Appendix 1 Focus Group Demographics

Title: Focus Group Demographics
	Characteristic
	N

	Gender

	Female
	11

	Male
	11

	Geographical area

	NSW
	7

	VIC
	7

	QLD
	4

	SA
	1

	WA
	3

	Age (years)

	<29
	10

	30-54
	5

	65+
	7

	Highest level of education

	Secondary school
	7

	TAFE college
	6

	University degree
	7

	University post-graduate
	2

	Employment

	Working part time
	4

	Working full time
	11

	Retired
	3

	Unemployed - looking for work
	2

	Student
	2





Appendix 2 COREQ
Title: COREQ
	Research team and reflexivity

	Personal characteristics

	Interviewer/facilitator
	Lead author ABM facilitated all focus groups

	Credentials
	PhD (Bioethics) BMedSci

	Occupation
	Head of School of Health and Society, University of Wollongong

	Gender
	Female moderator x 1, female research assistants x 2, 2 x female observers, 2 x male observers  

	Experience and training
	Professor Braunack-Mayer is a bioethicist, with extensive experience in the use of qualitative research methods to explore public health issues, including data linkage, obesity, immunization and pandemics. Previous work includes research on the place of privacy and confidentiality in medicine and public health, the role of ethics in the education of medical students, and the relationship between ethics and health technology assessment. 

	Relationships with participants

	Relationship established
	No relationship prior to the focus groups 

	Participant knowledge of the interviewer
	Participants received a Participant Information Sheet (PIS) which described the moderator’s role and provided contact details e.g. ‘lead Chief Investigator Professor Annette-Braunack-Mayer at abmayer@uow.edu.au’

	Interview characteristics
	Participants were provided with a brief introduction in the PI:  ‘We are undertaking focus groups to investigate community knowledge, attitudes and values with respect to use of people’s general practice data being used for research purposes, as well as through linking general practice data to other data sources.’

	Domain 2: Study design

	Theoretical framework

	Methodological orientation and theory
	Focus groups have their methodological origins in marketing and social research.  They are designed to encourage discussion in a supportive environment and non-confrontational way to understand people’s perspectives, attitudes and values (Kitzinger, 1995, and Morgan, 1997). In this project, the theoretical framework for the focus groups is empirical bioethics, focusing on how the participants’ knowledge, perspectives and values interact.
References
Kitzinger J. Qualitative Research: Introducing focus groups BMJ 1995; 311 :299 doi:10.1136/bmj.311.7000.299
Morgan, D. L. (1997). Focus groups as qualitative research. SAGE Publications, Inc., https://dx.doi.org/10.4135/9781412984287

	Participant selection

	Sampling
	Sampling for focus groups follows a qualitative (purposive) rather than a quantitative (representational) sampling strategy. Our aim was to constitute broadly inclusive groups, with a range of ages (18 years+), genders, SES and cultural backgrounds, from a range of geographic areas nationally, including urban, regional and rural), in order to recruit as diverse a sample as possible.

	Method of approach
	We employed an experienced Australian market research company, McNair yellowSquares, to recruit a sample of 24 participants from their opt-in online panel. McNair yellowSquares were asked to secure a diverse sample with respect to gender, age, geographic residential location (rural, regional and urban), national spread, educational qualifications, employment and cultural background. Only panel members 18 years and older were invited. We excluded potential participants with current or previous experience(s) employed in a general practice setting to limit the impact of firsthand knowledge of data sharing practices in general practice. Using a screening survey, participants were purposively selected from MacNair yellowSquare’s panel to meet these requirements.

	Sample size
	24 participants were recruited (22 participants took part in the focus groups)

	Non-participation
	2 participants failed to attend on the day despite recording verbal consent to participate in the week before hand.

	Setting

	Setting of data collection
	On-line Focus group via Zoom

	Presence of non-participants
	The moderator (ABM) and two members of the research team (BF & LC) plus one observer per group

	Description of samples
	Focus Group 1 - All female group (25 years+), 
Focus Group 2 - All male group (25 years +),
Focus Group 3 - Mixed group all ages (25 years +), 
Focus Group 4 - Young persons’ group (18 – 25 years), 

	Data Collection

	Interview guide
	A moderator guide was developed for the research team and moderator use.  A participant information pack was posted out one week ahead of the focus groups.
The focus group was pilot tested and minor amendments to the discussion/ moderator guide made after the pilot.

	Repeat interviews
	Four focus groups were held in total, within a 2-week period. 

	Audio/visual recording
	All focus groups were audio recorded and transcribed. 

