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Appendix 1 HREC correspondence
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Therese Burke
69 Grove St Lilyfield 2040 NSW

22

nd

February 2016

Dr Natalie Giles
Research Ethics Officer
Research Office
The University of Notre Dame Australia
Fremantle Campus
Dear Natalie,
Reference Number: 016002S
Project Title: “What is the experience of living with RRMS?”

The table below outlines the conditions/issues raised by the HREC and the researcher's
response summary, including the location of the required amendment in the full application.
Condition / Issue Raised

Researcher Response

Storage plans for data

A copy of the data collected will be stored in the School of

collected

Nursing, Darlinghurst Campus, to comply with university policy:

during

the

research

Code of conduct for research. This is now amended in the
original submission section 6.2b and 6.2c and a copy of the
electronic form with this addition clearly marked is attached.

Addition of UNDA logo to

The UNDA logo has been added and the subject recruitment

subject

advertisement/flyer is now known as version 2, dated 22

recruitment

advertisement/flyer

nd

February 2016. The new advertisement is attached.

I hope this addresses the concerns raised by the HREC. I look forward to hearing from you.
Yours sincerely,
Therese Burke (Student)
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Appendix 2: Recruitment flyer

ARE YOU LIVING WITH RELAPSING REMITTING MULTIPLE
SCLEROSIS?
A research study is being undertaken to explore the life experiences of
people living with Relapsing Remitting Multiple Sclerosis (RRMS). To be
eligible for inclusion in this study, you need to meet the following
criteria:
! to have been diagnosed with RRMS
! aged 18 years or over
! be able to read and understand English
! be able to walk unassisted
! To be available for an individual interview with the researcher at
a mutually agreed location in Sydney

If you are interested in finding out more information, please
contact the Principal Researcher, Therese Burke, by mobile
telephone on 0412 365 667 or by email on
therese.burke2@my.nd.edu.au

There is no obligation to participate in the research by making an
enquiry.
This research study has been approved by the Human Research Ethics
Committee of the University of Notre Dame, Australia.
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Appendix 3: Reflection questions
Reflection questions prior to interview
These are some reflection questions you might like to think about before the
interview, to help organise your thoughts and give you an opportunity to give
consideration to important things or personal events of significance that may have
happened in your life.
What have been the major events in your life so far?
What have been the major turning points in your life?
In what ways has the diagnosis of relapsing remitting multiple sclerosis (RRMS)
changed or altered your life plan/s?
When were you first diagnosed with RRMS and what was happening in your life at
that time?
What symptoms did you have leading up to the diagnosis of RRMS?
How did you feel waiting for the diagnosis?
How did you feel when the diagnosis was confirmed?
What effect have the relapses had on your life?
Has RRMS affected your relationships, and if so, who with, and in what ways?
Has RRMS affected your work life or employment, and if so, in what ways?
How have the new medications to treat RRMS impacted on your life?
What impact has RRMS had on your life generally?
What other health issues have you experienced and what impact have they had on
your life?
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Appendix 4:Safety checklist
Safety checklist prior to participant interviews
HDR project TB/ “What is the experience of living with RRMS?”
Where possible, perform the interview during the day.
Information on name, address and contact number of the participant should be
provided to the nominated Supervisor on the day of the interview (TM or JP
depending on their lecturing schedule).
Have Supervisor numbers pre-programmed into mobile phone, as well as emergency
number (000) and ensure the phone is charged and in working order for every
interview.
Phone questions PRIOR to interview to assess safety risks:
Are the premises a unit, house or place of business?
Are the premises easily accessible from the street?
Are there any stairs to gain entry?
Are there fences around the premises?
Is it likely that there will be anyone else home at the time of the interview? If so,
who?
Are their any pets on the premises? If yes, what sort and are they aggressive?
Are there any other safety issues that I need to be aware of?
On arrival:
Contact nominated Supervisor (TM/JP) with time of entry and expected time of
departure.
Assess the premises for the presence of safety risks, weapons, the influence of drugs
or alcohol.
Leave the premises immediately if any safety risk is identified or observed.
Keep mobile phone and keys with me at all times.
After the interview:
Contact nominated Supervisor (TM/JP) to advise of interview completion and
leaving the premises.
Version 1 dated 31st March 2016
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Appendix 5: Interview policy
SUBJECT INTERVIEW POLICY

HDR study: “What is the experience of living with RRMS?”
Subject interviews will take place at a mutually agreed location between subject
and Interviewer (Therese Burke). Ideal locations for the interview include:

•

UNDA interview rooms at Broadway

•

UNDA interview rooms at Darlinghurst

•

Library interview rooms (public libraries in Sydney)

•

Subject homes if preferred by subject

•

Interview room at Westmead Education Centre (under Westmead Hospital
research and education network) – this is not a clinical area

Therese will contact Tracey Moroney and Joanna Patching (Supervisors) to let them
know she has an interview planned and where and when the interview will take
place.
Therese will check in by phone and/or email on arrival to the interview and also at
interview completion so that all parties are aware of proceedings and safety is
monitored.
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Appendix 6: Field notes
TB HDR STUDY: FIELDNOTES FOR EACH SUBJECT INTERVIEWED
Interview name:
Date of Interview:
Time of interview:
Time on and off:
Breaks:
__________________________________________________________________
General demeanour (mood/dress etc):
Periods of Distress:
Periods of Joy:
Difficulties encountered during life :
Things which went well during life:
Themes/areas that came up during the interview:
Overall feelings after interview:
Things I could work on/do differently next time:
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Appendix 7: Code development
Examples of the development of semantic and latent codes from raw study data
Study participant and line: Rudi, line 276
Quote: “It was degrading that time because I had to be wheeled to the toilet and so
that sort of stuff was hard to cope with…and so I do tend to crash and burn
emotionally as most people probably tend to do because things are just taken from
you”
Semantic data codes: feelings of degradation, hard to cope, crash and burn
emotionally, RRMS takes from you
Latent data codes: Losses from RRMS, despair, negotiating normalcy and disability,
fear of progression/disability, seeds of resilience

Study participant and line: Susan line 788
Quote:” I remember how I was trying to be strong…that I think it didn’t help me
because it delayed my grieving…it delayed me dealing with it because I was trying
to be strong for Mum and Dad…just you know, accept it, embrace it, because it
doesn’t mean the end…and I then looked at it, you know, it was a new beginning for
me and how I had to look at it.
Semantic data: trying to be strong for others, delayed grieving, accepting the
diagnosis, new beginnings
Latent data: how others see me, maintaining independence, impact of RRMS on
parenting, accepting gains, worry about being a burden to family, purposeful
positivity, optimism, searching for meaning
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Appendix 8 : Thematic map
Thematic map development
Theme example 1: Searching for answers (original title when still a candidate theme,
later became Piecing Together the Puzzle)
What’s going on

Lead up symptoms what could it be?

➜

↕
I need an answer
↕
Seeing doctors ➜ brushed off, go away, nothing’s wrong with you
↕
More doctors ➜ brushed off
↕
Tests
↕
More tests ➜ No answers ➜ I need an answer
➜Answers
↕
Whose fault?
➷
I have a diagnosis
↕
What now?
➷
Is MS causing what I feel?
➷
Triggers, reasons
Who do I tell? And how?
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Theme example 2: Imposter to the throne (original title when still a candidate theme,
later became High Invisibility)

Quest to be normal
This is good
No-one can see, no-one suspects
I don’t want to look disabled to others
↕
Benefits- what’s good about invisible symptoms?
Disclosure, keep secrets
Normal- I look normal
I can fit in better
I’m in charge
↕
Imposter to the throne
Invisible symptoms
Things you can’t see
↕
The push/pull of symptoms- the good and the bad
↕
What’s bad about invisible symptoms?
Frustration
Lack of understanding
Relationship tolls
Family burdens
Hard to explain
Brush-offs
Centre of attention
“imposter”
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Appendix 9:PICF

