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Raregivers Wellness Retreat: Baseline Questionnaire

On behalf of all of the individuals who have contributed to your Retreat experience, we thank you in advance for
committing to your health and wellness. In order to make your experience meaningful, we ask that you complete
this pre-retreat registration.

This questionnaire will take about 30 minutes to complete.

Section 1: About You

How would you describe yourself? O Woman/Female
O Man/Male
O Non-binary
QO Prefer not to answer
O | use a different term - please specify:

What is your postcode?

What is your highest level of education? O Year 11 or below
O Year 12
O Apprenticeship
QO Certificate/Diploma
O University degree
O Postgraduate degree

What is your employment status?

Employed: O Full-time
O Part-time
O Casual
O Unemployed

Unemployed: O Actively seeking work
O Not seeking work
O Retired
O Student
O Home duties

What is your martial status? O Never married/ never de facto
QO Currently married or de facto
O Separated/ divorced/ previously de facto/ widowed

Would you like to provide your consent for the OYes (ONo
research team to share or use the information

collected from you in future research? This would

include future research that:

@ Will be specific to the aims of this research;

@ Will be an extension of, or closely related to,

the original project; or is in the same general area

of research



Section 2: About your Child

How many children do you have with a genetic epilepsy? O1
O More than 1

What is the first name of your child?

What is their date of birth?

What are the first names of all of your children with
a genetic epilepsy, and their dates of birth?

How many children with a genetic epilepsy have you
lost?

On average, how many days a month do you spend at a
doctor's appointment or in the hospital for your

child's condition (partial days included)?
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Section 3: Your General Wellbeing

Instructions: For the following questions, please choose the number that best corresponds to
your views.

How much of the time do you feel you are making
progress towards accomplishing your goals? 0 (Never) 10 (Always)

(Place a mark on the scale above)

How often do you become absorbed in what you are
doing? 0 (Never) 10 (Always)

(Place a mark on the scale above)

In general, how often do you feel joyful? 0 (Never) 10 (Always)

(Place a mark on the scale above)

How often do you achieve the important goals you have
set for yourself? 0 (Never) 10 (Always)

(Place a mark on the scale above)

In general, to what extent do you lead a purposeful
and meaningful life? 0 (Not at all) 10 (Completely)

(Place a mark on the scale above)

To what extent do you receive help and support from
others when you need it? 0 (Not at all) 10 (Completely)

(Place a mark on the scale above)

In general, to what extent do you feel that what you
do in your life is valuable and worthwhile? 0 (Not at all) 10 (Completely)

(Place a mark on the scale above)

In general, to what extent do you feel excited and
interested in things? 0 (Not at all) 10 (Completely)

(Place a mark on the scale above)

In general, how often do you feel positive? 0 (Never) 10 (Always)

(Place a mark on the scale above)

How often are you able to handle your
responsibilities? 0 (Never) 10 (Always)

(Place a mark on the scale above)
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How often do you lose track of time while doing
something you enjoy? 0 (Never) 10 (Always)
O commontescalane
To what extent do you feel loved? 0 (Not at all) 10 (Completely)
C bmcommontesdesoe
To what extent do you generally feel you have a sense
of direction in your life? 0 (Not at all) 10 (Completely)
C bmcommontesdesoe
How satisfied are you with your personal 10 (Completely
relationships? 0 (Not satisfied) satisfied)
O commontescalatoe
To what extent do you feel contented? 0 (Not at all) 10 (Completely)

(Place a mark on the scale above)
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Section 4: Social Relationships with Others
Instructions: For the following questions, please choose the statement that best corresponds
to your views during the past month, including today.

