Not)		2		1		3		2		5		1				1		1		3				3		2		3		2		1		3		3		2		2		1		2		3		1		3		1		3		1		5		3		1		2		4		2		2		2				3		3				2		2		2						1		2		4		4		5		3				4		2		1		4		1		2		5		3		3		2		2

		If unable to contact for re-consent, can we keep using your sample?		Uncertain		No		Uncertain		No		Uncertain		No				Yes		No		No				No		Yes		Uncertain		No		Uncertain		Uncertain		Yes		Uncertain		Uncertain		No		No		Yes		No		No		Uncertain		No		Yes		Yes		Uncertain		No		No		Uncertain		Yes		Yes		Uncertain				Yes		Yes				No		Yes		Yes						Yes		Yes		Yes		Yes		Yes		No				Yes		Yes		No		Yes		Uncertain		Yes		Yes		Uncertain		Yes		Yes		Yes

		Final comments?								I have to learn more about this to do the survey		Next time, it'd be good if it was double-sided to save paper.																				I think BioBanking should teach people more about the DNA extraction, because I have no idea what it is; how it works; is it safe; what would happen if someone can actually read my DNA, etc.				How long will my samples be kept in the biobank?																																		I would be interested to know what kind of research the samples will be for				Make sure you keep people informed																												If I was able to give DNA that wouldn't be painful or traumatizing for me then I would jump to the opportunity of donating samples.

		PRINCE OF WALES

		PARENTAL SURVEYS		4001		4002		4005		4007		4020		4021		4022		4023		4024		4026		4029		4030		4031		4033		4034		4036		4069		4070		4071		4073		4074		4076		4078		4080		4090		4092		4096		4098		4099		4102		4104		4106		4107		4108		4109		4110		4111		4112		4113		4114		4116		4117		4119		4121		4122		4123		4124		4125		4126		4128		4129		4130		4131		4134		4136		4137		4140		4141		4143		4147		4148		4149		4150		4151		4152		4153		4154		4155		4156		4157		4158		4159		4160		4161		4162		4163		4164		4165		4166		4167		4168		4169		4170		4171		4172		4173		4174		4175		4176		4177		4178		4179		4180		4181		4182		4183		4184		4185		4186		4187		4188		4189		4190		4191		4192		4193		4194		4195		4196		4197		4198		4199		4200		4201		4202		4203		4204		4205		4206		4207		4208		4209		4210		4211		4212		4213		4214		4215		4216		4217		4218		4219		4220		4221		4222		4223		4224		4225		4226		4227		4228		4229		4230		4231		4232		4233		4234		4235		4236		4237		4238		4239		4240		4241		4242		4243		4244		4245		4246		4247		4248		4249		4250		4251		4252		4253		4254		4255		4256		4257		4258		4259		4260		4261		4262		4263		4264		4265		4266		4267		4268		4269		4270		4271		4272		4273		4274		4275		4276		4277		4278		4279		4280

		Identifying information

		Age		15		15		16		16		15		15				15		16		15		16		15		15		16		16		16		16		15		16		16		16				17		16		17		16		15		15		16		16		15		15		16		15		16		16		17		17		17		17		16		17		17		16		16		15		15		16		15		15		16		15		15		16		15		16		16		16		15		16		15		16		16

		Gender		M		F		Male		M		M		M				F		F		M		F		F		F		M		M		F		M		F		F		F		M				F		F		M		M		M		F		M		M		F		F		F		F		F		F		F		F		M		M		F		F		M		M		M		F		F		M		M		M		M		M		M		M		F		F		F		M		M		M		F		M		M

		First 3 digits of postal code		V6L		V6L		V6N		V6J		V6L		V6P				V6L		V6L		V6J		V6L		V6L		4B7		V6L		V6J		V6L		V6L		V6J		V6L		V6T		V6L				V5Z		V6L		V6L		V6J		V6L		V6J		V6L		V6J		V6M		V6L		V6J		V6L		V5Z		V6L		V6S		V5Z		2W2		V6J		V5V		V6L		V6L		V6S		V6J		V5N		V6M		V6N		V6Y		V6H		V6J		V6J		V6L		V6L		V6M		V6J		V6L		V6L		V6L		V6L		V6L		V6J		V6L