PARTICIPANT INFORMATION SHEET
What is the Experience of Living with Relapsing Remitting Multiple
Sclerosis?
Dear
You are invited to participate in the research project described below.
What is the project about?
This research project will explore your experiences of living with Relapsing Remitting
Multiple Sclerosis (RRMS) in today’s world. There have been many recent advances in
RRMS treatment and science over the last decade, but very little information for Multiple
Sclerosis (MS) Nurses and other health care professionals (HCPs) working in the field of MS,
about what the experience of living with MS is like for the patient. This research study aims
to understand your experiences and the impact that RRMS has on your life, with the
ultimate goal of providing more individualised, holistic, patient focused care to people
diagnosed with RRMS.
By sharing your experiences of living with RRMS, you may be helping people working in MS
care to have a richer understanding of what it feels like to be living with this condition.
Who is undertaking the project?
This project is being conducted by Therese Burke and will form the basis for a higher degree
by research at The University of Notre Dame Australia, under the supervision of Associate
Professor Tracey Moroney and Associate Professor Joanna Patching in the School of
Nursing, Sydney, NSW.
What will I be asked to do?
If you consent to take part in this research study, it is important that you understand the
purpose of the study and the tasks you will be asked to complete. Please make sure that
you ask any questions you may have, and that all your questions have been answered to
your satisfaction before you agree to participate.
You will be asked to participate in a one-on-one interview with the researcher, and possibly
further follow-up interviews or telephone interviews, if they are needed and if you are
happy to participate further. One interview may provide enough information. The
interview/s will be audio taped to assist the researcher with capturing all of the important
information you provide and will not be used for any other purpose. It is anticipated that
the interview/s will take approximately 1-2 hours and will take place at a mutually
convenient location.
The question you will be asked to respond to will revolve around the experiences you have
had in your life in relation to living with RRMS – “What is the Experience of Living with
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Relapsing Remitting Multiple Sclerosis?” You will be provided with some reflection
questions prior to the interview to think about and you may or may not choose to use them
to help you get your thoughts in order prior to the interview.
There will be no reimbursement to you for taking part in the research study.
Are there any risks associated with participating in this project?
It is possible that you may experience some level of anxiety or distress during the session as
a result of talking about your experiences of living with RRMS. You will be monitored closely
during the interview and you are free to withdraw at any time during the session, or to stop
the session to have a break at any time you need to. If these feelings persist after the
completion of the session, arrangements will be made for you to access support from an
experienced counselor at no expense to you.
What are the benefits of the research project?
There may be no immediate benefits to you by taking part in this research project. General
benefits to the wider MS community are not yet known, but may possibly include an
improved understanding of the experiences of people living with RRMS to others in the MS
community.
What if I change my mind?
Participation in this study is completely voluntary. Even if you agree to participate, you can
withdraw from the study at any time without discrimination or prejudice. If you withdraw,
all information you have provided will be erased and removed from the study findings
where possible. You may stop or suspend the interview at any time and for any reason.
Withdrawal from the study will not affect your ongoing treatment with your MS medical
team or any potential future care from the researchers.
Will anyone else know the results of the project?
Information gathered about you will be held in strict confidence. This confidence will only
be broken if required by law. Only the researchers will have access to your data, which will
be coded after the interview to remove your real name in order to protect your identity. All
data related to you will be known by a pseudonym (a pretend name) and special features
about your case that may identify you (such as suburb, specific occupation and the like) will
be generalised so that you cannot be individually identified. The audiotapes and the written
data (transcripts) will be stored securely and electronic data will be stored on a passwordprotected computer with all identifying information removed (“de-identified”).
Once the study is completed, the data collected from you will remain de-identified and
stored securely with the researcher for at least a period of fifteen years, as directed by
current NSW laws. The results of the study will be published as a thesis, and for the
purposes of education, may be presented in the form of journal articles and presentations
at medical and nursing educational meetings in Australia and overseas. Your privacy will be
protected by continuing use of the pseudonym and protection of your case features
throughout these various publications and presentations.
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Will I be able to find out the results of the project?
Once we have analysed the information from this study, the researcher, Therese Burke, will
contact you by mail or email with a summary of the study findings. You can expect to
receive this feedback in about 1-2 years. If you do not wish to receive information about
the study findings, please let the researcher know.
Who do I contact if I have questions about the project?
If you have any questions about this project please feel free to contact either the
researcher, Therese Burke on phone number 0412 365 667 or email:
therese.burke2@my.nd.edu.au or the study Supervisors, Associate Professor Tracey
Moroney, on email tracey.moroney@nd.edu.au or Associate Professor Joanna Patching on
email joanna.patching@nd.edu.au. The researcher and Supervisors are happy to discuss
with you any concerns you may have about this study.
What if I have a concern or complaint?
The study has been approved by the Human Research Ethics Committee at The University
of Notre Dame Australia (approval number 016002S). If you have a concern or complaint
regarding the ethical conduct of this research project and would like to speak to an
independent person, please contact Notre Dame’s Ethics Officer at (+61 8) 9433 0943 or
research@nd.edu.au. Any complaint or concern will be treated in confidence and fully
investigated. You will be informed of the outcome.
How do I sign up to participate?
If you are happy to participate, please sign both copies of the consent form, keep one for
yourself and mail the other to the researcher in the envelope provided. The researcher will
then contact you to organise further details.
Thank you for your time. This sheet is for you to keep.
Yours sincerely,

Therese Burke RN CNC MSCN

Associate Professor Tracey Moroney

Associate Professor Joanna Patching
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CONSENT FORM
What is the Experience of Living with Relapsing Remitting Multiple
Sclerosis?
• I agree to take part in this research project.
• I have read the Information Sheet provided and been given a full explanation
of the purpose of this study, the procedures involved and of what is expected
of me.
• I understand that I will be asked to attend an interview/s with the
researcher, Therese Burke, and I will be asked questions about my
experience living with RRMS. The interview will be audio-taped only for the
purpose of the researcher transcribing the interview to analyse my
responses to better understand my experiences.
• The researcher has answered all my questions and has explained possible
problems that may arise as a result of my participation in this study.
• I understand that I may withdraw from participating in the project at any
time without prejudice.
• I understand that all information provided by me is treated as confidential
and will not be released by the researcher to a third party unless required to
do so by law.
• I agree that any research data gathered for the study may be published
provided my name or other identifying information is not disclosed.
• I understand that research data gathered may be used for future research but
Name of participant
Signature of
participant

Date

my name and other identifying information will be removed.
• I confirm that I have provided the Information Sheet concerning this research
project to the above participant, explained what participating involves and
have answered all questions asked of me.
Signature of
Researcher

Date
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Appendix 10:Post interview care

POST INTERVIEW CARE
If you feel any distress after we finish the
interview and you would like to talk to someone
else about it, please let me know on the contact
details listed below. I can put you in touch with a
counsellor who is experienced in MS care or refer
you to a psychologist for further management.
Alternatively you can see your GP to discuss
further and they can assess to see if you would
benefit from a mental health care plan.
Therese Burke
Mobile: 0412 365 667
Email: therese.burke@sydney.edu.au

If you feel suicidal or extreme distress, please
present to your closest emergency department for
access to a mental health emergency team.
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Appendix 11:Personal questions

Questions to ask myself and comments to remind myself of, prior to
each interview
Before interviews:
1. How am I presenting myself physically to the study participants?
2. I need to be aware of my tendency to problem solve, and instead,
just listen and let the study participant direct the interview.
Probe when necessary to obtain more information or to delve
deeper about living with RRMS.
3. I am not the clinical MS Nurse in this situation. I am a researcher
listening to a PwRRMS describe their experiences and then asking
questions to better understand the lived experience of RRMS.
That’s it. No clinical care.
4. These participants are not my friends and not my children. I am
empathic, but I don’t have to take their struggles on as my own. I
need to “feel” the data but not have it overtake my analysis
emotionally. I need to firmly ground in the data. I have an
important job to do for the participant here.
5. Don’t assume anything, always ask for clarification and further
explanation (if and when appropriate).
After interviews:
1. How did the interview proceed? Was there a natural flow? Did I
overtake the conversation too much?
2. Was I able to step away from my clinical role and fulfill the
position of researcher/listener?
3. What can I do better in next time?
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Appendix 12 : Diary excerpt
Diary excerpt from reflexive journal: Participant interview/feelings related
Date: 27th May 2016, home NSW
Context: I had just completed the interview and writing the field notes for participant
number 3, Kate.
Quote from diary: I had lots of feelings after this interview, which I just discussed
with JP (Supervisor). I felt changed forever. I am not sure if this was in recognition
of Kate’s work as a scientist and my “fan-like” view of her achievements or as a
fellow mother with her absolute dedication to her career whilst still having a strong
bond with her child. I felt I learnt life lessons from her in resilience, reaching for
your dreams and pushing on.
I felt sorry that she was clearly pushed out of her job when she had significant things
to contribute. Did they base this decision on her physical disabilities and assume her
mind was following? Did she display some cognitive signs not apparent to her, but to
others? (I am recalling the literature and how PwRRMS may not read facial cues etc)
Were there other, unrelated reasons?
Diary excerpt from reflexive journal: Methodology/method related
Date: 23rd June 2017, Balmoral NSW
Context: Pondering nursing core values
Quote from diary: “What is the essence of nursing? What makes us nurses? What
makes us a “good” nurse and is a “good” nurse defined differently by other nurses
than a patient would define a “good nurse”?
What makes patient insights and understandings more valuable?
Why should people care what a nurse thinks?
Do patients care what we, as nurses, think?
I downloaded 8-10 articles to review, looking at nursing, core values, social justice
and the like to help me come up with a statement that I could use in my Methodology
chapter- under nurses and ethnography/qualitative research.
“This study is inspired by patient focused, holistic care and is rooted in the nursing
values/core beliefs of honesty, empathy and understanding”.
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Appendix 13:Life journey and themes
13a. Margot’s life journey reflecting the study themes and subthemes
Life events

