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A survey of the health behaviours and emotional health among female carers of stroke survivors
INFORMATION FOR PARTICIPANTS
Introduction

You are invited to take part in a research study into the heath behaviours and emotional health of female carers of stroke survivors. The aim is to assess the prevalence of health behaviours (such as smoking status, alcohol consumption, physical activity, fruit and vegetable consumption, and blood pressure) and risk of anxiety and depression among female carers of stroke survivors. With this information, we will be able to develop helpful tools and resources to support female carers of stroke survivors to support their health and wellbeing. 

What is the research about?

Informal carers of stroke survivors, such as spouses and family members, may experience changes to their lifestyle and health after they take on the caregiving role. Despite the positive aspects of caregiving, research has shown that caregiving can impact on carers’ health and well-being. Carers may experience a change in lifestyle after they take on the caregiving role. Lifestyle changes may include changes to physical activity levels, diet, as well as smoking and alcohol use. Furthermore, female carers are the most at risk of experiences changes to mood, for example having more symptoms of anxiety and depression than previously. However, there is limited information concerning the relationship between health behaviours and emotional health among female carers of stroke survivors.
Our research aims to explore health behaviours and emotional health of female informal carers of stroke survivors. With this information, we will be able to develop helpful tools and resources to support informal carers in achieving healthier lifestyles.

Where is the research being done?

The study is being conducted within this institution by Dr Alexandra Denham.
The study is being supported by a philanthropic grant through the Hunter Medical Research Institute (HMRI).

Who can participate in the research?

Participating in this research is suitable for you if:

•
Aged 18 years and over

•        Female

•
Can speak English
•
You are a current or former informal carer of a person who has had a stroke. This includes unpaid spouses, family members, friends

What choice do you have?

Participation in this study is entirely voluntary.  You do not have to take part in it.  If you do take part, you can withdraw at any time without having to give a reason. Whatever your decision, please be assured that it will not affect your relationship with The University of Newcastle, and Hunter New England Health, or Hunter Research Volunteer Stroke Register. If you do decide to participate, you may withdraw from the project at any time prior to submitting your completed survey. Please note, due to the anonymous nature of the survey, if you do not provide any identifying details such as your phone number or e-mail, you will not be able to withdraw your response after it has been submitted.
What would you be asked to do if you agree to participate?
If you agree to participate in this study, you will be asked to sign the Participant Consent Form.  If you agree to take part, you will be asked to return your completed consent form to the Hunter Stroke Research Volunteer Register, Community Stroke Team, or directly contact the research team. You may also request to complete this survey online via a link provided by email, over the phone with the research team, or may request a pen and paper version of the survey by contacting the research team. If you choose to complete the survey online, please contact the research team and we will send you an e-mail containing the survey. If you wish to complete the survey over the phone, our research team will arrange a time for you to answer the survey over the phone.  A pen and paper version of the survey may also be mailed to you by the research team. You will be asked questions such as your age and education. You will also be asked to complete a brief survey of your health behaviours and emotional health. It is expected to take 15 minutes to complete. 

What are the risks and benefits of participating?

Risks 
The research team does not expect you will experience any risk from participating in this study. You may withdraw at any time without providing a reason. If at any point you feel distressed during or after participating in our survey, please consider contacting the following sources of support: http://www.mentalhealthcommission.gov.au/get-help.aspx or phone Lifeline on 131114.
Benefits

We cannot promise you any specific benefit from participating in this research. However, we hope that by obtaining a better understanding of the health behaviours and emotional health of female informal carers of stroke survivors, we will be able to develop effective programs and services to assist carers in achieving healthier lifestyles.

Will the study cost you anything?

Participation in this study will not cost you anything, nor will you be paid. 
How will your privacy be protected?

All the information collected from you for the study will be treated confidentially, and only authorised members of the research team will have access to it, unless the information is required by law. All hard-copy information will be stored in a locked filing cabinet in the Principal Investigator’s (Dr Alexandra Denham) rooms in the Hunter Medical Research Institute. All electronic information will be stored in password protected files on a secure, University-hosted online platform, with access available only to authorised research team members. At the end of the study, all information will be stored securely for at 7 years at the University of Newcastle, after which time all paper documents will be shredded and all electronic information permanently deleted. The study results may be presented at a conference or in a scientific publication, but individual participants will not be identifiable in such a presentation.