		Where are you doing this survey?		PW		PW		PW		PW		PW		PW		PW		PW		PW		PW		PW		PW		PW		PW		PW		PW		PW		PW		PW		PW		PW				PW		PW		PW		PW		PW		PW		PW		PW		PW		PW		PW		PW		PW		PW		PW		PW		PW		PW		PW		PW		PW		PW		PW		PW		PW		PW		PW		PW		PW		PW		PW		PW		PW		PW		PW		PW		PW		PW		PW		PW		PW

		Before this survey, have you heard of a BioBank before?		No		No		No		No		No		Uncertain		No		No		No		No		No		No		No		No		Yes		No		No		No		Uncertain		No		No				No		No		No		Uncertain		No		No		No		No		No		No		No		No		Uncertain		No		No		Yes		No		No		No		No		No		No		No		No		No		No		No		No		No		No		No		No		No		No		No		No		No		No		No		No		No

		If so, what did you think a BioBank was?												Like store cells, blood for future use																		BioBank was an uncontrolled organization to change or modify human/animal bio-cells for uncertain results.								Information service for recording biological data of a child.														Somewhere  you would collect and store biological items such as genetic tissue?																		Organ bank?						Some kind of storage for blood, cord blood, etc. in case some other child needs to use it.

		Does your child have any chronic medical conditions?		No		Yes		No		No		No		No		No		No		No		No		No		No		No		No		No		No		No		No		No		No		Yes				No		No		No		No		No		No		No		No		No		No		No		No		Yes		No		No		No		No		No		No		No		No		No		No		No		No		No		No		No		No		No		No		No		No		No		No		No		No		Uncertain		No		No		No

		If so, what condition?				Cardio																																						Neurofibromatosis (NF)																												Mild asthma

		Is your child taking any prescribed medications?		No		No		No		No		No		No		No		No		No		No		No		No		No		No		No		No		No		No		No		No		Yes				No		No		No		No		No		No		No		No		No		No		No		No		No		No		No		No		No		No		No		No		No		No		No		No		No		No		No		No		No		No		No		No		No		No		No		No		No		Yes		No		No		No

		Opinions on sample donation

		How willing to give: (1=strongly agree, 5=strongly disagree)

		Extra sample while already having a procedure		2		5		3		1		3				5		5		5		3		4		3		3		3		5		3		4		2		3		5		4				4		5		3		2		3		1		1		2		3		4		2		2		1		2		4		1		5		5		2		2		2				2		3		3		3		2		2		2		3		1		3		3		3		2		2		2		3		2		3		5

		Extra procedure to give a sample		2		5		3		2		2				5		5		5		3		4		4		3		3		5		5		4		2		3		5		4				5		5		3		4		3		3		4		2		3		4		2		3		1		5		4		1		5		5		2		4		2				1		3		3		3		4		5		2		3		3		2		3		4		2		1		4		3		2		3		5

		Left over samples		2		5		3		2		3				5		5		2		3		4		3		1		3		5		5		4		2		3		4		3				1		5		1		1		3		1		1		2		2		3		2		2		1		2		4		1		5		5		4		3		1				2		3		3		3		3		1		2		3		3		3		3		1		2		1		2		3		2		2		5

		Comments?																														Current laws and rules/regulations (both local and global) are not strong/rigid for misuse or misconduct by professionals				I am uncomfortable with this because I do not know exactly what type of research my child's blood or DNA will be used for. How long will the samples be kept and can we have the sample returned or destroyed at our request?												It really depends on the procedure and the medical condition																								I will support anything that will help children who are sick										Concerned about privacy issues. Probably need more information.										I believe such procedures can be dangerous and risky, so I do not really support my child to contribute.								You should be cautious about blood samples used in medical research.

		Willing to donate DNA?		Uncertain		No		Uncertain		Yes		Yes		No		No		No		Uncertain		Yes		No		No		Yes		Uncertain		No		No		Uncertain		Yes		Uncertain		No		No				Yes		No		Uncertain		Uncertain		Yes		Yes		Uncertain		Yes		Uncertain		Uncertain		Uncertain		Yes		Yes		No		No		Yes		No		Uncertain		Uncertain		Yes		Uncertain				No		No		Uncertain		Uncertain		Yes		Yes		No		No		No		Yes		No		Uncertain		Uncertain		Yes		Uncertain		Uncertain		No		Uncertain		No