Links to study findings: themes and subthemes

Earlier life story: major life events

Child of a migrant family fleeing revolution

and clues to resilience

Multicultural issues
University graduate
Two children

Onset of first symptoms prior to

Piecing Together the Puzzle (what’s happening?)

diagnosis- injury from sudden fall
High (In)visibility (strive to be visible)
Surplus Suffering (brushed off)
Symptoms remain and reinvestigated

Piecing Together the Puzzle (what’s happening?, tests, tests,

by GP

tests)
Battling the Demons (fear, worry & anxiety)
Taming the Beast (support from family, friends and
community)

High (In)visibility (strive to be visible)

Taming the Beast (support from family, friends and
community)
Confirmed diagnosis of RRMS

Piecing Together the Puzzle (the day my life changed forever,
vivid recall, relief, disclosing, with-holding disclosure)
Holding Hands with Hope (purposeful positivity, optimism)
Taming the Beast (support from family, friends and
community, resilience)
Battling the Demons (fear, worry & anxiety)
Re(defining) Me now that I have RRMS (getting acquainted,
normalcy, working out work, losses & gains, parenting with
RRMS)

Commenced Betaferon®

The DMT Dance (hardyards: decisions based on hope)
Taming the Beast (support from family, friends and
community)
Re(defining) Me now that I have RRMS (getting acquainted)

Stopped

Betaferon®

commenced

The DMT Dance (hardyards: decisions based on hope)

Tysabri®
Taming the Beast (support from family, friends and
community)
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Re(defining) Me now that I have RRMS (getting acquainted,
dare to compare)
Holding Hands with Hope (restorative hope, purposeful
positivity, searching for meaning)
Learning to live with RRMS

Re(defining) Me now that I have RRMS (dare to compare,
parenting with RRMS, negotiating normalcy)
Battling the Demons (all fears, worry & anxiety, uncertainty)
Piecing Together the Puzzle (with-holding disclosure)
Battling the Demons (fear of the wheelchair)

Travelling around the world

Taming the Beast (finding my North Star, maintaining health
& wellness, getting a handle, resilience)
Re(defining) Me now that I have RRMS (normalcy)
Battling the Demons (fear of the wheelchair)

Keeping RRMS secret from parents

Piecing Together the Puzzle (with-holding disclosure)
Battling the Demons (fear of the wheelchair)
Holding Hands with Hope (defiant hope, functional hope,
search for meaning)
High (In)visibility (welcome cloak)

Disclosing to parents

Piecing Together the Puzzle (disclosure)
Holding Hands with Hope (defiant hope, functional hope,
search for meaning)
Re(defining) Me now that I have RRMS (normalcy)
Battling the Demons (fear, worry, saboteurs, uncertainty)

Struggling with disability and loss of

Re(defining) Me now that I have RRMS (normalcy, dare to

mobility, carpark stories

compare, losses & gains)
Battling the Demons (fear of the wheelchair, worry, saboteurs,
uncertainty, I’m never free, social isolation)
High (In)visibility (strive to be visible, reverse stigma)
Taming the Beast (support from family, friends and
community, getting a handle on RRMS, finding my North
Star, maintaining health & wellness)

Retiring from work

Re(defining) Me now that I have RRMS (normalcy, working
out work, losses & gains)
Holding Hands with Hope (purposeful positivity, functional
hope, search for meaning, sense of humour)

Life gets busy living with RRMS

Re(defining) Me now that I have RRMS (normalcy, losses &
gains, parenting with RRMS)
Holding Hands with Hope (purposeful positivity, defiant
hope, search for meaning, sense of humour)
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Surrendering to wheelchair when

Re(defining) Me now that I have RRMS (dare to compare,

travelling or fatigued

normalcy, losses & gains)
Taming the Beast (support from family, friends and
community, maintaining health & wellness, resileince)
Holding Hands with Hope (purposeful positivity, functional
hope, search for meaning, sense of humour)

Moving forward with RRMS

Taming the Beast (support from family, friends and
community, maintaining health & wellness, resilience)
Re(defining) Me now that I have RRMS (getting acquainted,
normalcy)
Holding Hands with Hope (, purposeful positivity, optimism,
sense of humour, giving back and getting involved)

13b. Kate’s life journey reflecting the study themes and subthemes
Life events

Links to study findings: themes and subthemes

Earlier life story: major life events

Child of a migrant family

and clues to resilience

Studying forensic work
Working with sick children
Married with a baby, working full time and studying

Onset of first symptoms – sudden

Piecing Together the Puzzle (what’s happening? Tests tests

blindness

tests)
High (In)visibility (strive to be visible)

Told it could be a brain tumour

Battling the Demons (fear, worry & anxiety, uncertainty)
Taming the Beast (support from family, friends and
community)

Not a brain tumour, but no other

Battling the Demons (fear, worry & anxiety, despair,

diagnosis

uncertainty)

-

symptoms

worsen-

repeated episodes of blindness come
and go over several years
Piecing Together the Puzzle (what’s happening?)-repeated
Surplus Suffering (brushed off)- repeated
Piecing Together the Puzzle (tests, tests, tests)- repeated
High (In)visibility (strive to be visible)
Consults a neurologist- it may be MS

Piecing Together the Puzzle (the day my life changed forever)
Battling the Demons (fear, worry & anxiety, despair,
uncertainty)
Taming the Beast (support from family, friends and
community)
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Surplus Suffering inflicted by clinical care and by brush-off
Prescribed antidepressants “to get

Battling the Demons (worry & anxiety, depression & despair,

over it”

fear of disability and the wheelchair)
Surplus Suffering inflicted by clinical care and by brush-off

New specialist- works out possible

Piecing Together the Puzzle (what’s happening? Tests tests

connection between scar infection

tests)

and symptoms- stop antidepressants,
start treatment, still no confirmed
diagnosis
High (In)visibility (strive to be visible)
Battling the Demons (fear, worry & anxiety, despair,
uncertainty)
Taming the Beast (getting a handle, choosing my A-Team,
resilience)
Holding Hands with Hope (restorative hope, purposeful
positivity, optimism, faith from mother)
Infection scar extracted, thereafter a

Taming the Beast (finding my North Star, maintaining health

long period of remission

& wellness, getting a handle, resilience)
Holding Hands with Hope (defiant hope, functional hope,
search for meaning)

Continuing to study, work, parent

Battling the Demons (all fears, worry, uncertainty)
Taming the Beast (finding my North Star, maintaining health
& wellness, getting a handle, resilience)

Symptoms return, start methotrexate
(unconventional

treatment

The DMT Dance (hardyards: decisions based on hope)

to

suppress immune system) and many
courses of steroids
Holding Hands with Hope (restorative hope, purposeful
positivity, optimism)
Battling the Demons (all fears, worry & anxiety, uncertainty)

First MRI to show active lesions,

Piecing Together the Puzzle (the day my life changed forever,

now confirmed diagnosis of RRMS,

with-holding disclosure)

nondisclosure to son
Re(defining) Me now that I have RRMS (getting acquainted,
negotiating normalcy, parenting with RRMS)
Battling the Demons (fear of burden, worry & anxiety, fear of
the wheelchair)
Holding Hands with Hope (restorative hope, purposeful

467

positivity- searching for meaning)
The DMT Dance (hardyards: decisions based on hope)
Learning to live with RRMS

Re(defining) Me now that I have RRMS (dare to compare,
parenting with RRMS, negotiating normalcy)
Battling the Demons (all fears, worry & anxiety, despair,
uncertainty)
High (In)visibility (strive to be visible)
The DMT Dance (hardyards: decisions based on hope)
Battling the Demons (fear of the wheelchair)
Taming the Beast (support from family, friends and
community, finding my North Star, maintaining health &
wellness, getting a handle, resilience)

Chance opportunity to meet initial

High (In)visibility (strive to be visible)

neurologist and cause of Surplus
Suffering
Holding Hands with Hope (defiant hope, search for meaning)
Re(defining) Me now that I have RRMS (getting acquainted)
Taming the Beast (finding my North Star)
Battling the Demons (fear, despair, saboteurs)
Commence new DMT Betaferon®

The DMT Dance (hardyards: decisions based on hope,

when it comes onto the Australian

switching to a better life)

market
Re(defining) Me now that I have RRMS (getting acquainted)
Holding Hands with Hope (purposeful positivity, restorative
hope, functional hope, defiant hope, search for meaning)
Taming the Beast (getting a handle on RRMS, finding my
North Star, maintaining health & wellness, choosing my ATeam)
Struggling

with

side

effects

Piecing Together the Puzzle (what’s happening?)