Not at all Not particularly Yes, a bit Yes, definitely

| have felt terribly alone and O O O O
isolated
| have felt accepted by my O O O O
&% been out socially with O O O O
friends
| have felt | am playing a useful O O O O
part in society
| have friends | see or talk to O O O O
every week
| have felt what | do is valued by O O O O
others
| have been to new places O O O O
| have learnt something about O O O O
other cultures
| have been involved in a group O O O O
not just for my university studies
I hayg done some cultural O O O O
T le look O O O O
FhiYeXelsome people ook
am
I have felt unsafe to walk alone O O O O
in my neighbourhood in daylight
I have friends | see or talk to O O O O
every week
| have felt accepted by my O O O O
neighbours
I ha\_/e felt accepted by my O O O O
T?{Q\'/'é( felt clear about my rights | © O © ©
have

O O O O

| have felt free to express my
beliefs
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Section 5: Living with your Values Instructions: Please read each statement carefully and
then choose the number which best describes how much the statement was true for you
during the past week, including today.
| spent a lot of time thinking about the past or
future, rather than being engaged in activities that 0 (Not true at 10 (Completely
mattered to me all) true)
(Place a mark on the scale above)
| was basically on "auto-pilot" most of the time 0 (Not true at 10 (Completely
all) true)
(Place a mark on the scale above)
| worked toward my goals even if | didn't feel 0 (Not true at 10 (Completely
motivated to all) true)
(Place a mark on the scale above)
| was proud about how I lived my life 0 (Not true at 10 (Completely
all) true)
(Place a mark on the scale above)
| made progress in the areas of my life | care most 0 (Not true at 10 (Completely
about all) true)
(Place a mark on the scale above)
Difficult thoughts, feelings or memories got in the 0 (Not true at 10 (Completely
way of what | really wanted to do all) true)
(Place a mark on the scale above)
| continued to get better at being the kind of person 0 (Not true at 10 (Completely
| wanted to be all) true)
(Place a mark on the scale above)
When things didn't go according to plan, | gave up 0 (Not true at 10 (Completely
easily all) true)
(Place a mark on the scale above)
| felt like | had a purpose in life 0 (Not true at 10 (Completely
all) true)
(Place a mark on the scale above)
It seemed like | was just 'going through the motions,’ 0 (Not true at 10 (Completely
rather than focusing on what was important to me all) true)

(Place a mark on the scale above)
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Section 6: Your Quality of Life Instructions: Please read each statement carefully and then
choose the number which best describes how much the statement was true for you during the
past month, including today.

Which of the following statements best describes how you spend your time? (please select one box)

When you are thinking about how you spend your time, please include anything you value or enjoy, including leisure
activities, formal employment, voluntary or unpaid work, and caring for others.

O I'm able to spend my time as | want, doing things | value or enjoy

O I'm able to do enough of the things | value or enjoy with my time

O | do some of the things | value or enjoy with my time, but not enough
O I don't do anything | value or enjoy with my time

Which of the following statements best describes how much control you have over your daily life?

O I have as much control over my daily life as | want

O I have adequate control over my daily life

O I have some control over my daily life, but not enough
O I have no control over my daily life

Thinking about how well you look after yourself - such as, getting enough sleep or eating well - which statement best
describes your present situation?

QO I'look after myself as well as | want

O I'look after myself well enough

(O Sometimes | can't look after myself well enough
QO I feel | am neglecting myself

Which of the following statements best describes how safe you feel?

By 'feeling safe' we mean feeling safe from fear of abuse, being attacked or other physical harm, such as accidents,
which are a result of your caring role.

O | feel as safe as | want

O Generally | feel adequately safe, but not as safe as | would like
O | feel less than adequately safe

O I don't feel at all safe

Thinking about how much contact you have with people you like, which of the following statements best describes
your social situation?

O I have as much social contact as | want with people | like

O I have adequate social contact with people

O I have some social contact with people, but not enough

O | have little social contact with people and feel socially isolated

Thinking about the space and time you have to be yourself in your daily life, which of the following statements best
describes your present situation?

O I have all the space and time | need to be myself

O | have adequate space and time to be myself

O I have some of the space and time | need to be myself, but not enough
O I don't have any space or time to be myself
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Thinking about feeling supported and encouraged in your caring role, which of the following statements best
describes your present situation?

This question is asking about feeling supported and encouraged, rather than how you are supported and encouraged
by particular people or organisations.

O I feel I have the encouragement and support | want

O | feel | have adequate encouragement and support

O | feel | have some encouragement and support, but not enough
O I feel I have no encouragement and support





