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ABSTRACT

Multiple Sclerosis (MS) is a neurological conditiooften characterised by its
unpredictability, and lack of known cause or cure. As kmding non-traumatic cause of
disability in young adults (Marrie, 2004), a diagnosis & M likely to bring uncertainty to those
affected, as the future ramifications are unable to dreséen (Costello & Harris, 2006).
Considering the present trend toward self-managemenhronic conditions, it is of utmost
importance to take the perspectives of people with M8U®) into account when conducting
research into behaviour following diagnosis. The cursady was exploratory in nature, with a
focus on gaining information on individuals’ MS related elgrares prior to, and at the time of,
diagnosis. A further focus of the study was to idensihd further clarify the post-diagnosis
behaviours and lifestyle changing activities exhibited by idde&is in the first 12 months
following diagnosis. The 12 months following diagnosess chosen for examination as it may
be a critical time for PWMS to establish the key ogpresources, strategies and behaviours
needed to adapt to the diagnosis, and has been raratynexiin studies on MS. Another unique
feature of the current study was the global representati PwMS. Participants in the current
study were 243 females and 52 males from 18 countries. Bottitgtise and qualitative data
were obtained using an online self-report measure thalinkasl to the MS Australia website.

Results showed that participant reports on MS relatpdreences prior to and during the
first 12 months following diagnosis of MS varied widelyariability included the number of
exacerbations prior to diagnosis, and the types of syngtomd whether admission to hospital
occurred prior to or at the time of diagnosis. On exatn of the behaviour engaged in by
PwMS in the 12 months following diagnosis, there waside variety of examples given by
participants, with information seeking the most ideatifactivity. Lifestyle changing activities
reported by participants were also numerous, with changdgetor vitamin intake the most

common.



Three key demographic variables (gender, type of MS, and rgooftbirth) were
examined to ascertain their possible effect on MS eélaxperience. Minor differences were
found between male and female participants and included leerhigroportion of females
reporting suspicion of MS prior to diagnosis and an ineeasterest in spirituality in the 12
months following diagnosis, than males. Generallg, dliferences found between participants
grouped into the five types of MS were expected. There few differences found between
participants based on their country of birth indicating tha experiences of PwWMS prior to, and
at the time of diagnosis, and in the 12 months folhmywmay be considered somewhat universal.

Qualitative findings were based around participant perspsctivethe discussion of
diagnosis with another PwWMS; the reasons given feclasure of diagnosis to others; and the
factors that participants identified as being of assigtaar hindrance, to their coping within the
first 12 months following diagnosis. The prominent thehmeughout the qualitative results was
participants’ desire to take control of lifestyle champgiactivities post-diagnosis, and further
research into the use of taking control as a copiaguree by PwWMS is warranted. Attempting
to take control of an uncontrollable disease during the @8tims following diagnosis seems
imperative for most PwMS, and health professionals begble to take a key role in advising

appropriate avenues for this when working with thoselyndiagnosed with MS.
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CHaAPTER ONE

| N\TRODUCTION AND OVERVIEW OF THE T HESIS

1.1 Preamble

While everyone tried to reassure her that it was ngrthate was just something about
the tiredness that Janeould not put down to ‘being a new mum’. Jane was exgeriencing a
range of other invisible and curious symptoms. Dizzines, ihtolerance, and pins and needles
were among them. A good friend of hers, who was aengtgygested that she should not worry
about it as the symptoms were probably indicative ottty stages of menopause, but Jane was
not so sure. She spent ten years having countless tastsdand medical scans for conditions
such as Carpal Tunnel Syndrome, Meniere’s disease, ammkrca When Jane was finally
diagnosed with multiple sclerosis (MS) in 1999, her hodhaf 14 years was not sitting beside
her in the neurologist’s office. He had decided to sttynome to mow the lawns because
previous test results had always failed to provide answettshathought the results of the MRI
would be no different. At the time of Jane’s diagnetisesy had two sons, aged 8 and 9 years, and
she worked part time. Jane and her husband were botlsedrpy the combination of shock
and relief they experienced after receiving the diagnokievertheless, Jane looks back at the
time following her diagnosis of MS as an extremelffidilt period in her life, where her

uncertainty about the future was at the forefrontewfthinking.

! Not her real name. ‘Jane’ was born in Australial is a woman living with Relapsing Remitting MS. Diasgemb
at the age of 38 years, Jane was 41 years old at theftipeesonal communication with the author.
1



The current author asked Jane what she remembered &fsth&2 months following

diagnosis. The following are excerpts taken from Bsponse.

It is like an out-of-body experience when yae &irst diagnosed. My
diagnosing neurologist gave me his normal 15 minute appenmtirthat’s all you
get, told me | had MS and that was the last time |lsiaw He didn’t understand
what it would be like for me to hear that diagnosiswds really hard - the first 12
months were really hard because | thought that lige| &new it, was over.
Sometimes it was all | could think about.

... You don’t know anything about MS when you are diagnosetpéople treat
you differently straight away. All of a sudden | hacbeiven this label of MS
even though | looked the same... People’s attitudes towardchmamged
dramatically.

...The only thing | knew about MS was from my professiongbegience
(nursing) in caring for people with really bad MS. | assdrthat that was now
going to be the picture for my life... Nobody told af@out the 20 or 30 or even
40 years leading up to that point.

...My neuro [sic] didn’t give me any info; he gave me M8 Society’s phone
number on a piece of paper, and | was like ‘what do yantwe to do with this’?
He should have made sure that | had enough informatitimasd could go home
and sleep that night. You need to be able to go homeleal that night and not
feel like you are going to die, or that you want to die.

...Some of the health professionals | came into comettt after my diagnosis
didn't seem to be human...they didn't really care aboat and they definitely
didn’t know anything about MS. | felt like | really neededhave confidence in
them because | didn’t know what to do or what was goimg Mostly, | felt like |
had no control over anything to do with MS (Personal momcation with
‘Jane’, 02.06.02).



As Jane reflected on her experiences of the first 1Btmofollowing diagnosis, she
highlighted her feelings of uncertainty and being outasftol, of not knowing what to do, and
her need for information and support. Stories such assJanevide researchers and health
practitioners with a valuable glimpse into the multigificulties inherent in attempting to adapt
to a diagnosis of MS. From such stories it can be gtbdimat research into the first 12 months
following a diagnosis of MS is crucial in order to deyefarther understanding of this difficult
time. It is imperative that those working with peopéwvly diagnosed with MS are aware of the
complexities involved and offer, not only information aupport, but critical understanding of
the issues pertinent to the first 12 months, and suggestiodsstrategies for successful

adaptation to a diagnosis of MS.

1.2 Introduction

Multiple Sclerosis, or MS as it is commonly termexithie leading non-traumatic cause of
disability in young adults (Marrie, 2004), and it affectsrengoung adult Australians than any
other neurological condition (Jelinek, 2005). The caudd®fremains elusive, and there is no
known cure. All functions controlled by the centralvoers system can be affected as MS can
cause physical, sensory, affective and cognitive sympidhadr & Cox, 2001; Wassem &
Dudley, 2003). Best characterised by its unpredictabihty severity of symptoms varies widely
between and within individuals, and the timing and type ofpggms are unable to be foreseen
(Costello & Harris, 2006).

A diagnosis of MS is likely to indicate the threaft major changes in an individual's
lifestyle. These may include reduced physical abilitiess lof independence, changes to
interpersonal roles and relationships, loss of empésymand subsequent financial insecurity

(Edgley, Sullivan & Dehoux, 1991; Lyons et al., 1995). In aamiditactual changes may be



instigated by the individual soon after the diagnosisafslumber of reasons. Individuals may
engage in post-diagnosis behaviours, or lifestyle changingtes, in attempts to make sense of
the disease, or to cope with the uncertainty a diagmdsviS can bring. Changes to lifestyle or
behaviour may also be observed as individuals attemalie¢eiate symptoms or improve their
quality of life. Making lifestyle changes in the first 12mbhs following diagnosis may be
difficult as individuals struggle to adapt to the realifyhaving MS. Adding to this struggle, the
early stages are often marked by the threat of lobsmréhan actual loss, making adaptation to a
diagnosis of MS a complex process (Lyons et al., 1998iv&n, Edgley, Mikail, Dehoux &

Fisher, 1993).

1.3 Significance of the Current Study

The majority of research conducted into MS to datebeas approached from a medical,
biological, or immunological perspective. In comparisthere is a much smaller amount of
research into MS from a psychosocial perspective.odylof work exploring certain aspects of
the psychosocial realm of MS research is evident; kewyexaminations by health psychologists
of the behaviour following a diagnosis of MS have beexicgc The literature that does exist
tends to focus on information seeking and social suppat, @®aker, 1998; Pakenham, 1999),
and does not seek out additional behaviours that may améwihg diagnosis, or invite people
with MS (PwMSFY to elaborate on their lifestyle changing activitieBowing diagnosis. This
lack of research into behaviour following a diagnosisMS is paralleled by the paucity of
research into individuals’ experiences during the firstintihiths following diagnosis. Where the
experiences of individuals spanning their time since diagias been the focus of most studies,

there exists a lack of understanding of the individuatjseriences looking specifically at the first

2 The abbreviation ‘PWMS’ is used throughout this thesiefer to either a ‘Person with MS’ or ‘People with MS
4



12 months following diagnosis. The deficit of such redeanalls for a broad and explorative
study, utilising qualitative techniques, to provide a basis understanding post-diagnosis
behaviour and lifestyle changing activities undertaken witi@ crucial first 12 months
following diagnosis.

Further, an investigation into the differences in b&ha following diagnosis among
different demographic groups of people with MS has not genbconducted. While some
gender comparisons have been made in regard to specific tnetsastich as information seeking
and social support, a broader understanding of the postediggdifferences, if any, between
groups based on gender, birthplace and type of MS wouldebeficial and could aid in the
planning and provision of services internationally as a&ln Australia.

Within the field of health psychology the importance die tindividual's own
understanding and explanation of their situation, isvaehedged (Taylor, 1995). Therefore, a
focus of research into MS should be placed on whaPteS views as being of assistance or
hindrance to their coping with the diagnosis. Such engshasdl add a richer knowledge of post
diagnosis behaviour to the area of MS related reseanchwill assist both health psychologists
and other health professionals working with people nelidgnosed with MS. Although recent
literature shows increasing recognition by health profesksicnal researchers that PwMS want
to learn more about the disease and play a role imgnag their health (Heesen, Képke, Richter
& Kasper, 2007), very little has been clarified from @alth psychology perspective about
individuals’ post-diagnosis behaviour and the lifestyle ghamactivities engaged in following a
diagnosis of MS. The unpredictability of MS, combinedhvthe lack of a cure for the disease,
highlights the importance of psychologists and othettlihgaofessionals working with people
newly diagnosed with MS to have a thorough understarafiMfS, and a critical appreciation for

the complex issues inherent in an individual's ability topada the diagnosis. The present



research is located within the contemporary socialectmtf health care in that the importance of
the individual’s role is acknowledged, and the individualsawof what they identify as being of

assistance following diagnosis is explored.

1.4 The Following Chapters

A review of the literature describing MS is presented imagér Two. It includes a
description of the disease, the aetiology and epidemgyobf MS, and the diagnostic process.
The clinical subgroups of MS are discussed, before syngptanad treatment options are
explored. The uncertain prognosis of MS is also censdl

In Chapter Three, the literature on post diagnosis\wbetiais explored. The uncertainty
inherent in a diagnosis of MS is discussed alongsideefherted preference for early diagnosis.
A review of the empirical studies from the psycholadjititerature on people’s experience
following a diagnosis of MS is then offered with acds on post-diagnosis behaviour and
lifestyle changing activities.

A discussion detailing the importance of isolating thst fl2 months when researching
behaviour following diagnosis is presented in Chapter Aen] psychosocial factors that may
assist or hinder adaptation to diagnosis during this timegar® identified and discussed.

In Chapter Five, key demographic variables are identifiédr&ehe justification for the
current study is outlined. The rationale for combining gtetite and qualitative methodologies
and the rationale for using an online questionnaire toatali@ta is explained. The importance of
the current study for health psychologists and otheltth@aofessionals is explored before the

research aims are presented.



The methodology of the current study is outlined in Chapber Specifically, the chapter
includes an outline of the participants, materials and gohae@s used, and details of the
constructed questionnaire.

The results of the study are presented in Chapter SeA&rroverview of how the data is
presented, and the manner in which the qualitative respaveses thematically analysed, is
given. The demographic information of participants at ile f their diagnosis of MS and the
MS-related experiences of participants leading up to, atigedime of, the diagnosis is included.
Following this, an in-depth qualitative analysis of theogses given to the questionnaire’s open
ended questions is presented. Participants’ experiehceseting another person or people with
MS, reasons for disclosing their diagnosis to othansl the factors participants identified as
assisting or hindering their coping with MS in the fii2 months following diagnosis, are
explored.

In Chapter Eight, a general discussion is presentedimyaagether the quantitative and
qualitative results, highlighting the main findings, ardcmg the current research within the
recent literature of behaviour following a diagnosis 0%.M The broader application of the
current research to health psychology theory is toesidered before suggestions are offered for
health professionals and staff of MS Societies workitith people newly diagnosed with MS.
The limitations of the present research, togetheh sitggestions for future research are also

addressed in this chapter.



CHAPTER Two

A DiagNosIs oF M ULTIPLE ScLEROSIS

2.1 Overview of the Chapter

Chapter Two consists of several sections to offeraprehensive picture of MS. A brief
description of the disease is given before researchtiiet@omplex aetiology and epidemiology
of MS is discussed. In the third section of the chaptes, process of diagnosing MS is
examined, and an outline of the confirmatory studies irgn this often lengthy and difficult,
procedure is given. The five clinical subgroups of MS hemn tprofiled before the numerous
symptoms of MS are listed and the most and least commepbrted symptoms are identified.
Treatment options, including disease modifying treatmerglmpse specific treatments, and
complementary treatments are then discussed. [findlesection of the chapter, the prognosis,

or uncertainty of prognosis, facing people living with M onsidered.

2.2 A Description of the Disease

While a definitive and complete definition of MS remainsitcoversial (Poser & Brinar,
2004), it is widely accepted that MS is a chronic, oftealling disease of the central nervous
system (CNS). MS is cited in current literature asaatoimmune disease, where the immune
system attacks the myelin sheath of the axons inrdia,tspinal cord and optic nerves (Mohr &
Cox, 2001). Recently however, Hauser and Oksenberg (2006}eedbat the autoimmune
model of MS is an “incomplete conceptual framework doderstanding the complex array of
factors that lead to the loss of immune homeostagislimand axonal injury, and progressive

neurological symptoms” (p.61). MS is a multifaceted aadthglicated disease not yet fully



understood and further research into the possible causksheaspecific disease pathology, is
required.

The term multiple sclerosis literally means ‘manyrscéMultiple Sclerosis International
Federation, 2002) and is characterised by the demyelindtizeree fibres in the white matter of
the CNS which produces lesions or ‘scarring’. Permadantage to axons can occur, and may
begin earlier in the disease process than originallyghp as damage may be clinically silent
(Trapp et al., 1998; Trapp, Bo, Mork & Chang, 1999). As a redulie demyelination process,
nerve impulses are interrupted along the nerve fibresaoel at a reduced speed (Trapp et al.,
1999). Common symptoms of MS are wide ranging as all iumetcontrolled by the CNS can
potentially be affected (Mohr & Cox, 2001).

MS is usually diagnosed between the ages of 20 and 4@, yewdh an occasional
diagnosis made in childhood or late middle age (Calgl664). The prevalence of MS among
women is generally accepted to be two to three timasfound in men (Eeltink & Duffy, 2004).
However, more recently, Orton et al. (2006) have dematestithat the female to male sex ratio
by year of birth in Canada has been increasing for dt3®agears and now exceeds 3.2:1. Thus,

the gender divide in MS may be increasing.

2.3 Aetiology and Epidemiology of Multiple Sclerosis
There are as many studies reporting associations betiweestudied risk
factors and MS, as there are denying the existencen cdsaociation

(Hibberd, 1994, p.128).

While the aetiology and epidemiology of MS have beenistuthtensively, the cause
remains elusive. MS has been conceptualised as a coegeltion, in which a number of

environmental factors act together in a genetically sukdepindividual to cause disease
9



(Dyment, Sadnovich & Ebers, 1997; Marrie, 2004). While vstdeding of possible genetic and
environmental factors that contribute to MS has improwahtarci and Wingerchuk (2006)
suggest that further research involving longitudinal stuttiegssess genetic and environmental
interactions will provide implications for the predast of MS susceptibility, the disease course,

and response to treatment.

2.3.1 Genetics

MS affects more Caucasians than any other racial grdullianson, 2006). A
suggestion that the Vikings may have been instrumentaddigseminating the genetic
susceptibility to MS around the world was made by Poser (199d¥er tracked the path of the
Vikings through the areas where the highest prevalenss far MS are found: Iceland,
Scandinavia, and the British Isles, and the countrigtedeby their descendants such as the
United States, Canada, Australia and New Zealand. Tlhkatygene’ hypothesis has attracted
much interest (Holmoy, 2006) although it remains withinttieoretical realm. The variable of
race is complicated further by the fact that the sugumbfytto MS varies even within Caucasian
populations, where individuals of Scottish descent ane iikely to develop the disease than any
other ethnic group (McLeod, Hammond & Hallpike, 1994). So wihéze are suggestions of a
genetic link in MS, clarification of the exact role gemlay in the development of the disease is
needed.

Another indication of a possible genetic link in MStlgt between 10% and 20% of
PwWMS report having a relative with MS (Sadovnick, 1994). Coomp$2000) reports that
studies of genetics in MS indicate that susceptibility i@ determined by several genes acting
independently, rather than the presence of one ‘MS spegéne. Similarly, Ebers and Dyment

(1998) stress the complexity of the genetics of MS inrdeteng familial risk. In a recent study
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of concordance for MS in Danish twins by Hansen et280%), it was found that a monozygotic
twin whose co-twin has MS, has a 24% risk of develophg disease, while the risk for a
dizygotic twin is approximately 3%. This study was of gaitar importance given that Denmark
keeps registries of all PwMS and all twins, and reseaschad access to an unbiased sample of
MS cases among twins. This study confirmed the effltother twin and genetic studies
(Bugeja et al, 2006; Dyment, Sadovnick, Ebers, Sadnovich, 19@rs & Dyment, 1998; Fedetz

et al., 2006) in indicating that genetic factors are grificance in assessing an individual’s risk
of susceptibility to MS.

The higher risk for MS in relatives of PwWMS, and imtae racial groups, together with
the existence of MS-resistant ethnic groups, supports a tjabtegenetic predisposition
(Hagancamp, Rodriguez & Weinshenker, 1997). Although a gdimdtion the development of
MS appears clear, the low concordance rate among idernwens indicates that there are
possibly multiple non-genetic factors involved in infigerg an individual's risk of developing
MS (Ebers & Sadovnick, 1998; Sadovnick, Yee & Ebers, 2005). Wihitegenetic link is

apparent, the exact involvement of genetics is yet tdeliied.

2.3.2 Possible Non-Genetic Factors
While exposure to a single non-genetic or environmentabifahas not been consistently
identified as a causal factor in MS, numerous potensiakal factors have been put forward
(Marrie, 2004). These include viral infection, vaccinatiasignate, sex hormones, stress, and
diet, among others (Marrie, 2004). Coo and Aronson (2004ntigccarried out a systematic
review of several potential non-genetic risk factors N, ranking the plausibility of each.

While they did not make comment on all possible environaldattors, they reported that based
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on their criteria, the plausibility for solar ulttialet radiation and sex hormones is good, and the

plausibility for dietary fat is fair.

2.3.2.1 Geographical Zones

The prevalence rates of MS vary around the globe. K&r{2000) describes three
geographical zones (high, medium and low frequency zoned)Sdbased on prevalence, where
genetics is certainly a confounding factor, but dog¢srplain fully the differences in prevalence
found between geographical zones. Most of Europe (inclubden@K), Israel, Canada, northern
USA, south eastern Australia, New Zealand, and eaRessia are considered to lie within the
high frequency zone (prevalence 30+ per 100,000). The mediquefiey zone includes
southern USA, most of Australia (apart from the beedist), South Africa, the southern
Mediterranean basin, central and western Russia, thaingkand parts of Latin America. Low
prevalence rates of MS (under 5 per 100,000) are found in $hefrdsia, Africa and northern
South America. Temporal and geographic variations mades risk are apparent, and patterns of
migration have illustrated how geographical zones may impac¢he development of MS. For
example, migrants from high to lower risk areas rettanMS risk of their birth place only if they
are at least age 15 years at migration (Gale & Maft985; Kurtzke, 2005). Similarly, Dean et
al. (1976) found that those immigrating from areas of I@sk to the UK (an area of high risk),
retained the low risk of their area of origin. Furthesearch into prevalence differences across

geographical zones is needed regarding MS.

2.3.2.2 Climate
The geographic variations in risk of developing MS have ptechmuch research into

climatic factors as causal agents (Marrie, 2004). Asid8Biore prevalent in the geographic
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areas furthest from the equator (Kurtze, 2000), and sdila-wiolet radiation decreases with
increasing distance from the equator (Coo & Aronson, 2084)umber of epidemiological
studies have looked at the possible effect of exposureuriight and prevalence of MS.
Research has provided mixed results with the findingsvofdcological studies showing strong
inverse correlations between levels of ultraviolet tamitmand frequency of MS (Leibowitz,
Sharon & Alter, 1967; van der Mei, Ponsonby, Blizzard & Bwy2001). No association was
found in three studies (Cendrowski et al., 1969; NormamtzZKe & Beebe, 1983; Warren,
Cockeril & Warren, 1991) and individuals with MS reported msue exposure than others
before disease onset in two studies (Antonovsky. e1865; Neutel, 1980).

Studies conducted more recently have demonstrated highés ¢téveonsistency in their
findings, with higher sun exposure associated with a reduskdof developing MS, and
mortality from MS negatively associated with exposurestnlight (Freedman, Dosemeci &
Alavanja, 2000; Goldacre, Seagroatt, Yeates & Acheson, 2@0vder Mei et al., 2003). In a
case control study conducted in Australia, individuals wdported high levels of sun exposure
between the ages of six and fifteen were less likelyave MS (van der Mei et al., 2003). Van
der Mei and colleagues suggested that insufficient ultetvi@diation in childhood and early
adolescence may therefore influence the developmentSof Kiantarci and Wingerchuk (2006)
suggest that as well as exposure to sunlight, which providesddy with vitamin D, dietary
vitamin D supplementation is also associated with reducBdisk. Brown (2006) asserts that
vitamin D supplementation may not only help preventdaeelopment of MS, but may also
reduce the severity of the disease course, and therefay be a useful addition to other

treatments.
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2.3.2.3 Diet

Interest in diet, as both a possible causative factdMS and a contributing factor to
disease mortality, has existed for over fifty ye@@wdénk, 1950). Just as an individual's diet is
multifaceted, the variety of hypotheses put forward mdato aspects of diet and MS have been
numerous. Significant positive correlations for digtat and MS prevalence and MS morbidity,
have been reported by a number of studies (Alter, YamobBla&he, 1974; Esparza, Sasaki &
Kesteloot, 1995; Nanji & Narod, 1986). Phosphate depletion tandhpact on increasing the
risk of MS has also been put forward (Haglin, 2004). Sirly)) MS has also been associated
with magnesium deficiency (Johnson, 2001). Looking more by@adhe types of food included
in an individual's diet, Zhang et al. (2001) studied two lazrgborts of women (over 150,000
women) and found no association between intake of &od vegetables and risk of MS.
Similarly, they found no relationship between use o&min C, vitamin E, or multivitamin
supplements, and risk of MS. The influence of diet on i¥)Sarguably, unproven (Schwarz,
Leweling & Meinck, 2005), and there are a number of methodmbghallenges facing
researchers examining components of diet, includinglrbizad, sampling bias, and the way diet
is measured (Coo & Aronson, 2004). However, diet remaiagong area of interest for both
researchers and PWMS in the search for aetiolognsavers in MS.

Following diagnosis, PwWMS may view dietary changes, le addition of vitamin
supplements, as a positive behaviour to engage in, asuhefstind that two thirds of PWMS
made changes to their diet post-diagnosis (Hewson,et%d4). Examples of dietary changes

made by PWMS following diagnosis will be discussed in Géraphree.
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2.3.2.4 Viral Infection

In the search for an environmental factor that magradt with a genetically susceptible
individual to cause MS, there have been numerous stud@she effect viral infections may
have on the development of MS. Nowark et al. (2006) sugigatstiiral infections are the most
likely environmental factor involved in the developmenM8. Soldan et al. (1997) hypothesise
that the implication of a viral agent in the developtma&ihMS is based on the epidemiological
evidence of childhood exposure to infectious agents; geogragdsociation of disease
susceptibility with evidence of MS clustering; and ag&lwith animal disease models whereby
viruses can cause disease with long incubation periadsglapsing remitting course and
demyelination. With some 20 bacteria and viruses potgntiaked with the development of
MS in previous research (Swanborg, Wittum-Hudson & Hudson, 20®8gsles, mumps,
rubella, canine distemper, sinusitis, retrovirus and heaxpeamong those studied (Kastrukoff &
Rice, 1998). Following a longitudinal study conducted in Haroe Islands, researchers
concluded that there is a specific, widespread, but unfdehtviral infection known as the
primary multiple sclerosis affection (PMSA) (Kurtzk&)05). Kurtzke hypothesised that while
prolonged exposure is needed to acquire PMSA, a small prapoftipersons who have it will
develop clinical neurological MS some years later.