Betaferon®
Holding Hands with Hope (defiant hope, functional hope,
search for meaning)
High (In)visibility (strive to be visible)
Decision to stop all DMT

Taming the Beast (getting a handle on RRMS, finding my
North Star, maintaining health & wellness, choosing my ATeam)
Battling the Demons (despair, uncertainty, social isolation,
I’m never free)
Holding Hands with Hope (defiant hope, search for meaning)
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Referral

to

new

neurologist,

commence Copaxone®

The DMT Dance (hardyards: decisions based on hope,
switching to a better life)
Holding Hands with Hope (purposeful positivity, restorative
hope, functional hope, defiant hope, search for meaning)
Battling the Demons (uncertainty, I’m never free)

Still relapsing regularly on treatment

Battling the Demons (all fears, worry & anxiety, despair, I’m
never free, uncertainty)
Taming the Beast (getting a handle on RRMS, maintaining
health & wellness)

Change to Rebif® when it comes

The DMT Dance (hardyards: decisions based on hope,

onto the Australian market

switching to a better life)
Holding Hands with Hope (purposeful positivity, restorative
hope, functional hope, defiant hope, search for meaning)

Rebif® side effects unbearable but

Battling the Demons (uncertainty, I’m never free)

continues treatment and tries to hide
symptoms
High (In)visibility (welcome cloak)
Holding Hands with Hope (purposeful positivity, optimism)
Re(defining) Me now that I have RRMS (balancing losses &
gains, parenting with RRMS)
Taming the Beast (support from family, friends and
community, getting a handle on RRMS, finding my North
Star, maintaining health & wellness)
Decision to stop Rebif®

Battling the Demons (all fears, worry & anxiety, saboteurs)
Re(defining) Me now that I have RRMS (normalcy, parenting
with RRMS, losses & gains)

Tysabri® opportunity

Holding Hands with Hope (purposeful positivity, optimism,
restorative hope, functional hope)
Re(defining) Me now that I have RRMS (normalcy, parenting
with RRMS, losses & gains)
Taming the Beast (getting a handle on RRMS, finding my
North Star)
The DMT Dance (hardyards: decisions based on hope,
switching to a better life)

Anaphylaxis to Tysabri®

Battling the Demons (all fears, worry & anxiety, despair, I’m
never free)
Re(defining) Me now that I have RRMS (normalcy, losses &
gains)

Volunteers for research trial- back to

Holding Hands with Hope (purposeful positivity, defiant
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interferon treatment Betaferon®

hope, search for meaning, giving back & getting involved)
Taming the Beast (support from family, friends and
community, finding my North Star, choosing my A-Team)

Remission from relapses for four

Holding Hands with Hope (purposeful positivity, defiant

years

hope)
Re(defining) Me now that I have RRMS (normalcy, parenting
with RRMS, losses & gains)

Fall and injury: mobility affected

Battling the Demons (all fears, worry & anxiety, despair, I’m
never free)
Re(defining) Me now that I have RRMS (normalcy, losses &
gains)
Taming the Beast (support from family, friends and
community, finding my North Star)

Faces losing career & employment:

Taming the Beast (support from family, friends and

symptoms from fall and MS make

community, getting a handle on RRMS, finding my North

work difficult and then employer

Star, maintaining health & wellness)

makes

the

decision

and

stops

funding
Re(defining) Me now that I have RRMS (dare to compare,
normalcy, losses & gains)
Battling the Demons (all fears, worry, despair, I’m never free,
uncertainty, social isolation)
Living in forced retirement and

Holding Hands with Hope (purposeful positivity, defiant

coping

hope, search for meaning, sense of humour)

with

RRMS,

now

on

Gilenya® as DMT
Re(defining) Me now that I have RRMS (dare to compare,
normalcy, parenting with RRMS, losses & gains)
The DMT Dance (hardyards: decisions based on hope,
switching to a better life)
Taming the Beast (support from family, friends and
community, getting a handle on RRMS, finding my North
Star, maintaining health & wellness, choosing my A-Team)
Advocates for others with MS

Holding Hands with Hope (purposeful positivity, defiant
hope, search for meaning, sense of humour, giving back &
getting involved)
Taming the Beast (finding my North Star)
Re(defining) Me now that I have RRMS (dare to compare,
normalcy, losses & gains)

13c. Rudi’s life journey reflecting the study themes and subthemes
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Life events

Links to study findings: themes and subthemes

Earlier life story: major life events

•

Tumultuous childhood

and clues to resilience

•

Mother lives with bipolar disorder

•

Rebellious teens

•

Small rural community upbringing

•

Stillbirth of her third son at full-term

Onset of first symptoms

Piecing Together the Puzzle (what’s happening?)
High (In)visibility (strive to be visible)
Surplus Suffering (brushed off)

Symptoms worsen

Piecing Together the Puzzle (what’s happening?)
Surplus Suffering (brushed off, misdiagnosis)
Piecing Together the Puzzle (tests, tests, tests)
Battling the Demons (fear, worry & anxiety)
Holding Hands with Hope (purposeful positivity)

Hospitalised into intensive care

Battling the Demons (all fears, worry & anxiety, despair,
uncertainty)
Piecing Together the Puzzle (what’s happening? tests, tests,
tests)

Confirmed diagnosis of RRMS after

Piecing Together the Puzzle (the day my life changed forever)

waiting for several weeks
Re(defining) Me now that I have RRMS (getting acquainted)
Battling the Demons (fear of burden, worry & anxiety)
Learning to live with RRMS

Re(defining) Me now that I have RRMS (getting acquainted,
dare to compare, normalcy)
Battling the Demons (all fears, worry & anxiety, despair)
High (In)visibility (strive to be visible)
The DMT Dance (hardyards: decisions based on hope)
Battling the Demons (fear of the wheelchair)
Holding Hands with Hope (purposeful positivity, defiant
hope, functional hope, search for meaning)
Taming the Beast (support from family, friends and
community, resilience, choosing my A-Team, finding my
North Star)

Severe relapse

Piecing Together the Puzzle (what’s happening?)
Battling the Demons (fear, worry & anxiety, saboteurs: social
isolation, uncertainty)
High (In)visibility (strive to be visible)
The DMT Dance (hardyards: decisions based on fear and
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hope)
Recovery from relapse

Taming the Beast (support from family, friends and
community, resilience)
Re(defining) Me now that I have RRMS (getting acquainted,
dare to compare)

Relapse

Piecing Together the Puzzle (what’s happening?)
Battling the Demons (all fears, worry & anxiety, uncertainty,
parenting with RRMS)
The DMT Dance (decisions based on fear and hope)
Re(defining) Me now that I have RRMS (working out work)

Anxiety

in

children,

especially

daughter

Battling the Demons (all fears, worry & anxiety, uncertainty,
parenting with RRMS)
Taming the Beast (support from family, friends and
community, resilience, choosing my A-Team)
Holding Hands with Hope (purposeful positivity, defiant
hope, functional hope, search for meaning)

MS condition worsens and advised

Re(defining) Me now that I have RRMS (working out work,

to stop working to recover

normalcy, balancing losses & gains)
Taming the Beast (support from family, friends and
community, getting a handle on RRMS, finding my North
Star, maintaining health & wellness, finding my A-Team)
Holding Hands with Hope (purposeful positivity, defiant
hope, functional hope, restorative hope)
Battling the Demons (fear of being a burden, fear of the
wheelchair)
The DMT Dance (hardyards: decisions based on fear and
hope)

Start Gilenya®

The DMT Dance: switching to a better life)
Taming the Beast (resilience)

Stop Gilenya® due to skin cancers

The DMT Dance (hardyards: decisions based on fear)

developing
Holding Hands with Hope (purposeful positivity)
The DMT Dance (decisions based on fear)
Taming the Beast (resilience, maintaining health & wellness)
Re(defining) Me now that I have RRMS (balancing losses &
gains)
Battling the Demons (fear, worry, I’m never free)
Starts travelling, trips away, playing