		Opinions on assent and re-consent

		Important for <18 year olds to be asked for assent?		Yes		Yes		Uncertain		Yes		Yes		No		Yes		Yes		Yes		Yes		Yes		Yes		Yes		Yes		DO NOT ASK! Please rephrase the question!		Yes		Yes		Yes		Yes		Yes		Yes				Yes		No		Yes		Yes		No		Yes		Yes		Yes		Yes		Yes		Uncertain		Yes		Yes		No		Yes		Yes		No		Yes		Yes		Yes		Yes				Yes		No		Yes		Yes		Yes		Yes		Yes		Yes		Yes		Uncertain		Yes		Uncertain		Yes		Yes		Yes				No		Yes		No

		What age is appropriate to ask for a child's assent?		None - parental sufficient		12		11		20		16		18		5		16		14		13		None - parental sufficient		15		15		None - parental sufficient		None - parental sufficient		None - parental sufficient		17		18		Uncertain		None - parental sufficient		15				14		None - parental sufficient		15		14		None - parental sufficient		14		8		16		None - parental sufficient		16		None - parental sufficient		13		15		None - parental  sufficient		16		11 to 12		None - parental sufficient		None - parental sufficient		None - parental sufficient		15		12				15		None - parental sufficient		None - parental sufficient		17		12		10		16		16		16		None - parental sufficient		None - parental sufficient		None - parental sufficient		14		16		16		None - parental sufficient		18		17		None - parental sufficient

		How important is it to re-consent after the patient turns 18?		2		1		3		1		3		1				1		1		3		1		2		1		2		DO NOT CONTACT! Please re-phrase the question!		1		1		3		1		1		1				5		1		3		1		1		1		3		2		1		2		4		3		5		1		2		4		4		1		3		1		4				2		3		1		5		2		5		2		3		4		2		1		3		1		4		2		3		2		2		3

		If unable to contact for re-consent, can we keep using your child's sample?		Uncertain		No		Uncertain		No		No		No				Yes		No		No		No		No		Yes		Yes		No		Uncertain		Uncertain		Yes		Uncertain		No		No				No		No		No		Yes		Uncertain		Yes		Yes		Yes		No		No		Uncertain		Uncertain		Yes		No		No		Yes		No		No		Yes		No		Yes				Yes		No		Yes		No		No		Yes		No		No		Yes		Uncertain		No		Yes		Uncertain		Yes		No		Uncertain		Yes		Uncertain		No

		Final comments?																														BioBanking is legally and financially supported by global governments? Or most nations of United Nations?																																						I would also be willing to donate. It's important to have consent from any donor, even < 18.		Very interesting program…!!				.		(I think it depends on the maturity & ability of the child to understand. For my children, I would say 11 or 12) I think this kind of research is kimportant if the correct procedures are in place to absolutely safeguard my child's anonymity, then carry on						(Blood sample, yes. Not bone marrow)												I don't know if this experiment is effective.

		Survey count

		Total # adolescents		56

		Total # parents		62

		Total		118

		Age ranges		Participants by age				Reported by parent

		14		0				0

		15		23				23

		16		27				30

		17		6				8

		18		0				0

		Gender

		M		28				31

		F		28				29

		ADOLESCENT

		Heard of biobank before

		Yes		1

		No		50		56

		Uncertain		5

		Chronic medical condition

		Yes		3

		No		52		56

		Uncertain		1

		Prescribed medications

		Yes		3

		No		53		56

		Uncertain		0

		Willingess to give		Strongly agree (1)		Agree (2)		Neutral (3)		Disagree (4)		Strongly disagree (5)

		EXTRA sample, already having procedure		5		21		19		4		7		56

		EXTRA procedure		1		18		19		9		9		56

		LEFT OVERS from sample		16		22		10		4		4		56

		Donate DNA

		Yes		24

		No		7		56

		Uncertain		25

		Important to ask <18 for assent

		Yes		41

		No		3		55

		Uncertain		11

		Age to ask child for assent		1		2		3		4		5		6		7		8		9		10		11		12		13		14		15		16		17		18		None - parental sufficient

		Ages		0		0		0		0		0		1		1		1		0		3		0		6		7		4		6		11		2		1		9				52

		% response		0		0		0		0		0		1.9230769231		1.9230769231		1.9230769231		0		5.7692307692		0		11.5384615385		13.4615384615		7.6923076923		11.5384615385		21.1538461538		3.8461538462		1.9230769231		17.3076923077

		Importance of reconsent		Very important (1)		Important (2)		Neutral (3)		Of little importance (4)		Not at all important (5)

		How important is it to re-consent after 18?		13		19		15		5		4		56

		Still use your sample if unable to contact for reconsent?