What do you need to do to participate?
Please read this Information Statement and be sure you understand its contents before you consent to participate. If there is anything you do not understand, or you have questions, please contact the research team.

If you would like to participate, please begin the online survey by clicking “next”. This will be taken as your informed consent to participate.

If you would prefer to complete the survey over the phone with a team member, please contact the research team at FoCCuS4HEARTproject@newcastle.edu.au or Principal Investigator Dr Alexandra Denham at Alexandra.Denham@newcastle.edu.au or on phone number (02) 4055 3232
Further Information

When you have read this information, the research team or Principal Investigator Dr Alexandra Denham will discuss it with you further and answer any questions you may have.  If you would like to know more at any stage, please feel free to contact the research team at FoCCuS4HEARTproject@newcastle.edu.au or Dr Alexandra Denham at Alexandra.Denham@newcastle.edu.au or on phone number (02) 4055 3232
Participants who complete this survey may be eligible to participate in a follow-up interview to further explore the topics in the survey. If you wish to participate in this interview, please let us know at the end of the survey by providing us with your contact details or contacting the research team directly. From there, we will provide an information statement and consent form for this study (Hunter New England Human Research Ethics Committee of Hunter New England Local Health District, Reference 2020/ETH02830).

This information statement is for you to keep.

Thank you for considering this invitation. We greatly appreciate your thoughts and feelings on these issues.
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Dr Alexandra Denham  
Ethics: 

This research has been approved by the Hunter New England Human Research Ethics Committee of Hunter New England Local Health District, Reference 2020/ETH02830

Governance:

The conduct of this research has been authorised by the Hunter New England Local Health District to be conducted at the John Hunter Hospital site.
Complaints about this research:

Should you have concerns about your rights as a participant in this research, or you have a complaint about the manner in which the research is conducted, it may be given to the researcher, or, if an independent person is preferred, please contact the HNE Research Office, Hunter New England Local Health District, Level 3, POD, HMRI, Lot 1 Kookaburra Circuit, New Lambton Heights NSW 2305. Telephone: 02 4921 4140. Email: HNELHD-ResearchOffice@health.nsw.gov.au and quote the reference number 2020/ETH02830
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A survey of the health behaviours and emotional health among female carers of stroke survivors
Participant Survey

Thank you for agreeing to complete our survey and participate in our study.

This survey will ask you a number of questions about you, and your emotional health and lifestyle as current or former informal caregiver for someone who has had a stroke. 

It should take you about 15 minutes to complete.

Would you like to complete the survey over the phone or by pen and paper? Please leave your e-mail address and/or phone number below, and a team member will be in contact with you as soon as possible. If you would like to complete the survey online, please leave this blank and proceed to the first question.

_________________________________________________________________

[If data is entered, survey ends]
Demographics

1) What is your age, in years? 

2) What is your gender?

	Female
	1
	

	Male
	2
	STOP SURVEY

	Other
	3
	STOP SURVEY


3) Do you identify as Aboriginal or Torres Strait Islander? 

	Yes
	1

	No
	2


4) Which country do you live in?  

	Australia
	1
	GO TO Q5 (+1)

	Canada


	2
	GO TO Q6 (+2)

	New Zealand


	3
	GO TO Q6 (+2)

	United Kingdom


	4
	GO TO Q6 (+2)

	United States


	5
	GO TO Q6 (+2)

	Other (please specify)
	7
	GO TO Q6 (+2)


5) Which state do you live in?  

	New South Wales
	1

	Queensland

	2

	South Australia


	3

	Western Australia


	4

	Victoria
	5



	Northern Territory


	6

	Tasmania
	7

	ACT
	8


6) What is your marital status?  

	Married 


	1

	Defacto or living with a partner 


	2

	Separated or divorced 


	3

	Never married or single 


	4

	Widowed 


	5


7) What is your employment status? 

	Full time, part time or casual
	1

	Retired
	2

	Unemployed 
	3

	Other (please specify)
	4


8) What is the highest education that you have completed? 
	Primary school 


	1

	High school years  7-10 


	2

	High school years  11-12 


	3

	TAFE 


	4

	University Degree 


	5


9) Are you a current or former carer for someone who has had a stroke?

	Current
	1
	GO TO Q12 (+3)

	Former
	2
	GO TO Q10 (+1)


Stroke event and stroke survivor details

10) How long has it been since you have provided care for someone who has experienced a stroke, in years? 