Attempts to find a positive and irrefutable link between ai§igeviral infection and MS
has been the basis for many studies. For examplejacemnt study by Opsahl and Kennedy
(2006), the possible involvement of two herpes viruses (HHAR@ HHV-8) in MS was
considered. Akin to other research on viral infectiosh st%, they concluded that there was little
evidence in their sample of definite involvement of eitherpes virus in MS. There is much
interest in this line of research in determining furthetiological knowledge on MS, and it is

expected that study into possible viral infections, amkklto MS, will continue.
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Overall, researching the aetiology of MS, and the wdlgpossible environmental risk
factors, is difficult to do for several reasons (M&r2004). Exposure to possible risk factors, as
outlined above, is likely to exist for large numbers rafividuals, with or without MS, which
means that sample sizes must be sufficient to ideatijppossible effect. It may be that a
combination of risk factors has to be present to causéenMSyenetically susceptible individual,
which makes studying any one of them in isolation comitgMarrie, 2004). Coo and
Aronson (2004) concluded that there is an insufficient nunabemethodologically rigorous
studies to assess the evidence of any risk factor airttds and that all hypothesised risk factors
need further study. As an objectively interesting subdggcboth clinicians and researchers alike,
the search for what may be behind the cause of MS tataagreat deal of international research
(Butler & Bennett, 2003). This interest is evident by the 2Z8garch grants and fellowships

funded by the National MS Society each year in Ameaaloae (NMSS, 1999).

2.4 Diagnosing Multiple Sclerosis

MS is notoriously difficult to diagnose as it hasradid range of presentations, including
‘invisible’ symptoms that often resolve spontaneously imatter of weeks (Calabresi, 2004).
Adding to the difficulty of diagnosis, there is no dengeliable test to identify MS (Costello &
Harris, 2006; O’'Connor, Detsky, Tansey & Kucharczyk, 1994).soAla number of other
conditions can mimic the disease, presenting symptamsnonly found in MS, such as CNS
infections, CNS microvascular disease, structuralamnpressive disorder of the brain or spinal
cord, and Vitamin B deficiency (Calbresi, 2004). A definite diagnosis of b&# take months,
or even years, to make. Frequently, patients are sulgemultiple misdiagnoses as general
practitioners, neurologists and other health professomaust rule out numerous differential

diagnoses before determining the presence of MS (E&tidkffy, 2004). Levin, Mor and Ben-
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Hur (2003) looked at patterns of misdiagnosis of MS andddhat almost 60% of their sample
were initially misdiagnosed, receiving the correct dagis of MS an average of three and a half
years following the onset of symptoms.

The most recently developed diagnostic criteria for 848 known as the ‘McDonald
Criteria’ (McDonald et al., 2001). The McDonald Crigemtegrate clinical symptoms, magnetic
resonance imaging and para-clinical results in orderdibtéde diagnosis (Wiendl et al., 2006).
The focus of the diagnosis of MS is, in part, basedhe presence of lesions in the CNS that are
objectively demonstrated to be disseminated in both tirderaspace (McDonald et al., 2001).
This means that lesions have to occur at least threghsyapart in different parts of the CNS,
with no better explanation for the disease proc€sdapresi, 2004). Neurologists must examine
clinical features and patient history, and the resulisne or more confirmatory studies (to rule
out the possibility of other conditions) before confidenliiagnosing MS. Dalton et al. (2002)
suggest that the McDonald Criteria allows earlier dieig in some patients than previous
criteria have allowed. The McDonald Criteria haveoabeen reported to provide a more
simplified diagnostic process for people with the subgafygrimary progressive MS (Polman et
al., 2005). It is widely believed that the once standimythy delay from symptom onset to
diagnosis is steadily decreasing in MS due to the Mclod&gnostic criteria and increased

imaging technology availability (Marrie et al., 2005).

2.4.1 Confirmatory Studies used in Diagnosing Multiple Sclerosis
In order to exclude other diseases or conditions likelgxhibit symptoms similar to
those shown in MS, and to build evidence toward a defuhidgnosis of MS, a number of

confirmatory studies can be implemented. Among thesenagnetic resonance imaging of the
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brain and spinal cord, evoked potential testing, cerebralkfluid analysis, and serologic testing,

described below.

2.4.1.1 Magnetic Resonance Imaging of the Central Nervous System

The ability to diagnose MS, while still difficult, hamproved considerably with the
availability of magnetic resonance imaging (MRI) temlogy. An MRI scan of the brain is the
most useful confirmatory study in reaching a diagnosisM& (McDonald et al., 2001).
Magnetic resonance imaging is a method of obtaining @estsenal images (slices) of internal
soft body tissue, allowing much more accurate diagnosegurological conditions because it
allows doctors to ‘see’ into the human brain and spaoatl. An examination of these cross
sectional slices enables physicians to identify lestbas could be characteristic of MS. On the
MRI scans, lesions characteristic of MS appear assavédigh signal, predominately in the
cerebral white matter or spinal cord, opweighted images (Calabresi, 2004). MRI is highly
sensitive in the detection of MS lesions, whether tlsotes are clinically symptomatic, or
clinically silent (McDonald et al.,, 2001). With MRI nmf@nes now more easily accessible in
many countries, all newly diagnosed patients and thvitbea suspected diagnosis of MS should
have an MRI scan if the technology is available (Bwksl, 2002; Fazekas et al., 1999). In
addition, a record of MRI scans early in the diseasgseoprovides a baseline for meaningful
comparison over time (Tintore et al., 2006).

While an MRI scan can be a non-invasive procedure, thenpas required to lie very
still in a confined space, for up to an hour, while thenscare being taken. To gain clearer
images in the scans, and to provide information about @san activity, contrast agents, such as

Gadolinium, can be injected intravenously (Traboulsed.i&2006). For most, the MRI
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experience ranges from tolerable to mildly unpleasadbowever, for those who suffer from

claustrophobia, this process can be extremely anxiety kirey@Jones, 2006).

2.4.1.2 Evoked Potential Testing

Visual, brainstem auditory, and sensory evoked potengisiing may be useful in
demonstrating the presence of sub-clinical lesionemsay pathways (McDonald et al., 2001).
Of these, the visual evoked potential is the most usefginwesting for MS, as it can provide
evidence of a silent optic nerve lesion that mayh@eévident on an MRI scan (Calabresi, 2004).
Visual evoked potentials are tested by measuring the speglich nerves transmit messages
from the eye to the back of the brain. An individual clias an alternating black and white
checkered pattern, which generates electrical potewtiatg the optic nerve and into the brain.
Electroencephalographical (EEG) sensors are placepexific sites on the individual's head to
record the neural response (Jones, 2002).

In PWMS, a delayed visual evoked response is found in tlepseting optic neuritis, and
in almost 50% of those with MS who do not report viglifficulties (Asselman, Chadwick &
Marsden, 1975). Evoked potential test results may alsdfellun providing neurologists with
objective evidence of lesions following patient reportingctriical, but invisible, symptoms
(Calabresi, 2004). Recently, Leocani et al. (2006) repahadevoked potential tests can be a
good indicator of the nerve damage in MS, and may alse peadictive value regarding the
progression of disability. Fraser et al., (2006) stugiedple who had a confirmed diagnosis of
optic neuritis without being diagnosed with MS, and peapho had been diagnosed with MS
(according to the McDonald criteria), and found a sigaiftcdifference in the groups’ delayed
visual evoked responses. Findings suggested that there raayleefor visual evoked potential

tests in identifying an individual's risk for future devetognt of MS.
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2.4.1.3 Cerebrospinal Fluid Analysis

“Cerebrospinal fluid (CSF) is the bodily fluid clst to the pathology of multiple
sclerosis” (Giovannoni, 2006, p.1). Examination of the @&Rnot be used to definitively
diagnose nor exclude MS, but the results can be itikBcaf MS and are often used to support a
clinical diagnosis. CFS analysis is most useful fding out infectious conditions that share
similar presenting symptoms with MS. In approximately 9G%atients with definite MS, the
CSF IgG index is increased, relative to other CSF protaims$,CSF gel electrophoresis reveals
oligoclonal bands that are not present in a matchedrsesample (Cole, Beck, Moke, Kaufman
& Tourtellotte, 1998). However, a rise in 1gG index and thes@nce of oligoclonal bands are
not necessary for an MS diagnosis, and are ther@ioraliagnostic of the disease (Calabresi,
2004).

CSF samples are taken via a lumbar puncture, or spmal Tae lumbar puncture has
been reported to be the only diagnostic procedure comnusely for MS that causes significant
discomfort (Jones, 2006). A spinal needle is inserteddsat the 3rd and 4th lumbar vertebrae
and a sample of CSF is taken, and the CSF pressure recofdtbough the procedure usually
takes approximately 30 minutes, patients must remain horlzfomta number of hours after.

Side effects of the procedure may include headache and namses, (JO06).

2.4.1.4 Serologic Testing

Blood tests are relatively simple procedures that carstagm the elimination of other
disease diagnoses when MS is suspected. Testing ftggueludes an examination of the level
of vitamin By, and levels of hormones, and antibodies that woulctcateia CNS infection or
micro-vascular disease (Calabresi, 2004). While semdbgesting has not been traditionally

used to aid in the diagnosis of MS (rather, it asdist®liminate other possible causes of
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symptoms), recent research conducted by Avasarala, adllWolfe (2005) has identified a
pattern of three biomarkers found in samples of blood fonvIS population that is not present
in a normal sample. This finding may lead to blood testgjhesed more effectively to aid in the

diagnosis of MS in the future.

2.5 Clinical Subgroups of Multiple Sclerosis
There are a number of possible courses MS can take iiL&blReingold, 1996).

Different patterns of disease evolution, and variadles of disability accumulation, are apparent
across individuals diagnosed with MS (Confavreux & Vuku2@06). Without clear biological
markers to distinguish the various subtypes of MS, Lublml Reingold (1996) created
classifications for four subgroups of MS based on clirdoarse and disease progression. Three
subgroups: Relapsing Remitting, Primary Progressive and SmgoRdogressive, are widely
accepted and referred to by clinicians and researchers{ig, Mesaros, Pekmezovic, Levic &
Drulovic, 2004). The fourth subgroup is Progressive RelapsingaMiSis an unusual, and the
least common, subgroup of MS (Tullman, Oshinsky, LublirCé&tter, 2004), with one study
unable to distinguish between it and Primary ProgresBAs (Andersson, Waubant, Gee &
Goodkin, 1999). An additional subgroup, Benign MS, is recogriised moderate amount of
literature on MS, and by the Multiple Sclerosis Inagional Federation (2006). Benign MS is
the most contentious subgroup with a large number efairekers and clinicians agreeing that a
true diagnosis of Benign MS can only be made retrosgdgthy examining a patient’s clinical
history and MRI scans, and determining that the patemé&ms fully functional 15 years after
disease onset (Burks et al., 2002; Lublin & Reingold, 1996). Memvexs anecdotal evidence
suggests that individuals can be provided with a diagnéEimign MS by their neurologist at

the initial time of diagnosis (personal communicatibn, E. McDonald, Medical Director, MS
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Society of Victoria, 2004), this subgroup was included in thegmtestudy. The five subgroups
of MS that will be discussed here are Benign, Relapsiegi®ing, Primary Progressive,

Secondary Progressive, and Progressive Relapsing.

2.5.1 Benign Multiple Sclerosis (Benign MS)

With its contentious status as a subgroup of the diséasealefinition of Benign MS is
variable, however this diagnosis is commonly attributeghatients with little or no disability.
These patients have a low relapse rate, and exhibit goodergcbetween relapses (Burks et al.,
2002). For example, Pittock et al. (2004) completed a 20pggaulation based follow up study
examining people who had lived with Benign MS for morentP@ years. Pittock and colleagues
concluded that it is not possible to determine early endburse of the disease (within the first
five years), which patients will have Benign MS. Howevtkey also found that the longer the
duration of MS (greater than 10 years) and the lowetetve of disability, the more likely the
patient is to remain stable.

In comparison to the other subgroups, there is littleatis activity seen in a Benign
course of MS. Estimates of the number of PwWMS thkitrfto this subgroup vary, ranging from
5% to 40% (Hawkins & McDonnell, 1999), while Pittock et al. (20@ported a 17% prevalence
of people with Benign MS in their sample. Most expageee on an estimate of 10% prevalence
of Benign MS (Burks et al., 2002). Lublin and Reingold (1996) waah the term ‘Benign MS’
should be used with care in communication with PwMS famlily members, as it may not

accurately reflect the future course of the disease.
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2.5.2 Relapsing Remitting Multiple Sclerosis (RRMS)

Relapsing-Remitting MS is the most common subgroup ofltbease, characterised by
periods of remission (where the disease is inactimgrrupted by relapses (episodes of
symptoms) of the disease (Williams, 2004). A relapsenagxacerbation, is a sudden worsening
of symptoms, which remit partially or completely ovee tcourse of a few weeks or months
(Mohr & Cox, 2001). To be classified as a relapse, symptaina neurological abnormality must
be present for at least 24 hours, in the absence iafeation (Polman et al., 2001). Each relapse
is unique and unpredictable. A relapse may evoke new symptomgxperienced by the
individual before, or it may produce symptoms already e&peed by the individual in the past.
A level of disability may accumulate if remission® arot complete, but patients remain stable
between relapses (Lublin & Reingold, 1996). As the most aamhyroccurring subgroup of MS,
estimates of the number of people diagnosed with RRM8er from 65% (Mohr & Cox, 2001)

to 85% (Burks et al., 2002) of the population of PWMS.

2.5.3 Primary Progressive Multiple Sclerosis (PPMS)

Right from the beginning of a Primary Progressive coofgdéS, there is an absence of
exacerbations or relapses, with no periods of remisdiahlih & Reingold, 1996). Patients
diagnosed with PPMS experience continual worsening of ymgptand a progressive loss of
functioning from the disease outset (Burks et al., 200@2)as been found that PPMS has a lesser
female preponderance compared with a general MS populatids eelatively later age of onset
(McDonnell & Hawkins, 1998; Noseworthy, Paty, Wonnacott, sbga & Ebers, 1983).
Dujmovic et al. (2004) observed a male to female rati@.8f1 for PPMS, and a mean age at
disease onset of 33.2 years. Approximately 10% - 15% oé tthagnosed with MS have PPMS

(Dujmovic et al., 2004; McDonnell & Hawkins, 1998; Mohr & C@Q01).

23



2.5.4 Secondary Progressive Multiple Sclerosis (SPMS)
Approximately 50% of people diagnosed with RRMS ‘transitim SPMS within 10
years of diagnosis, 90% within 25 years of diagnosis (BuBk®2; Weinshenker, 1995).
Exacerbations and periods of remission can occur in SBMSatients will rarely recover from
the symptoms to their baseline functioning. The levedlisbility experienced by the person
with SPMS will very slowly increase over time, regas#l of the presence of exacerbations
(Burks et al., 2002). Poser (1992) explains the transitmm RRMS to SPMS as a result of the

accumulation of damage to the axons in the CNS owe. ti

2.5.5 Progressive Relapsing Multiple Sclerosis (PRMS)

Characterised by progressive disease, with the additioleaf and acute relapses, PRMS
is an unusual subgroup of MS (Lublin & Reingold, 1996). #imsilar to PPMS as it exhibits a
gradual loss of ability, but PRMS also includes exaceaybatwhere the PwWMS may or may not
recover to their baseline level of ability betweelapses (Lublin & Reingold, 1996). Although
often grouped together with PPMS, Tullman, Oshinsky, Luahd Cutter (2004) suggest that
researchers and clinicians differentiate between PRMEPRMS, as exacerbations in PRMS
may occur more frequently than previously thoughtexamining exacerbation frequency and
response to medication, the subgroup PRMS could alieehatbe considered most closely
related to SPMS (personal communication, Dr. E. Mclibndedical Director, MS Society of

Victoria, 2004).

2.5.6 Multiple Sclerosis: One Disease or Many?
With such a marked and dramatic difference betweenlitiiead outcomes of the various

subgroups of MS, the question has been asked: ‘MS: Gaas# or many?’ (Compston, 2006;
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Weinshenker & Miller, 1996). The differing chronicity and s#yeof the subgroups of MS has
highlighted the possibility of there being a ‘spectrum & Miseases’, with Benign MS, RRMS
and SPMS grouped together, and PPMS singled out as beirfgramtiicondition (Olerup et al.,
1989). The apparent effectiveness of disease modifyin@piesr in all subgroups of MS
(including PRMS) other than PPMS is another exampletof all subgroups may not be of the
same disease. It has also been postulated that, fattine, the subgroups of MS may be found
to be genetically different (Rasmussen & Clausen, 2000j.tHe time being, the five subgroups

of MS, as discussed here, are grouped under one general baimeltiple sclerosis’.

2.6 Symptoms of Multiple Sclerosis

As all functions controlled by the CNS can be affeddgdMS (Mohr & Cox, 2001),
individuals with the disease can experience an arraymptoms. Common symptoms include,
but are not limited to, paralysis or loss of functionlimbs, weakness, sensory impairment,
spasticity, impaired coordination and balance, dizzirmssertigo, heat sensitivity, bladder
urgency or retention, constipation, numbness or pins reaatiles, paroxysmal pain such as
trigeminal neuralgia or Lhermitte’s sign (electrical s#mon down the spine on neck flexion),
sexual dysfunction, depression, debilitating fatigue, visuapairment or blindness,
communication difficulties, cognitive dysfunction, amanotional changes (Calabresi, 2004;
Mohr & Dick, 1998; O’'Hara, Cadbury, De Souza & lde, 2002). Wlhike above symptoms are
all possible in a course of MS, the above is not apgphy list’ for PWMS and any single
individual is unlikely to experience all possible symptomghe course of the disease.

The symptoms experienced, and the severity of theicteffe the body, varies widely
among individuals (Costello & Harris, 2006). Common sympt@nhsnset include visual

impairment (16%) and numbness and tingling of the extrem({3%); and multiple symptoms
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can appear simultaneously at the onset of the diseaskiring an exacerbation (Paty, 2000).
Fatigue is the most commonly reported symptom acrossainese of MS, and is also one of the
most disabling aspects of MS, affecting an estimated 70¢fQ8@ople living with MS (Costello
& Harris, 2003). On the other hand, the symptoms believée toaditionally under reported by
PwMS include pain, sexual dysfunction, and bladder manageissies. Solaro (2006) reports
the prevalence of pain in MS as 40%, and considers tbalatk of clear clinical treatment
guidelines and the lack of understanding of the mechanismpainfin MS, adds to the reasons
for the under reporting of this symptonm a case control study, Zorzon et al. (1999) found the
prevalence of sexual dysfunction in PWMS to be 73.1%gpp®sed to 39.2% of people with
other chronic conditions, and 12.7% of matched healthy dsntfeoley, LaRocca, Sanders and
Zemon (2001) found that sexual satisfaction, marital faatisn, problem solving
communication and affective communication can be imgadoin PwMS and their partners
through education, improved management of symptom treatreginhens, and counselling
including cognitive behavioural therapy with a focus on improvaegnmunication skills.
Similarly, Demirkiran et al. (2006) reported that sexuadfdgction is an underestimated but
common symptom of MS that, if treated and managed apprdprieéa improve the quality of
life for PWMS. A third common but often under reporsgthptom of MS is bladder dysfunction,
and Wollin, Bennie, Leech, Windsor and Spencer (2005) foundhbateasons for PWMS not
accessing support regarding continence issues included particiieghtsy that they were
‘managing ok’; participants that ‘didn’t think it would P&l and participants that were
‘embarrassed’ or ‘too busy’ to have an appointment witbrainence nurse. However, new and
existing treatments can be highly effective in relievingM® of what can be considered an
invisible yet embarrassing symptom (Kalsi & Fowler, 2005he invisibility of these symptoms

may lead to the under reporting of them, as health professi may fail to ask about symptoms
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that they cannot see. Similarly, PwWMS may be hesttaispeak about symptoms that could be

considered embarrassing, or of an extremely personaknatur

2.7 Treatments for Multiple Sclerosis
2.7.1 Disease Modifying Therapies

Over the past 10 years, four disease modifying theramesimmunomodulating
medications, have been approved for the treatment of RRMISSPMS in Australia. All four
medications are also available in Canada, the United Kingdodithe United States of America,
among others (Burks et al., 2002). These are interfertazllae (Avonex), another interferon
beta-la (Rebif), interferon beta-1b (Betaferon), anatirginer acetate (Copaxone). Other
countries may have access to only one, two or three efethmedications. A fifth
immunomodulating medication, Natalizumab (Tysabri)s past been approved through the
U.S.A Food and Drug Administration in mid 2006, but will betdiscussed in detail here due to
its recent availability. While the price of distribugirthe interferon and glatiramer acetate
medication is high (approx AU$1055 per month), there existging levels of government
support around the world (from nil to complete), to reducedst to the consumer.

In Australia, all four medications are available, anel subsidised by the Pharmaceutical
Benefits Scheme (PBS) at a cost of approximately AU$29.50 npenth (Schedule of
[Australian] Pharmaceutical Benefits Scheme, 2006) fose¢heith RRMS or SPMS who meet
the criteria as set out by the PBS.

In Canada, all four medications are available, and @@nadian government’s
PharmaCare agency subsidises between 70-100% of theofcastdication to the consumer

(Multiple Sclerosis Society of Canada, 2005). The armadrsubsidy offered, and eligibility
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criteria, depend on which province of Canada the PwMSlessn. In general, the criteria
include those with RRMS, and in some instances, SPMS.

In the United Kingdom, all four medications are availalalad the UK government’s
National Health Scheme (NHS) subsidises the meditatidhose with RRMS and SPMS who
fit strict criteria (estimated at approximately 12-15%ha& population of people living with MS)
(UK Department of Health, 2005). As part of the NHS'sskRSharing Scheme’, a cohort of
patients receiving treatment is monitored, and prices paitid\WHS are adjusted according to
whether expected patient benefits are realised ovdonigeerm.

In the United States of America, all four drugs are abklabut the individual's
circumstances regarding health care coverage, through aepngatance plan or enrollment in a
Medicare plan, vary enormously. An individual's healdreccoverage dictates the types of
prescription medications available, and the actual cdoseatment for the individual. Each of
the pharmaceutical companies offers a program designedot@émble apply for and use all the
state and federal programs for which they are eligibRharmaceutical companies also offer
some assistance to those who are uninsured or under-inducegjh patient assistance programs
(National MS Society, 2006).

Avonex, Betaferon and Copaxone are the three avaitabtiications to PwWMS living in
New Zealand. In addition to having access to just thf¢leecavailable drugs, the New Zealand
government’s Pharmaceutical Management Agency (PHARMAEjoonly a small number of
PwMS fitting strict eligibility criteria, fully subdised treatment (NZ Pharmaceutical Schedule,
August 2006). This means that the vast majority of peopteglwith MS in New Zealand must
pay up to NZ$1202.00 per month in order to access treatment.

While availability of each medication can differ agauntries, all four medications

have been tested in large, multicentre, double blindeptacontrolled clinical trials in people
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with RRMS (Burks et al., 2002; Goodin et al., 2002). Disaasdifying therapies have been
found to reduce the severity of the symptoms, the nuaifbexacerbations by approximately one
third, and the progression of the disease (Goodin @0@8R). All but glatiramer acetate have
been tested in similar clinical trials in people w8RMS, and have been found to have a positive
effect on slowing the disease progression (Burks e2@02; Goodin et al., 2002).

All disease modifying therapies are injection basefith® beta interferons, Avonex is an
intramuscular medication given once a week. Rebifmeedication administered subcutaneously
three times per week, and Betaferon (also administebdutaneously) is given every second
day. Side effects of the beta interferons are egpeed by approximately 60% of patients and
include influenza-like symptoms such as chills, muscle actee®r and fatigue (Calabresi,
2004). Other side effects can include injection site r@astand depression, but researchers
report these are rarely severe, and all side effectdlydgliasipate with continued therapy
(Calabresi, 2004). Copaxone (glatiramer acetate) isragtered subcutaneously once a day.
Glatiramer acetate is generally well tolerated, ambtsassociated with influenza-like symptoms,
however, immediate post injection reactions can inclledal inflammation, anxiety, chest
tightness and heart palpitations, which resolve vergkiyi(Calabresi, 2004; Johnson et al.,
1995).

As mentioned above, Natalizumab (Tysabri) is a nemwmunomodulating treatment just
emerging onto the world market for use in MS. Tysabadmiinistered via intravenous infusion
on a monthly basis, and is recommended as treatmepedfgle with RRMS experiencing high
disease activity despite treatment with beta-interfeas for those with rapidly evolving severe
RRMS (European Medicines Agency, 2006). A two year, phdseahdomised and placebo
controlled trial recently showed Tysabri reducing susthiprogression of disability for those

with RRMS by 68% over one year, and 42% over two yeatn@h et al, 2006). The number of
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new or enlarging T2 MRI lesions were reduced by 82%, and gadwoliahhanced MRI lesions
were reduced by 92%, over the two year trial (Polman,e20806). Side effects of this new
medication have been reported as including fatiguergadlereaction, and hypersensitivity
reactions (Phillips et al., 2006; Polman et al., 2006). |&Vhysabri shows great promise as a
new medication for PwWMS, and has been approved forruseany countries in 2006/2007, it
may be a number of years before the medication isidiséd by the PBS in Australia (or
equivalent in other countries) and therefore mader@dtue to the average person living with
MS.

An additional agent, mitoxantrone (Novantrone) hao ddeen approved in the U.S.,
Europe, and Canada, for the treatment of SPMS, and P&idSor those with worsening forms
of RRMS (Calabresi, 2004; Scott & Figgitt, 2004). Mitoxankt is a chemotherapeutic agent,
that through a phase-lll, randomized, placebo-controfiadticentre trial, was found to reduce
the number of MS relapses by 67%, slow disability prograssind reduce MRI measures of
disease activity (Hartung et al., 2002). However, due tocthraulative cardiotoxicity, this
intravenous chemotherapeutic agent should only be usdddoto three years, and acute side
effects of the drug can include alopecia and nausea (€aiap004).

While there appear to be several treatment option®¥advlS, access to the medication
depends largely on the type of MS an individual is diaghegth, the country they live in, and
the affordability of the medication. Just as MS exhiluhique disease characteristics in each
individual, one’s response to the disease modifying thesagan also be unique. There is still a
lack of agreement among researchers or clinicians tgetmost effective treatment to slow the
progression of the disease, and so there is a relahigh level of patient choice in which agent
to use. However, accumulating evidence indicatesthi@abest time for people with RRMS to

begin any of the disease modifying treatments is eartiq@ course of the disease (Burks et al.,
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2002; Coyle & Hartung, 2002). Miller (2004), among others, goebkdudy suggesting that
treatment with an immunomodulatory agent should beglloviing clinically isolated events,
therefore before the technical diagnosis of definit® isimade, in order to reduce the risk of the

degenerative progression of MS.