		Yes		25

		No		17		56

		Uncertain		14

		PARENT

		Heard of biobank before

		Yes		2

		No		56		62

		Uncertain		4

		Chronic medical condition

		Yes		3

		No		58		62

		Uncertain		1

		Prescribed medications

		Yes		2

		No		60		62

		Uncertain		0

		Willingess to give		Strongly agree (1)		Agree (2)		Neutral (3)		Disagree (4)		Strongly disagree (5)

		EXTRA sample, already having procedure		6		18		20		6		10		60

		EXTRA procedure		4		12		18		12		14		60

		LEFT OVERS from sample		12		15		19		5		9		60

		Donate DNA

		Yes		17		61

		No		22

		Uncertain		22

		Important to ask <18 for assent

		Yes		45

		No		8		57

		Uncertain		4

		Age to ask child for assent		1		2		3		4		5		6		7		8		9		10		11		12		13		14		15		16		17		18		None - parental sufficient

		Ages		0		0		0		0		1		0		0		1		0		1		1		3		2		5		7		10		3		3		20		57

														57

		Importance of reconsent		Very important (1)		Important (2)		Neutral (3)		Of little importance (4)		Not at all important (5)

		How important is it to re-consent after 18?		23		13		13		6		4		59

		Still use your sample if unable to contact for reconsent?

		Yes		19

		No		29		60

		Uncertain		12





		





		CHURCHILL

		ADOLESCENT SURVEYS		8044		8062		8068		8069		8086		8115		8119		8031		8034		8042		8046		8051		8055		8057		8064		8067		8078		8082		8083		8090		8106		8110		8114		8116		8128		8129

		Identifying information

		Age		15		16		15		16		15		15		15		15		16		16		15		16		15		16		16		16		16		15		15		16		16		16		15		15		15		16

		Gender		F		M		F		F		F		F		M		F		M		F		F		M		M		F		F		F		M		F		F		F		F		M		F		M		M		M

		First 3 digits of postal code		V5Y		V5W		V5S		V6P		V5Z		V6P		V6P		V7C		V5S		V6P		V6P		V6P		V5P		V5T		V6T		V6K		V6Y		V6V		V6P		V5Y		V5V		V6P		V6P		V6Y		V6P		V6H

		Where are you doing this survey?		Churchill		Churchill		Churchill		Churchill		Churchill		Churchill		Churchill		Churchill		Churchill		Churchill		Churchill		Churchill		Churchill		Churchill		Churchill		Churchill		Churchill		Churchill		Churchill		Churchill		Churchill		Churchill		Churchill		Churchill		Churchill		Churchill

		Before this survey, have you heard of a BioBank before?		Yes		Uncertain		No		No		Uncertain		No		Uncertain		No		No		No		No		No		No		No		No		No		No		No		Uncertain		No		No		No		No		No		No		No

		If so, what did you think a BioBank was?		A place where biospecimens are stored		A bank for biomedical purposes						An animal study lab/sponsorship thing?				A place with biological samples																								A fundraising organisation

		Do you have any chronic medical conditions?		No		No		No		No		No		No		Yes		No		No		No		No		No		Yes		No		No		No		No		No		No		No		No		No		No		No		No		No

		If so, what condition?														Asthma												Hyperthyroidism

		Are you taking any prescribed medications?		No		No		No		No		No		No		No		No		No		No		No		No		Yes		No		No		No		No		No		No		No		No		No		No		No		No		No

		Opinions on sample donation

		How willing to give: (1=strongly agree, 5=strongly disagree)

		Extra sample while already having a procedure		4		2		5		1		1		3		2		1		4		1		4		3		1		1		2		1		5		2		3		1		2		3		1		2		3		4

		Extra procedure to give a sample		5		2		5		4		3		4		4		3		4		3		4		4		3		4		3		1		5		2		3		2		3		4		2		4		4		4

		Left over samples		1		2		1		1		1		3		1		1		1		1		2		3		1		1		1		1		5		2		2		2		1		2		1		3		3		1

		Comments?				I don't really know how these procedures work								I'm not fond of blood								Although I believe giving blood for medical research is a highly appreciative and generous act, I do not think such an act should be taken in all circumstances.												I would be willing to give any parts (any organs) for any useful purposes)				This, of course, would depend on my current health condition.								Samples left over from a necessary procedure may be used, however I oppose the idea of an additional procedure purely to extract samples.				I don't mind giving blood, etc. away if it's going to be taken anyway. I don't want extra procedures performed.		I do not mind giving the existing amount of blood.		Personally I don't like people taking my blood for things, partially because I'm scared of needles, but mostly since I feel like I wouldn't know why/how the blood is used, and what the results are. After all, it's my blood.