	Field notes
	Notes were taken during the focus groups by a research team member.

	Duration
	Focus groups were 90 minutes in duration

	Data Saturation
	Data saturation was discussed, and determined to have been achieved by the fourth focus group

	Transcripts returned
	Transcripts were not returned to participants for comment and/ or correction

	Domain 3: analysis and findings

	Data analysis
	

	Number of data coders
	Two members of the research team (ABM & LC)

	Description of the coding tree
	The coding tree focused on concepts related to: awareness and understanding of the content of GP and hospital records; support for sharing and linkage (including the perceived benefits); concerns about sharing and linkage; conditions and controls on sharing and linkage

	Derivation of themes
	Themes were both proposed in advance and also derived from the data

	Software
	Microsoft Word, Excel and NVivo were used to manage the data

	Participant checking
	Participants did not provide feedback

	Reporting

	Quotations presented
	Quotations from focus group participants are presented to illustrate findings and are identified with a focus groups and participant number

	Data and findings consistent
	There was consistency between the data presented in the literature search and the focus group findings.

	Clarity of major themes
	Major themes are clearly presented in the findings.

	Clarity of minor themes
	Minor themes are clearly presented in the findings.





Appendix 3 Online Survey Instrument
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Eligibility Criteria

[bookmark: _Hlk95380148]We are asking the following three questions so that we can check how closely our sample matches the whole population of Australia


1. With which gender do you most identify? One response only

	
	Female
	
	
	Non-binary

	
	Male
	
	
	I prefer to describe: __________(free text 50 characters)

	
	I prefer not to say
	
	
	




2. How old are you? Insert numerals only. Please program for responses 17 and under to be immediately exited from the survey.

__________ in years

3. Where do you currently live? One response only
	
	 Greater Sydney

	
	 Rest of NSW

	
	 Greater Melbourne

	
	 Rest of VIC

	
	 Greater Brisbane

	
	 Rest of QLD

	
	 Adelaide

	
	 Rest of SA

	
	 Perth

	
	 Rest of WA

	
	 TAS

	
	 Northern Territory

	
	 ACT
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Participant Information Sheet

Please read the Participant Information Sheet below: 
(Participant information sheet will appear on this page within the survey)

	
	Please tick the box to indicate you have read and understood the Participant Information Sheet Participant to indicate by ticking box



If you would like to view and/or download and/or print the Participant Information Sheet please go here. This link will send participant to a PDF version of Participant Information Sheet.
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Section A: Patient information in general practice
[bookmark: _Hlk93585778][bookmark: _Hlk94183471]Please watch this video before answering question 4 link to video 1 (mandatory – able to be replayed) 	Comment by Annette Braunack-Mayer: Please include the text from the Video here	Comment by Belinda Fabrianesi: I added to a few additional spots – if you were wanting the text to appear each time the video was mentioned?Video 1 text:
In Australia, general practitioners (GPs) are the first and primary source of health care for most people.  
Information about you is recorded in your general practice record, mostly in computers. 
The record may include your symptoms, what the GP finds when they examine you, your blood test results, diagnoses, medications and other treatments, and communications with other health professionals. 
The record may also include non-medical information, such as aspects of your personal life, work life, and/or family situation. 
GPs sometimes share the information in patient records with other people and organisations.  
Everyone who handles your information is covered by privacy laws or privacy principles as well as other legal obligations to protect the information in your record. 
Information in your general practice record can only be shared for specific purposes.
In answering the first set of questions, please assume that the GP and everyone your information is shared with will abide by all relevant laws and will do everything they can to minimise risks to your privacy. 
However, it is still possible that you may be identified from some of the information shared about you.


We are interested in understanding who you think your general practice information is being shared with and whether you agree with this.
In answering these questions, please assume that the GP and everyone your information is shared with will abide by all relevant laws and will do everything they can to minimise risks to your privacy. However, it is still possible that you may be identified from some of the information shared about you.
4. Do you think information from your general practice record is being shared with the following people?
Answer all items. One response per row.
	