2.7.2 Relapse Specific Treatment - Adrenal Corticosteroids

Before a patient is treated for an MS relapse, mnigartant that infections which may be
producing MS relapse-type symptoms are ruled out. Suchierisatould include a urinary tract
infection, sinusitis, or bronchitis. Once a definifaghosis of an MS relapse is made, treatment
for an acute relapse of MS is found in corticoster@idsh as methylprednisolone (Calabresi,
2004). Intravenous methylprednisolone is an established ademiabsteroid treatment for MS
relapses (Then Bergh et al., 2006) and can reduce inflaomr@tthe nervous system, restore the
blood brain barrier, and reduce oedema (Calabresi, 2004)oidStenay also improve axonal
conditioning thereby shortening the duration of acute selsgCalabresi, 2004), although the use
of corticosteroids has not been shown to improver¢oevery response to a relapse, or change
the long term course of MS (Milligan, Newcombe & Comopst1987). Patients are most
commonly admitted to hospital to receive steroid treatnmtravenously (although there are oral
alternatives available). Steroids are generallemesi for relapses that cause the patient to
experience acute disability, impairing their ability to daily tasks, as long term effects of

steroids can be serio¢Sostello & Harris, 2006).

2.7.3 Allied Health Treatments and Symptom Management
During relapses, or during periods of remission, PwWMS neanefit from other treatments

such as physiotherapy and occupational therapy. Ini@additlking to a social worker about
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practical issues such as employment concerns, or taiag MS nurse about immunotherapy
issues such as injection site reactions, can alseiefibial. Seeing a psychologist to discuss the
impact a diagnosis of MS has had on the patient amdfémeily (among other issues) could also
be of benefit. Indeed, a united health care team appisachcial to the effective management
of MS (Calabresi, 2004), with the Consortium of MS @emtrecommending that all PwMS have
access to care from a multidisciplinary care teath expertise in MS (Costello & Harris, 2006).
The International Organization of Multiple Sclerobiarses (IOMSN) is an example of a body
ensuring the expertise of nurse practitioners working WityMS across the world. Uccelli,
Fraser, Battaglia, Maloni and Wollin (2004) outline the four dms of MS nursing that
encompass the competencies necessary for IOMSN M@ wersfication at an international
level; clinical practice, advocacy, education, and metea Combined with the expert MS
knowledge of health practitioners working with PwMS, thare also a number of medical
treatments available to PwWMS to enable the targetingyofptom specific problems such as
spasticity, fatigue, bladder and bowel dysfunction, pain,daptession, among others (Crayton,
Heyman & Rossman, 2004; Halper, 2001). Both Crayton, HeymdnRassman (2004) and
Halper (2001) identified that a multimodal approach to mamgpdlS symptoms, inclusive of
effective communication, patient education, occupaticarad other therapies, and diverse
treatment strategies in conjunction with the provisiometlication, is critically important to the

maintenance of a high quality of life for PWMS.

2.7.4 Complementary or Alternative Therapies
The use of non-traditional therapies such as congasmny or alternative therapies is
increasing both in the general population and in populat@ngeople with neurological

disorders, such as MS (Eisenberg et al., 1998; Stuifbergklar&ison, 2003). Such therapies
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include meditation, biofeedback, hyperbaric oxygen therapymeopathy, the use of herbal
remedies, acupuncture, bee venom therapy, massagegrathén a special diet, or the addition
of nutritional supplements to the diet (Pucci, Cartacfliaus & Giuliani, 2004; Stuifbergen &
Harrison, 2003). PwMS may initially investigate, or partakehe use of such therapies due to
anecdotal reports of benefit to others (Pucci et al., 2004)few randomised controlled trials
have been conducted to verify the efficacy or safetgomfiplementary therapies such as those
listed above (Huntley & Ernst, 2000). One exceptioa gudy by Weeselius et al. (2005) who
carried out a randomised study to assess the bendf@éeo’enom therapy for PWMS. Results
showed that while the therapy was well tolerated byigyaaints, the bee venom did not reduce
disease activity, fatigue, or disability, and did not inmgrquality of life.

In a study by Pucci et al. (2004) PWMS reported that these vadtracted to using
complementary or alternative therapies as recomntehgdriends, so as to remain open to all
possibilities of assistance, and to retain a sensemfal. It is uncommon for the practice of
complementary or alternative therapies to negatiualyact on compliance with conventional
medicine; however, treating physicians are often neiselbed or informed about the use of
complementary or alternative therapies (Pucci e@D4). This lack of communication between
patient and physician can become a concern if the emgitary therapies interact negatively
with the prescribed medication. Pucci et al. outlineuenber of factors that may influence an
individual's choice not to discuss alternative treatmemith their doctor. First, a PWMS may
believe that the conventional practitioner will holchegative attitude toward non-conventional
therapies. Second, a PWMS may perceive that comptanyenr alternative therapies are
completely safe as they do not require a medical ppt&sri Third, the doctor may be perceived
as having an inadequate knowledge of complementary or aiernberapies. Finally, there

may not be sufficient time in a medical appointmenmnttfie@ PwMS to discuss complementary or
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alternative therapies with their physician (Pucciakt 2004). Despite many barriers to
communication, Stuifbergen and Harrison (2003) warn healtlegsionals that it is not possible
to predict who will, and who will not, use a complenawptor alternative therapy, and they stress
the importance of effective communication with patiemb®ut all of their treatment practices
(conventional or complementary). Instead of waitiog PwMS to raise the subject, it may be
preferable for doctors to ask patients directly if thesy @sing complementary therapies. In this
era of evidence based medicine, medical practitiorresld ensure that they are also up to date
with complementary or alternative therapies and, eviglmaining clinically cautious, should also
keep an open mind in order to assist patients wanting twetgtking possible to combat their

disease (Pucci, 2004).

2.8 Prognosis

People newly diagnosed with MS may want to know how WliEaffect their everyday
functioning over time. As the clinical course of MSid#e vastly different for each person, one
of the greatest difficulties faced by physicians at diagnesnaking a prediction of how quickly,
if at all, the disease will progress (Burks et al., 2002¢edless to say, this is also arguably one
of the greatest difficulties faced by the PwMS at tihee of the diagnosis, as they may be left
feeling very uncertain about their future. Burks et al. (208t2}e that there are certain
prognostic factors to assist in the determination oftkdre and/or when, a PwWMS will progress
from the initial stages of the disease with littlenor disability to a stage of more chronic and
severe disability.

A large proportion of PWMS (45%) are not severely a#idcin terms of ability to
function on a daily basis (MSIF, 2002). Nonethelesbhag been reported that the majority of

people diagnosed with MS will experience increasing pregredeterioration and disability
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over time (Devins & Shnek, 2000). Prognostic factors idedtih previous research as eliciting
poorer outcomes include: older age at onset (50 years+§ gealder; an initial exacerbation
involving motor symptoms; a short interval between frstl second exacerbations and a lack of
complete recovery from these relapses; those VAP, and those acquiring a moderate level of
disability within five years of the diagnosis (Burks at, 2002; Scott, Schramke, Novero &
Chieffe, 2000; Weinshenker et al., 1991). However, recertirels has shown no association
between gender, symptoms at onset, or age at onset and pato@me (Ghezzi et al., 2002;
Tremlett & Devonshire, 2006), indicating that furtheressh is required to identify accurate
prognostic indicators for MS. Despite likely physicaterioration and increasing disability,
most PwWMS have a normal life expectancy (MSIF, 20023. BAeije and Janssens (2004) point
out, there is no way, unfortunately or otherwise, to gle\people newly diagnosed with MS
with an individual prognosis. Thus, PwWMS are left wititertain expectations about their future

health from the time of diagnosis.
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CHAPTER THREE

THE DiaeNOSING PROCESS AND

Benaviour FoLLowing Diagnosis

3.1 Overview of the Chapter

The complexities inherent in the disease of MS weldressed in the previous chapter.
MS has a curious aetiology and epidemiology that attrde attention of researchers as they
attempt to understand possible causes, and potentiabgowdir a cure. Physicians and patients
confront the often difficult path to diagnosis and theeat, if not the reality, of a number of
diverse symptoms. Combined with the assorted range e afhappealing treatment options,
and the lack of prognostic information that can be effeto those with MS, people newly
diagnosed with MS face an uncertain future.

In this chapter, an overview of the diagnosing process) fthe point of view of the
person being diagnosed is presented, including an examimdtiba anticipatory uncertainty that
comes in the lead up to, and with, a diagnosis of Mg reported preference of PWMS for early
diagnosis is also explored. An examination of postraiags behaviours is then offered, with a
focus on information seeking, the recruitment of sosigdport and disclosure of diagnosis, and
talking to other PWMS. Some of the post-diagnosis tiffeschanging activities that people
newly diagnosed with MS engage in, such as the commentemhenedication, exploring
complementary therapies, making changes to work howdifying the physical environment,
and experiencing a change in the level of interestinitiggity and/or religion, are then identified

and discussed.
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3.2 The Diagnosing Process

It is conceivable that the stress experienced by an ddiliat the time of being
diagnosed with MS may surpass any stress leading up tvéme. However, a diagnosis of MS
follows an often lengthy diagnosing process whereby npetignts experience fear, stress and
anxiety (Nicolson & Anderson, 2001). Indeed, research aeddatal evidence suggests that
individuals often express an initial sense of relieewltold of their diagnosis of MS, as they
often feared ‘something worse’, such as cancer (Eliane&rD 1985; Ford & Johnson, 1995).
Acceptance of, and adjustment to, a diagnosis of M®sjaaind preliminary reactions can range
from shock at the diagnosis of a chronic iliness, dlietr that symptoms are not due to a
psychiatric condition or a life threatening illness (@#ist& Harris, 2006).

Sullivan et al. (2004) found that those diagnosed with M3hgua period of remission
exhibited better psychological adjustment than those exprng an exacerbation, or those with
ongoing symptoms of SPMS, at the time of diagnosiswé¥er, individuals without evidence of
physical or cognitive impairment at the time of diagaasiay, nevertheless, experience high
levels of distress based on their perceptions of futegative consequences of MS (Halligan &
Reznikoff, 1985). As MS is a disease of morbidity rathan mortality (Poser, Kurtze, Poser &
Schlaf, 1989), the increased level of stress experiendbe &tne of diagnosis may not abate, as
an individual's uncertainty of the potential disabilicpntinues (Crigger, 1996). However,
Hopman et al. (2000) conducted a longitudinal study of 45 Pwi® four years from the time
of diagnosis, and found an improvement in participantshta health over time, supporting the
idea of a psychological adjustment process to thendiig of a chronic illness. While the initial
shock of a diagnosis may be reduced quickly for songegcémtinuing uncertainty surrounding

the impact MS will have on the individual's life candeire.
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During the diagnostic phase, individuals’ symptoms becdh® focus of medical
attention, and anticipatory uncertainty and anxietatied to what they perceive as possible
explanations for symptoms, may be experienced (O’'ConbDetsky, Tansey & Kucharczyk,
1994). Indeed, Lopez (2001) argued that uncertainty is one ofdlepervasive ‘symptoms’ of
MS from the time before diagnosis, extending to tmeeutainty experienced in personal
relationships and the uncertainty about an individuddikty to fulfill daily tasks, post-diagnosis.
Similarly, Boeije and Janssens (2004) found that indivgluacertainty about future disease
progression continued to be a predominant psychologictdrfdollowing diagnosis. Although
people diagnosed with MS are generally aware that teasksmay have major consequences for
the life they expected to live (Boeije & Janssens, 20043, impossible for the individual to
know exactly how MS will impact on their life, as dieal practitioners are unable to give an
accurate individual prognosis. This lack of prognosticrmition contributes to the high levels
of uncertainty that have been reported in PwWMS falgwdiagnosis (Wineman, Schwetz,
Goodkin & Rudick, 1996). The uncertainty of how MS will affehe individual's future
physical and cognitive functioning can be extremely siuegscNulty et al., 2004). In 2004,
Chalfant, Bryant and Fulcher observed evidence of post &tamistress disorder in PwWMS at an
incidence close to that observed in populations sufferingnpially life threatening illnesses,
such as cancer. Experiencing a diagnosis of MS, anceguédstly living with the disease,
exposes a PwWMS to a variety of stressors relateetaihcertainty MS brings. Attempting to
incorporate this state of uncertainty into one’s lifencbe daunting, and the psychosocial
adaptation to living with MS is a multidimensional and pda®r process (Antonak & Livneh,
1995).

Most people who receive a diagnosis of MS will have ¢imical symptoms for a period

of months, or years, prior to consulting a neurologsConnor et al.,, 1994) and the diagnostic
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testing and confirmation of MS can extend for a sinplariod of time (Eeltink & Duffy, 2004).
Following such a lengthy process, the diagnosis of M&ften a life changing event for the
person diagnosed and the family members closest tonthaidual (Cook, 2002). The variable
and unpredictable nature of MS can make it a particutlifficult diagnosis to incorporate into
an individual's life (Thomas et al., 2003). Indeed, diagmpghysicians of the past would
withhold the confirmed diagnosis of MS in order to ‘sabeir patients from what they deemed
to be ‘unnecessary stress’ (Elian & Dean, 1985). Asomdérmatory studies used for diagnosing
MS can be invasive, frightening and confronting, O’'Connaal.e1994) examined the effect of
diagnostic testing for MS on patient health perceptiang concluded that there was no
justification for the delay in giving a diagnosis of M&gen though some physicians continue to
believe that delaying diagnosis reduces the emotional bundgratients. The current belief is
that a timely diagnosis is more likely to lessepatient’s level of anxiety and psychological
distress (Costello & Harris, 2006; Janssens et al., 200di).example, in a recent study of 1200
PWMS, 91% of people favoured learning of the diagnosis inatedy, while the remaining
minority suggested a possible preference for delayed deliv@tgpathanasopoulos,
Nikolakopoulou & Scolding, 2005). Similarly, Janssens et28l04) found that 94% of their 95
participants preferred a short diagnostic period (mediam® month). Interestingly, Janssens et
al. (2004) also highlight the possibility that those presgraifter a single exacerbation may need
to be informed about the possibility of facing an MSgdisis in the future due to the ever
increasing accessibility to the internet. This eaSeternet access may mean that a person
diagnosed with optic neuritis will quickly learn abohé tpossibility of a future diagnosis of MS
if they conduct research on line (Hickman, Dalton, il Plant, 2002), and may face increased
levels of anxiety and worry if the possibility of MS hast been addressed by their physician

(Janssens et al., 2004).
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Previously, informing an individual of the diagnosis of M&uld be considered much
more traumatic for the PwMS, as the news today catetmpered somewhat with optimistic
information about recent advances in MS treatment rasdarch (Costello & Harris, 2006),
although diagnoses made today continue to present theteadf individual with ambiguity
surrounding their prognosis. Combined with the unpredictadiiere of the disease, and the lack
of a cure, PWMS face an uncertain future at the tifghear diagnosis, and beyond (McNulty,
Livneh & Wilson, 2004). Once a diagnosis of MS is malde,RwMS is likely to engage in one,

or many, post-diagnosis behaviours in an attempt to cdpeavid make sense of, the diagnosis.

3.3 Post-Diagnosis Behaviours and Lifestyle Changing Activities

Those diagnosed with MS face immediate uncertaingugbheir future physical and
cognitive functioning. Health practitioners may attengptlleviate the concerns and ease the
stress of patients by providing information on MS. Fanegle, diagnosing neurologists may
arrange a follow up appointment with the patient to answgrquestions they may have, or refer
a patient to an MS nurse specialist for post diagnosdiswiaup (Boeije & Janssens, 2003).
Written information may also be provided to the individaa the time of their diagnosis.
However, even with the efforts of neurologists, M&ses and allied health professionals
offering people information and support at the time of wkegs, individuals newly diagnosed
with MS often engage in additional behaviours and/owvities that they identify as being of
assistance to them in coping with the diagnosis @eaHCadbury, De Souza & lde, 2002).

Reynolds and Prior (2003) outlined the strategies used agpls of women with MS in
coping and living with the disease. The strategies use¢ldebywomen to achieve well-being and
satisfaction while living with MS, changed over timanitially, emotional turmoil and a sense of

dislocation and uncertainty accompanied the immediat&t-giagnosis period. However,
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participants reported that over time, they experimentgld different behaviours and lifestyle
changes, accepted support, and found positive ways of irtiagorine illness experience
(Reynolds & Prior, 2003). Indeed, the participants inrieéds and Prior's study provided
information on the strategies they had developed oner tor achieving quality of life with MS.
Participants were not asked to comment on the aesvihey engaged in or resources they used
during a set period of time, rather they were asked atmtegies they had used since diagnosis.
To date there has been no research specifically exagnihe behaviours exhibited by PWMS
within the first 12 months following diagnosis. Themefoan examination of post diagnosis
behaviours and lifestyle changing activities within thetfit2 months following diagnosis is
important in order to increase insight into the aaagitengaged in by persons newly diagnosed
with MS.

It would be impractical to list and discuss all possil#édyiours that individuals could
exhibit following a diagnosis of MS. A number of posaghosis behaviours and lifestyle
changing activities recently mentioned (over the pastyears) in the MS literature (either
comprehensively or sketchily) are considered to be apprepategories for inclusion in the
current study and are detailed below. Recently mentionstidimgnosis behaviours include
information seeking, the disclosure of diagnosis testtalking to other PWMS, and the seeking
of wider social support. Lifestyle changing activitiaslude actions that are taken in an attempt
to alleviate symptoms, such as the commencement ofcatedi, actions that improve
functioning or enhance quality of life, such as the mes@mance of meaningful occupations and
roles and modifications to exercise activity or to fitessical environment, and engaging in
activities to make sense of the disease, such as apagsd interest in spirituality/religion
(Calabresi, 2004; Reynolds & Prior, 2003; Stuifbergen & idar, 2003; Thorne, Paterson &

Russell, 2003).
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3.3.1 Post-Diagnosis Behaviours
3.3.1.1 Information Seeking

The information needs and information seeking behavioumwd® is arguably the most
widely studied post-diagnosis behaviour discussed in théitdt&ture (Baker, 1996, 1997, 1998;
Hepworth & Harrison, 2004, Wollin, Dale, Spencer & Walg2000). In 1977, Matson and
Brooks surveyed PwWMS to determine how they had adjusted twtfuktion following diagnosis.
Based on their findings, they proposed a model of adgrgtiio MS, whereby the seeking of
information played a major role. Matson and Brooks fodhdat immediately following
diagnosis, PWMS sought information from medical pradesds and others, in an attempt to
dispute the diagnosis. When the reality of having M wealised, individuals then sought a
cure, together with additional information about thedibon from a variety of sources. More
recently, Baker (1998) looked at the information needs of BwiMring, or shortly after, an
exacerbation, and concluded that relevant, current, padifie information was needed by
PwWMS in order for them to retain their independence anedmpower them to make informed
decisions.

While some individuals will initially attempt to ignotbe presence of MS in their lives,
others will actively seek out information about MS frdme tiagnosis or the onset of symptoms
(Stittmatter, 2004). Information seeking activity mawrstin the pre-diagnosis period and
continue up to, and beyond, the confirmation of diagn(Btiewart & Sullivan, 1982). Many
PwWMS initially request, and are given, general infornmatabout the disease from medical
professionals. However this often generic informatiescribing the pathology of MS has been
reported to be inadequate, as more practical informati@vanet to living with MS is often
requested (Brooks & Matson, 1987; Matson & Brooks, 1977). Hamektealistic information

that addresses an individual's specific concerns and nesdseha found to be of greater benefit
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than broader information about MS (Baker, 1998). Individpagder to have an explanation of
MS, and its possible impact on their life, provided to th@nough the use of unambiguous
statements, than to be left uninformed and fearfulhef possibilities (Elian & Dean, 1985;

O’Connor et al., 1994). The amount of information provided®wMS by their diagnosing

physicians, and the relevancy of its content, seenigave improved over time, with medical
professionals providing a greater quantity of materialth wincreasingly more useable
information, to PWMS at the time of diagnosis (Heptva& Harrison, 2004). Previous studies
have provided evidence that information leading to a sound lkdge of MS is beneficial to the

wellbeing of PWMS as it increases the individual's seriggersonal control, as well as leading to
a reduction in dependence on government health services %euperset, Peters, Sharp &
Campbell, 2003).

Based on research into the information needs of Pwé&pworth and Harrison (2004)
compiled a list of categories of information that gldobe made available to a PWMS at the time
the diagnosis is made. The categories were: genemafion about MS, drug treatments,
symptoms (and their management), the possible courdee afisease, information on diet and
exercise, and material for the family. Hepworth anarridon also recommend two further
categories of information that should be provided tornte/idual shortly after diagnosis. First,
further information about MS such as results of rededrials, complementary therapies,
nutritional recommendation, health and fithess advioe, iaformation on emotional changes
should be made available at a point shortly followinggdbsis. Second, knowledge to help
PwMS interact with the world, including information ab@etrvice providers, support groups,
aids and facilities, information about MS and work, hovedémmunicate about MS with family,
friends and colleagues, and information about leisureitées, should also be made available at

a time shortly after diagnosis. As these categarigsformation span a wide range of content,
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Sullivan et al. (2004) suggest that health professionalgidhiake into account an individual's
level of cognitive functioning, as well as education lewdlen providing information.

As Wollin et al. (2000) identified in their study of theanfation needs of people newly
diagnosed with MS and their families, there existedinces between individuals in the amount
of information desired at the time of diagnosis, ahe preferred format for the delivery of
information. Participants in Wollin et al.’s studyessed the need for individualised information,
with many describing a sense of shock upon receiving informabont MS, while at the same
time expressing a preference for being informed. |deaNgrety of sources of information, in
different delivery formats, should be available topalbple newly diagnosed with MS, including
research based journal articles, popular press artatescommentary on personal experiences
by PWMS (Hepworth & Harrison, 2004).

In a study on the information needs of PWMS during aneaexacerbation, Baker (1998)
found that information was obtained (in descending ordé&negliency) through the MS Society,
health professionals, libraries, support groups, friemik cther PwMS. Wollin et al. (2000)
found that at the time of diagnosis, PWMS identifie Mocieties as a preferred source of
information, followed by the neurologist’s and generatptianer’s consulting offices, and local
support groups. Personal contact in one-on-one sessiogsoup information sessions was
preferable to written material as the format for reiogi information about MS, although over
50% of PwWMS indicated that pamphlets and books weremlsortant sources of information.

Seeking out information on MS is thought to be a necgggart of adjusting to a
diagnosis of MS (Matson & Brooks, 1977). There is @ahplea of information available to those
wanting to learn more about MS with topics ranging frdisease pathology, treatments and
symptom management, to complementary and alterndi@ragies, employment issues, and MS

related services. Similarly, there is an extensirrayaof sources of MS related information
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ranging from printed material, information sessions,veosations with other PwMS, and the
broader media including information available on the mger It is this latter source of electronic
information that is attracting ever increasing interegtthe MS community, as the cost of
personal computers has steadily decreased (Lorencle,8P&o0x, 2006) and the number of
computers connected to the internet across the wosldsteadily increased (lllingworth, 2001).
Further to this, Atreja et al. (2005) report that togethih whe aged, people with disabilities
comprise the fastest growing population of internet usefsr those seeking information about
MS, the internet is able to provide access to curreditspecific information about the disease,
while also providing an electronic avenue of contact toerotRwMS across the global

community.

3.3.1.1.1Finding information via the internet.The broader media plays a role in the
provision of information to people with health concermst this information (often reporting
new treatments or a ‘cure’ for MS) must be examinedtl watution, as it can provide ‘spectacular’
news that may be scientifically unreliable, particlylan the case of MS (Pucci, 2003). While
this is occasionally evident in television and print me@ports regarding ‘breakthroughs’ in
MS, there is an overwhelming amount of informationesele via the world wide web, much of
which is incorrect, misleading or, at times, dangerousdB&#05). Bard (2005) writes that “MS
is a complex disease. It takes more than a few molicses to keep yourself connected and up to
date” (p.62) and instructs her readers (other PwWMS) nailietitute the information they find on
the internet for professional health care adviceptd for evidence based research from reliable
and reputable sites, and to avoid sites that are selle¢ctine’. Similarly, ‘Lush202’ (below)

summarises the upside and downside of PWMS carrying etawn internet based research:
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Well, | would say the emergence of the home computemaecdhet has made
research experts out of many people with MS. The updithes is that we are
all much better informed and can go to our doctors’ appeintsrarmed with
great questions, and not be easily fobbed off. The ddensithat we tend at
times to frighten ourselves to death and indeed becosessibe; researching
and looking for answers, forgetting that we still hawéeato live (‘Lush202’,

PwMS, internet posting on Jooly’s Joint Message Bdz063).

The internet has not always been a preferred methodosfation gathering for people
newly diagnosed with MS. Less than ten years agifé al. (2000) found that in a survey of
Australians with MS and their family members, particiigadid not list the internet as a preferred
format for obtaining information on MS. In participanterviews, only one of the seven PwWMS
interviewed mentioned using the internet as a source afnnation about MS. However, more
recent research such as Brewer (2005), suggests that RwM®8lying more and more on the
internet to provide them with information about the dsseal.ooking more broadly, a report on
Americans’ internet use in 2005 suggested that 80% of athett@sers, or 95 million Americans
over 18 years of age, had sought health information in onaariented and highly purposeful
way due to a pressing personal medical issue (Pew In&rAeaterican Life Project, 2005). In
the ACNielsen Australian eHealth study (2002) it was rejpbthat 27 percent of internet users,
or approximately 1.4 million Australians, not only seek tieailformation online but are more
likely to obtain information about their own personaélbe from the internet than from their
doctor. In response to the growing demand by both heatttegmionals and consumers for
reliable health information accessible online, MedlinsRias founded and is an example of an

online service providing such information. Launched in 1998 stte attracted over two million
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hits from around the world per month in 2000, increasing to tvemillion hits per month in
2005 (Schloman, 2006). This site, and its rapid growth overykears, provides evidence of the
developing need for reliable health information to be nzaadable online.