11) If you are no longer caring for a person who has had a stroke, has this person you cared for passed away?

	Yes
	1

	No
	2


12) How long have you been a carer for someone who has had a stroke? If you are a former carer, how long did you provide care for someone who has had a stroke?

 






Months or


 




              Years
13) What is your relationship with the person that you care(d) for? (I am the ______ of the person who has had a stroke).

	Partner/spouse
	1

	Child
	2

	Parent
	3

	Other family member
	4

	Friend or neighbour
	5

	Other (please specify:_________________________)
	6



14) What is the age of the person that you care(d) for, in years? 

15) What gender does the person that you care(d) for identify with? 

	Male
	1

	Female
	2

	Other
	3


16) Does the person that you care(d) for identify as Aboriginal or Torres Strait Islander? 

	Yes
	1

	No
	2


17) Please indicate how much the stroke event has/had impacted the lifestyle of the person that has had a stroke:

	The person who has had a stroke has no signs remaining that they have had a stroke.
	0

	The person who has had a stroke may have signs remaining that they have had a stroke but these do not affect their ability to do all the activities they did before stroke.

That is, they can do exactly all the jobs and activities they did before their stroke. 


	1

	The person who has had a stroke is unable to carry out all jobs and activities they did before the stroke, however they can look after own affairs without needing any help.


	2

	The person who has had a stroke needs some help to do jobs and activities they did before the stroke, but can WALK and MOVE around without needing any help.


	3

	The person who has had a stroke is not able to walk without help, and is not able to look after their own personal care including toileting and hygiene without help from another person.
	4


18) HOSPITAL ANXIETY AND DEPRESSION SCORE

Emotions play an important part in most illnesses.                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                          Read each item and place a firm tick in the box opposite the reply that comes closest to how you have been feeling in the past week.  Don’t take too long over your replies: your immediate reaction to each item will probably be more accurate than a long thought out response

Name:                                                           

 Date of birth:                            

	I feel tense or ‘wound up:
	
	I feel as if I am slowed down:
	

	Most of the time
	
	Nearly all the time
	

	A lot of the time
	
	Very often
	

	Time to time, occasionally
	
	Sometimes
	

	Not at all
	
	Not at all
	

	I still enjoy the things I used to enjoy:
	
	I get a sort of frightened feeling like ‘butterflies in the stomach’:
	

	Definitely as much
	
	Not at all
	

	Not quite so much
	
	Occasionally
	

	Only a little
	
	Quite often
	

	Not at all
	
	Very often
	

	I get a sort of frightened feeling as if something awful is about to happen:
	
	I have lost interest in my appearance:


	

	Very definitely and quite badly
	
	Definitely
	

	Yes, but not too badly
	
	I don’t take as much care as I should
	

	A little, but it doesn’t worry me
	
	I may not take quite as much care
	

	Not at all
	
	I take just as much care as ever
	

	I can laugh and see the funny side of things:
	
	I feel restless as if I have to be on the   move:
	

	As much as I always could
	
	Very much indeed
	

	Not quite as much now
	
	Quite a lot
	

	Definitely not so much now
	
	Not very much
	

	Not at all
	
	Not at all
	

	Worrying thoughts go through my mind:
	
	I look forward with enjoyment to things:
	

	A great deal of the time
	
	As much as I ever did
	

	A lot of the time
	
	Rather less than I used to
	

	From time to time but not too often
	
	Definitely less than I used to
	

	Only occasionally
	
	Hardly at all
	

	I feel cheerful:
	
	I get sudden feelings of panic:
	

	Not at all
	
	Very often
	

	Not often
	
	Quite often
	

	Sometimes
	
	Not very often
	

	Most of the time
	
	Not at all
	

	I can sit at ease and feel relaxed:
	
	I can enjoy a good book or radio or TV programme:
	

	Definitely
	
	Often
	

	Usually
	
	Sometimes
	

	Not often
	
	Not often
	

	Not at all
	
	Very seldom
	


Nutrition – Nutrition Health Survey (Australia)
19) How many serves of vegetables do you usually eat each day? Please circle one answer, then proceed to the corresponding question.