Taming the Beast (resilience, maintaining health & wellness,

sport

finding my North Star)
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Holding Hands with Hope (purposeful positivity, optimism)
Life parenting with RRMS

Taming the Beast (support from family, friends and
community)
Holding Hands with Hope (purposeful positivity, optimism,
harnessing sense of humour)
Battling the Demons (fear of being a burden, worry)
Re(defining) Me now that I have RRMS (balancing losses &
gains, parenting with RRMS, working out work)

Change of DMT to Tecfidera®

The DMT Dance (hardyards: decisions based on fear & hope)
Holding Hands with Hope (purposeful positivity, optimism)
Re(defining) Me now that I have RRMS (getting acquainted)

Further severe relapse

Piecing Together the Puzzle (what’s happening? tests, tests,
tests)
Battling the Demons (fear of being a burden, worry, I’m never
free, uncertainty)
Taming the Beast (support from family, friends and
community, maintaining health & wellness)
The DMT Dance (hardyards: decisions based on fear & hope)

Trying to regain a sense of self

Holding Hands with Hope (purposeful positivity, optimism,
giving back & getting involved, functional hope, restorative
hope, defiant hope)
Taming the Beast (support from family, friends and
community, maintaining health & wellness, resilience)

13d. Joy’s life journey reflecting the study themes and subthemes
Life events

Links to study findings: themes and subthemes

Earlier life story: major life events

•

Neglect as a child

and clues to resilience

•

Constant illness and pain as a child and teen

•

Married and baby at 18 years of age

•

Divorced twice, two children

•

Multiple life challenges

•

Raised in a small rural town

Onset of first neurological symptoms

Piecing Together the Puzzle (what’s happening?)

– dyslexia at age 16
High (In)visibility (strive to be visible)
Ignored, brushed off by family and

Battling the Demons (fear, worry, despair uncertainty)

school
Piecing Together the Puzzle (what’s happening?)-repeated
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Surplus Suffering (brushed off)- repeated
High (In)visibility (strive to be visible)
Holding Hands with Hope (restorative hope, purposeful
positivity, optimism, faith)
Drop out from school, pregnant the

Surplus Suffering (brushed off)

next year, married at age 18
Battling the Demons (fear, worry, despair uncertainty)
High Invisibility (strive to be visible)
Sudden

episode

of

intermittent

Battling the Demons (fear, worry, despair uncertainty)

blindness
High (In)visibility (strive to be visible)
Surplus Suffering (brushed off)
Piecing Together the Puzzle (what’s happening?)-repeated
Difficult birth, further symptoms not

Surplus Suffering (brushed off)

investigated
High (In)visibility (strive to be visible)
Battling the Demons (fear, worry & anxiety, despair,
uncertainty)
Taming the Beast (resilience)
(Non related to RRMS) post partum

Battling the Demons (fear, worry & anxiety, despair,

complications

uncertainty)

Sudden onset deafness

Surplus Suffering (brushed off)
High (In)visibility (strive to be visible)
Battling the Demons (fear, worry & anxiety, despair,
uncertainty)
Piecing Together the Puzzle (what’s happening?)-repeated

Sudden onset leg weakness

Surplus Suffering (brushed off)
High (In)visibility (strive to be visible)
Battling the Demons (fear, worry & anxiety, despair,
uncertainty)

Marriage breakdown

Battling the Demons (worry, despair, uncertainty, social
isolation)

New relationship begins, intermittent

Holding Hands with Hope (restorative hope, purposeful

neurological symptoms persist

positivity, optimism, faith from mother)
High (In)visibility (strive to be visible)
Surplus Suffering (brushed off)
Taming the Beast (support from family, friends and
community, resilience)
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Second child arrives, breakdown of

Battling the Demons (fear, worry & anxiety, despair,

relationship ensues

uncertainty)
Holding Hands with Hope (restorative hope, purposeful
positivity, optimism, faith)

Remission

from

neurological

Taming the Beast (getting a handle, resilience)

symptoms, only fatigue remained
Holding Hands with Hope (purposeful positivity, optimism,
faith)
Battling the Demons (uncertainty)
Symptoms, nerve pain returns with a

Piecing Together the Puzzle (what’s happening?)-repeated

vengeance
High (In)visibility (strive to be visible)
Battling the Demons (fear, worry & anxiety, despair,
uncertainty)
Begins relationship with and marries

Piecing Together the Puzzle (what’s happening; tests, tests,

a HCP who organises referral to a

tests)

neurologist
Battling the Demons (fear, worry & anxiety, despair,
uncertainty)
Diagnosed formally with RRMS

Piecing Together the Puzzle (the day my life changes forever;
relief at the diagnosis, vivid recall)
Battling the Demons (fear, worry & anxiety, despair,
uncertainty)
Re(defining) Me now that I have RRMS (getting acquainted,
normalcy, parenting with RRMS, losses & gains, working out
work)

Begins treatment for nerve pain and

Holding Hands with Hope (restorative hope, purposeful

also DMT glatiramer acetate

positivity, optimism, faith)
Taming the Beast (support from family, friends and
community, finding my North Star, maintaining health &
wellness, getting a handle, resilience)
High (In)visibility (strive to be visible)
Battling the Demons (fear, worry & anxiety, despair,
uncertainty, I’m never free)
The DMT Dance (hardyards: decisions based on hope)

Husband becomes abusive, won’t

Battling the Demons (fear, worry, despair, uncertainty, I’m

allow sick-leave with relapse, forces

never free, social isolation)

medication overdosage and toxicity
Surplus Suffering (inflicted by family)
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Re(defining) Me now that I have RRMS (normalcy, losses &
gains, working out work)
Husband dies, collapsing on top of

Holding Hands with Hope (restorative hope, functional hope,

her

defiant hope, purposeful positivity, optimism, faith, search for

and

trapping

survives…Joy

decides

Joy,

she

to

take

meaning)

control
Battling the Demons (all fears, worry & anxiety, uncertainty)
Re(defining) Me now that I have RRMS (dare to compare,
parenting with RRMS, negotiating normalcy)
Taming the Beast (support from family, friends and
community, finding my North Star, maintaining health &
wellness, getting a handle, resilience)
Sees a new neurologist

Holding Hands with Hope (restorative hope, purposeful
positivity, optimism)
Re(defining) Me now that I have RRMS (dare to compare)
Taming the Beast (getting a handle on RRMS, finding my
North Star, maintaining health & wellness, choosing my ATeam)

Diagnosed

with

co-morbidity

complex partial epilepsy, neurologist

Piecing Together the Puzzle (the day my life changes forever;
relief at the diagnosis, vivid recall)

unsure of cross-over between the
two neurological diseases, begins
treatment but remains off DMT since
Copaxone by choice
Battling the Demons (fear of burden, worry & anxiety, fear of
the wheelchair)
Re(defining) Me now that I have RRMS (dare to compare,
parenting with RRMS, negotiating normalcy)
Holding Hands with Hope (restorative hope, functional hope,
defiant hope, purposeful positivity, optimism, search for
meaning)
Offered

Tysabri®

DMT

by

neurologist but politely refuses

The DMT Dance (hardyards: decisions based on hope;
switching to a better life)
Battling the Demons (fear of burden, worry)
Holding Hands with Hope (restorative hope, purposeful
positivity, searching for meaning, faith)

Begins to improve, remission from

Re(defining) Me now that I have RRMS (dare to compare,

relapses, travels overseas for the first

normalcy)

time
Taming the Beast (support from family, friends and
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community, finding my North Star, maintaining health &
wellness, getting a handle, resilience)
Battling the Demons (uncertainty)
Gains

employment

in

a

Taming the Beast (support from family, friends and

community/counselling

community, finding my North Star, resilience, choosing my

environment, and thrives

A-Team)
Holding Hands with Hope (defiant hope, search for meaning)
Re(defining) Me now that I have RRMS (normalcy, working
out work, losses & gains)
High (In)visibility (welcome cloak)

Neurologist

retires,

new

young

neurologist takes an interest in the

Re(defining) Me now that I have RRMS (dare to compare,
normalcy, losses & gains)

case and revisiting investigations
Taming the Beast (support from family, friends and
community, getting a handle on RRMS, finding my North
Star, maintaining health & wellness, choosing my A-Team)
Holding Hands with Hope (purposeful positivity, defiant
hope, search for meaning, sense of humour, giving back &
getting involved)
Advocates for others with MS,

Holding Hands with Hope (purposeful positivity, defiant

thriving

hope, search for meaning, sense of humour, giving back &

being

a

grandmother,

working and living well with RRMS

getting involved)
Taming the Beast (finding my North Star)
Re(defining) Me now that I have RRMS ( normalcy, losses &
gains)