While the demand for online health information is insieg, the medical debate over
online information consumption has been largely negatwiéh concerns that the internet
provides an unregulated source of health information toevable individuals (Lewis, 2006).
Conversely, there are many reports from PwWMS thatnigagccess to the internet as a primary
source of information is not only useful, but also empawge(Brewer, 2005). Brewer (2005)
examined the relationship between internet use of PwM3ealth knowledge and attitude, and
found that while the health knowledge among internet usassgenerally greater than that of
non-internet users, those who gained knowledge about mlSectended to be overconfident
regarding their level of knowledge. Clinicians are ¢f@re increasingly finding themselves
‘upstaged’ by their patients who arrive at appointmentk waiumes of information downloaded
from the internet (Coiera, 1996). Due to this increagbengathering of information on-line by
PwMS, Costello and Harris (2006) advise clinicians to suppbse newly diagnosed with
accurate written materials and reputable resources,eastérnet can provide patients with a
great deal of information with little quality assuranc&aking it one step further, Schloman
(2006) and Pucci (2003) urge health professionals to remain up téo widn the online
information available to their patients. Schloman (2@0@jgests that as informed patients take a
greater interest in their own health management, playsicshould actually ‘refer’ patients to
specific and reputable web sites.

Just as the seeking of online information regarding MBcieasing, so too is the demand
for being able to meet other PWMS using e-technology.eratian face to face or via the

telephone. In a small study of people newly diagnosigu MS, Strittmatter (2004) found that
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participants who accessed peer support on-line reported @ncarhount of anonymity and
choice regarding timing of engagement, while still allowinge tbeneficial effects of
communicating with another PwMS to take place. The fiisnaf face to face, telephone and

internet based peer support are discussed below.

3.3.1.2 Talking to Other People with Multiple Sclerosis

Matson and Brooks (1977) identified that as part of thgisament process, people
diagnosed with MS sought out other PWMS, as well asrd&ed groups and organisations.
Indeed, it has been reported that following diagnosigrd®wMS may be sought as an alternate
source of information about the disease, and to proviadaienal support (Brooks & Matson,
1987; Hepworth & Harrison, 2004). Along with speaking to mdgioafessionals and gathering
written information, communicating with other PwWMS Bles a person newly diagnosed to
develop a greater knowledge about the disease (Stritti2®@4). Strittmatter (2004) found that
meeting another person living with MS to discuss the riiag was viewed as a positive
encounter by those newly diagnosed. The reasoning béfnuhtieraction being positive is that
an individual who has had MS for a longer period can provigl@énson newly diagnosed with a
sympathetic ear, understanding, constructive help anchérsd experience regarding living with
MS. Hepworth and Harrison (2004) state that enabling adcesther PwWMS is of great
importance for those newly diagnosed, and should bedoaitprin the work of neurologists,
health professionals and MS specialist organisationsarAalternative, or in addition, to more
formal introductions, informal peer support can also obetween PwWMS who have known each
other prior to diagnosis, are relatives, friends, frievidsiends, or co-workers. More formalised
peer support is often also available through MS socidt@spitals or community health centres,

where PwWMS are linked up to meet face to face, ovetdlephone or via the internet (Mohr,
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Burke, Beckner & Merluzzi, 2005). To date, there is neaash offering an explanation for why
some people newly diagnosed with MS seek peer suppor wihiers do not. Exploration and
understanding of this post diagnosis behaviour would be eaty@miis considering access to
others with MS soon after diagnosis is viewed in a pasiight by current literature (e.g.,
Hepworth & Harrison, 2004).

Formal peer support programs are widely used by MS Soc@t@®ther organisations
such as hospitals, to offer a source of personal supp&®wMS (Messmer Uccelli et al., 2004).
Peer support programs are generally administered by PaiBSyhile they may not have formal
mental health backgrounds, peer support providers have dgngr@dergone some training such
as active listening techniques (Mohr et al., 2005). A comgaahof peer support programs is to
improve the wellbeing and quality of life of participantsthwother programs also aiming to
improve self-efficacy (Lorig et al., 2001). Despiteptspularity, the literature on the benefits of
peer support is inconclusive due to differences in study wesigd results (Schwartz, 1999).
Messmer Uccelli et al. (2004) studied the efficacy of faxdace peer support programs that
primarily aimed to provide support, and found them to b#aogve in improving participants’
depression and quality of life. However the face te faeer support programs that also instruct
participants on self-management techniques and goal-settirggidition to providing support,
have shown significant improvements across outconuefh s mood and health related
behaviours (Lorig et al., 2001; Von Korff et al., 1998). %anhy, telephone administered peer
support programs were not shown to have significant impnews in participants’ quality of life
or mood (Messmer Uccelli et al., 2004; Schwartz, 1999), anstudy by Mohr et al. (2005)
showed significant improvements across a broad rangetobmes including quality of life and
depression when the program contained an element of sefgmaent. Interestingly, a study of

the effects on peer supporters (of telephone peer supportsipryi showed that those
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administering the support showed pronounced improvemermnfidence, self-awareness, self-
esteem and reduced depression (Schwartz, 1999). Face tnthtelephone administered peer
support programs can have a wide range of outcomes foripantis and providers, including

improved quality of life and mood, particularly when thegram aims to provide more than
basic support alone.

As mentioned above, the world of online peer support ¥avI8 is rapidly growing. On
line peer support provides PwWMS with benefits such as antyyriexibility regarding
opportunities for involvement and timing of peer interagtiand reduced emphasis on mobility
as online peer support can be accessed from home (Stieitn2004). An example of a website
encouraging PWMS to meet online and to discuss MS relssees is MSWorld.org. A person
with MS, Kathleen Wilson, created the website offergigat rooms, message boards, email
groups and an online magazine, when she felt a need to tahetis with MS but was hesitant to
meet face to face. In a recent interview, Kathleash ‘$avasn't ready for face-to-face meetings.
| went online looking for support. There were chat rooatsnbthing for MS. | decided to make
my own and on July 10, 1996, | posted a notice on the kttéon a chat about MS. Six people
responded. Now we have 20,000 visits a day.” (King, Kraut &v@al 2006, p.18). Just as
MSWorld.org is run in conjunction with the National M8ctty of America, there are a number
of other websites offering peer discussion run by other S48ieties and pharmaceutical
companies around the world, and countless additional indepeichat rooms, message boards
and email lists accessible for those living with MEhere is no research known to the author at
this time examining the provision of online peer support to BwM

It is apparent from the number of options available, thi&ing to other PWMS, whether
by phone, internet, or face to face, is considered vadubplthose who have been recently

diagnosed with this chronic illness. Research intodtiieacy of peer support is still in its
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infancy, and has yet to look at internet based deljiveryinformal peer support provision.
Rather, research has focused on telephone and faeedqeer support provided within the
framework of a formal program. The offering of peer supfmthose newly diagnosed with MS
appears to be increasing as its benefits are being kalskoth researchers and clinicians, and
the ease of accessibility, through online options as aeliface to face and telephone, is

escalating.

3.3.1.3 Disclosure of Diagnosis

Matson and Brooks (1977) identified that a substantial pgoyv@nt involved in an
individual adjusting to a diagnosis of MS, was the dmale of the diagnosis to others.
However, research into the disclosure of an MS diagnoxluding factors such as the timing of
disclosure, who PwMS choose to disclose to, and teagsans behind doing so (or not), remains
understudied and poorly understood. The overarching benelisdbsing a diagnosis of MS is
that the individual is likely to receive an increasemotional or practical support from those to
whom they disclose (Joachim & Acorn, 2000). Howeverribles associated with disclosing a
diagnosis of MS are many. Such risks include losingrobmover the information, having
difficulty handling the responses of others, and facéjgction and/or stigmatisation (Charmaz,
1991). If an individual chooses not to disclose, therduatber risks associated with attempting
to hide a condition, such as the threat of being ‘founttd(@harmaz, 1991).

Those who are showing visible signs of an illness hes® choice about disclosure than
those whose illness remains entirely invisible (JoachiAtorn, 2000). For example, the PWMS
who experiences motor symptoms apparent to others, pgeseive that they have no other
choice but to disclose, while the person experiencinglys@ensory symptoms may use

‘covering’ to resist disclosing (Goffman, 1963). Coveria@n attempt to minimise the effect of
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a stigmatised condition, so that others may remairviobk to its presence (Goffman, 1963).
Individuals may choose not to disclose based on theflibat illness is a private matter; they do
not want to be the focus of attention; or for reasohguilt or shame about their condition
(Charmaz, 1991). Charmaz suggests that individuals whosehmmodisclose a chronic illness
with invisible symptoms do so in one of two ways: protvecdisclosing or spontaneous
disclosing. Protective disclosing is planned, wherebyiddals aim to control how, what, when
and to whom they will tell about their condition. r@ersely, spontaneous disclosing is more
often than not an emotional response to the shock astkldif that accompanies such a
diagnosis. An example of a situation prompting spomtaselisclosing is when an individual
diagnosed with MS on their lunch break returns imntetlido work to ‘blurt’ out the diagnosis
to their colleagues. The ramifications of such anampéd outburst may range from increased
support from sympathetic colleagues, to isolation, stiggakn or discrimination within the
workplace (Charmaz, 1991).

Another form of disclosure, as identified by Troster (1999 )preventative disclosure.
Preventative disclosure is a strategy often used bgethaith an invisible condition, where
symptoms are not under their control. While epilepsy gerfect example of such a condition,
preventative disclosure is also apparent in cases ofJei&him & Acorn, 2000). The decision
to disclose is based on the degree of perceived risk thatsathll find out about the condition
over time, and individuals can prevent, or reduce, the nvegpérceptions of the condition by
disclosing the diagnosis before others witness visglaptoms (Troster, 1997). There is very
little known regarding whether PwMS regret their decisio disclose after the fact, and how
they cope with the results of their decision to disel@®achim & Acorn, 2000).

There are numerous reasons why PWMS may choose tosdis@o not disclose, their

condition to others. The reality is that as MS camigine both visible and invisible symptoms
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within a single disease trajectory, it makes the dsemique among chronic conditions and may
complicate the matter of disclosure (Joachim & Acd@00). There is no research to the
author’s knowledge that broadly outlines who people diaggh@ath MS choose to disclose to,
and when. A more thorough understanding of the issuesvetvarh disclosing a diagnosis of MS
to others, and the possible ramifications of discloswoeyld assist health professionals working

with PwMS to provide guidance about the advisability of dsate.

3.3.2 Lifestyle Changing Activities

People with MS can exhibit a wide range of post-diagnbsisaviour. Information
seeking, talking to others with MS, and disclosing thertacs, as described above, are among
these. Making lifestyle changes in an attempt to allevéad/or prevent symptoms, improve
functioning and enhance quality of life, or to make seofsthe disease, also has a place in a
study of post-diagnosis behaviour. Lifestyle changingvitiets following a diagnosis of MS
include, but are not limited to, the taking of disease fyody agents (immunotherapies), the
seeking out of complementary or alternative therageshange in work hours, and a changed
level of interest in spirituality/religion (Calabie2004; Reynolds & Prior, 2003; Stuifbergen &
Harrison, 2003; Thorne, Paterson & Russell, 2003). E#&dhese behaviours is considered

below.

3.3.2.1 Medication

As discussed in Chapter 2, the availability of medicat@slow the progression of MS is
largely dependent on the subgroup of MS an individual isndsed with, and the country they
live in. If in a position to access immunotherapy tiecision for a PwWMS to start medication

can be daunting for several reasons. First, all inotherapies are administered via injection,
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usually self administered (subcutaneously in the case t#fden, Copaxone, and Rebif, or
intramuscularly for Avonex), while Mitoxantrone, tager with the newly approved Tysabiri,
must be administered by health care professionals (usimallyy hospital setting). Second,
accumulating evidence indicates that the best timdegin any of the disease modifying
treatment is early in the course of RRMS (Burks et28l02; Coyle & Hartung, 2002), or once a
clinically isolated event has occurred (even befoee tdchnical diagnosis of definite MS is
made), in order to reduce the risk of the degenerativgression of MS (Miller, 2004). Third,
higher and more frequent doses of the interferon drugs lesre dhown in recent head to head
trials to be more effective in treating RRMS thandowess frequent doses (Burks et al., 2002).
Lastly, there still remains some controversy surrongpndhe value of immunotherapies in the
treatment of MS (Filippini et al., 2003). For most peabgnosed with MS, deciding whether
or not to begin immunotherapy, and which one to chaobaay, is far from a straight forward
decision. The method of administering the medicatiagetteer with the perceived urgency
around when to start and the often overwhelming infoondtnked to the medication can prove
daunting for some. Additionally, the commencement e&tment may be perceived by the
PwMS and family members as confirmation of an altered dutan acknowledgement of the
reality of living with a chronic and unpredictable comtit(Kalb, 2007).

The method of administering the immunotherapies, thengagiantities, and the debate
on the effectiveness of the medication, combined with piotential impact self-administered
injections may have on a person’s lifestyle, ofpeomotes a shared role between the PwMS and
the medical professional in the decision making. Unlilkeeynother diseases, in the case of MS
there is usually some discussion between the physaridrthe patient regarding if and when to
start medication, and the choice of medication (Eeext al.,, 2004). There is no set procedure

for neurologists to determine treatment for each indiJjdadthough examining clinical
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symptoms together with MRI results to determine if agpés condition is worsening and if
treatment is warranted will assist practitioner, anerdhy patient, to make a decision as to
whether to start immunotherapy (Burks et al., 2002)imthunotherapy is to begin, a patient’s
lifestyle may also be taken into account when decidingvdt the medications available for
MS. Some people with RRMS, for example, may prefetake a lower dose injection once a
week rather than experience the inconvenience of aation every day or every second day, due
to lifestyle factors or a fear of injections (Burksakét 2002). Indeed, there is some evidence that
suggests PwWMS have an increased risk of discontinuing imtmenapy if unable to self-inject
due to injection anxiety (Mohr et al., 2001). On the caoptrsome people with SPMS (if they do
not suffer from needle-related anxiety or phobia) mayebe concerned with convenience and
more concerned with the potential increased efficacymbee frequently administered drug, as
there is more disability associated with SPMS (Burkslgt2002). Individuals suspected of
having a benign course of MS, or those who are in a pefioeimission at the time of diagnosis,
can face an additional element of difficulty in theégcision, as they may not see the need to start
immunotherapy given a lack of symptoms, an absencesabitlty and the possible unwanted
side effects of the treatment.

Physicians’ increasing preference for early treatment maan that PwMS are prompted
to begin the immunotherapy medication very shattgr diagnosis (Burks et al., 2002). In order
to be involved in the choice of medication, people ygahgnosed with MS may try to process
the scientific literature regarding immunotherapiesr $o6me, this may be a difficult task at such
a stressful time. However, some PwMS may find teating the literature, being involved in the
decision, and commencing immunotherapy shortly aftegndiais, gives them back an sense of
personal control over the disease; a knowledge tleat ahe doing all they can to reduce, and

potentially minimise, the effects of MS (Jelinek, 2005).
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3.3.2.2 Complementary or Alternative Therapies

Many aspects of successfully dealing with the diagnosi®f and making a decision
about medication, fall outside the medical model (Was&eDudley, 2003). It is not surprising
then that people newly diagnosed with MS often seekcouatplementary therapies or make
lifestyle changes in addition to, or rather than,abexmencement of immunomodulating therapy
(Pucci et al., 2004). Schwarz and Leweling (2005) refer to 8wivining to complementary
therapies for assistance as ‘almost inevitable’, duiné course of MS often worsening despite
medical measures taken.

PwWMS often report using one or more complementary oterradtive therapies in
combination with immunotherapies or medication presdribg their doctor, as discussed in
Chapter 2 (Schwartz et al., 1999). Indeed, the majoritpve¥1S will undertake a variety of
complementary therapies (Schwarz & Leweling, 2005). tecent study on the frequency of
complementary and alternative therapy use by PwMS,, Apedim, Konig and Zettl (2006),
found that over 67%nE171) of participants reported using one or more compleangror
alternative therapy, with an average of 2.7 diffetbatapies. Those participants experiencing a
more severe course of MS, and those who had had M&Idoger duration, were more likely to
engage in complementary therapies. Hence, PWMS mayage complementary or alternative
therapies more enthusiastically as the disease peegresd if conventional medicine is viewed
as ineffective. Exhibiting similar lifestyle changingieities to those with chronic illnesses such
as Parkinson’s disease and epilepsy, PwWMS are likebgpke up any opportunity for disease
improvement (Apel et al., 2006). In an attempt to slowh&mr progression, those with chronic
degenerative disease may engage in complementaryeonagive therapies in the absence of
adequate studies verifying the effectiveness of the treat@etor in the absence of noticeable

personal efficacy (Apel et al., 2006).
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While there is a lack of literature (in comparison toeotlthronic conditions) on
complementary and alternative therapies used by PwiMt&nt research indicates that the most
popular complementary therapies employed by PwWMS incldigerence to a specific ‘MS diet’;
the addition of vitamin supplements to the diet; and are@se in exercise or engaging in a
specific exercise suited to the MS symptoms experie(@pdl et al., 2006; Pucci et al., 2004;
Schwarz et al, 1999). These three lifestyle changingvittes and commonly used

complementary or alternative therapies, are deschibtxv.

3.3.2.2.1Diet. Eating healthy foods is generally recognised by PWMS amportant

factor in their ability to feel well and to postpon&sahse progression (Thorne, Paterson &
Russell, 2003). In Australia, adherence to a speciaiglgéecomplementary therapy increasingly
embraced by PwMS (Jelinek, 2005). One such diet that Bpllsfic interest for Australians
with MS is the ‘Jelinek’ diet. Created by an Austaliprofessor of emergency medicine living
with MS himself, the ‘Jelinek’ diet has roots in the US#séd ‘Swank’ diet. Both popular diets
focus on eliminating saturated fats, increasing omega B) (6ds and increasing Vitamin D
intake through sun exposure (Jelinek, 2005). While benedits émy particular diet in MS have
not yet been proven, adherence to an MS-specificntigt be seen to have three main beneficial
effects for PWMS (Schwarz & Leweling, 2005). First, thare claims that a diet low in
saturated fat and high in Omega 3 oils and Vitamin D may l@apreventative effect on MS
disease progression (Jelinek, 2005). Second, combined withisexeand healthy lifestyle
choices, following such a diet may contribute to ensutiregbody is as healthy as possible to
cope with the occurrence of an MS exacerbation. Thultlerence to a low fat diet will reduce

the likelihood of other health complications for fherson living with MS, such as obesity.
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PwMS across many countries are increasingly looking tptamlamodify their diets in
accordance with the literature, as a way of takingesparsonal control in the management of
their disease (Jelinek, 2005). Indeed, people newly diagnogay adopt an MS specific diet if it
offers them hope for recovery, or reduced progressiomeodisease. Moreover, a complicated or
time consuming diet may actually provide a sense of gbatd initiative, limiting the feeling of
being helplessly exposed to an incurable and mysterioussdi¢8ahwarz & Leweling, 2005).
However, while these MS specific diets can be vieweddrge as empowering, others may view
them as negatively constricting their lifestyle, waittherence to a diet regime difficult. Zielinski
(2006) states “For me, adherence to my injections hastheesasiest part of managing my MS.
What is really hard for me is adherence to the mutexnal or subtle issues: physical therapy and
diet” (p.49). Together with the difficulties of adhegito a restrictive diet, the lack of evidence
based knowledge regarding the benefits of diet on MS mmelye an attempt to change dietary

habits difficult for those newly diagnosed.

3.3.2.2.2Addition of vitamin supplementddewson et al. (1984) found that two thirds of
PwMS made changes to their diet following diagnosis. d@llathanges involved a substitution of
one type of food for another, or the strict adhereioca particular diet regime. Rather, some
PwWMS merely added vitamin supplements to their pre-MS d&irrently, there seems to be a
trend in the addition of fish oil (omega-3 fatty acids)ening primrose oil (rich in omega-6 fatty
acids), linseed oil, and Vitamin D to the diet (amongeg)y usually in the form of capsules
taken orally with food (Jelinek, 2005). While there is nodwgh data to date to recommend
vitamin supplementation specifically for use in the treatt of MS, such additions to the diet are
generally not discouraged, as when used in appropriate dobagesah be beneficial for general

health (Schwarz & Leweling, 2005). Antioxidants, such asniiia C and E are also viewed by
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some as being of benefit to PwWMS, although recent m@seshows the potential therapeutic
effects of antioxidants as limited and conflicting (Garnl & Rose, 2006; Yadav, Marracci &
Lovera, 2005). Apel et al. (2006) found that although PwMSdraitamin, mineral and other

supplements as only moderately effective, they were lyideed despite being the most
expensive of the complementary or alternative thesagiported. The most commonly reported,

most effective and least expensive therapy is exer&sel et al., 2006), described below.

3.3.2.2.3Exercise.Exercise is often referred to as a complementagyagy for PWMS,
however, many would ague that regular strength and castolar exercise should be looked
upon as an essential part of a healthy lifestyle fipmat just those with a chronic condition. In
previous years, health professionals would advise PwMSaid axercise, warning that it would
increase fatigue levels (Surakka et al., 2004). However, mmegdmmendations of abstinence
from exercise can promote muscle deconditioning and erléevel of overall fitness (Mostert &
Kesselring, 2002), detrimental to general health. Reseammhthe past two decades has shown
the opposite effect whereby aerobic and strength egeacisially reduces, not increases, fatigue
levels in PWMS (Petajan & White, 1999). Further to thig, more recent approach of advising
PwWMS to engage in exercise is seeing not only reductioratigue, but enhanced muscle
performance as well as improvement in quality of lifgod, self-efficacy, and self-esteem in
these PWMS (Mostert & Kesselring, 2002; Navipour et al., 20@aj#n & White, 1999;
Sutherland & Andersen, 2001). As Chamberlayne (2006, p.3®8sstdeep water jogging has
increased my physical stamina, enabling me to stand ergerland walk further with the use of
my walker. | have more energy and sleep solidly. Sthess in my life is reduced”.

A study by Sutherland and Andersen (2001) identified that Pwkfferiencing mild to

moderate levels of disability benefit more from eig@ng than those experiencing severe levels
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of disability. Such a finding suggests that increasing eseeghortly after a diagnosis of MS and
retaining a regular exercise regime, is of greater lietheh trying to incorporate exercise into an
individual's lifestyle after the disease has progressea tsevere level of disability. PwMS
participating in physical exercise believe that if thegximise their overall health, strength and
fitness, their MS symptoms may be better controlled/(Blels & Prior, 2003).

As a lifestyle changing activity following diagnosis,eesise offers PwWMS not only
improved physical health, but also potential for improvemeractors affecting quality of life
(Petajan & White, 1999; Reynolds & Prior, 2003). People yalidgnosed with MS may be
directed by physicians to maintain or increase the amduekercise in their lifestyle, or they
may take it upon themselves to become as physically heathyossible, perceiving that a

healthy body would be better able to combat diseasegssign.

3.3.2.3 Change in Work Hours

MS is frequently diagnosed during the most productivesyefan individual’s life, when
relationships and adult life in the community are codsoing, and career exploration and
development occurs (Metz, 2003; Nodder et al., 2000; Van De2668). Hence, the diagnosis
of MS can have an enormous impact on employment ceisseles, and an individual’s ability to
fulfill expected life roles. Together with its impagh self image, MS may result in profound
biographical disruption (Bury, 1982). An individual with MS méace significant factors
affecting their ability to work include spastic paresistiee legs, coordination difficulties,
cognitive dysfunction, and fatigue (Ford & Johnson, 1995}thcaigh faced with the possibility
of such hurdles, PWMS who remain employed following ddesgs are less likely to perceive
themselves as severely impaired, and have a greatercfemg®nomy, than those not employed

(Brooks & Matson, 1982). Not surprisingly, people with chrafigeases who are unemployed
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report a lower quality of life than those who are erpptb (Feagan et al., 2005; Johnson et al.,
2004). As engagement in a meaningful occupation plays aokeynrachieving a high quality of
life and a positive self image, self identity can be ateeed if poor health results in early
retirement from work (Reynolds & Prior, 2003).

While making life altering decisions is not generally addisluring periods of crisis,
PwMS may make important decisions immediately followinggdosis, such as reducing work
hours or leaving the workforce altogether, due to a feahat the future may bring if they have
another relapse, or if their level of disability inases (Strittmatter, 2004). However, once a
person is unemployed due to disability, difficulties oftsurface in attempting to regain
employment (Allaire et al., 2005; Habeck, 1999; Sirvastavah@&mberlain, 2005). In addition,
due to perceived risks to the employer, the greatest ¢tdstimcre-employment, or commencing
employment, appear to be faced by people with progredbiess or whose level of disability
varies, such as those with MS (Robinson, 2000). This walesthe importance of resisting the
urge to reduce work hours, or change employment, at tleedfndiagnosis. Recent literature
highlights both the advantages of employment and thengatlly damaging consequences of
disability-related unemployment for employees, empisyand society as a whole (e.g., Allaire,
Niu & LaValley, 2005; Habeck, 1999).

Drawing on data from the Australian Multiple Scleros@ngitudinal Study (AMSLS),
the recent Access Economics Report (2005) indicatesothdite more than 16,000 people in
Australia who have MS, 87% are of working age. Whiles isuiggested within the report that
PwMS tend to be in higher skilled jobs than the general ptipn|l almost half had left paid
employment due to MS and another third felt their cureemployment was at risk (Simmons et
al., 2004). Consistent with overseas evidence regardirig less of employment (e.g., O’'Day,

1998), the AMSLS data indicate that 80% of PwMS change &meployment status within 10
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years of diagnosis, often in their 30s or 40s, with igadée retirement savings, risks of social
isolation, and disadvantages in re-entering the wockf@Access Economics, 2005). Due to the
association of unemployment with loss of income and iregaquality of life, the impact of
joblessness on PwMS and their families is profound (VEG@3).

Reducing hours of employment, or attempting to change sateesomething better
suited to living with the symptoms of MS, has its risk&hile there are multiple and complex
factors often making employment difficult for thosewMS, people newly diagnosed with MS
may be prone to reducing their work hours or seeking agehememployment, as a reaction to
the shock of diagnosis and a fear of what the futuldshoThese changes may not be necessary
at the time, but may be motivated by a fear of the unknoFor many PwMS, the line between
employment and unemployment may be a fragile one (Jaretsal., 2004), and changes made to
employment, as a lifestyle changing activity immedjafellowing diagnosis, is a critical issue

for PWMS, their families, and the health professiomadsking with them.