		Willing to donate DNA?		Uncertain		No		Yes		Yes		Yes		Uncertain		Yes		Uncertain		Uncertain		Yes		Uncertain		Yes		Uncertain		Yes		Uncertain		Yes		No		No		Uncertain		Yes		Yes		Yes		Yes		Uncertain		Yes		Uncertain

		Opinions on assent and re-consent

		Important for <18 year olds to be asked for assent?		Yes		No		Yes		Yes		Yes		Yes		Yes		Yes		Yes		Yes		Yes		Yes		Yes		Yes		Yes		Yes		Yes		Yes		Yes		Yes		Yes		Yes		Yes		Yes		Uncertain		Yes

		What age is appropriate to ask for a child's assent?		12		15		None - parental sufficient		14		10		15		13		10		None - parental sufficient		All ages		16		13		14		8		14		13		14		16		14		16		9		13		10		14		None - parental sufficient		15

		How important is it to re-consent after the patient turns 18? (1=Very, 5=Not)		2		2		2		1		2				4				2		1		2		4		2		1		4		3		1		3		3		1		4		1		2		4		4		1

		If unable to contact for re-consent, can we keep using your sample?		Uncertain		Yes		Yes		Yes		Yes		No		Yes		Yes		Uncertain		Yes		No		Yes		Yes		Yes		Yes		Yes		No		Yes		Uncertain		Uncertain		Yes		No		Yes		Yes		Uncertain		Uncertain

		Final comments?																				I appreciate the BioBank for its potential benefits, and I thank those who work towards such a wonderful cause.		I'd be curious to know how long a patient's sample stays on file.		If an extra procedure is performed and has additional costs, I don't think I would agree to it.								From people's opinions, they should be allowed to donate necessary organs for life (heart) for others who need it (who want to live)												As long as proper consent is given, it is a great research process.

		CHURCHILL

		PARENTAL SURVEYS		8044		8062		8068		8069		8086		8115		8119		8031		8034		8042		8046		8051		8055		8057		8064		8067		8078		8082		8083		8090		8106		8110		8114		8116		8128		8129

		Identifying information

		Age		15		16		15		16		15				15		15		16		16		15		16				16				16		16		15						16		16		15						16

		Gender		F		M		F		F		F				M		F		M		F		F		M				F				F		M		F						F		M		F						M

		First 3 digits of postal code		V5Y		V5W		V5S		V6P		V5Z				V6P		V7C		V5S		V6P		V6P		V6P				V5T				V6K		V6Y		V6V						V5V		V6P		V6P						V6H

		Where are you doing this survey?		Churchill		Churchill		Churchill		Churchill		Churchill				Churchill		Churchill		Churchill		Churchill		Churchill		Churchill				Churchill				Churchill		Churchill		Churchill						Churchill		Churchill		Churchill						Churchill

		Before this survey, have you heard of a BioBank before?		Yes		No		No		No		No				No		No		No		No		No		No				No				No		No		No						No		No		No						No

		If so, what did you think a BioBank was?		Storage of human tissues for research purposes																																																		Collecting info

		Does your child have any chronic medical conditions?		No		No		No		No		No				Yes		No		No		No		No		No				No				No		No		No						No		No		No						No

		If so, what condition?														Asthma, Allergies

		Is your child taking any prescribed medications?		No		No		No		No		No				No		No		No		No		No		No				No				No		No		No						No		No		No						No

		Opinions on sample donation

		How willing to give: (1=strongly agree, 5=strongly disagree)

		Extra sample while already having a procedure		2		2		5		2		2				1				3		1		5		5				3				3		5		3						2		2		5						4

		Extra procedure to give a sample		4		4		5		5		3				1				3		2		5		5				2				3		5		4						2		4		5						5

		Left over samples		1		2		1		1		2				1				3		1		5		5				2				3		5		3						2		2		3						5

		Comments?																		If he does not have any competitions during that period, I don't mind him having any samples of blood taken. However, if he has to have a competition within a week, I don't agree to him giving any samples.