13e. Jane’s life journey reflecting the study themes and subthemes
Life events

Links to study findings: themes and subthemes

Earlier life story: major life events

•

University degree

and clues to resilience

•

Very active and fit

•

Unmarried

•

World traveller, remote locations, adventurer

•

Works in education

•

No prior medical conditions

Onset of first symptoms
disturbance and headache

– visual

Piecing Together the Puzzle (what’s happening? Tests, tests,
tests)
Battling the Demons (fear)

Told possible brain tumour

Piecing Together the Puzzle (what’s happening? Tests, tests,
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tests)
Surplus Suffering (misdiagnosis)
Battling the Demons (fear, worry & anxiety, despair,
uncertainty)
Taming the Beast (maintaining health & wellness)
No diagnosis, continues on with

Battling the Demons (fear, worry & anxiety, despair,

intermittent symptoms

uncertainty)

New

symptoms-

referral

to

neurologist

Piecing together the Puzzle (what’s happening? Tests, tests,
tests)
Taming the Beast (support from family, friends and
community, choosing my A-Team)
High (In)visibility (strive to make visible)

Diagnosis of RRMS

Piecing Together the Puzzle (the day my life changed forever,
relief at diagnosis, disclosure, with-hold disclosure)
Battling the Demons (fear of wheelchair, fear of disability,
worry & anxiety)
Re(defining) Me now that I have RRMS (getting acquainted,
working out work, normalcy)

Decision not to have DMT at first

Re(defining) Me now that I have RRMS (getting acquainted,
working out work, dare to compare, normalcy, )
Battling the Demons (all fears, worry & anxiety)
High (In)visibility (welcome cloak, hide)

Living well with RRMS, raising

Battling the Demons (uncertainty)

money for MS research
Re(defining) Me now that I have RRMS (getting acquainted,
working out work, normalcy)
High (In)visibility (welcome cloak, hide)
Holding Hands with Hope (defiant hope, giving back &
getting involved)
Inconsideration

by

MS

event

Surplus Suffering (inflicted by community)

organisers
High (In)visibility (strive to make visible)
Piecing together the Puzzle (what’s happening?)
Going to MSL groups to meet others

Re(defining) Me now that I have RRMS (getting acquainted,

living with MS

dare to compare, normalcy)
Holding Hands with Hope (defiant hope, giving back &
getting involved)
Taming the Beast (finding my North Star, choosing my ATeam)
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Battling the Demons (fear of disability, of the wheelchair,
worry, despair, uncertainty)
High (In)visibility (strive to make visible)
Further relapses, decision to start

The DMT Dance (hardyards: decisions based on hope)

Rebif®
Holding Hands with Hope (restorative hope, restorative hope)
Taming the Beast (support from family, friends and
community, getting a handle on RRMS, finding my North
Star, maintaining health & wellness, choosing my A-Team)
High (In)visibility (welcome cloak, hide)
Continuing to work, not disclosing

Piecing Together the Puzzle (with-hold disclosure)

diagnosis
Battling the Demons (worry, uncertainty)
Taming the Beast (getting a handle on RRMS, finding my
North Star, maintaining health & wellness)
High (In)visibility (welcome cloak, hide)
Issues taking DMT Rebif®

Re(defining) Me now that I have RRMS (working out work,
losses & gains)
Battling the Demons (worry & anxiety, despair, uncertainty,
social isolation)
The DMT Dance (hardyards: decisions based on hope,
switching to a better life)

Change to Gilenya®

Holding Hands with Hope (purposeful positivity, defiant
hope, functional hope, optimism)
The DMT Dance (hardyards: decisions based on hope,
switching to a better life)
High (In)visibility (welcome cloak, hide)
Re(defining) Me now that I have RRMS, losses & gains,
normalcy)

Masters degree at university

Holding Hands with Hope (purposeful positivity, defiant
hope, optimism)
Re(defining) Me now that I have RRMS, losses & gains,
normalcy)
Taming the Beast (getting a handle on RRMS, finding my
North Star, resilience)

Fear of losing contract at work is

Battling the Demons

RRMS disclosed

uncertainty)

(worry & anxiety, I’m never free,

Re(defining) Me now that I have RRMS (balancing losses &
gains, dare to compare, normalcy)
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Belief in future living with RRMS

Holding Hands with Hope (purposeful positivity, curative
hope, searching for meaning)
High (In)visibility (welcome cloak, hide)
Re(defining) Me now that I have RRMS ( normalcy, working
out work, losses and gains)
Taming the Beast (resilience, getting a handle, finding my
North Star, choosing my A-Team, support from family,
friends and community, health & wellness)

13f. Paul’s life journey reflecting the study themes and subthemes
Life events

Links to study findings: themes and subthemes

Earlier life story: major life events

•

University degree

and clues to resilience

•

Very active and fit

•

Unmarried

•

World traveller, remote locations, adventurer

•

Works in education

Onset of first symptoms five years

Piecing Together the Puzzle (what’s happening? Tests, tests,

before diagnosis – optic neuritis

tests)
Battling the Demons (fear)
High (In)visibility (welcome cloak, hide)
Surplus Suffering (misdiagnosis, brushed off)

Living well, no symptoms

Taming the Beast (maintaining health & wellness)

Two years later neck senstaions– in

Piecing Together the Puzzle (what’s happening? Tests, tests,

hindsight, L’hermittes

tests)
High (In)visibility (strive to make visible, welcome cloak,
hide)
Surplus Suffering (misdiagnosis, brushed off)

Onset cognitive “cloud”

High (In)visibility (strive to make visible)
Battling the Demons (all fears, worry & anxiety)
Taming the Beast (support from family, friends and
community, choosing my A-Team)

GP refers to a neurologist

Piecing

Together

the

Puzzle

(what’s

happening?,

Tests,tests,tests)
Battling the Demons (all fears, worry & anxiety)
High (In)visibility (strive to make visible)
Diagnosis of RRMS and referred to

Piecing Together the Puzzle (the day my life changed forever,

another neurologist with more MS

with-hold disclosure)

experience, awaiting appointment
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High Invisibility (welcome cloak, hide)
Re(defining) Me now that I have RRMS (getting acquainted,
working out work, dare to compare, normalcy, parenting with
RRMS)
Battling the Demons (fear of burden, worry & anxiety,
despair, saboteurs, uncertainty)
Panic attack shortly after diagnosis,

Piecing Together the Puzzle (what’s happening?)

new symptoms
Battling the Demons (worry & anxiety, despair, uncertainty)
Re(defining) Me now that I have RRMS (knowledge, dare to
compare)
Coincidental meeting with third

Surplus Suffering (inflicted by research care, brushed off)

neurologist- unsure of role- enters
clinical trial without explanation,
starts fingolimod
Re(defining) Me now that I have RRMS (getting acquainted)
Piecing Together the Puzzle (what’s happening?)
Learning to live with RRMS

Battling the Demons (all fears, worry & anxiety, depression &
despair, uncertainty)
High (In)visibility (welcome cloak, hide)
The DMT Dance (hardyards: decisions based on hope)
Holding Hands with Hope (defiant hope, giving back &
getting involved)
Taming the Beast (finding my North Star, choosing my ATeam)
Piecing Together the Puzzle (with-hold disclosure)

Meets new neurologist, life turns,

Holding Hands with Hope (defiant hope, restorative hope)

confidence rises
The DMT Dance (hardyards: decisions based on hope)
Taming the Beast (Finding my North Star, my A-Team)
High (In)visibility (welcome cloak, hide)
Well and relapse free on fingolimod

Taming the Beast (support from family, friends and
community, getting a handle on RRMS, finding my North
Star, maintaining health & wellness, choosing my A-Team)
Piecing Together the Puzzle (with-hold disclosure)
Holding Hands with Hope (purposeful positivity, defiant
hope, functional hope, curative hope searching for meaning)
Re(defining) Me now that I have RRMS (working out work,
parenting with RRMS balancing losses & gains)
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MSA meetings and meeting others

Battling the Demons (fear of disability, of the wheelchair,

with MS- confronting, chooses never

worry & anxiety, despair, uncertainty, social isolation)

to do this again
Taming the Beast (support from family, friends and
community, getting a handle on RRMS, finding my North
Star)
High (In)visibility (welcome cloak, hide)
Holding Hands with Hope (purposeful positivity, defiant
hope, functional hope, curative hope)
Re(defining) Me now that I have RRMS (balancing losses &
gains, dare to compare, normalcy)
Constant research and reading – I