3.3.2.4 Madifications to Physical Environment

PWMS may experience restrictions in mobility and diffigwith everyday functions. A
wide range of factors including physical, psychologiealironmental and economic issues may
contribute to these difficulties (Freeman, 2001). Wl@nindividual with MS experiences
difficulty with everyday functioning over a period of timenodifications to their physical
environment may be considered so that they are able tagadhe activities of daily living. The
employment of non-medical resources, such as a wallicy er wheelchair, or making
modifications to the home or car, may be included in plegnosis activities for those who
experience an increased level of disability at the tohdiagnosis, or indeed, at any time during

the disease progression (Kobelt et al., 2006). Otheificetibns include changes to bathrooms,
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the widening of doorways, installing ramps and railings, her procurement of wheelchairs,
hoists, special beds, mattresses, cushions, and otherdaiddudicibus & McCabe, 2005).
Making such modifications to the physical environment maglopg independence, and
postpone early institutionalisation of individuals livingithv MS (Aronson, Cleghorn &
Goldenberg, 1996). However, modifying the physical environmeoites not easy, as there are
a number of potential obstacles in the way of a Pwkt®iving the correct equipment, or home
modifications needed (Frames, 1994).

One such obstacle to modifying the physical environment apgptelyr is the cost
(Frames, 1994). Obtaining equipment or making modificatiors home or vehicle is, for the
most part, very expensive (Kobelt & Pugliatti, 2005). Figuegsesenting the cost of equipment
and modifications are often missing from the literatan estimates of overall financial burden
on individuals with MS, as cost of equipment/modificas (together with formal and informal
care, and loss of earnings) are often not included witlend#finition of personal health care
costs (Whetten-Goldstein, Sloan, Goldstein & Kulas, 1998)hetten-Goldstein et al. (1998)
estimated the annual cost of modifications to the phlygoaironment to be approximately
$US1100 per individual with MS. Private health insurance, mwwent healthcare schemes, or
government needs-based funding (determined by level of digpbd generally needed to
decrease the cost to the consumer (Kobelt et al., 206®\wever, a study by Freeman and
Thompson (2000) found that modifications to the home enriemt are only moderately related
to level of disability for PwMS living in the UK, raisj questions about equitable allocation of
resources within the community. Similarly, a study iedrout in Denmark indicated inequality
of grant administration for equipment and home modibee in the case of people living with
MS (Christensen & Clausen, 1997). A recent Australiadyshighlighted that the progressive

nature of MS often means that by the time fundingasged for specific items of equipment, the
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individual's requirements may have changed (de JudicibuM&Zabe, 2005). The costs
associated with making modifications to the physical @emvitent are generally high and can
make the acquisition of appropriate equipment, at the itins needed, difficult.

A second obstacle to obtaining appropriate equipment oiviegeappropriate home
modifications is that a PwMS may make inappropriatengba to the physical environment
without seeking advice (Frames, 1994). Appropriate changeseendividual assessment and
intervention, often from a variety of different peestives using a coordinated, goal-oriented,
multi-disciplinary approach (Freeman, 2001). Ideally, @theprofessional working as part of a
team with expertise in aids and equipment, such as @pational therapist or physiotherapist,
would then recommend the equipment or modifications fadong term perspective, rather than
prescribing a ‘quick fix’ (Freeman, 2001). This may seem ekeeésr the PWMS who ‘knows’
they only need a walking stick for example, but aselae several options available to improve
mobility issues, it is imperative that the equipmertsgn best matches the individual's needs.
The process of using a multidisciplinary team assedsamh intervention for each individual
with MS is often not utilised due to expense, waitirgisli and PwMS deeming the process
unnecessary.

In order to instigate or agree to modifications toghgsical environment, the person with
MS must allow time to grieve the losses associatéth any current, and possibly future,
limitations imposed by the disease. Therefore, a thirdeogo PwWMS making modifications is
the attitudes people with MS themselves have aboutdissase, and about using equipment. It
can be very difficult for a PwWMS to admit (to therwses as well as others) to needing the
assistance of equipment such as a walking stick or aim@iel Indeed, many PwMS resist using
aids that will improve their mobility, for fear of b@ming dependent on them (Kalb, 2000).

Wheelchair dependence has been perceived by able bodied PsvM&ng equal to loss of
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independence (Boeije & Janssens, 2004). Indeed, the acceptanténdial mobility aid can
instigate concerns of a continual decline in mobility (tbeginning of the end’), losing
independence, becoming a burden on caregivers, and the futai@lpp®f having to move into
a nursing home (Finlayson, 2004; Finlayson & van Denend, 2008mbined with such fears,
PwMS may also be hesitant to use equipment, beingstieally apprehensive of a change in
other’s perceptions of them, their social role, andr tetivity levels (Kalb, 2000; Neri & Kroll,
2003).

While there can be barriers to making modificationsh physical environment, some
PwMS take the approach that using aids and equipment akdgmaodifications to the home
when needed, assists them in continuing to lead aifeilvith MS, and such changes may even
give them more control over the disease. In a shydyinlayson and van Denend (2003) PwWMS
expressed both the importance of trying to remain inrobmwif their independence, and the
devastation incurred by increased disability and the needids. When a loss of mobility
occurred, participants underwent a period of mourning thesels before taking action. Taking
action, in accepting equipment or home/vehicle modiboa, re-empowered these participants
as they felt an increased sense of personal conteffectively managing their MS (Finlayson &
van Denend, 2003).

Making modifications to the physical environment, whetimethe form of utilising aids
and equipment, or having modifications made to the hanmwlaicle, is not an easy process for
most PWMS. Many barriers such as expense of equipnmapipropriate choice of modification,
and negative perceptions tied to use of equipment by Pvddi$,interfere with appropriate
modifications to the physical environment at the time meeded. While making modifications
can be a rewarding and beneficial post diagnosis actotitiPwMS who view such alterations as

a way of retaining control over their MS, this is nb¢ tcase for all PwWMS. If the individual
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views modifications as a loss of independence, ratherahaay of retaining independence, this

post diagnosis activity may not be engaged in at theitimeuld be of most benefit.

3.3.2.5 Change in Level of Interest in Spirituality/Religion

When Brooks and Matson (1982) asked PwMS what helped them datiptheviliness,
religion was the second most frequent response (tbied@ing ‘accepting it’). While not as
visible as making home modifications, a change inlgkiel of interest in religion or spirituality
may also occur as a post MS diagnosis activitiFor many, spirituality refers to an
individual’'s attempt to find meaning in life, which can includsemse of involvement
with the transcendent outside institutional boundaries, wherea®metends to refer to
aspects of belief and behaviour, including spirituality, grounded-@igious community
or tradition (Williams & Sternthal, 2007)An increased interest in religion, or even religious
conversion, has been reported as common in peoplaafring catastrophic news, such as the
diagnosis of a chronic illness (Langgartner, LanggartneDricek, 2005). While it is also
conceivable that an MS diagnosis may result in a dddsith in a higher power or God, the
research into spirituality and MS has focused predomiamtithe presence of an interest in
spirituality/religion (e.g., Makros & McCabe, 2003; Rugsélhite & White, 2006), rather than a
change in level of interest in spirituality/religidallowing diagnosis. As there is growing
recognition among health professionals of the import@atplayed by the various dimensions of
spirituality and religiosity in coping with stressfifiel events, including the diagnosis of chronic
conditions (Kilpatrick & McCullough, 1999; Underwood-Gorddéteters, Bijur & Fuhrer, 1997),
exploring a change in level of interest in spirituati#jigion following a diagnosis of MS would

be useful.
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Over the past 25 years, spirituality and religiosity haeen found to be positively
correlated with perceived quality of life (Brooks & Matsdr®82; Micello, 1988), self-esteem
(Paloutzian & Ellison, 1982), and hope (Foote, Piazzacdinobe, Paul & Daffin, 1991), and
inversely correlated with anxiety (Kaczoroski, 1989) in bdwmalthy and chronically ill
populations. When examining populations living with spediBalth concerns, spirituality and
religiosity have been linked to greater overall mentaltheand positive wellbeing in individuals
diagnosed with various forms of cancer (Ell, Manteiimovitch, & Nishimoto, 1989); higher
quality of life in women with breast and gynecologicahcers (Colton, et al., 1999; Gioiella,
Berkman, & Robinson, 1998); higher levels of well being inosth with spinal cord injury
(Decker & Schulz, 1985); less psychosocial distress afteovery from cardiac surgery (A,
Dunkle, Peterson, & Bolling, 1998); and hardiness in indivslgggnosed with AIDS (Carson
& Green, 1992). Spiritual well-being and/or religiosity éalso been shown to be important
variables in the adaptation to a chronic illness (Hiltd®88; Michello, 1988), including MS
(Crigger, 1996).

Incorporating spirituality into an individual's life caresult in the addition of a
constructive force, particularly when attempting tdkiat¢he uncertainty a diagnosis of MS can
bring (McNulty, Livneh & Wilson, 2004). McNulty et al. (200d)ggest that spiritual well-being
can act both as a mediator between the uncertaiatythi® diagnosis brings and successful
adaptation to a diagnosis of MS, and as a predictor sifiy® psychosocial adjustment to a
diagnosis of MS. Exploring gender differences anditgplity, Bussing, Matthiessen and
Ostermann (2005) found that women with MS engaged in aetwviélated to spiritual well-being
more often than men with MS. In a study on uncenyaimtwomen with MS, Crigger (1996)
found that relationships with other human beings, tuggewith a belief in a higher power or

God, were the two greatest strengths identified by wom#nMS in dealing with the disease.
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While there is a growing body of research indicating teagion and spirituality are associated
with better psychological health in MS, the findingdvtdtkros and McCabe (2003) stand out as
an exception, suggesting that higher levels of religioaitg spirituality among PwMS was
positively related to depression and anxiety, and negatirabted to quality of life and
psychological well being. While the direction of efféehy remain unclear, an individual may
exhibit a change in their level of interest in spirlityeor religion following a diagnosis of MS; a
factor that may contribute to overall health and baihg.

A diagnosis of MS can take many months or years tkendaie to the complexity of the
disease and the often rigorous diagnosing processvioBseresearch into various aspects of
adaptation to diagnosis have typically involved participamisruited from an MS Society
registry, and have focused on one geographical locatioast Btudies have incorporated data
collection techniques involving a pen and paper questionnaidehave targeted those people
with RRMS. While the majority of previous research siengizes have been small (adding to
the reduction of generalisability), previous research tigslihave prompted important future
research questions. Generally, PWMS indicate a preferéor a timely diagnosis; to be
informed as soon as the physicians are able. In pitteto reduce the anticipatory uncertainty
that comes in the lead up to, and with, a diagnosis of pSt-diagnosis behaviours such as
information seeking, the recruitment of social supjod disclosure of diagnosis, and talking to
other PWMS are often exhibited. Engaging in lifestylengitdy activities such as taking
medication, exploring complementary therapies, chmngiork hours, making modifications to
the physical environment, or experiencing a changed interegpinituality, iS not uncommon
following a diagnosis of MS. For many people newbghiosed, employing one or more of these

post diagnosis activities can provide ways of alleviatingmgms and improving quality of life,
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as well as coping with the uncertainty of the diseaReis therefore important to explore the

occurrence of such post diagnosis behaviours and actiwftg=ople newly diagnosed with MS.
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CHAPTER FouRr

ADAPTATION TO DIAGNOSIS IN THE

FirsT TWELVE M ONTHS

4.1 Overview of the Chapter

Engaging in post diagnosis behaviours and lifestyle charagitigties, as explored in the
previous chapter, is not uncommon following a diagnosisM& and may impact on an
individual's health and quality of life when attempting ddapt to a diagnosis of MS. For
individuals diagnosed with MS, responding to the psychoddgnd physical stresses of being
diagnosed with a condition of unknown cause, and ne,aan be challenging (Koopman &
Schweitzer, 1999). There is little known about how peaape with a diagnosis of MS
(Pakenham, 2005; Sullivan, Mikail & Weinshenker, 1997) and therad¢hat may assist, or
hinder, adaptation to MS in the first 12 months following dasgis. It is likely however, that the
successful adaptation to MS in the first 12 months folgvdiagnosis is multilayered.

In this chapter, a discussion of why it is important tdaite the first 12 months following
diagnosis is presented. Factors that may assisteirmdlaptation to diagnosis during this time
period are then identified before a brief overview ofieggs given, with a focus placed on a
number of coping resources relevant to adaptation tagmasis of MS including social support,
optimism/positive attitude, and eagerness to take coiatitolving diagnosis. Finally, a number
of factors that may hinder adaptation to diagnosis foplgenewly diagnosed with MS are then
acknowledged before two (denial and avoidance, and the uanhelttudes of others) are

explored in more detail.
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4.2 Why Examine the First 12 Months Following Diagnosis?

Studies on psychological wellbeing and quality of life wMS have predominantly been
conducted among individuals at advanced stages of diseassdds et al., 2003). Indeed, the
vast majority of studies regarding adaptation to MS aralected many years after diagnosis.
For example, Pakenham and Stewart (1997) in their studiyeorole of coping in adjustment to
MS, studied PWMS who reported an average interval of HBsysince diagnosis. Similarly,
McNulty, Livneh and Wilson (2004) examined psychosocial adiaptan individuals with MS
by surveying those who had an average illness duration of 1@8.yéWNhile such studies
provide important information about adaptation and adjusthoeRtS some time after diagnosis,
it has been suggested that the stresses associatetievithget of a chronic illness may differ in
significant ways from the day to day stresses of livivith a long standing chronic condition
(Lyons, Sullivan, Ritvo, & Coyne, 1995; Shontz, 1975). Téiggests the importance of
exploring the period of time immediately following theset of illness or the diagnosis of MS.

The 12 months following diagnosis may constitute theodewhere key strategies,
resources, or patterns of behaviour are established bydivedual diagnosed with MS to ensure
successful coping. While it is likely that many behaviowi be sustained for a duration of
more than one year, it is important to invite PwMS3dport on their experience of the initial 12
month period to enable a better picture of the psychalstaators that they identify as being of
assistance, or hindrance, to their own adaptation gatihe disease process.

While the first 12 months may be identified as an impurtstage in adaptation to
diagnosis, the existing research into psychosocial aiapta MS either examines individuals’
entire period of illness up until the time of the pap@ation in a study (which often accounts for
many years), or excludes the first 12 months from exammét.g., McNulty, Livneh & Wilson,

2004). However, this time period is of critical importaras PwWMS can be acutely aware of the
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uncertainty linked to disease progression, and the prosppotential serious disability (Lyons
et al., 1995). In addition, the uncertainty about urerpd symptoms that had evoked anxiety
and distress before the diagnosis may continuetirtammediate period thereafter (Janssens et
al., 2003). Hence, in appreciation of the likely diffeenbetween people who have lived with
MS for many years and people who are newly diagnostdu M&, a separate course of study
focusing on the first 12 months following diagnosis israated.

Research focusing on the first 12 months following an M@mbsis is extremely limited.
Recognising the lack of research conducted in the earlieepltdshe disease, Janssens et al.
(2003) recruited people recently diagnosed with MS and plaginers in a study of the impact of
the disease on quality of life and psychological out@meheir participants with MS had been
diagnosed within 24 months of participating in the study, aithaverage of eight months since
diagnosis. It was found that both PwWMS and their pastrexperience substantial emotional
effects of the disease shortly after diagnosisuhioly higher levels of anxiety and distress when
compared with controls (Janssens et al., 2003). While pevibudies have shown that
psychological well-being and quality of life are reduced iogte with advanced stages of MS,
Janssens et al. demonstrate that MS can also haagaimpact on the quality of mental health
in those recently diagnosed. These findings validateniportance of examining the period
immediately following diagnosis, and the necessityexploring the post diagnosis behaviours
and activities that PwMS identify as being of assistamcénindrance to their adaptation to
diagnosis.

There are three main research options available teetlanting to study the first 12
months following a diagnosis of MS. These are prosgecretrospective and concurrent
research methods. Henry et al. (1994) suggest that pragplectgitudinal studies offer the most

promising method for accurately linking events and behavoisa time. However, prospective
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studies examining behaviours following diagnosis and fadbatsmay assist or hinder adaptation
to MS present a number of challenges to researchins. length of time needed to conduct a
longitudinal study, as well as the expense of such rdseare among the main challenges. An
additional challenge may be the difficulty inherentewgruiting participants at the exact time of
diagnosis. In the absence of longitudinal prospectiusdies, researchers often turn to
retrospective studies and ask people to talk or writeitaineir past experiences (Robins, 1988).
For studies examining the first 12 months of a chromesds, retrospective research methods are
favoured over strictly concurrent research designs wiwichld demand only participants who
had been diagnosed within the previous 12 months (Gala&ssdh & Sharer, 1981). It would
not be ideal for researchers to recruit only those vatbbdeen diagnosed within the previous 12
months for two key reasons. First, anecdotal evidence siggipat a large number of individuals
diagnosed within 12 months may not want to be involveesearch so soon after their diagnosis
(personal communication, Dr. E. McDonald, Medical Dicg, MS Society of Victoria, 2002), so
targeting only these individuals would heighten the risko@f participant numbers. Second,
studies into the factors that people found of assistamcéyindrance, during the first year
following diagnosis may require a longer time forlgefion (personal communication, Ms. S.
Diffey, Social Worker & Program Coordinator, MS Societly Victoria, 2002). Therefore, a
retrospective study design utilising a self-report questioenauld be considered favourable
when wanting to examine participants’ perspectives ofitstel2 months following diagnosis.
When examining the first 12 months following diagnosis, uke of materials involving
self-report measures are a good choice for research&edf-report measures can include
guestionnaire or interview, with questionnaires able torca\®oader sample of participants and
interviews able to cover the subject of interest in miepth. Questionnaires also have the

advantage of being applicable across countries within ietintime frame. The use of self-
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report measures within retrospective studies is growing,sargteiving increasing recognition as
a valid source of data (Kardum & Daskijevic, 2001). Histdly, the data compiled from other
more traditional sources, such as observed behaviorrib&@tinformation, population norms,
formal testing, and clinical assessments was considem@e reliable than self-reported data
(Kardum & Daskijevic, 2001). However, research overléisé two decades has shown that the
use of self-report measures to record behavioural actwity psychological information can
ensure even greater validity than the traditional metloddiata collection (e.g., Burisch, 1984;
Korchin & Schuldberg, 1981; Lanyon, 1984; Osberg & Shrauger, 1986; 1996Y).example
Osberg and Shrauger (1986) found that individuals’ assesswiettieir own past behaviours
were more accurate than relying on less individuatingrinédion, such as population norms.
Similarly, Korchin and Schuldberg (1981) suggest that spliite measures allow greater
emphasis to be placed on the participant’s own viewbef character, problems and situation
than the reliance on external measures such as objdetsts and behavioural observations,
allows.

Although gathering increasing respect as a research teoljse of self-report measures
should not be regarded as a recent development in pegitall research, with Allport (1942)
noting its value over 60 years ago: “If we want to krftaw people feel: what they experience
and what they remember, what their emotions and modikedike, and the reasons for acting as
they do - why not ask them” (p.37). The use of self-reppeasures when conducting
retrospective research on the first 12 months follgwdiegnosis of MS may be considered a

valid methodological approach to such research.
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4.3 Factors Involved in Adaptation to Diagnosis

Some PwWMS seem better able to adapt to the diagnosistiiiens (Pakenham, 1999), and
the reasons for this are undoubtedly complex. A rewéthe literature provides an enormous
array of factors that may assist or hinder the ssfoéadaptation to a diagnosis. Medical or
physical factors that may contribute to the successfaptation to the diagnosis may include
extent of MRI lesions, muscle weakness, and levelsafaility (Mitchell, Benito-Leon, Gonzalez
& Rivera-Navarro, 2005), while neuropsychiatric factors mayuthelcognitive impairment and
fatigue (Mitchell et al., 2005). Although several studiesehaivown a significant relationship
between physical symptoms and adaptation to MS (Rudidk 082; Zeldow & Pavlou, 1984),
physical symptoms alone do not explain differences in-ghaginosis psychological functioning
(Mclvor et al.,, 1984; Walsh & Walsh, 1987). It is therefamportant to look beyond the
physical realm when identifying factors that may contribtive successful psychological
adjustment to a diagnosis of MS.

A review of the psychological literature surrounding degnosis of a chronic condition
also provides a multitude of factors that may assist adehithe successful adaptation to a
diagnosis. Psychosocial factors include, but arelinoted to: coping (Lazarus & Folkman,
1984; McCabe, 2005; Pakenham, 1999; Sullivan, Mikail & Weinsherka97), personality
variables (Papuc & Pawlowska, 2005), self-esteem (McC20@5; Walsh & Walsh, 1987),
positivity and optimism (Barnwell & Kavanagh, 1997), peredi uncertainty (McNulty, Livheh
& Wilson, 2004; Wineman, 1990) and self-efficacy or percesugbort (Mitchell, Benito-Leon,
Gonzalez & Rivera-Navarro, 2005; Pakenham, 1999; Wineman, 1990)le ¥Whpsychosocial
factors may play a part in successful adaptation tgndisis, the variation in adjustment of
individuals to a diagnosis of MS is broad and cannot beguadely accounted for by

psychosocial, medical, or neuropsychiatric factorssolation (Pakenham, 1999; VanderPlate,
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1984). However, there is value in exploring and understandiof factor before incorporation
of multiple factors into a workable and useful model isspis.

Indeed, Pakenham (1999) suggested that while a number of vahakkeseen identified
as possible predictors of adjustment to MS, the integraf all into a workable and coherent
model is difficult. Instead, models relevant to singsychosocial variables have been offered
within the literature, and can be applied to the stddadaptation to a diagnosis of MS. For the
purposes of the current study, the stress and coping modelspbpy Lazarus and Folkman
(1984) and subsequent research into coping and MS will be edpior brief, before an
examination of specific coping resources available topleeomewly diagnosed with MS is
undertaken. This focus on coping resources, rather tbpmg strategies, or indeed other
psychosocial variables and factors involved in the adaptétiadiagnosis, is important for the
primary reason that an individual's coping resourcespeaantially be modified or enhanced by
health professionals following a diagnosis of MS. réfe@re such examination and recognition of
the resources that PwWMS identify as being helpfulr{deed, hindering) to their coping over the
first 12 months following diagnosis may assist healtbfggsionals in their work with those

newly diagnosed.

4.4 Coping - A Brief Summary
The complexity of the coping domain of research is cedle in the diversity of existing
approaches to both the conceptualisation and assessiheepirg (Billings & Moos, 1984). The
literature on coping is vast, often complex, and isbien¢o be covered in full here. However, a
broad understanding of the coping literature, including kndgdeof coping strategies and
appraisal of stress, is of value before taking a foclsakl at the coping resources available to

those following a diagnosis of MS.
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Within the field of adjustment to chronic illness, tagnitive stress and coping theory of
Lazarus and Folkman (1984) is one of the dominant parad@akenham, 2001; Steptoe, 1991).
Coping is typically conceptualised as a conscious regpongeaction to stressful or negative
events (Folkman & Lazarus, 1984; McCrae, 1984), and is afemtribed in terms of the
strategies that individuals use to minimise the negatmpact of life stressors on their
psychological well-being (Coyne, Aldwin, & Lazarus, 1981; kaga& Folkman, 1984; Pearlin
& Schooler, 1978). Much of the coping literature asstéd coping comprises three main
elements, rather than coping strategies alone (Parkendler, 1992). These three components
are: the coping strategies used to manage a stressfati@it the subjective appraisal of the
stressful situation (Lazarus & Folkman, 1984; Wineman,aDdr& Steiner, 1994), and the
personal or coping resources available to the individuahguhe period of stress (Shnek et al.,
1995; Stuifbergen & Rogers, 1997; Wassem, 1992). These threeetements of coping are

described below.

4.4.1. Coping Strategies

Parker and Endler (1992) assert that if there is any camsé@nshe vast coping literature,
it is in regard to the distinction between the two basiping strategies; problem-focused and
emotion-focused coping strategies. In general, thengoliterature defines problem-focused
coping strategies as those that refer to a task oriemi@.g., strategies directed at managing the
source of stress), while emotion-focused coping stiegegefer to a person orientation (e.g.,
strategies directed at managing emotional reactionstressful situations) (Parker & Endler,
1992; Sullivan, Mikail & Weinshenker, 1997). Billings and Moos (19§i4¢ examples of both
coping strategies in their coping assessment measute,itefbs indicating problem-focused

coping including ‘talk with friend about the problem’ and ‘maddan of action and followed it’.
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Items indicating emotion-focused coping include: ‘took it oo other people when | felt angry
or depressed’ and ‘tried to see the positive side ofithat®n’ (Billings & Moos, 1984). The
findings of research assessing both the general papulatid those with chronic iliness, have
suggested that the use of emotion-focused coping strategiesssociated with higher levels of
distress (Billings & Moos, 1981; 1984; Bombardier, D'Ami&oJordan, 1990; Coyne, Aldwin &
Lazarus, 1981; Holahan & Moos, 1987; Revenson & Felton, 1988eri3tiel & Keefe, 1983;
Sullivan & D’Eon, 1990; Thompson, Gil, Abrams & Phillips, 1992vhile the use of problem-
focused coping strategies are associated with lowelsl®f distress (Keefe et al., 1987; Lazarus,
1993; Revenson & Felton, 1989; Sullivan et al., 1997).