		Willing to donate DNA?		Uncertain		Yes		Yes		Yes		Yes				Yes				Uncertain		Yes		No		No				Yes				Uncertain		No		Uncertain						Uncertain		No		No						Uncertain

		Opinions on assent and re-consent

		Important for <18 year olds to be asked for assent?		Yes		Yes		Yes		Yes		Yes				Yes		Uncertain		No		Yes		Yes		Yes				Yes				Yes		Yes		Yes						Yes		Yes		No						Yes

		What age is appropriate to ask for a child's assent?		14		None - parental sufficient		None - parental sufficient		14		10				12		None - parental sufficient		21		10		18		10				10				16		14		17						5		16		None - parental sufficient						None - parental sufficient

		How important is it to re-consent after the patient turns 18?		4		5		3		2		3				3		2		1		3		1		1				1				1		1		3						1		1		3						1

		If unable to contact for re-consent, can we keep using your child's sample?		Yes		Yes		Yes		Yes		Yes				Yes		Uncertain		No		Yes		No		No				Yes				No		Yes		Uncertain						No		No		Uncertain						No

		Final comments?				Good idea

		Survey count

		Total # adolescents		26

		Total # parents		19

		Total		45

		Age ranges		Participants by age				Reported by parent

		14		0				0

		15		13				8

		16		13				11

		17		0				0

		18		0		26		0

		Gender

		M		10				7

		F		16		26		12

		ADOLESCENT

		Heard of biobank before

		Yes		1

		No		21		26

		Uncertain		4

		Chronic medical condition

		Yes		2

		No		24		26

		Uncertain		0

		Prescribed medications

		Yes		1

		No		25		26

		Uncertain		0

		Willingess to give		Strongly agree (1)		Agree (2)		Neutral (3)		Disagree (4)		Strongly disagree (5)

		EXTRA sample, already having procedure		9		6		5		4		2		26

		EXTRA procedure		1		4		7		11		3		26

		LEFT OVERS from sample		15		6		4		0		1		26

		Donate DNA

		Yes		13

		No		3		26

		Uncertain		10

		Important to ask <18 for assent

		Yes		24

		No		1		26

		Uncertain		1

		Age to ask child for assent		1		2		3		4		5		6		7		8		9		10		11		12		13		14		15		16		17		18		None - parental sufficient

		Ages		0		0		0		0		0		0		0		1		1		3		0		1		4		6		3		3		0		0		3				25

		% response		0		0		0		0		0		0		0		4		4		12		0		4		16		24		12		12		0		0		12

		Importance of reconsent		Very important (1)		Important (2)		Neutral (3)		Of little importance (4)		Not at all important (5)

		How important is it to re-consent after 18?		7		8		3		6		0		24

		Still use your sample if unable to contact for reconsent?

		Yes		16

		No		4		26

		Uncertain		6

		PARENT

		Heard of biobank before

		Yes		1

		No		18		19

		Uncertain		0

		Chronic medical condition

		Yes		1

		No		18		19

		Uncertain		0

		Prescribed medications

		Yes		0

		No		19		19

		Uncertain		0

		Willingess to give		Strongly agree (1)		Agree (2)		Neutral (3)		Disagree (4)		Strongly disagree (5)

		EXTRA sample, already having procedure		2		6		4		1		5		18

		EXTRA procedure		1		3		3		4		7		18

		LEFT OVERS from sample		5		5		4		0		4		18

		Donate DNA

		Yes		7		18

		No		5

		Uncertain		6

		Important to ask <18 for assent

		Yes		16

		No		2		19

		Uncertain		1

		Age to ask child for assent		1		2		3		4		5		6		7		8		9		10		11		12		13		14		15		16		17		18		None - parental sufficient

		Ages		0		0		0		0		1		0		0		0		0		4		0		1		0		3		0		2		1		1		5		18

														18

		Importance of reconsent		Very important (1)		Important (2)		Neutral (3)		Of little importance (4)		Not at all important (5)

		How important is it to re-consent after 18?		9		2		6		1		1		19

		Still use your sample if unable to contact for reconsent?

		Yes		9

		No		7		19

		Uncertain		3





		Date		Oncology		Cardiology		Orthopedics				Reasons given

		3-Jun		2								Child had autism, father had language barrier

		4-Jun		2				2				Took survey home but didn't complete; Didn't accept neutrality of data analysis - "I won't give the response that you want, so my survey won't be useful to you"

		5-Jun		2		2

		10-Jun						2				Too overwhelmed by one son's surgery and other son's fracture

		11-Jun				1		2				Language barrier ; Handed surveys back in blank

		18-Jun				2		2				Waiting for ECG, didn't want a survey; Both grandma and patient didn't understand survey