Holding Hands with Hope (purposeful positivity, defiant

want a more efficacious treatment

hope, functional hope, curative hope, optimism, searching for
meaning)
Re(defining) Me now that I have RRMS, losses & gains, dare
to compare, normalcy, parenting with RRMS)
The DMT Dance (hardyards: decisions based on hope,
switching to a better life)
Battling the Demons (fear, worry & anxiety)
Taming the Beast (resilience, choosing my A-Team)

New

MRI

lesion-

radiological

relapse

Battling the Demons (fear of the wheelchair & disability,
worry & anxiety, I’m never free, uncertainty)
Re(defining) Me now that I have RRMS (balancing losses &
gains, dare to compare, normalcy)
Piecing Together the Puzzle (what’s happening?)
The DMT Dance (hardyards: decisions based on hope,
switching to a better life)
High (In)visibility (welcome cloak, hide)
Holding Hands with Hope (purposeful positivity, defiant
hope, searching for meaning)

Fighting on, awaiting appointment

The DMT Dance (hardyards: decisions based on hope,

with a new neurologist to hopefully

switching to a better life)

escalate

treatment

(his

current

neurologist prefers not to)
Re(defining) Me now that I have RRMS (negotiating
normalcy, disability and independence, working out work,
balancing losses and gains, parenting with RRMS)
Holding Hands with Hope (purposeful positivity, defiant
hope, functional hope, curative hope, optimism, searching for
meaning)

482

Taming the Beast (resilience, getting a handle, finding my
North Star, choosing my A-Team)

13g. Ruby’s life journey reflecting the study themes and subthemes
Life events

Links to study findings: themes and subthemes

Earlier life story: major life events

•

Child of a migrant family

and clues to resilience

•

University degree

•

Long distance relationship

•

Working in education

•

Married with two children, working full time

Onset of first symptoms

Piecing Together the Puzzle (what’s happening? Tests tests
tests)
Surplus Suffering (brushed off)
Battling the Demons (fear, worry & anxiety, uncertainty)

Consults a neurologist- it may be MS

Battling the Demons (fear, worry & anxiety, despair,

but not conclusive, told not to worry

uncertainty)

and to go away and have a family
Piecing Together the Puzzle (what’s happening?)
Surplus Suffering (brushed off)
Has two children, continues to work

Holding Hands with Hope (restorative hope, purposeful
positivity, optimism, defiant hope)
Re(defining) Me now that I have (may have) RRMS (dare to
compare, parenting with RRMS, normalcy)
Battling the Demons (fear, worry & anxiety, despair,
uncertainty)

Severe

relapse

–

reported

to

Surplus Suffering (brushed off)

neurologist by phone and posted a
prescription

for

steroids,

no

consultation
Battling the Demons (fear, worry & anxiety, despair,
uncertainty)
I can’t pick up my baby

Re(defining) Me now that I have RRMS (dare to compare,
parenting with RRMS, normalcy)
Battling the Demons (fear, worry & anxiety, despair,
uncertainty)

Referral to new neurologist and MS

Piecing Together the Puzzle (tests, tests, tests, the day my life

Clinic

changed forever)
Battling the Demons (fear, worry & anxiety, despair,
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uncertainty I’m never free)
Taming the Beast (finding my North Star, maintaining health
& wellness, getting a handle, resilience)
Re(defining) Me now that I have RRMS (dare to compare,
parenting with RRMS, normalcy, working out work, getting
acquainted)
The DMT Dance (hardyards: decisions based on hope)
Holding Hands with Hope (restorative hope, purposeful
positivity, optimism)
Commenced Tysabri®

The DMT Dance (hardyards: decisions based on hope)
Battling the Demons (fear, worry & anxiety, despair,
uncertainty)
Holding Hands with Hope (restorative hope, purposeful
positivity, optimism)
Taming the Beast (getting a handle, choosing my A-Team,
resilience)
Re(defining) Me now that I have RRMS (dare to compare,
normalcy, getting acquainted)

Continues to worsen on Tysabri®

Battling the Demons (fear, worry & anxiety, despair,

and now losing ambulatory function

uncertainty, social isolation, I’m never free)
Re(defining) Me now that I have RRMS (dare to compare,
parenting with RRMS, normalcy, working out work, getting
acquainted)
Piecing Together the Puzzle (what’s happening?)

Continuing to work, parent

Taming the Beast (finding my North Star, maintaining health
& wellness, getting a handle, resilience)
The DMT Dance (hardyards: decisions based on hope)
Battling the Demons (fears, worry, uncertainty)

Decision to stop Tysabri® and

The DMT Dance (hardyards: decisions based on fear,

change to Lemtrada® - guilt from

switching to a better life)

not starting Lemtrada® earlier
Battling the Demons (fear, worry & anxiety, despair,
uncertainty, I’m never free)
Re(defining) Me now that I have RRMS (dare to compare,
parenting with RRMS, normalcy, getting acquainted)
Taming the Beast (finding my North Star, getting a handle,
resilience)
Holding Hands with Hope (restorative hope, functional hope,
purposeful positivity, optimism)
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Piecing Together the Puzzle (what’s happening?)
Fall at work in front of others

Re(defining) Me now that I have RRMS (dare to compare,
working out work, normalcy)
Piecing Together the Puzzle (what’s happening?)
Battling the Demons (fear, uncertainty, I’m never free)

Life in limbo awaiting to see if

Piecing Together the Puzzle (what’s happening?)

Lemtrada® has been effective
Re(defining) Me now that I have RRMS (dare to compare,
parenting with RRMS, normalcy, working out work)
Battling the Demons (all fears, worry & anxiety, despair,
uncertainty, I’m never free)
Holding Hands with Hope (defiant hope, restorative hope,
functional hope, defiant hope, search for meaning)
Taming the Beast (support from family, friends and
community, finding my North Star, maintaining health &
wellness, getting a handle, choosing my A-Team, resilience)
The DMT Dance (hardyards: decisions based on hope)
Decision to work part-time next year

Holding Hands with Hope (defiant hope, restorative hope,

and concentrate of regaining strength

functional hope, defiant hope, search for meaning)

and adoring her children
Taming the Beast (support from family, friends and
community, finding my North Star, maintaining health &
wellness, getting a handle, resilience)

13h. Davina’s life journey reflecting the study themes and subthemes
Life events
Earlier life story: major life events

Links to study findings: themes and subthemes
•

and clues to resilience

Onset of first symptoms – visual

Felt vulnerable with father growing up (bullied), felt
isolated

•

Unwell often as a child

•

Physically and emotionally demanding employment

•

Working in healthcare

•

Marries early at 20 years of age

Piecing Together the Puzzle (what’s happening?)

disturbances – brushed off by GP
High (In)visibility (strive to be visible)
Surplus Suffering (brushed off)
Battling the Demons (fear, worry & anxiety)
Symptoms worsen – sees a different

Piecing Together the Puzzle (what’s happening?, tests, tests,
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GP

tests)
Surplus Suffering (brushed off)
Holding Hands with Hope (purposeful positivity)
Battling the Demons (all fears (uncle with MS), worry &
anxiety)

Further relapse- sudden and severe -

Surplus Suffering (inflicted by clinical care)

hospitalised, it could be MS
Battling the Demons (all fears, worry & anxiety, depression &
despair, uncertainty, social isolation)
Holding Hands with Hope (purposeful positivity)
Confirmed diagnosis of RRMS –

Piecing Together the Puzzle (the day my life changed forever)

traumatic diagnosis delivery
Re(defining) Me now that I have RRMS (getting acquainted,
normalcy, working our work, dare to compare)
Battling the Demons (fear of burden, wheelchair, disability)
Surplus Suffering (inflicted by clinical care)
Learning to live with RRMS

Re(defining) Me now that I have RRMS (getting acquainted,
dare to compare, parenting with RRMS)
Battling the Demons (all fears, worry & anxiety, despair)
High (In)visibility (strive to be visible)

Changes neurologist

Taming the Beast (support from family, friends and
community, getting a handle on RRMS, finding my North
Star, maintaining health & wellness, finding my A-Team)
Re(defining) Me now that I have RRMS (getting acquainted,
dare to compare, normalcy)

Regaining control, starting family

Holding Hands with Hope (purposeful positivity, defiant
hope, functional hope, search for meaning)
Re(defining) Me now that I have RRMS (working out work)
Taming the Beast (support from family (mother only) friends
and community)
Battling the Demons (all fears, worry & anxiety)
High (In)visibility (strive to be visible)

Further relapses and temporary loss

Taming the Beast (support from family (mother only) friends

of function managing a young

and community, resilience, finding my North Star, choosing

family of four children including

my A-Team)

newborn twins
Battling the Demons (all fears, worry & anxiety, uncertainty,
I’m never free, social isolation)
Piecing Together the Puzzle (what’s happening?)
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High (In)visibility (strive to be visible)
Starts interferon Avonex® when