In line with these results, Pakenham, Stewart and Rdd6&y) found that individuals
employing problem-focused coping demonstrated better adjustimen diagnosis of MS than
those using emotion-focused coping strategies. Howéwveyst be noted that not all research
into MS agrees with the two broad categories of comtrgtegies, with some researchers
suggesting that each category contains subtypes of cofpatggses not necessarily correlated
with one another (Arnett et al., 2002; Carver, ScheiekV&intraub, 1989). When looking
specifically at emotion-focused coping strategies, aruatypes of such, both cross-sectional
(Eklund & MacDonald, 1991; Mohr et al.,, 1997; O’Brien, 1993) andgiudinal (Aikens,
Fischer, Namey & Rudick, 1997; Pakenham, 1999) studies on MS fhawne that passive
avoidant emotion-focused coping strategies (e.g., wishinking, self-blame and avoidance) are
related to poorer outcome, while approach oriented emfimrsed coping strategies (e.g.,
acceptance) are linked with better adjustment to living Wi® (Brooks & Matson, 1982).
Although not looked upon as favourably as problem-focused gopmotion-focused coping is

not necessarily related to poorer adjustment in MS (MGloodkin, Gatto, & Van der Wende,

78



1997), and may indeed include coping strategies useful to thageoded with a chronic
condition.

People with MS may use both problem-focused and emotionséd strategies when
dealing with a disease related stressful event (Jean| & Beatty, 1999). It has been
documented however, that PwMS are more likely to use em@@@ised coping strategies than
problem-focused coping (Livheh & Antonak, 1997; Mohr & Cox, 200This use of emotion
focused coping may be the result of PwWMS having fewoaptifor altering the course of their
disease (Livheh & Antonak, 1997). Pakenham (2001) suggests thaffdtts of different
coping strategies will vary between individuals accordmdylS-related illness and psychosocial
factors. A review of the coping literature demonssdhat it is too simplistic to label one coping
strategy as necessarily better than another, and @atfatinotion and problem focused strategies

need to be considered when looking at successful adaptatédiagnosis of MS.

4.4.2 Coping Appraisal

Coping appraisal is defined by Lazarus and Folkman (1984) agratice evaluative
process reflecting an individual's subjective interpretatof a stressful event. Events are
appraised in terms of their potential threat to the idd&il, the challenge faced by the individual
in managing the threat, and the possible control t&vidual has over the threat (Lazarus &
Folkman, 1984). Adaptation to MS is likely to be negativefjuenced if, through appraisal of
the diagnosis, MS is viewed as threatening, uncontrollabtfor a potential threat to self-
identity (Pakenham, 1999). Pakenham (1999) suggests that suppraisa of MS is likely to
generate stress that may exceed the coping resowa#gbée to the individual. Few studies
have examined the relationship between the subjective isplpod stressors associated with a

diagnosis of MS and adjustment to the condition.wekler, an individual's appraisal of MS as
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‘highly threatening’ has been found to be related to higbeels of distress in two studies
(Pakenham et al., 1997; Wineman, Durand & Steiner, 1994). 8iymilae appraisal of MS as
‘creating high levels of iliness uncertainty’ has ate®n found to be related to higher levels of
distress (Wineman, Durand & Steiner, 1994). As a diagradfdVIS can be appraised as stressful
or highly threatening, and can be a contributor to high $egéldistress or illness uncertainty
within individuals diagnosed with MS, it is important tcaexne the types of resources PWMS

report as being of assistance (or hindrance) to theingapith the diagnosis.

4.4.3 Coping Resources

Contemporary research on stress and coping has evetwedplacing an emphasis on
individuals’ deficits and vulnerabilities, to placing incse® emphasis on individuals’ adaptive
strengths, resources, and capacity for resilience arsbmed growth in the face of challenge
(Holahan & Moos, 1991; Holahan, Moos, Holahan & Cramkil999). Considered to be
relatively stable characteristics of an individual's emwiment, coping resources refer to what is
available to individuals as a response to their appraishe stressor (Moos & Billings, 1982).
In attempts to explain the relationship between theetboping variables (appraisal, strategies,
and resources) and adjustment to chronic illness, tvesnalive models have been proposed
(Pakenham, 1999). In the main effects model, an individsabgective appraisal of stressors,
their coping resources, and coping strategies, all rdirect and independent effects on
adaptation (Aldwin & Revenson, 1987; Cohen & Wills, 1985). ralively, in the stress
buffering model, an individual's coping resources and copiradegjies work together to buffer
against the negative consequences of what is appraised ydiidual as a low to moderate

stressor (Finney, Mitchell, Cronkite, & Moos, 1984). pBiy resources serve to promote the use
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of adaptive coping strategies, whereas a lack of copingine=® may instead foster the use of
other less adaptive coping strategies (Lazarus & Folkaz84).

On examination of the literature regarding the coping ressuavailable to individuals
during stressful periods, the most frequently mentionedureges include an individual's use of
social support (Billings & Moos, 1984; Pakenham, 1999), eagetoetske control of certain
aspects of the disease (Armstrong-Stassen & Cam2003, Sullivan et al., 1997), and the use
of positive thinking or optimism (Sullivan et al., 1997).uc8 resources provide valuable
assistance in coping with stress both by moderatinglitihe between stress and potential
psychopathology, and by directly or indirectly influergcthe level of distress (Cozzarelli, 1993).
These key coping resources, which may be involved in tegsign individual to adapt
successfully to a diagnosis of MS, will be exploredhel These three areas of interest have also
been selected for examination as they are representdtitieroes that have been identified by
PwWMS in their own words in previous qualitative studieokiMet al., 1999; Russell, White &

White, 2006; Sullivan et al., 1997).

4.4.3.1 Social Support

Weinert (1987) suggests that interpersonal relationships &y factor in promoting
good physical and emotional health. Supportive socialioakttips have also been found to be
beneficial for those experiencing ill health or a decimphysical functioning (Mishel & Braden,
1987). Within the stress and coping paradigm, social sugacttrs (e.g., informal social
networks and relationships with partners and family menlzees identified as resources for
managing stress and maintaining health (Billings & Md884). As PwMS have numerous

social support needs at diagnosis as well as throughewourse of the illness (Kraft, Freal, &
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Coryell, 1986), the use of social support as a coping resbasceeceived the most attention in
the MS literature on coping resources (Pakenham, 1999).

There is support for both the main and buffering effeadets of social support (Aldwin
& Revenson, 1987; Cohen & Wills, 1985). Pakenham (1999) suggestthéne is mounting
evidence to indicate that the size of an individualsi&metwork has a direct relationship with
the psychological well-being of PWMS, whereas the gualr supportiveness of that network
may have a mediating effect, by working to buffer tlaenful effects of stress on well-being
(Cohen & Wills, 1985). Consistent with research intleeotchronic illnesses, it has been shown
that a greater amount of social support is related terbatljustment to MS over time (Long &
Miller, 1991; Wineman, 1990). While current research may peowthple evidence of the
benefits of social support as a coping resource for pdwplg with MS for many years, the
identification of social support as being of assistancenWPwMS are attempting to cope with the

diagnosis in the first 12 months, has not yet beparted.

4.4.3.2 Optimism/Positive Attitude

In simple terms, optimism reflects an expectation gwid things will happen (Chang,
2001). Fournier, de Ridder and Bensing (1999) depicted optimigravasg a multidimensional
structure encompassing three components; positive out@xmectancies, positive efficacy
expectancies and unrealistic positive thinking. Concepealby Lazarus and Folkman (1984)
as a coping resource, optimism is thought to precedenfindnce the use of coping strategies,
which in turn mediates the response to a stressfukgative event. When reviewing health
related research, optimism has been shown to haveittvpadfect on the adaptation to acute
medical stressors such as early breast cancer sy@aryer et al., 1993) and coronary bypass

surgery (Fitzgerald et al., 1993; Scheier et al., 1989). Wltpsuch surgeries, those with higher
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levels of optimism showed an improved sense of wetida@nd a reduced number of reported
physical symptoms than those with lower levels of optim{€arver et al., 1993; Fitzgerald et
al., 1993; Scheier et al., 1989).

A growing number of studies have also demonstrated thahispt plays a significant
role in adaptation to chronic disease (Fournier, de Ri&dBensing, 1999; Pakenham, 1999).
For example, people with rheumatoid arthritis (BrenMelamed, & Panush, 1994), Parkinson’s
disease (Shifren, 1996) and breast cancer (Carver, d988; Epping-Jordan et al., 1999) who
show high levels of optimism have reported better psymtialsand physical functioning. The
studies of women with breast cancer by Carver et al. (1888)Epping-Jordan et al. (1999)
highlight optimism as having both direct and indirect {pasieffects upon well being.

It has been suggested that being optimistic may be ofadfgeenefit to PwMS (Barnwell
& Kavanagh, 1997; de Ridder, Schreurs & Bensing, 2000; Fournar, 2003). Barnwell and
Kavanagh (1997) found that optimism acted as a positivagoeaf psychological adjustment
to MS, and a number of studies have found optimism taebatively related to depression in MS
(Buelow, 1991; Fournier et al., 1999; Gold-Spink et al., 2000; de Retdd., 1999Shnek et al.,
1995). Indeed, Gold-Spink et al. (2000) found a strong negatieeiassn between optimism
and depression for PWMS, together with a negative agsmtibetween levels of optimism and
illness uncertainty. Fournier et al. (1999) found that evkilere were no associations found
between optimism and physical health or impaired mgbtitiptimism was negatively associated
with depression. Not surprisingly, Gold-Spink et al. (20@@gest that these findings may be
due to the tendency of optimists to think positively and exfa@ourable outcomes.

Optimism as a coping resource is believed to positivélyence an individual's ability to
handle the potential stress created by a diagnosiscbfonic illness (Lazarus & Folkman,1984;

Moos & Schaefer, 1982). Indeed, cognitive adaptation theory gargat individuals may not
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only try to remain positive, but may search for meaninthe experience, and engage in self-
enhancement, or find ways of feeling good about oneself (Ta&y883; Taylor, Kemeny & Reed,
2000). In attempting to adapt to the diagnosis, PWMS maavor to identify the benefits
inherent in facing such a challenge. Whether through nmaimg¢aa positive attitude, or being
able to find benefits of the experience despite the deignPwMS may be able to reduce the
stress associated with such a diagnosis. Park and Folki887) proposed that in stressful
situations where the individual has little to no contsakh as dealing with a diagnosis of MS, the
negative effects of the stress caused by diagnosisbmdyffered by the individual's personal
outlook on the situation. Having a positive attitudedigplaying optimism following diagnosis,
IS a coping resource that may assist PWMS in the I2smonths to adapt to a diagnosis, but it

has not yet been thoroughly explored.

4.4.3.3 Taking Control

For many, the onset of a serious illness brings witluise to reflect upon the ‘story’ or
meaning of one’s life, seek answers to existential questjorioritise values and goals, and take
control of personal matters, in the face of a diagnthat could not be controlled (Candib, 2004;
McAdams, 1993; Miller, 1997; Russell, White & White, 2006). Thacept of taking control
over personal matters, together with concepts suchlfas\astery and self-esteem, is related to
the construct of self-efficacy (Airle, Baker, Smith ¥oung, 2001). According to Bandura’s
social cognitive theory, self-efficacy refers to aniwdlal’'s belief in their ability to overcome
specific challenges (Bandura, 1989) such as a diagnosis of W8ile closely related, the
concepts of self-efficacy and taking control differtivat self-efficacy refers specifically to an
individual’'s belief in their ability to overcome specific challengesi &aaking control refers to the

actionstaken by an individual to overcome the specific challenges.
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MacLeod and MacLeod (1998) found that people with the degeremisorder of MS
were found to have lower levels of self-efficacy thlamse with a chronic but stable disorder such
as spinal cord injury. This may be because the opportsifitieindividuals to take control over
current or future events in the case of MS appear leas cut due to the unpredictable nature of
the disease (MacLeod & MacLeod, 1998). PwWMS may alsmhéicted by attempts to balance
their need to take control over their lives, with tieed to collaborate with, and take direction
from, their health professionals on the ongoing and pgssitdnging treatment of their disease
(Reid, 1984). The absence of definitive directions on treatraf MS by medical professionals
may also contribute to the uncertainty and lack of cbrgxperienced by a person newly
diagnosed with MS. It must be noted here that Rotiba\Meisz and Snyder (1982) suggest that
surrendering control of certain aspects of disease mamage(such as therapy decisions) to
powerful others can be adaptive, and may assist indigdisalcope in situations where few
opportunities for personal control are available, sushdealing with a diagnosis of MS.
Nevertheless, there are certain areas where peofitechwionic illnesses may attempt to take
control over a number of disease related issues,ilootig to their successful adaptation to the
diagnosis (MacLeod & MaclLeod, 1998).

In the case of MS, opportunities to take control ontenatthat may assist adaptation to
diagnosis include: obtaining information and knowledge efdisease, disclosing the diagnosis
to others, making practical changes to facilitateatffe symptom management, changing diet
and/or exercise regimes, and prioritising time for éédflinek, 2005). As a coping resource,
taking control is associated with increased psychosaa#ibeing in PwWMS independent of the
type of MS, severity and extent of the disease progesgsical disability, and fatigue (Airle,

Baker, Smith & Young, 2001; Devins et al., 1993). The ideatiimn of an individual's
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eagerness to take control of matters that may askgtation to diagnosis in the first 12 months,

has not yet been reported.

4.5 Factors that Hinder the Adaptation to Diagnosis

Coping resources, such as social support, optimism, amdyteéntrol of disease related
matters, lie within the enormous array of factors timay assist successful adaptation to a
diagnosis of MS. There exists a similar enormityaators hypothesised to hinder adaptation to
a diagnosis of MS, as some PwWMS do not adapt as weltlers (Pakenham, 1999). It is of
equal importance to identify the factors that may hindsnvell as those that may assist, in an
attempt to prevent or reduce the maladaptive effect tlayhave on an individual's coping. As
mentioned previously, factors such as physical symptomsl lef disability, cognitive
impairment, and fatigue may work to either assist ndén an individual's successful adaptation
to diagnosis. However, only considering medical variabtess not explain differences in post
diagnosis psychological functioning, whether positiveegative (Mclvor et al., 1984; Rudick et
al., 1992; Walsh & Walsh, 1987; Zeldow & Pavlou, 1984). Whentifyamg factors that may
hinder successful adaptation to a diagnosis of MS, psygicaloand social variables must also
be explored (Pakenham, 1999; VanderPlate, 1984). Such variatdiiding coping strategies,
may hinder adaptation to diagnosis and have been mentibogd a the discussion on factors
that may influence adaptation. For the purposes ofutrertt study, two factors that may hinder
the successful adaptation to a diagnosis of MS withtmored below. First, denial or avoidance
of disease is examined, as denial can be considered a ptaladeoping strategy (Mikail &
Weinshenker, 1997; O’Carroll et al., 2001). A second factar thay hinder the successful
adaptation to diagnosis is then explored. This is awitheal's perceived lack of understanding

from others following diagnosis, or others’ unhelpfutitades. As in the case of coping
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resources that can assist adaptation, an individual'epigoa of others’ lack of understanding of
their diagnosis can also potentially be modified estuced by health professionals following a
diagnosis of MS. Therefore an increased understandindenial and avoidance, and the
perceptions of the lack of understanding of others, ag)ld@ndrances to successful adaptation
over the first 12 months following diagnosis, may stskealth professionals in their work with

those newly diagnosed.

4.5.1 Denial and Avoidance

Historically, an individual's denial of an illness, or ithavoidance of disease-related
information or changes, has been viewed by the literasir@ maladaptive construct that holds
up healthy adjustment to a diagnosis of a chronic illnéssgr, 1974; Kortte & Wegener, 2004;
Mikail & Weinshenker, 1997; O’'Carroll et al., 2001). Howeveithin the coping literature
denial has, at times, been viewed as somewhat of an adaptveseful strategy to cope with a
diagnosis of a chronic illness (Shontz, 1975). Shontz (1&#®idered that denial of disease can
prevent the individual from becoming overwhelmed withgtress of iliness onset and the threat
of disability in the days following the diagnosis. histway, denial may be seen to function as a
regulating mechanism allowing for the gradual managemerat pérceived threat (Horowitz,
1976; Roth & Cohen, 1986; Shontz, 1975; Sullivan et al., 1997).

In the early stages following a diagnosis of MS, deoalld provide the individual with
the necessary time to assimilate threatening infaomadbout illness and disability, consider
alternatives for coping, and adapt to the situation adl ljgortte & Wegener, 2004; Sullivan et
al., 1997). Indeed, Sullivan et al. (1997) found that bothdavee and denial strategies were
associated with reduced likelihood of depression immeglidgdbwing a diagnosis of MS. A

form of denial known in the literature as ‘reinterpretitite medical condition’ (Kortte &
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Wegener, 2004) is where individuals reinterpret or refrémemeaning of an illness related
event in an attempt to reduce the personal threateio hiealth. An example of this is ‘I will
walk again so | need to work really hard in rehab to nthaehappen’. It is this reinterpretation
form of denial that is often associated with optimisna anore positive outcomes, providing
support to the notion that denial of illness can, in smis@Nces, be of assistance to adaptation to
illness (Kortte & Wegener, 2004; Lazarus & Folkman, 1984; Leenal., 1987; Prigatano &
Klonoff, 1998; Suls & Fletcher, 1985). However, attribgtokenial strategies with positive and
healthy long term outcomes, contrasts with the madelw held belief that avoidance and denial
are maladaptive methods of dealing with stress (e.g.,t&K&tWegener, 2004; Lazarus &
Folkman, 1984; 1986). Although consideration must be given tayhe of denial being
presented, avoidance and denial strategies are not hédpfah individual’'s coping if such
strategies impede activities that promote general wellbeing.

A discussion of denial within the context of illness maacapsulate behaviours that
range from complete denial that a medical conditioatexto selective denial of, or resistance to,
the implications of the condition for daily functioni (Kortte & Wegener, 2004; Prigatano,
1988). Recognised as a multidimensional construct, KorteN&egener (2004) identified two
subgroups of denial: complete and partial. Complete denianofilness is shown by an
individual asserting a belief that no serious medical prold&ists, or that complete recovery is
imminent (Kortte & Wegener, 2004). An example is ‘1 da have multiple sclerosis... the
doctors are wrong’. In the case of the second subgpaurpal denial of an illness is exhibited by
an individual indicating a deliberate reluctance to ackndgédethe impact that an illness may
have on daily life, even though there is expressed knm&l@and acceptance of the presence of
the medical condition (Kortte & Wegener, 2004; Prigat&n&lonoff, 1998). ‘I know | have

MS, but it won't affect my lifestyle’ is an exampdé partial denial as exhibited by an individual
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with MS. Kortte and Wegener (2004) consider that thetavoidance is used to describe
“verbalizations, behaviors, and coping strategies aimedo@nplaying, negating, or showing
resistance to recognizing the impact of the medicadliton” (p.195). An example of avoidance
is ‘1 do not need to seek out information/tell peoplewbMS because it is not going to affect
me’. Both complete and partial denial of illness, adl a® avoidance as outlined above, are
generally viewed throughout the literature as negativeatadaptive constructs that keep healthy
adjustment from occurring across the illness procegs @reer, 1974; Kortte & Wegener, 2004;
Mikail & Weinshenker, 1997; O’'Carroll et al., 2001).

Sullivan et al. (1997) suggested that denial can move from be&ingssistance, to a
hindrance to adaptation if it compromises iliness prevardr health promoting behaviours (e.g.,
positive lifestyle changes such as compliance with ragidic or dietary changes), interferes with
adaptive behaviour (e.g., refusing equipment or home matidits to manage change in
mobility), or contributes to an increase in the frequyeor intensity of intrusive thoughts (Mullen
& Suls, 1982; Roth & Cohen, 1986; Suls & Fletcher, 1985)thclgh denial may serve a
psychologically protective function for the first fewydaor weeks immediately after diagnosis, it
may also impede adaptation and participation in rehamlitactivities in the longer term (Kortte
& Wegener, 2004; Mikail & Weinshenker, 1997). An individualck@owledgement of the
presence of denial in the first 12 months following diagnbas not yet been explored within the

MS literature.

4.5.2 Unhelpful Attitudes of Others/Perceived Lack of Understandi@ghers
While family members, friends, colleagues and health pstdeals are able to assist an
individual with MS to cope by providing support following diagispsthey also have the

capability of acting as a hindrance to the coping effort¢hef PwMS (Baker, 1998). The
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unhelpful attitudes of others include dismissive, judgmeotahegative attitudes that become
apparent through comments or actions directed at or &@®wMS. An individual's perceived
lack of understanding from others is a different yadated construct to the actual unhelpful
attitudes of others. An individual with MS may perceiatta family member, friend, or
colleague lacks an empathetic understanding of MS, syngpty other disease related factors.
This perception, whether accurate or misguided, can bendetal to the PwMS who is looking
for a supportive social environment when attempting to adagbiet diagnosis of MS. While the
unhelpful attitudes of others may not be easily changettdwMS, an individual’'s perception
of, or response to, others’ attitudes may be alte¥®dh the assistance of psychologists or other
health professionals, individuals with MS may be ablertgage in therapies such as cognitive
behavioural therapy, to reframe the perception theyl ludl others’ attitudes, or their own
responses to these perceived attitudes. Examples af'otimhelpful attitudes (which may be
real or perceived), and their impact on PWMS shortlgratiagnosis, are explored below under

the subheadings of family/friends/colleagues, and headtfessionals.

4.5.2.1 Family/Friends/Colleagues

A friend or family member’s denial of, or failure to ackvledge, the presence of MS can
become an external barrier to the PwMS seeking irdtiom, disclosing diagnosis or, in some
cases, accepting treatment (Baker, 1998). In a qualitstivdy on managing the stigma
associated with having MS in social networks, Grytten andeida (2005) found that PwWMS
experience a sense of feeling more ill than they wouldllysif they perceive that those in their
social networks are ignoring them because of their dsign or are overemphasising the

presence of MS. PwWMS may perceive that they are beingdudgeterpersonal encounters, and

90



may find it more difficult to cope or adapt to their gh@sis if they are also attempting to
counteract stigmatising experiences in social relatipsgGrytten & Maseide, 2006).

When looking at interpersonal relationships in the wodeglgeople with chronic illness
are often concerned about disclosing their illness tio émeployer or colleagues because they are
worried about co-workers responding negatively to them. addition, anxiety about being
subjected to potential acts of discrimination basech@mrmation disclosed about an illness may
also be cause for concern. Harden, Kossoy, VeraNakalov (2004) looked at reactions to
epilepsy, MS, and depression, in an attempt to deterthmecharacteristics of epilepsy that
produce avoidant behaviour in the workplace. While partitgpdid not report high levels of
worry about the possible unpredictable behaviour of PwM8epression (a concern that was
reported for people with epilepsy), MS was perceived agn a greater effect on job
performance than depression or epilepsy (Harden et al.,.26}en et al. (2004) propose that
the visibility of an illness, or perceived physical disiépilmay lead coworkers to believe that a
chronic condition such as MS will have a negative impacjob performance. Further, Harden
et al. found only 40-50% of participants felt comfortablkitg about the illness with their co-
worker, working on a project together, sharing an offieegating lunch together, regardless of
whether their coworker had MS, epilepsy or depressitarden et al.,, 2004). This clearly
indicates that PWMS (as well as those with epilepsg depression) face the potential for
encountering unhelpful attitudes in the workplace. Tha fef stigma, or an individual's
perceived lack of understanding from others, may produce mmpgoncern about how open and
honest they can be with coworkers, and how confident ¢th@ybe in their appropriate career
progression. The unhelpful attitudes of family, frieratsd colleagues, and the barriers to
disclosure, honesty and support that may result, may harderdividual’'s successful adaptation

to diagnosis.
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4.5.2.2 Health Professionals

In reviewing the available literature, it is not surpristhgt health professionals’ use of
empathy and a caring, positive attitude has been founddbdssistance to PwMS (Hainsworth,
1993). Similarly, when health professionals convey a pestsc attitude about the disease
prognosis in their communication with a person with @gle condition, a sense of hopelessness
about the situation may be developed by the individual beiegted (Carter, McKenna,
MacLeod & Green, 1998).

Carter et al. (1998) investigated the differences betwealthh@rofessionals’ responses to
PwMS and people with motor neuron disease (MND). tHgabfessionals involved in the study
had lower confidence levels in their ability to care hoose with MND and higher confidence
levels in their ability to care for those with MS hig discrepancy in confidence level was partly
due to the health professionals’ feeling that they had nwreffer PWMS while reporting a
reduced ability to convey hope to people with MND, contiity to their increased levels of
negativity toward this population of patients. HowevehjlevCarter et al. (1998) found that
health professionals generally demonstrated more positikedes towards those with MS than
to those with MND, conveying hope to PWMS was also regpbds difficult. There were a
number of reasons given for why health professionalsdfdudtifficult to convey hope to PwWMS.
These reasons included the unpredictability inherent indbese of MS and the incurable nature
of the disease. Health professionals also identifieet PwMS experiencing progressive
disability, changes in cognition, and problems adjustingpeéa diagnosis, were more difficult to
cope with than PwMS not experiencing such things (Cattal, 1998).

Working with PwWMS may present a number of challengeféaith professionals. These

challenges may negatively affect health professiorati#udes toward PwMS which may, in
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turn, have a negative effect on an individual's satigfaovith their health professional. Counte,
Bieliauskas, and Pavlou (1983) reported that psychosocigtatgnt to MS is largely influenced
by an individual's satisfaction with their physicianf health professionals engage in poor
communication skills or display a negative or unhelpftiitate when working with a PwMS, the
health professional-patient relationship may be adveedédgted (Counte et al., 1983). Just as a
health professional's empathetic and caring attitude saistain an individual's adaptation to
MS, the negative attitudes of health professionals wgrkith PwMS can act as a hindrance to
adaptation (Carter et al., 1998).