		19-Jun				1						Teen didn't want to do survey, father did

		10-Jul		3

		11-Jul		2

						Total		25
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		1		0

		2		0

		3		0

		4		0

		5		2.0833333333

		6		0

		7		0

		8		2.0833333333

		9		0

		10		7.2916666667

		11		1.0416666667

		12		5.2083333333

		13		2.0833333333

		14		9.375

		15		9.375

		16		13.5416666667

		17		8.3333333333

		18		6.25

		None - parental sufficient		33.3333333333
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		School adolescents		53		31		25										School parents		36		43		23





Sheet1

		Leftover samples		Leftover samples

		Extra sample during medical procedure		Extra sample during medical procedure

		Sample from extra procedure		Sample from extra procedure



Clinic adolescents

School adolescents

% Participants who would agree to donate

Clinic vs school adolescents: 
willingness to donate samples

80.1801801802

69.8275862069

69.3693693694

49.1379310345

38.7387387387

31.8965517241



Sheet2

		Leftover samples		Leftover samples

		Extra sample during medical procedure		Extra sample during medical procedure

		Sample from extra procedure		Sample from extra procedure



Clinic parents

School parents

% Participants who would agree to donate

Clinic vs school parents: 
Willingness to donate samples

83.3333333333

52.4752475248

76.6666666667

47.5247524752

45.5555555556

26.7326732673



Sheet3

		Yes

		No

		Uncertain



Clinic adolescents

55.4545454545

16.3636363636

28.1818181818



		Yes

		No

		Uncertain



School adolescents

48.623853211

28.4403669725

22.9357798165



		Yes

		No

		Uncertain



49 27 16

Clinic parents

49

27

16



		Yes

		No

		Uncertain



School parents

36

43

23



		





		







Importance of re-consent

0%
10%
20%
30%
40%
50%
60%
70%
80%
90%

100%

Clinic
adolescents

Clinic parents School
adolescents

School
parents

%
 P

ar
tc

ip
an

t R
es

po
ns

es

Little importance/
Not important

Neutral

Very important/
Important


Chart7

		Clinic adolescents		Clinic adolescents		Clinic adolescents

		Clinic parents		Clinic parents		Clinic parents

		School adolescents		School adolescents		School adolescents
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		Willingness to donate		Leftover samples		Extra sample during medical procedure		Sample from extra procedure

		Clinic parents		83		77		46

		Clinic adolescents		80		69		39

		School adolescents		70		49		32

		School parents		52		48		27

		DNA donation		Clinic adolescents		School adolescents		Clinic parents		School parents

		Yes		57		54		54		35

		No		21		12		13		32

		Uncertain		32		50		24		35

		Total		110		116		91		102

																								DNA donation		Clinic adolescents		Clinic parents		School adolescents		School parents

																								Yes		57		54		54		35

																								No		21		13		12		32

																								Uncertain		32		24		50		35

		Importance of re-consent		Clinic adolescents		School adolescents		Clinic parents		School parents														Importance of re-consent		Clinic adolescents		Clinic parents		School adolescents		School parents

		Very important/ Important		53		62		58		64														Very important/ Important		53		58		62		64

		Neutral		35		31		18		21														Neutral		35		18		31		21

		Little importance/Not important		18		21		15		16														Little importance/ Not important		18		15		21		16

		Total		106		114		91		101

		Use without reconsent		Clinic adolescents		School adolescents		Clinic parents		School parents														Use without reconsent		Clinic adolescents		Clinic parents		School adolescents		School parents

		Yes		61		53		49		36														Yes		61		49		53		36

		No		18		31		27		43														No		18		27		31		43

		Uncertain		31		25		16		23														Uncertain		31		16		25		23

		Total		110		109		92		102
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Conclusions

• First survey gathering opinions of adolescents and 
parents about biobanking

• Most survey participants had not heard of a biobank
• Most adolescents and parents are willing to donate 

samples 



Conclusions cont.

• The appropriate age for assent is lower for adolescents 
(14.5 years) compared to parents (16 years) but higher 
compared to the assent age used in most institutions. 

• Re-contact for re-consent was considered important by 
the majority of all participant groups. 