A ‘serve’ is ½ cup of cooked vegetables like carrot or peas, or 1 cup of salad 

	1 serve per day 
	1
	GO TO Q21 (+2)

	2 serves per day 


	2
	GO TO Q21 (+2)

	3 serves per day 


	3
	GO TO Q21 (+2)

	4 serves per day 
	4
	GO TO Q21 (+2)

	5 or more serves per day 


	5
	GO TO Q21 (+2)

	I don’t eat vegetables every day 
	6
	GO TO Q20 (+1)


20) How many serves do you usually eat PER WEEK? If you did not eat vegetables at least weekly, please write ‘0’. 
21) How many serves of fruit do you usually eat EACH DAY? A ‘serve’ is 1 medium piece of fruit like an apple, 2 small pieces like apricots or 1 cup of chopped or canned fruit. Please circle one answer, then proceed to the corresponding question. 

	1 serve per day 


	1
	GO TO Q23 (+2)

	2 serves per day 


	2
	GO TO Q23 (+2)

	3 serves per day


	3
	GO TO Q23 (+2)

	4 serves per day


	4
	GO TO Q23 (+2)

	5 serves per day


	5
	GO TO Q23 (+2)

	I don’t eat fruit every day


	6
	GO TO Q22 (+1)


22) If you don’t eat fruit every day, how many serves do you eat PER WEEK? If you do not eat vegetables at least weekly, please write ‘0’. 

  


serves per week

Physical Activity - GTLEQ

23) During a typical 7-Day period (a week), how many times on average do you do the following kinds of exercise for more than 15 minutes during your free time?
	
	Times per week

	STRENUOUS EXERCISE (HEART BEATS RAPIDLY) (e.g., running, jogging, hockey, football, soccer, squash, basketball, cross country skiing, judo, roller skating, vigorous swimming, vigorous long distance bicycling)
	

	MODERATE EXERCISE (NOT EXHAUSTING) 

(e.g., fast walking, baseball, tennis, easy bicycling, volleyball, badminton, easy swimming, alpine skiing, popular and folk dancing)
	

	MILD EXERCISE (MINIMAL EFFORT) (e.g., yoga, archery, fishing from river bank, bowling, horseshoes, golf, snow-mobiling, easy walking)
	


24) During a typical 7-day period (a week), in your leisure time, how often do you engage in any regular activity long enough to work up a sweat (heart beats rapidly)?

	Often
	1

	Sometimes
	2

	Never/rarely
	3


Smoking – validated two-item measure

25) Do you currently smoke tobacco products? 

	Yes, daily
	1

	Yes, at least once a week
	2

	Yes, but less often than once a week
	3

	Not at all
	4


26) Have you smoked at least 100 cigarettes or a similar amount of tobacco in your life? 

	Yes 
	1

	No 
	2

	Not sure 
	3


Alcohol – AUDIT-C

27) Have you had an alcoholic drink of any kind in the last 12 months? 

	Yes
	1
	Go to Q28 (+1)

	No
	2
	Go to Q31 (+4)


28) How often did you have a drink containing alcohol in the past year? 

	Never
	1
	Go to Q31 (+3)

	Monthly or less
	2
	Go to Q29 (+1)

	2 to 4 times a month
	3
	Go to Q29 (+1)

	2 to 3 times a week
	4
	Go to Q29 (+1)

	4 or more times a week
	5
	Go to Q29 (+1)


Please use the definitions of Standard Drinks provided below to assist participant to answer the following questions.
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29) How many standard drinks containing alcohol did you have on a typical day when you were drinking in the past year?

	1 to 2 drinks
	1

	3 to 4 drinks
	2

	5 to 6 drinks
	3

	7 to 9 drinks
	4

	10 or more drinks
	5


30) How OFTEN do you have four or more standard drinks on one occasion in the past year? 

	Never
	1

	Less than monthly
	2

	Monthly
	3

	Weekly
	4

	Daily or almost daily
	5


Blood pressure

31) What is your blood pressure?

	Low blood pressure
	1

	Normal blood pressure
	2

	Prehypertension
	3

	High blood pressure
	4

	I don’t know my blood pressure
	5


32) Do you take medication for your blood pressure?

	Yes
	1
	Go to Q33 (+1)

	No
	2
	Go to Q34 (+2)


33) How long have you been taking medication for high blood pressure?

	Less than 1 year
	1

	1 – 2 years
	2

	More than 2 years
	3

	I don’t know
	4


Medications and other health conditions

34) Do you take medication for any other health conditions?