There are a number of factors that may serve to hinolerassist, an individual's
adaptation to a diagnosis of MS in the 12 months followliagnosis. Coping resources, such as
social support, optimism, and taking control are amongfab®rs that may assist adaptation,
while an individual’'s denial of an illness and the unhelpttitudes of others (perceived or real)
may hinder adaptation. All psychosocial factors disediss this chapter, whether potential
hindrances or assistants to adaptation, have the abiliig modified, enhanced, or reduced, with

the assistance of health professionals such as psgistsl

4.6 The Difficulty in Assessing Adaptation Following a Diagnosis
The bulk of previous research on adaptation to a chrdne&sg has required participants
to complete a battery of self-report standardised unsnts with a focus on psychosocial
variables such as coping strategies (Antonak & Livneh, 1985siBg, Schreurs & De Ridder,
2002; Hulsman, McNulty, Livneh & Wilson, 2004; Wineman, 1990). Hwsv, reliance on
checklist measures to assess coping, or other variddaledyeen the target of pointed criticism
(Stone, Greenberg, Kennedy-Moor, & Newman, 1991; SullivaDd'Bon, 1990; Sullivan et al.,

1997; Tunks & Bellissimo, 1988). For example, Stone e{1891) argued that many of the
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items included in standardised measures of coping argppiitable to many of the stresses that
individuals experience. It has also been argued that l$teckping scales frequently contain
items that are confounded with symptoms of depression tbndering observed relations
between coping and depression difficult to interprearftetn, Danoff-Burg, Cameron, & Ellis,
1994; Sullivan & D'Eon, 1990). While recognising that the uspsgthological measures and
standardised instruments is very important, and defirlitadya place in research on adaptation in
MS, the currently available instruments have a clemud on coping strategies and little
examination of coping resources. Such instruments latdo inquiry into participants’ own
subjective experiences and the resources they identlfgiag of assistance when attempting to
cope with a diagnosis of MS. An examination of wpaitticipants themselves identify as coping
resources, or what was of assistance, or a hindramd¢beir coping following diagnosis would

provide an important addition to the MS literature.
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CHAPTER FIVE

K ey DEMOGRAPHIC VARIABLES

AND JUSTIFICATION FOR CURRENT StuDY

5.1 Overview of the Chapter

A number of psychosocial factors that may play a ioladaptation to MS in the first 12
months following diagnosis were discussed in the previbapter. These included three factors
identified as being of assistance to adaptation, andaetors that may be considered hindrances
to adaptation. All five factors were linked by their poi#rito be modified with the assistance of
health professionals such as psychologists.

In this chapter, three factors that are unable to befimddy health professionals are
examined. These are the key demographic factors of gaswertry of birth and type of MS.
While these cannot be changed, such factors may influetaggadion or engagement in post-
diagnosis behaviour and lifestyle changing activitiedofahg a diagnosis of MS. Thus, an
understanding of these factors may assist health profedsiin the appropriate targeting of
services and support. This chapter also outlines theigasioih for the current study, and
includes a rationale for combining qualitative and quantitatieéhadologies, and for using an
online gquestionnaire. Finally the importance of the curstmtly for health psychologists and

health professionals is explained, before the reseanth are presented.

5.2 Key Demographic Factors that May Affect Adaptation to Diagnosis
There have been many demographic factors describecoamghoed in previous research

on medical, psychological or social variables relévanthe field of MS. For example, an
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individual's age, gender, birthplace, marital status, eympémnt status, type of MS, and level of
disease severity (measured by the Expanded DisabilitysS&dale, or EDSS) (Kurtzke, 1983),
have all been investigated across studies ranging fromlogioa research to epidemiological
exploration (e.g., Burks et al., 2002; Dyment, Sadnovich &§b1997). While demographic
variables cannot be modified by psychologists or othaltth@rofessionals, an understanding of
whether such factors impact on an individual’'s adaptatoa diagnosis to MS, and the role they
may play in post-diagnosis behaviour and lifestyle changutiyiées is warranted. This
exploration is justified as an understanding of the deapdgc variables associated with MS can
assist in the accurate targeting and provision of servg®eople with MS. When exploring
post-diagnosis behaviour and lifestyle changing activitiesee key demographic factors are
apparent. These are gender, country of birth, and typeSof Whe rationale behind choosing

each for examination in the current study is describé&moe

5.2.1 Gender

There is a clear gender discrepancy in the prevalendSpfvith two to three times more
women diagnosed with MS than men (Eeltink & Duffy, 200Fhis gender divide not only has
implications for epidemiological research and stud®s the cause and treatment of MS, but it
may also have implications for research examining-gaginosis behaviour, and the provision of
information and services targeted toward the MS populati¢hile there are conflicting reports
in the literature with regard to gender differences irustdjent to chronic iliness, there are a
number of well known gender differences that may beidered relevant to a study of behaviour
following a diagnosis of MS.

One such gender difference may be that women and rpaEmience different emotional

responses when presented with similar situations, withemom@porting more intense emotional
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experiences than men (Vrana & Rollock, 2002). Hopman €2@0D0) argued that while women

experience the greatest emotional impact at the tinleesr diagnosis of MS, men experience a
greater level of emotional deterioration than womeerdime, in line with disease progression.
This difference may contribute to variations in behaviexiibited by men and women in the

first 12 months following diagnosis, and indeed, over thesmof their MS.

A second gender difference may be found between men'wamen’s identified level of
social support. Social support is known to affect heafil health outcomes in the general
population as well as in those with MS (Billings & Mod$84; Mishel & Braden, 1987), and
women may be more likely to have stronger and wid@iabsupport networks than men
(Dalgard et al., 2006), at the time of diagnosis. Ddgffeles may also exist in men’s and women'’s
likelihood to seek social support, or additional social supdoliowing diagnosis (Norberg,
Lindblad & Boman, 2006).

The distinct life issues that may be experienced by arh women at the time of
diagnosis may constitute a third gender difference rateiena study on behaviour following a
diagnosis of MS. As MS is usually diagnosed betwdmndges of 20 and 40 years of age
(Calabresi, 2004), different life issues may exist fonmed women at the time of diagnosis. In
2003, 30-34 year old women in Australia had the highest fentdite, followed by the 25-29 year
old age group (Australian Bureau of Statistics, 2005). Fgrtilites are likely to influence
employment status among these age groups, as women oafeegeoups may be more likely to
be working in the home as full time parents at the thdiagnosis, while more men may be in
full time paid employment. This possible discrepancy mpleyment situation and other life
issues between the genders may impact the post-diagbhes&viour of men and women

differently.
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Looking very specifically at MS, there are also gendéemdinces observed between the
different subgroups of the disease. While there ane rigonales than males in the general MS
population with a ratio of approximately 3:1 (Orton et 2006), there are more males diagnosed
with primary progressive MS than females, with a rafid.3:1 (Dujmovic et al., 2004). The
gender difference apparent in the subgroups of MS calls &dose examination of the potential

confounding effect these factors may have on post-digghebkaviour.

5.2.2 Country of Birth
Country of birth is another demographic variable that play a role in an individual's
engagement in post-diagnosis behaviour and lifestylegihguactivities following a diagnosis of
MS. It is clear that there are a number of factgspaiated with an individual's country of birth
that may affect their likelihood of being diagnosedwiitS, as the prevalence of MS is greater in
some countries than others. A large Caucasian populatlbaffect a country’s prevalence of
MS as MS affects more Caucasians, or people of Europegin, than any other racial group
(Williamson, 2006). A country’s geographical zone, as desdrby Kurtzke (2000), will also
affect the prevalence of MS with countries such as @anaorthern USA, south eastern
Australia, New Zealand, and most countries in Europsidered to be within a high frequency
geographical zone for MS. While migration from one couttr another before the age of 15
years may change the risk of developing MS (Gale & Marty995; Kurtzke, 2005), data on
international migration only exist for a small numbéicountries (United Nations Department of
Economic and Social Affairs/Population Division, 2004) @&nthn be assumed that the majority
of people do not immigrate from their country of birfhherefore looking at country of birth as a
demographic variable of interest is appropriate given theatrgeographic zones and ethnicity

have on MS population numbers.
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Combined with the differences between countries in itedifood of being diagnosed
with MS, there may also be differences between ctsin the post-diagnosis behaviour of
those diagnosed with MS. There are two main reasdns country of birth may affect an
individual’'s post diagnosis behaviour. First, the heattivises available to people with MS
across the world differ enormously in cost and accdigitBurks et al., 2002). The availability
of diagnostic equipment, medication and psychosoemrlices for people with MS may differ
dramatically depending on the birth country of the pergiim MS. Second, cultural differences
may affect any number of post-diagnosis behaviours incluainigdividual’s level of comfort in
disclosing the diagnosis to family, friends and empisyéheir choice to take medication, and
their ability to seek up to date information about MS. M/kainumber of demographic variables
related to geography could be of interest in a study o&wetr following diagnosis, such as
country of residence at time of diagnosis or counfriesidence at time of study participation,
the variable of country of birth is the variable that enpasses the likelihood of developing MS

as well as the differences in culture and service pamvisi

5.2.3 Type of MS

As discussed in chapter 2, the exact number of subgrompaireed within the definition
of MS remains somewhat contentious. The five subgroupges of MS that will be discussed
in this thesis are Benign, Relapsing Remitting, Primapgkssive, Secondary Progressive, and
Progressive Relapsing. There can be marked differeetegsdn these types of MS on a number
of levels. First, each type of MS can exhibit différeates of disease progression. For example,
people with Benign MS have a low relapse rate with good eegolvom disability between
relapses (Burks et al., 2002). On the other hand, peotiidPnimary Progressive MS experience

a progressive loss of functioning from the disease b(Baks et al., 2002). Such apparent
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differences between types of MS may lead to differemecehe psychological impact a diagnosis
of a particular type of MS can have on the individaal] therefore the behaviours exhibited by
people with different subgroups of MS, in the first 12 rherfbllowing diagnosis.

Just as disease progression can vary between typdS,ofhe experience of symptoms
and visibility of illness may also vary across the sabgs. The types of treatment offered will
differ depending on the type of MS diagnosed, as welthasindividual's ability to access
medication. The differences between the types ofwtich may determine disease progression,
visibility of illness and accessibility to medicatiomay contribute to differences in post-
diagnosis behaviour. As mentioned above, gender andfyd& are confounding factors, with
apparent gender differences identified between the typ&Sowith males more likely to be
diagnosed with Primary Progressive MS than femald® gender differences between the types

of MS may also contribute to differences in post-diagnhbshaviour.

Demographic variables such as gender, country of birthtygedof MS cannot be altered
or modified by an individual with MS working with a psychgist or other health professional.
Nevertheless, such variables and their relationshipn Wwihaviours and lifestyle changing
activities following a diagnosis of MS require understagdso that the targeting and provision

of services to people with MS can be carried out astefédg as possible.

5.3 Justification for Current Study
In earlier chapters, MS and common behaviours thateaexhibited leading up to and
following a diagnosis of MS, were described. It waglent from extensive literature searches
that very little previous research had been directeadtda) examining the experiences of people
prior to, or at the time of, a diagnosis of MS; ancexploring the behaviour of people with MS

in the first 12 months following diagnosis. This is despiost diagnosis behaviour, particularly
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in the form of information seeking, informational needsd the need for social support years
after the diagnosis, having been examined in severalestu@aker, 1996; Gulick, 1994;
Hepworth & Harrison, 2004; Janssens et al, 2003; Matson &KBrd®77; Stewart & Sullivan,
1982; Wollin et al., 2000). A broadening of post-diagnosis bebavesearch is now required to
look at other areas that may also be critical to adaptah the first 12 months following
diagnosis.

In the current research, the 12 months following diaign@as specifically examined, as
this time period is an important stage for the persogndised with MS (Janssens et al., 2003).
Straight after diagnosis a person with MS usually fee¢o build their knowledge of the disease
through available information and their own experiera@®elIS, shape their thoughts about how
the disease may impact on their lives (e.g., physicallgrpersonally, and financially), and build
relationships with health professionals and community bees (Koopman, Benbow &
Vandervoort, 2006). People newly diagnosed with MS maynitegdevelop important patterns
of behaviour and strategies for adaptation to diagnosisnamdgement of MS symptoms. While
these experiences will necessarily extend past thalidi# months following diagnosis, and a
person with MS may build on their knowledge of the ais&e continue to form relationships with
health professionals and incorporate MS into theirslivie first 12 months is of particular
interest given that this time period may demonstrate the individual will continue to approach
living with and managing MS in later years. Just astpesand adaptive strategies may be
established in this time period, maladaptive approaches togeuath the disease may also be
formed. It is likely that the first year following diagsis will include meetings with generalist
and MS specific health professionals where positive aodyative working relationships can be
developed. Thus, the first 12 months following diagnasisoth a crucial time for those with

MS, and a period that has been neglected by previous fe¢éanssens et al., 2003).
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A better understanding of people’s experiences, behavithwughts and feelings during
this first 12 months following diagnosis is vital for hégbrofessionals working with those newly
diagnosed. The importance of this study for healtlclpspgists and other health professionals

is discussed later in this chapter.

5.3.1 Rationale for Combining Qualitative and Quantitative Methodology

Some researchers (e.g., Patton, 1980; Reinharz, 1992) suggést thaultiple
methodological approach, combining both qualitative and gasimé data, is suited to research
undertaken in poorly understood areas as it contributegslaye information to a wider
understanding of the topic. Asking people with MS to shhedr thoughts about the post-
diagnosis behaviour and lifestyle changing activities #eyaged in during the first 12 months
following diagnosis is a new area of study. Themefdoth quantitative and qualitative data was
sought in the current research because of the desmertfully understand people’s experiences
prior to, and their behaviour following, a diagnosis of M3ualitative data were collected in the
form of written answers to open-ended questions.

Psychologists, amongst other scientists and resaramay hold the view that the only
valid research is quantitative and empirical (Banigeral., 1994). This emphasis on the
superiority of quantitative research may reflect a detgirprevent researcher interpretation and
bias (Banister et al., 1994), while maintaining distance dmdctvity. Indeed, qualitative
analysis may be seen as subjective and therefore alslee(iDey, 1993). Patton (1990) refutes
this with the counterclaim that distance does not guageaobjectivity, and Dey (1993) suggests
that the use of numeric data analysis is not suffi¢g@prevent bias.

Dey (1993) also suggests that qualitative approaches arefdessred by many

researchers as they necessitate the time-consunanggsrof immersion in, and familiarity with,
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the data. However, researchers are increasinglyd fagéh the dilemma that the often
reductionist techniques of quantitative analysis fail tovisle sufficient context for research
results to be meaningful in a ‘real world’ context (B&amnset al., 1994). On the other hand,
gualitative data enables a more thorough investigationtireaconstruct under review. This is
especially important if, as in the current researbb, underlying dimensions of the construct
have not been fully explored or reported in the litemtuConsequently, qualitative research may
go some way toward providing structure and explanationerahan pure description.

A combination of qualitative and quantitative methodolsggeuseful when researching
an area for which there is little previous researchHpowhich there is no theoretical framework
(Cohen & Manion, 1994; Reinharz, 1992), such as the explorafidrehaviour following a
diagnosis of MS. The amalgamation of both data ctdla techniques enables a more thorough
and richer exploration of not only what people diagnosigld MS did following diagnosis, but
also their thoughts on reasons behind their behaviour, @ceclof activities. This helps to
explore the factors that were important to participaiuang the first 12 months following
diagnosis. There now appears to be a trend towardminfgrpatients, and empowering people
diagnosed with a chronic iliness to take an active irothe management of their illness, but this
means that there is an accompanying need to carefully rexgte behaviours following a

diagnosis of MS, and the reasons behind them.

5.3.2 Rationale for Using an On-line Questionnaire
The number of computers connected to the internet woudi@ \was steadily increased
since its inception some 30 years ago, as government, atgord personal use has intensified
(llingworth, 2001). While young people comprise the larggstup of users, people with

disabilities and the elderly are currently the two fstsggrowing populations of internet users

10¢



(Atreja et al., 2005). The internet is now an excelledl for inexpensive and efficient
communication with individuals who are geographically distar are unable to travel easily.
Communication via the internet crosses time and spaceisa allowing people to choose a
place and time suitable to them, to respond to an efectquery, or to a research request. It also
provides a safe and convenient environment to a range of pkaplg around the world,
including those with disabilities, to participate in @sd.

The cost of an email or web based survey is estimateetaeen 5% and 20% of a paper
survey (Sheehan, 2001). This is because the cost of ameintbased survey decreases
significantly as the sample size increases. Webebaseveys are “easy for respondents to
complete, typically by selecting responses from predefistslor entering text in boxes and then
simply clicking a ‘submit’ button when finished” (MannS8tewart, 2000, p.70). Combined with
the benefits of being safe, convenient, and easy forcgamtits, conducting research via the
internet allows easy handling of data for the resesirak it does not require the transcription of
participant responses as the text is already provided.

The NUA internet survey in September 2002 found that a t6t@0%.6 million people
worldwide were online. However, access to the intersetinevenly distributed across the
world’s population: Africa — 6.31 million, Asia/Pacific — 184. million, Europe — 190.91
million, Middle East — 5.12 million, Canada and US — 182.67anilland Latin America — 33.35
million. Combined with the uneven spread of internet sugeross the world, there are other
challenges facing those wanting to conduct research onlihese include computer literacy and
recruitment of research participants. Not everyomdsfeomfortable with this ‘new’ form of
communication, and therefore such a sample may be usegpagive. There are a number of
factors influencing an individual’'s use of the internet.Alstralia for example, gender, age, and

having access to the internet, are amongst the isaced, fwith more men than women and more
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young people than old people using the internet (Austr8liareau of Statistics, 2000). It must

be noted however, that with rapid change in the rediaon technology over recent years, online
user information from the early part of this decade khdie considered only a guide to

identifying the internet users of today.

There are recognisable limitations to conducting reseamthe. It has been argued that
“whilst the internet and www does offer new and excitingspects for sociological research, in
many aspects the methodological issues which it raiseByaand large not new. The key issue
that any survey research conducted via the internet aile o contend with, as with non-
internet based surveys, is that of sampling bias” (Coonit#97, p.1). Conducting research
online often presents researchers with similar challebgeblose of more traditional research
methods. Including a qualitative component into reseadtls another dimension to a
guantitative study conducted offline or online, and as MamhStawart (2000) noted, “...there
has been little systematic analysis of how the imgemight be incorporated into qualitative
research practices” (p.4). The literature on the metelas a data gathering tool is limited,
particularly regarding qualitative research; however uke of the internet as a medium for
guestionnaire based research offers exciting new poss®ilin terms of accessing a
geographically diverse, and sizable, population. The usesaff-report online questionnaire in
the present study was chosen after careful considerafidhe issues associated with online
research, both positive and negative.

In order to avoid some of the weaknesses and limitsitof earlier studies into the
behaviour following a diagnosis of MS, the design ofghesent study involved the utilisation of
a web based questionnaire; a relatively new method dicipant recruitment. Generally,

previous psychosocial research into MS has drawn pantisijeom (a) the registration lists of
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MS Societies only; or (b) a single geographic locatiénwveb based questionnaire was employed
to address these two methodological limitations of pre/i@search.

First, as registration with the MS Society is amohg behaviours examined in this
research, it would have been inappropriate to gather panis through the use of MS Society
databases. Miles (1979) compared disease and social fimcRw$/1S who did and did not join a
local MS Society, and found that those who registerigd an MS Society led more restricted
lives, participating in fewer community activities thdrose who did not join. While Miles’
findings may or may not remain applicable two and a Hafades later, a restricted sample
comprising only those who had registered with an MS 8pwaias not desired. Other differences
between those who register with an MS Society infitls¢ 12 months following diagnosis and
those who do not could include information seeking behawamdr willingness to disclose the
diagnosis to others. Accessing people with MS viaed Wwased questionnaire prevented the
sample being comprised solely of those who had alreagigteeed with an MS Society, a
commonality of previous research. While the questioenaias linked to the MS Australia
website (the overarching body of MS Societies in Alisjsaan individual does not have to be
registered with an MS Society to access the sité,irsieed PWMS, researchers, clinicians, and
members of the general public both in Australia, anesscthe world, may access the MS
Australia website when looking for online informatidoat the disease.

To address the second limitation of previous researchuf{ieg participants from a
single geographic location) a sample of participants s@asght from multiple and diverse
geographic locations. To do this, it was thought that a bad®ed survey would enable the
participation of a sufficiently large sample of PwM®nh across Australia and internationally.
To the author’'s knowledge, there has been no researdaté that has examined pre-diagnosis

experience, or behaviour following diagnosis, of peopklh WIS across a number of countries.
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Those diagnosed with MS may face similar uncerisnitnd questions about their future;
however, being born in one country rather than anpthay affect an individual's experience
leading up to, and actions following, a diagnosis of MS.

To determine an approximate number of participants likelyptonteer for this study, and
to gain an idea of the countries participants may at¢besguestionnaire from, statistics outlining
how many visits the MS Australia website had each dahenthree months leading up to the
research being linked to the website, and the counhiee visits came from, were examined. It
was found that an average of 38,678 visits to the websitenads by different individuals each
month (approximately 1290 visits per day) (personal commuaicatith Hyma Vulpala,
Webmaster, MS Australia, 2003). Of these visits, approxigna®2o were made from Australia.
Eighteen percent of visits were made from the UniteteStaf America, 14% were made from
New Zealand, 10% were made from Japan, 3% were madetti@tdnited Kingdom, 1% was
made from Canada, and the remaining 1% was made frommbircation of other countries, the
largest contributors being Germany, Sweden, France and CRaréicipants from more than one
geographical location were sought for this research inr @odsonduct cross country comparisons
of experience leading up to, and behaviour following, a disignof MS. Based on the
information provided by the Webmaster at the MS Societwas expected that by linking the
guestionnaire to the MS Australia website, a sample dvbal drawn from across at least five
countries; Australia, the USA, New Zealand, JapantaadJK. Providing the study attracted

sufficient numbers of participants, this would allowss@ountry comparisons to be made.

5.3.2.1 Online Participant Recruitment
Criteria for participation in the study were that papamts were adults (aged above 18

years) diagnosed with MS. Participants’ self-repoiftgheir age and diagnosis of MS were
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reviewed against these criteria before inclusion in thelyst Other than the formal link

advertised on the MS Australia website, (detailed irtiect.6 of this chapter) there was no
advertising carried out to attract participants. lagknowledged that a sample bias may be
present in this research as participants self sel¢égatkd involved by accessing the questionnaire
on-line. Participants would have had to have internetsscand be searching for information
about MS, in order to see the invitation to be involvethenstudy. These factors should be taken

in account when considering the results of this study.

5.3.3 The Importance of the Current Study for Health PsychologisttfiHeafessionals

The American Psychological Association (APA, 1997) descrihealth psychology as a
specialist field advancing the prevention, treatment ahdhigtation of illness and disability
within the community, as well as working to improve tlealth care system on a broad scale.
When looking specifically at MS, the discipline has muehoffer regarding the reduction of
disability, management of disease and symptoms, retiadioifi following an exacerbation of MS,
and treatment of the complex psychological issues i@t result from the diagnosis of an
incurable chronic condition. Further, research performigisin a health psychology framework
has the potential to assist PwWMS to remain healthpag® the disease, and live well with MS.
“This specialty [health psychology] is dedicated to deeelopment of knowledge regarding the
interface between behaviour and health” (APA, 1997, pje current study contributes to an
increased understanding of MS within this framework ofthgadychology, with PwMS invited
to give their own perceptions of their behaviour followthggnosis.

Within the field of health psychology, health psychadtgjwork from a biopsychosocial
perspective, often evaluating and assessing the biologgalhological and socio-environmental

factors relevant to the health issues presented bydinidual client (Taylor, 1995). When
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working in a clinical role, health psychologists wilork with clients to identify the health
concerns involved, before implementing empirically supmbrtreatment practices, health
promotion strategies, and/or prevention interventionsA(AED07). The clients’ perspective on
the issues presented, the factors at play, and the ématptions, are valued highly by health
psychologists who may take the view that they warkonjunction withthe client to achieve the
desired outcome. Therefore, the notion that healgbhmdogists can gain much from the client
perspective in order to work most productively in theiricahwork shaped the current research
by placing an emphasis on the perspectives of PWMS.

It is of particular importance to examine the perspestiof PWMS regarding coping
following diagnosis. The current study is placed witthie theoretical framework of coping,
with a focus on the coping resources that may be ideohiify PwWMS as being available to them
within the 12 months following diagnosis. Health psych@ts, and other health professionals
working with those newly diagnosed with MS, may be ablassist PwMS to identify the coping
resources available to them. Indeed, further to theifaetion of resources, health psychologists
are then able to assist PwMS to modify, enhance amiget such resources when attempting to
adapt to the diagnosis of MS.

While demographic variables such as gender, country of hinthfype of MS can not be
altered by a psychologist or health professional workiithy a person with MS, there are a
number of factors that may contribute to successfyptatian to diagnosis (described in Section
4.3). These factors can be identified by health pradfaeats and explored in conjunction with the
person with MS. The coping resources available to aopewith MS are often able to be
identified by the PWMS themselves, before being discuadtdda health professional to ensure
that appropriate utilisation of such resources occumil&iy, factors that may hinder adaptation

to diagnosis can be examined by the person with MS amdhéfalth professional working
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together, to limit the maladaptive effects of such feectoOnce recognised and acknowledged,
the person with MS will have a better chance of eningnthe resources that will assist them,
while limiting or reducing the effects of the factors thety hinder their coping.

Shortly after the diagnosis, health psychologistsglay an important role in ensuring the
PwMS and their partner/family are provided with appropnesgchological support (Janssens et
al., 2003). The reality of an uncertain future, posgilglereased mobility and future difficulties
with daily living tasks, can lead people with MS to becgmsgchologically vulnerable at the
time of diagnosis (Prilleltensky & Prilleltensky, 2003Psychologists can assist people newly
diagnosed to identify resources, develop new and ongoinghgagkills, to rebuild self-
confidence and to take an active role in effectively agamg the disease (Strittmatter, 2004).
The emotional challenges inherent in adapting to a d&gwed MS, together with practical issues
such as disclosure to others and employment concem$ecdiscussed and effectively managed
with the assistance of health professionals suchyahpbgists (Strittmatter, 2004). The current
research is of utmost importance as it provides a stegrtbrecognising and exploring some of
the coping resources and factors that may assist or radd@tation as identified by people with
MS. Potentially, such factors can then be modifieceminanced by psychologists following a
diagnosis of MS, to ensure an individual is in the begthpsogically supported position to

constructively adapt to the diagnosis of MS.

5.4 Research Aims
Few explicit hypotheses were formulated for the cursgody given the exploratory
nature of the research. Thus, general aims were gegbloith a focus on extending the body of
knowledge in the area of study. The overall aims werefol. First, given the paucity of

background information regarding the pre-diagnosis expaeriehtS, a broad aim was to add to
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the body of knowledge about the MS related experiepesto, or at the time of, an individual
being diagnosed with MS. This included an exploratiomefaossible relationships between the
three key demographic variables of gender, country of birthtgpe of MS, and MS related
experiences pre-diagnosis.