• The continued use of samples in the absence of re-
consent was considered acceptable by the majority of 
participants

Kong et al, J Adolesc Health. 2016 Apr;58(4):474-480



Extended school survey
• Would education about biobanks 

– change how school adolescents and parents respond to survey? 
– Increase willingness to participate

• Surveyed adolescents in high schools after giving them a 15 
minute education session (BCCH BioBank video plus power 
point) about biobanking

• Surveyed parents of high school students having asked 
them to watch out BioBank video



School Survey Demographic

Adolescents Parents

# responding to survey with no prior
education session

219 176

# responding to survey with 15 minute 
education session

106 44

Total 325 220



Willingness to donate samples under various 
conditions - Adolescents
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Willingness to donate samples under various 
conditions - Parents
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Parents with prior education are more willing 

to donate
*Left over sample, P<0.01

**Extra sample, P<0.01
***Extra procedure, P=0.01



Appropriate age of Assent

Adolescents Parents

P < 0.01
Median age with education = 10
Median age without education = 13

No significant difference
Median age with education = 14
Median age without education = 15
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Conclusions

• Willingness to donate did not significantly change in 
adolescents after education

• Parents willingness to donate their child’s samples increases 
with education

• Adolescents opinion on age of assent is lower after education

Accepted in Biobanking and Biopreservation



Further work

• COVID 19 survey in BC public schools (Grade 8-
12)

• Objective:
– To see whether opinions on participation in medical 

research among adolescents has changed since the 
COVID-19 pandemic

– To determine opinions of adolescent about 
vaccinations including barriers and benefits

– 15 school districts are participating
– 500+ completed surveys



Equality, Diversity and Inclusion

• Currently we are not collecting data with regards 
to gender, ethnicity, minority populations for 
BioBank participants:
– How can we do this in a cultural appropriate/safe 

manner
• We are in the process of translating our BioBank 

video in two other languages (common Chinese 
an Punjabi subtitles)

• Inclusion of patient partners
• Information about biobank participation in a 

cultural sensitive manner



Questions
Thank you:
• Jonathan Bush, Co-Director
• Ashton Ellis
• Veronica Chow
• Vi Nguyen
• Qudrat Aujla
• Many people who have helped the BioBank including clinicians and 

researchers
• Special thank you to Tamsin Tarling

biobank@cw.bc.ca

mailto:biobank@cw.bc.ca

	Fueling Research by Saving Body Bits:�BC Children’s Hospital BioBank
	Land Acknowledgement
	Objectives
	Slide Number 4
	Slide Number 5
	51 years ago……………..
	Now
	Biobanks provide us with high quality specimens
	Definition of a BioBank
	BCCH BioBank
	BioBanking Flow Chart
	BCCH BioBank Governance Structure 
	1. General BioBank
	Clinic Representation
	Slide Number 15
	   Application Process
	�2. PI Driven Research�
	BioBank Services
	Facilitating Major Research Projects
	Consenting and Pediatric Biobanking
	Patient Engagement and Education
	Giving patients and healthcare providers a voice in pediatric biobanking
	�Project Objectives
	Research participants
	Patient/Public Concerns
	Slide Number 26
	Health-care providers Concerns
	Researchers concerns	
	Consent
	Verbal Permission for Biobanking
	Slide Number 31
	Slide Number 32
	Slide Number 33
	Consenting for future and ongoing research projects
	Consenting for future and ongoing research projects�
	E-Consent Platform
	E-Consent platform
	Slide Number 38
	E-Consent platform
	E-Consent platform
	Stage 1:  Survey Results
	Age Distribution:
	Have you previously consented to the �BC Children’s Hospital BioBank?
	If I had the choice of consenting method, I would choose:
	Overall, the online consent clearly describes what a biobank is. 
	The risks of participating in the BioBank are well explained.
	The benefits of participating in the BioBank are well explained.
	I understand that my participation is voluntary and that I can withdraw from the BioBank if I change my mind.
	It is clear to me that researchers need to get permission before they can get samples for their research from the BioBank. 
	I understand all of the information given during the online consent process.
	I feel the amount of information given is:
	Other Feedback/Comments
	E-Consent Platform
	Identify words/phrases for clarification�
	Practical assessment and quiz
	Other Considerations
	Other considerations
	E-Consent Platform
	Youth-Friendly Assent Form
	Biobank surveys
	Survey Design
	Survey Demographic
	Have you ever heard of a biobank?
	Would you be willing to donate samples to a biobank?
	Age of Assent-Adolescents
	Age of Assent- Parents
	Importance of re-consent
	Continued use of specimens in absence of re-consent
	Conclusions
	Conclusions cont.
	Extended school survey
	School Survey Demographic
	Willingness to donate samples under various conditions - Adolescents
	Slide Number 74
	Slide Number 75
	Slide Number 76
	Conclusions
	Further work
	Equality, Diversity and Inclusion
	Questions