	Yes
	No
	I do not know 

	(a) Me
	
	
	

	(b) My immediate family members
	
	
	

	(c) Other staff in the general practice, e.g., other GPs, practice nurse, 
	
	
	

	(d) Hospital health professionals e.g., doctors or nurses
	
	
	

	(e) Emergency personnel e.g., ambulance staff
	
	
	

	(f) Other medical specialists, e.g., surgeon, cardiologist
	
	
	

	(g) Allied health professionals, e.g., pharmacist or psychologist 
	
	
	

	(h) Health administrators and planners in government
	
	
	

	(i) Researchers in a university
	
	
	

	(j) Researchers in a government department
	
	
	

	(k) Health researchers in private industry, e.g., a pharmaceutical company
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Please click here if you would like to watch the video 1 again link to video 1 (not mandatory – able to be replayed)

5. To what extent do you agree with information from your general practice record being shared with the following people?
Answer all items. One response per row.
	[bookmark: _Hlk97639755]
	Strongly agree 
	Agree
	Neither agree nor disagree

	Disagree
	Strongly disagree

	(a) Me
	
	
	
	
	

	(b) My immediate family members
	
	
	
	
	

	(c) Other staff in the general practice, e.g., other GPs, practice nurse, 
	
	
	
	
	

	(d) Hospital health professionals e.g., doctors or nurses
	
	
	
	
	

	(e) Emergency personnel e.g., ambulance staff
	
	
	
	
	

	(f) Other medical specialists, e.g., surgeon, cardiologist
	
	
	
	
	

	(g) Allied health professionals, e.g., pharmacist or psychologist 
	
	
	
	
	

	(h) Health administrators and planners in government
	
	
	
	
	

	(i) Researchers in a university
	
	
	
	
	

	(j) Researchers in a government department
	
	
	
	
	

	(k) Health researchers in private industry, e.g., a pharmaceutical company
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Section B: For what reasons can general practice information be shared?
Please click here if you would like to watch the video 1 again link to video 1 (not mandatory – able to be replayed). 

There are a number of reasons why GPs share the information in your patient record with other people.
We are interested to know what you think are the reasons for your general practice information being shared and whether you agree with this.
[bookmark: _Hlk95905862]In answering these questions, please assume that the GP and everyone your information is shared with will abide by all relevant laws and will do everything they can to minimise risks to your privacy. However, it is still possible that you may be identified from some of the information shared about you.

[bookmark: _Hlk93585074]6. Do you think information from your general practice record is being shared for the following reasons?
[bookmark: _Hlk96596275]Answer all items. One response per row.
	[bookmark: _Hlk97639982]
	Yes
	No 
	I do not know

	(a) To directly support my personal health care
	
	
	

	(b)For my GP to improve the health services they provide  
	
	
	

	(c) For the government to improve health services generally
	
	
	

	(d) For research in universities, hospitals or publicly funded research organisations
	
	
	



[bookmark: _Hlk93585170]
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Please click here if you would like to watch the video 1 again link to video 1 (not mandatory, able to be replayed)

7. To what extent do you agree with information from your general practice record being shared for the following reasons?
Answer all items. One response per row.
	[bookmark: _Hlk97640015]
	Strongly agree 
	Agree
	Neither agree nor disagree
	Disagree 
	Strongly disagree

	(a) To directly support my personal health care
	
	
	
	
	

	(b)For my GP to improve the health services they provide  
	
	
	
	
	

	(c)For the government to improve health services generally
	
	
	
	
	

	(d) For research in universities, hospitals or publicly funded research organisations
	
	
	
	
	






[bookmark: _Hlk97126415]PAGE 7

Section C: Sharing and linking general practice information for research
Please watch this video before answering question 8 Link to video 2 (mandatory, able to be replayed)Video 2
We would like to know more about your views on sharing information from your general practice record specifically for research.  
Researchers can do more valuable research if they can bring together information, not just from your GP, but also from other places such as hospital, education, and social services records.   
When your general practice information is used for research, there are special safeguards. 
A Human Research Ethics Committee must consider each research project to ensure that the researchers will protect the privacy and security of your general practice information by, 
for example, not sharing the information with anyone outside the research team and 
not publishing anything that would identify individual patients. 
To answer the questions which follow, we would like you to assume that the researchers will not have your name and address. However, it is still possible that the researchers may be able to work out who you are from information provided about you. 



We would like to know what you think about information from your general practice record being linked with other information about you from other sources for specific research purposes. Please remember that the researchers will not have your name or address. However, it is still possible that the researchers may be able to work out who you are from information provided about you.

8. To what extent do you agree with information from your general practice record being linked with information about you from the following sources for specific research purposes? 
Answer all items. One response per row.
	