	Yes
	1
	Go to Q35 (+1)

	No
	2
	Go to Q36 (+2)


35) Please enter up to 10 health conditions you take medication for (e.g. diabetes, hyperthyroidism).

	1.

	2.

	3.

	4.

	5.

	6.


	7.

	8.


	9.

	10


Sleep scale - The Epworth Sleepiness Scale
36) The Epworth Sleepiness Scale is widely used in the field of sleep medicine as a subjective measure of a patient's sleepiness. The test is a list of eight situations in which you rate your tendency to become sleepy on a scale of 0, no chance of dozing, to 3, high chance of dozing. When you finish the test, add up the values of your responses. Your total score is based on a scale of 0 to 24. The scale estimates whether you are experiencing excessive sleepiness that possibly requires medical attention.

How Sleepy Are You?

How likely are you to doze off or fall asleep in the following situations? You should rate your chances of dozing off, not just feeling tired. Even if you have not done some of these things recently try to determine how they would have affected you. For each situation, decide whether or not you would have:

· No chance of dozing =0

· Slight chance of dozing =1

· Moderate chance of dozing =2

· High chance of dozing =3

Write down the number corresponding to your choice in the right hand column. 
	Situation
	Chance of dozing

	Sitting and reading
	

	Watching TV
	

	Sitting inactive in a public place (e.g. a theater or a meeting)
	

	As a passenger in a car for an hour without a break
	

	Lying down to rest in the afternoon when

circumstances permit
	

	Sitting and talking to someone
	

	Sitting quietly after a lunch without alcohol
	

	In a car, while stopped for a few minutes in traffic
	


Health-related quality of life – EQ-5D
37) Under each heading, please identify the option that best describes your health TODAY

a. MOBILITY
	I have no problems with walking around
	1

	I have slight problems with walking around
	2

	I have moderate problems with walking around
	3

	I have severe problems with walking around
	4

	I am unable to walk around
	5


b. PERSONAL CARE
	I have no problems with washing or dressing myself
	1

	I have slight problems with washing or dressing myself
	2

	I have moderate problems with washing or dressing myself
	3

	I have severe problems with washing or dressing myself
	4

	I am unable to wash or dress myself
	5


c. USUAL ACTIVITIES (e.g. work, study, housework, family or leisure activities)

	I have no problems doing my usual activities
	1

	I have slight problems doing my usual activities
	2

	I have moderate problems doing my usual activities
	3

	I have severe problems doing my usual activities
	4

	I am unable to do my usual activities
	5


d. PAIN/DISCOMFORT
	I have no pain or discomfort
	1

	I have slight pain or discomfort
	2

	I have moderate pain or discomfort
	3

	I have severe pain or discomfort
	4

	I have extreme pain or discomfort
	5


e. ANXIETY/DEPRESSION

	I am not anxious or depressed
	1

	I am slightly anxious or depressed
	2

	I am moderately anxious or depressed
	3

	I am severely anxious or depressed
	4

	I am extremely anxious or depressed
	5



38) We would like to know how good or bad your health is TODAY.
This scale is numbered from 0 to 100.

100 means the best health you can imagine.

0 means the worst health you can imagine.

Mark an X on the scale to indicate how your health is TODAY.

Now, please write the number you marked on the scale in the box below. 

YOUR HEALTH TODAY =

39) Participants who complete this survey may be invited to participate in a follow-up interview to further explore the topics in the survey. If you wish to participate in this interview, please enter your email

If you do not wish to participate in the follow-up interview, please leave this answer blank
________________________________________________________________

________________________________________________________________

When the research team has received your response, we will provide an information statement and consent form for this study (Hunter New England Human Research Ethics Committee of Hunter New England Local Health District, Reference 2020/ETH02830).

You may withdraw at any time, and are under no obligation to participate in the interview.
40) Is there anything else you would like to add?

________________________________________________________________________________________________________________________________________________________________________________________________
41) Would you like to receive a summary of the results arising from this study once all analyses are completed? If so, please write your email or mailing address below.

______________________________________________________________________________________________________________________________________

Thank you for completing this survey.  Please download this resource sheet for information on organizations within Australia that may be helpful to support your health and well-being.
[attached here will be FoCCuS4HEART - Resource Sheet - Version 2-2-08-Oct-2020]
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