The DMT Dance (hardyards: decisions based on hope)

released onto Australian market,
continues many years
Re(defining) Me now that I have RRMS (balancing losses &
gains, parenting with RRMS)
Battling the Demons (all fears, worry & anxiety)
Holding Hands with Hope (purposeful positivity, defiant
hope, functional hope, restorative hope, optimism)
Continues on managing family and

Taming the Beast (support from family, friends and

worklife through several relapses

community, getting a handle on RRMS, finding my North
Star, maintaining health & wellness, finding my A-Team)
Holding Hands with Hope (purposeful positivity, defiant
hope, functional hope, restorative hope, optimism)
Battling the Demons (all fears, worry & anxiety)
High (In)visibility (strive to be visible)

Death of much loved and supportive

Battling the Demons (all fears, worry, depression & despair,

mother

uncertainty)
Re(defining) Me now that I have RRMS (balancing losses &
gains, normalcy, parenting with RRMS)
Holding Hands with Hope (purposeful positivity)
Taming the Beast (resilience)

Seeks help from a psychologist,

Battling the Demons (all fears, worry, depression & despair,

diagnosed with depression, refuses

uncertainty, I’m never free)

medication but accepts counselling
Holding Hands with Hope (purposeful positivity, optimism)
Taming the Beast (support from family, friends and
community, finding my North Star, maintaining health &
wellness, choosing my A-Team)
Leaves marriage

Battling the Demons (all fears, worry, depression & despair,
uncertainty)
Taming the Beast (support from family, friends and
community, finding my North Star, maintaining health &
wellness, choosing my A-Team)
Holding Hands with Hope (purposeful positivity, optimism,
faith, sense of humour)

Meets new life partner, feels loved,

Taming the Beast (support from family, friends and

supported

community, finding my North Star, maintaining health &

Children grown up and moved on

wellness, choosing my A-Team)
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Holding Hands with Hope (purposeful positivity, optimism,
defiant hope)
Battling the Demons (fear of being a burden)
Lack of support from family with

Re(defining) Me now that I have RRMS (balancing losses &

new life

gains, parenting with RRMS)
Battling the Demons (all fears, worry, depression & despair,
uncertainty)
Holding Hands with Hope (purposeful positivity, optimism,
defiant hope)

Change of DMT to Gilenya®

The DMT Dance (decisions based on fear & hope)
Holding Hands with Hope (purposeful positivity, optimism,
restorative hope)
Re(defining) Me now that I have RRMS (getting acquainted)
Battling the Demons (all fears, worry & anxiety)
Holding Hands with Hope (purposeful positivity, optimism,
defiant hope)
Taming the Beast (support from family, friends and
community, resilience)

Life settles with RRMS- current

Holding Hands with Hope (optimism, giving back and getting

status quo

involved, faith)
Taming the Beast (support from family, friends and
community, maintaining health & wellness, finding my North
Star)

13i. Evie’s life journey reflecting the study themes and subthemes
Life events

Links to study findings: themes and subthemes

Earlier life story: major life events

•

Significant childhood illness

and clues to resilience

•

Felt bullied at primary school, ”left out”

•

Alcoholic, abusive father, loving and supportive
mother

Onset of first symptoms at 18 years

•

Later parental divorce

•

Estranged from only sibling

•

Same sex relationships

•

(Secretive) government career

Piecing Together the Puzzle (what’s happening?)

of age
High (In)visibility (strive to be visible)
Surplus Suffering (brushed off)

488

Symptoms

worsen

–

still

no

diagnosis

Piecing Together the Puzzle (what’s happening?, tests, tests,
tests)
Battling the Demons (fear, worry)
High (In)visibility (strive to be visible)
Taming the Beast (resilience)

Finally

after

two

years,

MRI

Piecing Together the Puzzle (the day my life changed forever)

confirms RRMS
Holding Hands with Hope (purposeful positivity, optimism)
Re(defining) Me now that I have RRMS (getting acquainted,
negotiating normalcy)
Taming the Beast (choosing my A-Team)
Accepted diagnosis, moving on, but

Piecing Together the Puzzle (what’s happening?)

those around fall apart
Re(defining) Me now that I have RRMS (getting acquainted,
negotiating normalcy)
Taming the Beast (finding my North Star, maintaining health
& wellness, getting a handle, resilience)
I don’t jump in, I choose to be

Holding Hands with Hope (purposeful positivity, optimism,

positive

defiant hope, sense of humour, spirituality, searching for
meaning)
Re(defining) Me now that I have RRMS (getting acquainted,
negotiating normalcy, working out work, losses & gains)
High (In)visibility (welcome cloak)

Commences interferon Rebif®

The DMT Dance (hardyards: decisions based on hope)
Battling the Demons (fear, worry)
Re(defining) Me now that I have RRMS (getting acquainted,
losses & gains)
Holding Hands with Hope (restorative hope, functional hope,
purposeful positivity, optimism)

Intolerable side effects from Rebif®,
missed

doses

and

then

Battling the Demons (worry, uncertainty)

cease

medication altogether
Re(defining) Me now that I have RRMS (normalcy)
High (In)visibility (strive to be visible)
Relapses increase

The DMT Dance (hardyards: decisions based on hope)
Re(defining) Me now that I have RRMS (dare to compare,
normalcy, getting acquainted)
Battling the Demons (all fears, worry, I’m never free,
uncertainty)
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Constant life stressors persist

Battling the Demons (all fears, worry, despair, uncertainty)
High (In)visibility (strive to be visible)
Taming the Beast (finding my North Star, maintaining health
& wellness, getting a handle, resilience)
Re(defining) Me now that I have RRMS (getting acquainted,
normalcy)
Holding Hands with Hope (defiant hope, search for meaning,
spirituality)

Commences Betaferon®

Battling the Demons (all fears, worry, uncertainty)
Holding Hands with Hope (defiant hope, functional hope)
The DMT Dance (hardyards: decisions based on hope,
switching to a better life)

Enjoying

career

but

previous

Re(defining) Me now that I have RRMS (getting acquainted,

disclosure at work induces collision

normalcy, working put work, dare to compare, losses & gains)

between work and personal space
High (In)visibility (welcome cloak)
Further relapses, change of treatment

The DMT Dance (hardyards: decisions based on hope,

to Tysabri®, remains relapse free

switching to a better life)

and well for several years
Holding Hands with Hope (defiant hope, functional hope,
restorative hope)
Taming the Beast (support from family, friends and
community, finding my North Star, choosing my A-Team)
Re(defining) Me now that I have RRMS (getting acquainted)
JCV blood tests positive high titre-

The DMT Dance (hardyards: decisions based on fear)

ceases Tysabri® immediately
Battling the Demons (fear, worry, I’m never free, uncertainty)
Taming the Beast (getting a handle on RRMS, finding my
North Star, maintaining health & wellness)
Commences Tecfidera®

The DMT Dance (hardyards: decisions based on hope,
switching to a better (safer) life))
Re(defining) Me now that I have RRMS (normalcy)
Battling the Demons (all fears, worry & anxiety, uncertainty)

Side effects from Tecfidera® – cease

The DMT Dance (hardyards: decisions based on hope,
switching to a better (safer) life))
Taming the Beast (getting a handle on RRMS, finding my
North Star, maintaining health & wellness)

Decision to commence Lemtrada®

Holding Hands with Hope (purposeful positivity, defiant
hope, search for meaning, spirituality)
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The DMT Dance (hardyards: decisions based on hope,
switching to a better life)
Taming the Beast (support from family, friends and
community, maintaining health & wellness, resilience)
Re(defining) Me now that I have RRMS (losses & gains)
Battling the Demons (all fears, worry, uncertainty)
Relationship breakdown with partner

Battling the Demons (all fears, uncertainty)

– RRMS blamed by partner
Piecing Together the Puzzle (what’s happening?)
Re(defining) Me now that I have RRMS (losses & gains,
normalcy)
High (In)visibility (strive to be visible)
The DMT Dance (hardyards: decisions based on hope)
Taming the Beast (support from family, friends & community,
resilience)

Holding Hands with Hope (purposeful positivity, functional
hope, restorative hope)
Moving forward with RRMS and

Taming the Beast (support from family, friends and

advocacy work

community, maintaining health & wellness, resilience, finding
my North Star, choosing my A-Team)
Holding Hands with Hope (purposeful positivity, optimism,
giving back and getting involved, spirituality)
Re(defining) Me now that I have RRMS (getting acquainted,
normalcy, losses & gains, working out work)
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