	Strongly agree 
	Agree
	Neither agree nor disagree
	Disagree
	Strongly disagree

	(a) Other health service records, e.g., hospital and ambulance records
	
	
	
	
	

	(b) Education department records
	
	
	
	
	

	(c) Social service records, e.g., disability, housing and childcare services
	
	
	
	
	

	(d) Criminal justice records
	
	
	
	
	


[bookmark: _Hlk92808874]PAGE 8

SECTION D: Trust in GP and general practice records

9. To what extent do you agree with the following statements about your GP and sharing information from your general practice record?
Please remember, the GP and everyone your information is shared with will abide by all relevant laws and will do everything they can to minimise risks to your privacy.  However, it is still possible that you may be identified from some of the information shared about you.
Answer all items. One response per row.
	
	Strongly agree 
	Agree
	Neither agree nor disagree
	Disagree 
	Strongly disagree

	(a) I am confident that my GP will take care of the information in my general practice record appropriately
	
	
	
	
	

	(b) There are some aspects of the information in my general practice record I would rather my GP did not share with anyone else
	
	
	
	
	

	(c) I would want to know when the information in my general practice record is being shared
	
	
	
	
	

	(d) I would want to know who the information in my general practice record is being shared with
	
	
	
	
	

	(e)I would want to know why the information in my general practice record is being shared
	
	
	
	
	

	(f) I would be willing to let my GP decide who can see information from my health record without informing me
	
	
	
	
	

	(g) My name, address and date of birth must be removed before my general practice information is shared
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10.  If you have anything else to tell us about your views on using information from your general practice records, please comment below?
	
	No

	
	Yes (please respond below)


Open text 2000 characters
	








[bookmark: _Hlk95380100]
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Demographics

11. In general, how would you rate your health? 
[bookmark: _Hlk90454385]One response only 
	[bookmark: _Hlk97806019][bookmark: _Hlk93586818]
	My health is poor
	

	
	My health is fair
	

	
	My health is good
	

	
	My health is very good
	

	
	My health is excellent
	



12. About your health status:
[bookmark: _Hlk94184118]Answer all items. One response per row.
	
	Yes
	No
	I am not sure/I do not know

	(a) I have a chronic health condition
	
	
	

	(b) I care for someone with a chronic health condition
	
	
	

	(c) I take prescribed medication(s)
	
	
	

	(d) I have a My Health Record electronic health record
	
	
	



[bookmark: _Hlk98325996]13. In what type of setting did you most often see a GP in the last year, including face-to-face, online or by telephone?
One response only
	[bookmark: _Hlk86753616]
	General practice 

	
	Community centre, e.g., Women’s Health Centre, Aboriginal Medical Service

	
	Residential or nursing care home

	
	Hospital or rehabilitation

	
	Other (please specify):
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14. How many times did you see a GP in the last year, including face-to-face, online or by telephone?
One response only 
	
	I did not see a GP in the last year

	
	1-3 times in the year

	
	4-12 times in the year

	
	13-52 times in the year

	
	More than once a week



15. Which best describes the highest educational qualification you have obtained? 
[bookmark: _Hlk93587154]One response only
	
	No formal qualifications

	
	Year 10 or school certificate

	
	Year 12 or leaving certificate

	
	Trade/apprenticeship

	
	Other TAFE/Certificate

	
	University degree/Higher degree

	
	I prefer not to answer/I am not sure



16. What best describes your current employment status? 
One response only
	[bookmark: _Hlk86753162]
	Full time employed
	
	Student/Training

	
	Part-time employed
	
	Retired

	
	Unemployed
	
	Unable to work (e.g., disability/Work Cover)

	
	Home duties
	
	I prefer not to answer/I am not sure
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17. What is your household’s combined income?
One response only
	
	$1 - $19,999 per year ($1 - $379 per week)

	
	$20,000 - $39,999 per year ($380 - $769 per week)

	
	$40,000 - $59,999 per year ($770 - $1149 per week)

	
	$60,000 - $99,999 per year ($1150 - $1919 per week)

	
	$100,000 - $124,999 per year ($ 1920 - $2399 per week)

	
	$125,000 - $149,999 per year ($2,400 - $2879 per week)

	
	$150,000 - $199,999 per year ($2880 - $3839 per week)

	
	$200,000 or more per year ($3840 or more per week)

	
	I prefer not to answer/I am not sure



[bookmark: _Hlk96597433]18. Have you worked, or do you currently work in the health industry and/or in health services or research? 
Tick all that apply (maximum 3 answers)
	
	Yes, in a general practice

	
	Yes, in the health industry (other than general practice)

	
	Yes, in conducting research (this does not include being part of a research panel)

	
	No

	
	I am not sure

	
	I prefer not to answer




Thankyou for completing our survey

If you would like to view and/or download and/or print the Participant Information Sheet please go here. This link will send participant to a PDF version of Participant Information Sheet.