The second aim was to identify and further clarify pest-diagnosis behaviours and
lifestyle changing activities exhibited by individuals in fivet 12 months following a diagnosis
of MS, as recalled by participants. This also includedxgtoration of the possible relationships
between the three key demographic variables of gendertrganinbirth and type of MS, and
post-diagnosis behaviours and lifestyle changing activitiesaddition, specific post diagnosis
behaviours such as discussing the diagnosis with an®WwdtS, disclosure of diagnosis to
others, and lifestyle changing activities, were descrittedugh participants’ responses to a

number of open ended questions.
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CHAPTER Six

M ETHOD

6.1 Participants

Four hundred and seventeen people accessed the on-line wopeEstio Of these, one
hundred and twenty-two incomplete questionnaires werai@ged! from analysis as insufficient
data (generally only demographic information, partial anglete) was provided. In total, 295
usable questionnaires were completed. The participartsl@tt 243 females and 52 males. It
was to be expected that there would be more femaleipartts than male, as epidemiological
evidence (Eeltink & Duffy, 2004; Mohr & Cox, 2001) has demaaistt that there is a greater
incidence of MS in females than in males by a rate of appetely two to one. More recently,
Orton et al. (2006) have demonstrated that the fematete sex ratio by year of birth in Canada
has been increasing for at least 50 years and now ex8getls In the present study, the ratio of
female to male participants was approximately four to shghtly higher than the Orton et al.
study outlining the prevalence of MS by gender.

The age range of participants was between 20 and 67 yaHrsa wiean age of 40.81
years ED= 10.45 yearanedian= 41.00 years). Female participants’ age ranged betweaml20 a
67 years, with a mean age of 41.00 ye&@B € 10.90 yearsmedian= 41.00 years). Male
participants’ ages ranged between 25 and 64 years, with @ ageaof 41.62 year$SD = 9.84
yearsmedian= 43.00 years). A t-test showed no significant differemtage of participants and
gender.

The average time between diagnosis and participatitime current study was 3.67 years

(SD = 4.42 yearsmedian= 2.00 year). Female participants’ average time singndss was
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3.61 years $D = 4.33 yearsmedian= 2.00). Male participants’ average time since diagnosis
was 3.98 yearsSD = 4.80 yearsmedian= 3.00). A t-test showed no significant difference
between males and females in time since diagnosis.

When examining the country of birth of participantse sample was grouped into six
categories (displayed in Table 1 below). The majaitthe participants were born in Australia
(45.4%), 16.9% were born in the U.S.A, 13.9% in the U.K, 11.56%ew Zealand, 6.1% in
Canada and 6.1% were born across 13 countries grouped togseth@ther’. A detailed

description of the countries comprising the ‘Other’ catggan be found in Appendix A.

Table 1

Participants’ Country of Birth

Participants

Country of Birth Total Male Female
Australia 134 20 114
United States of America 50 5 45
United Kingdom 41 8 33
New Zealand 34 7 27
Canada 18 3 15
Other 18 9 9

Total 295 52 243

While participant numbers were relatively small in tli&anada’ (=18) and ‘Other’ (=18)
groups, they were considered sufficient given the statidiechniques employed (Tabachnick &
Fidell, 1996). The countries represented in this study, amgrbportion of participants from
each country, was expected following the brief givethtoresearcher by the MS Society on the

numbers of people, and their geographical location, aocesbe internet site; with one
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exception. The researcher expected approximately 10% dafipants to be born in Japan (given
the statistics outlined in the brief), but instead nes@ino questionnaires from PwMS born in
Japan. This could be due to an oversight on the paneatsearcher, as while the MS Australia
website can be accessed in Japanese, the questionnddeonly be accessed in English. 1t is
assumed that the lack of expected Japanese participargbythncreased the resultant proportion
of participants from New Zealand and Canada.

Chi-square tests were performed to investigate whethallegeassociations existed in
groups of participants based on country of birth. There avagynificant association found
between gender and country of birth(5,1) = 15.98,p<.01. The ratio of female to male
participants was within an expected range for four of thenries; New Zealand (3.9:1), U.K
(4:1), Canada (5:1), Australia (5.7:1). Participants froenWlsA comprised a much higher ratio
of females to males (9:1), and participants from thegcagecombining many countries (‘Other’)

comprised an equal ratio of females to males (1:1).

Participants were asked what type of MS they had begmakad with. They were given
the following five options to select from: Relapsing Réimg MS (RRMS), Primary Progressive
MS (PPMS), Secondary Progressive MS (SPMS), ProgeedRelapsing MS (PRMS), and
Benign MS. As only one participant reported being diagnos#dRvogressive Relapsing MS,
they were included in the Secondary Progressive MS groupjsas tthe most closely related
category based on possible exacerbation frequency andsatcemmunotherapy medication
(personal communication, Dr. E. McDonald, Medical Diog, MS Society of Victoria, 2004).
See Table 2 (below) for a description of participant numlzes a function of type of MS.
Participants’ self reports regarding the type of MS tiweye diagnosed with showed that over

three quarters of participants=27, 77.0%) had been diagnosed with RRMS, while less éman t
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percent (=21, 7.1%) reported that they ‘didn’t know/were unsure/weitetaid’ of their type of

MS at diagnosis.

Table 2

Number and Percentage of Participants as a Function of Type of MS

Participants

Female Male Total

Type of MS N % N % N %

Relapsing Remitting 192 79.0 35 67.3 227 77.0
Primary Progressive 14 5.8 9 17.3 23 7.8
Don’t know/unsure/wasn’'t told 16 6.6 5 9.6 21 7.1
Secondary Progressive 11 4.5 3 5.8 14 4.7
Benign 10 4.1 0 0.0 10 3.4
Total 243 100 52 100 295 100

Participants in the current study broadly refledtesl wider prevalence of different subgroups of
MS as reported in the literature (Burks et al., 2002; Hasv& McDonnell, 1999; Mohr & Cox,
2001), with two notable exceptions. Firstly, while theréture suggests 10-15% of PwWMS have
PPMS, only 7.8% of the current participants reported bemgndised with PPMS. This could be
due to the fact that neurologists are hesitant to IBB&IS at the time of an MS diagnosis, for
fear of alarming the patient with what could be incofyggerceived as the ‘worst case’ scenario
(Burks et al.,, 2002). They may instead give a broad diagradsiMS’, which could partly
explain the 7.1% of participants who were unsure of tlypie of MS at the time of diagnosis.
Secondly, Weinshenker (1995) and Burks et al. (2002) discuss &RBMSEtype of MS that

approximately 50% of people diagnosed with RRMS ‘transitio within ten years following
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diagnosis. While 4.7% of participants in the curreatigtreported being diagnosed with SPMS,
this figure seems unusually high as it is not a typ®l8fusually given at the time of diagnosis
(but rather later in the disease process) (Poser, 1992).

Chi-square tests were performed to investigate whetheciparits’ self reports of the
type of MS they were diagnosed with, was associatddtiweir gender or country of birth. There
was a significant association found between genderyaeddf MSy? (4,1) = 10.92p<.05. A
greater proportion of females reported their type of 8SRRMS, than males. Similarly, a
greater proportion of females reported having Benign M@ tmales (no male reported Benign
MS as the type of MS they were diagnosed with). Craghg, a higher proportion of males
reported their type of MS as PPMS, than females. Ths mot surprising as previous research
has shown a higher male to female ratio in PPMS thainobserved in other sub groups of MS
(Dujmovic et al., 2004). There was no significant asgam found between participants’ type of

MS and country of birth.

6.2 Materials
6.5.1 Questionnaire Development

An extensive literature review was conducted to determinesthesections of the
guestionnaire. These subsections were based on the evigesninga@search on people’s MS
related experiences before a diagnosis of MS, andasiynion people’s MS related behaviour in
the 12 months following diagnosis. Therefore, the fsubbsections of the questionnaire are:
demographic information at the time of participationhe study, demographic information at the
time of diagnosis, experience pre-diagnosis, and vi@ina in the first 12 months following
diagnosis. Preliminary questionnaire items for eadbsaction were drafted by the researcher

following the literature review. These included all oé titems included in the demographic
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information at the time of participation in the studypsection, and all of the core questions in
the remaining subsections, apart from the question rimgatspital stays before diagnosis,
which was added following consultation with members of the d&d&munity (as outlined
below). In the qualitative component of the questiomyaipen ended questions were drafted to
encourage participants to expand on their (a) experiehaoseeting another PwWMS, (b) reasons
behind disclosing their diagnosis of MS to others, and¢tpns post diagnosis that they believe
assisted or hindered their ability to cope with the diagnoOptions for closed questions were
also drafted by the researcher at this point, howeveri@asiito answer options were also added
following MS community consultation.

Consultation with two groups of people involved in the d&8nmunity, either personally
or professionally, was then arranged to gain insight th&ospecific questions that would be
deemed relevant to the questionnaire subsections. Ehgfoup comprised PwWM3%3) who
offered broad suggestions about the types of experienegh#a before diagnosis and the MS
related behaviour they engaged in immediately followingmbais. The group identified all of
the broad categories included in the draft questionnaickakso raised an additional example of
pre-diagnosis experience that was not included in the duegstionnaire. Number of hospital
stays before or at the time of diagnosis was indatdly this group as an important pre-diagnosis
experience, and therefore an item addressing this experielas included in the final
guestionnaire.

The second group of people involved in the MS community ceegriour health
professionals (a physiotherapist, social worker, ocoupmet therapist and nurse) and two
information and support workers/librarians, working with PwktShe MS Society of Victoria.
They were asked to look over the draft questions and sugdeisibnal answer options to closed

guestions if they thought appropriate. For example, tbapywere given a question regarding
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information seeking behaviour; ‘In the first 12 monthdofwing diagnosis, did you do any of the
following?’ with the following answer options: Ask aedical professional for further
information about MS; contact the MS Society for mfiation; access information about MS
from the internet; and register with the MS Societyhe group identified that an additional
answer option of ‘access information about MS fromibmaty’ should also be offered to
participants. This option was therefore included in thel fju@stionnaire. The input into the
guestionnaire given by both PWMS and the professionals mgnkith them was particularly
valuable in the construction of the closed question respopisens, and suggestions made by
both groups were included in the final questionnaire. The quesii®@ was re-drafted following
this consultation with members of the MS community.

The online questionnaire was constructed with the knowlduigeat link would be made

available to it on the MS Australia websit@ww.msaustralia.com.du The questionnaire was

only accessible to participants on-line, through theaeher's use of the program Surveyor

(Object Planet Inchttp://www.objectplanet.con Surveyor enables production and publication

of online surveys and questionnaires on the Internet wsirggular web browser. Swinburne
University of Technology (as a licensed holder) held ghestionnaire on its server, allowing
access to participants through internet browsers sudletasape.

The questionnaire format and length was designed witlplisity in mind for two
reasons. First, due to the nature of the computer packsegeto format the questionnaire, a
short questionnaire using a combination of closed and opdedequestions was desired.
Second, as the level of English comprehension of poteéapondents could not be ascertained
before the questionnaire was linked to the website; thetigneaire had to be suitable for
participants with diverse English language skills, as waslleducational levels. Third, as the

guestionnaire would be accessed solely through a link to hé\dbtralia website, it needed to
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be brief and easy to navigate, to ensure on-line pamitspattention. If it was not brief and easy
to interact with, the concern was that participants cagdt bored or frustrated, and exit the

guestionnaire before completing all items.

6.5.2 Pilot Study
A small (=5 participants) pilot study was conducted in order to deternii the

guestions were phrased clearly and to verify whether tha-chwice answer categories were
sufficient to capture the full range of possible respensA paper copy of the questions was
administered to five PwMS living in Melbourne, Austrakecessed through the MS Society of
Victoria. Pilot study respondents comprised four femaled one male. Two of the female
respondents had RRMS, and two female respondents had SHS.male respondent had
PPMS. The pilot study respondents provided informationléshto modifications of the multi-
choice options available for two questions. First, éAtting an information session/conference’
was added to the options available for the question degamformation seeking behaviour, as
four of the five participants included this as an exampleadditional information seeking
activities they had engaged in. Second, three pilot segpyondents stated that they had taken
vitamin supplements following diagnosis, regardless oftidrethey had changed the food in
their diet. Thus, the option of ‘Addition of Vitamin Supments to the Diet’ was added to the
guestion regarding lifestyle changes, to distinguish takapglementary vitamins from a general
‘Change in diet’. These changes are reflected in teergi¢ion of the questionnaire presented in

the next section. No other adjustments were made.



6.5.3 Questionnaire

The questionnaire consisted of 25 items, and was spreacigint web pages. A list of
the questionnaire items is in Appendix B. Participantdcceeview the responses they had made
on each page before progressing to the next page of qudsyiafisking a ‘next’ button. There
was a mixture of both closed answer and open ended questtdnded in the questionnaire.
Closed answer guestions displayed a selection of pessigbonses for the participant to choose
from. For example, participants had the option oéd@lg ‘male’ or ‘female’ (by clicking a
button assigned to either response) when asked to giviksddtgender. Similarly, when asked
their marital status at the time of diagnosis, pgrdicts were offered the categories of ‘single’,
‘long term relationship’, ‘married/living with partnerseparated/divorced’ or ‘widowed’, and
could select the option that best described them. cipemits were allowed only one response per
guestion unless otherwise advised, and most questions incthdedption of ‘other’ and
sufficient space to provide further details by typing them For example, question 21 was ‘In
the first 12 months following diagnosis, did you tell amgyabout your diagnosis? If yes, who?
Please select all that apply’. Nine options wereemesl (such as ‘Partner/Husband/Wife’ and
‘Employer’) and participants had the option of selagtas many as were appropriate. A tenth
option of ‘Other: Please Specify’ was also presentguis inclusion allowed participants to enter
information of others they had disclosed their diagnts The next question gives an example
of the open ended questions included in the questionnaire: ‘Whyadi choose to tell these
people about your diagnosis of MS? Please give as muah aetpossible’. A box was then
available to participants to answer the question by typirg imuch detail as they wished.

As mentioned above (in Section 6.5.3), the questionnainéent was divided into four
sections; (a) demographic information at the time ofiggpation in the study; (b) demographic

information at the time of diagnosis; (c) experiepce-diagnosis; and (d) behaviour in the first
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12 months following diagnosis. The questions were aimeobttining a broad overview of
participants’ MS related experiences prior to, or attime of, diagnosis, and their behaviour

within the initial 12 months following diagnosis. Quentiaire items are detailed below.

6.5.3.1 Demographic Information at the Time of Participation in the Study

The first part of the questionnaire consisted of itemastertain elements of participants’
demographic information at the time of completing the gomsaire. First, participants were
asked their age (in years). Participants were therdabled gender, and were given the options
of male or female to select from. Next, participamése asked to state their country of birth by
typing in their response. Finally, participants were as&ethme the type of MS they had been
diagnosed with, and were given the following six optitmselect from: Relapsing Remitting,
Primary Progressive, Secondary Progressive, Progré3sia@sing, Benign, and ‘unsure/do not

know/was not told’.

6.5.3.2 Demographic Information at the Time of Diagnosis

In the second part of the questionnaire, participants wsked several questions relating
to their personal situation at the time they werguesed with MS. Participants were asked to
state their age (in years) at diagnosis. Next, Qpaints were asked an open ended question
about their occupation at diagnosis. Work status attithe of diagnosis was reported by
participants selecting one of the following options: Up&yed, employed part time, employed
and student, employed full time, student solely, home datédy, and retired. Marital status
was also recorded by participants selecting one of dhewing options: Single, long term
relationship, married/living with partner, separated/diedrcor widowed. Next, participants

were asked to enter the number of dependent childrerhtebwat the time of diagnosis. Finally,
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participants were asked to select an option to describieviel of education reached at the time
of their diagnosis. The options given were: Priyngrartial secondary, secondary, trade

qualification, partial tertiary, university graduate, and ursitgipost graduate.

6.5.3.3 MS Related Experience Prior to, or at the Time of, Diagnos

The third section of the questionnaire included questionsrdiegaparticipants’ MS
related experiences prior to, or at the time of, thegmbsis. Two questions regarding MS
symptoms were asked of participants. Arguably, MS symptcams be grouped into eight
categories (Calabresi, 2004; Hickey, 2003; Mohr & Dick, 1998japa, Cadbury, De Souza &
Ide, 2002; Weinshenker et al., 1991). The eight categdrggmptoms used in the current study
were: Sensorysymptoms such as- pain, burning, pins and needles, or redecsdtion
(numbness) in any area of the boghgual symptoms such as- optic neuritis, diplopia (double
vision), ocular pain, or spots in field of visiomotor symptoms such as- limb ataxia, spasticity,
or symptoms that affected the participant’s ability to wagous muscles (acute or insidious);
cerebellersymptoms such as- vertigo, nausea, or impairment afitel@atiguesuch as- extreme
tiredness, lethargy or lassitudmgnitivesymptoms such as- changes in memory, concentration,
thinking, problem solving, and emotional disturbancekdder/bowel symptoms such as-
constipation or incontinencesexual symptoms such as- erectile dysfunction, or inabildy t
orgasm.

Participants were asked to identify their first sympi®mof MS. From the eight
categories of symptoms described above, a list of therlenost common MS symptoms as
cited in the literature (Calabresi, 2004; Hickey, 2003; M&Dick, 1998; O’Hara, Cadbury, De
Souza & lde, 2002; Weinshenker et al., 1991) were offered, alathgtive option of ‘other:

please specify’. The list of symptoms included: Fatiguenbness, spasticity, pain, paralysis,
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tremors, visual difficulties, bladder/bowel difficultiecommunication difficulties, balance
difficulties, and concentration difficulties. Paifiants could select as many options as they
identified as their first symptom(s). A second questelating to MS symptoms was also asked,
this time relating to the symptom(s) they experienceatieatime of diagnosis. Participants were
provided with the same list of symptoms and the optiotbier: please specify’ and were asked
to select all that applied. An additional option of ‘epmptoms’ was also offered thereby
creating an additional category md symptomsvhen categorising participants’ responses to this
guestion.

Next, participants were asked how old they were (insyeahen they experienced their
first symptom(s) of MS. They were also asked to provigentumber of exacerbations that they
had before a diagnosis of MS was given. To concludestiation of the questionnaire relating to
MS experience prior to, or at the time of, diagnogaiticipants were asked if they suspected
they had MS before the diagnosis was given, andely ivere admitted to a hospital, due to MS
symptoms, before or at the time of the diagnosartidipants were asked to answer each of these

guestions by selecting the option ‘yes’ or ‘no’.

6.5.3.4 Behaviour in the First Twelve Months Following Diagnosis

The final section of the questionnaire comprised questieteting to participants’
behaviour in the first 12 months following the diagnodid/&. First, participants were asked
about their information seeking behaviour in the first 12ntim® following diagnosis. Six
information seeking behaviours were presented, and partisipeere asked to select all that
applied. These were: Ask a medical professionafuidher information about MS, contact the
MS Society for information, access information abol® Mom the internet, access information

about MS from a library, and attend an informatiorsgesor conference on MS. A follow up
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guestion of: ‘Did you find out information about MS in anyhat way? If so, how? allowed

participants to provide further relevant information orirthidormation seeking behaviour in the
first 12 months following diagnosis. Participants wedrent asked if they registered with their
local MS Society within the first 12 months of diagrsosi

Next, participants were asked whether they had discubs@ddiagnosis with someone
else who had MS in the first 12 months following diagnodSibey were also prompted, by way
of an open question, to explain how they knew that perso

Subsequently, participants were asked to identify why tblel about their diagnosis of
MS in the first 12 months following diagnosis. Papaots were given ten options and were
asked to select all that applied. The options weretn@@nusband/wife, mother, father, sibling,
children, counsellor/psychologist, close friends, workplacolleagues, employer, and other
(please specify). This question was followed by an opéec: question ‘Why did you choose to
tell those people in the first 12 months following yougd@sis?’

Participants were asked whether they had changed ifastiyle due to MS in the first 12
months following their diagnosis. Participants weregithe choice of nine categories and were
asked to select all that applied. Categories wereechdlsrough identification of lifestyle
changes in previous research, and in consultation m#&mbers of the MS community (as
described in Section 4.5.1). These were: Change inatldition of vitamin supplements to diet,
decreased exercise, increased exercise, change of war&enkeduction in work hours, started
immunotherapy, increased interest in religion/spélity, decreased interest in
religion/spirituality. Participants were then askedidentify any other lifestyle changes (not
listed above) that they made in the first 12 montheviong their diagnosis of MS.

In the final question, participants were asked to ideatything that they found assisted

or hindered them in coping with the diagnosis of MShim first 12 months following diagnosis.
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Participants’ subjective evaluation of what they thowagsisted or hindered them in coping with

the diagnosis was sought.

6.6 Procedure
Permission was obtained from the Swinburne Univerdityezhnology Research Ethics
Committee to conduct the research. In addition, MS ratiatthen approved the linking of the
guestionnaire to the MS Australia website. Paper copigsecjuestionnaire were not made and
distributed to participants; rather participants acakss®l completed the questionnaire on-line.

A link to the questionnaire was included on the homepage dfithAustralia website. It read:

Behaviour Following a Diagnosis of Multiple Sclerosis

What did you do following your diagnosis of MS? Did youekseout
information on MS? Did you tell your friends and fayfail Did you increase or
decrease your work hours?

Click hereto participate in a study on behaviour following diagao$ MS.

After selecting the link on the MS Australia website,tipgrants then viewed the Plain
Language Statement (an explanatory statement of theangh), before progressing to the
guestionnaire. A copy of the Plain Language Statemenbea®en in Appendix C. The Plain
Language Statement informed prospective participants tegtwhre free to withdraw from the
study at anytime. Prospective participants were infdrbhat their completion of the on-line
guestionnaire implied consent. The questionnaire was @bleshrough the link on the MS

Australia website from the™sof September 2003 to the"28f February 2004.
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Once participants had completed the questionnaire, a windittw the following message

appeared:

Behaviour Following a Diagnosis of Multiple Sclerosis
Your completed questionnaire has been submitted. Thankoydaking the
time to help us carry out this important MS researchmpf close this

window to return to the MS Australia web site.

In order to try and prevent participants submitting the dqumasaire multiple times, the
on-line questionnaire could not be accessed from the samputer more than once. If a
participant attempted to complete the questionnaire atezady submitting a finished
guestionnaire, a window would pop up with the message ‘Erroru ¢&m not respond to this

survey more than once’.
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CHAPTER SEVEN

REesuLTs

7.1 Overview of the Chapter

In Chapter Six the method of the present study was thesicrincluding an outline of the
participants, materials and procedure used. The resulssadtudy are reported in this chapter.
A description of how the data is presented is describéldeirfirst section of the chapter. Then,
an exploration of participants’ demographic informatdnhetime of their diagnosisf multiple
sclerosisis offered. Age, education level, occupation, work stahasijtal status, and number of
dependent children at time of diagnosis are describdwk pbtential associations between such
variables at the time of diagnosis and participantsdgencountry of birth and the type of MS
are examined. Within this section the first researchddithe study is addressed: To add to the
body of knowledge about MS related experiences prior tat tne time of, an individual being
diagnosed with MS.

The first research aim of this study is again addresstiteisecond section of this chapter
as the MS related experiences of participdefore or at the time of their diagnosis of multiple
sclerosisare reported. Age at first symptom, initial symptoms, gypms at time of diagnosis,
number of exacerbations before diagnosis, hospitalssibn due to MS before or at the time of
diagnosis, and suspicion of MS before diagnosis miage, are described. Once again, the
potential differences between such variables prior taf dne time of, diagnosis and participants’
gender, country of birth and the type of MS diagnhosecsaenined.

In the third section of this chapter, the post-diagnosigbiour of participant&ithin the

first 12 months of their diagnosis of multiple sclerasiseported. Information seeking activities,
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discussion of diagnosis with another PWMS, disclosur@liagnosis to others, and lifestyle
changes made following the diagnosis are described. pdtential associations between such
variables within the first 12 months of diagnosis andi@pents’ gender, country of birth and the
type of MS diagnosed are examined. The second resagncbf the study is addressed in this
section: To identify and further clarify the inforn@ati seeking, social and health related

behaviours exhibited by individuals within the first 12 monti®wing a diagnosis of MS.

7.2 Presentation of the Data

To examine relationships between participants’ key dembgrajariables, demographic
variables at the time of diagnosis, experience papot at the time of, diagnosis, and behaviour
following diagnosis, independent sample t-tests, chitgquanalyses, and ANOVAs were
conducted. Statistical analyses were performed usingB®S 14.0 for Windows statistical
package (SPSS Inc, 2005). Results of such analyses amentpebsn tables and in text.
Qualitative data is also presented in this chapter. rderao describe the qualitative results, a
thematic based analysis (Byrne, 2001) of participant resgom&as undertaken. Thematic
analysis focuses on identifiable themes and patterelodviour (Aronson, 1994). Qualitative
data analysis included the following processes. The rdsaread the transcripts several times
in order to identify themes. These themes were thewided to an independent reviewer,
together with 50% of the qualitative data. The independanéwer showed 100% agreement
with the preliminary themes as identified by the redesnc Given the high level of agreement,
further discussion was had between the researchennalegpendent reviewer, to clarify the
suitability of themes. Subsequently, categories wkefied and sub-categories were created
and refined, and text segments were assignhed to categmkesub-categories. Some text

segments were assigned to more than one categoryt(@meo below). Throughout this chapter,
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the qualitative data are presented in a descriptive wayillustrated with verbatim quotes
gathered from the questionnaires, resulting in a paatiguéxtensive section on the findings of
participant behaviour following a diagnosis of MS. Thigrfat was chosen for three reasons, a)
to present the data in its full richness, b) to capturtrue representation of the reality of the
person diagnosed with MS, and c) to acknowledge thapdéngcipants are the experts and
authorities on their own experience. Beside each gumataded in the results section is a
participant number, which refers to the identificatiommmber assigned to each individual's
guestionnaire by the Surveyor computer program. Within each,ckegtevords are highlighted
to indicate relevance to the theme described. Compdebrds of the qualitative responses given
by participants are available to other researchers fhemauthor upon request. The way in which
the themes are ordered, labelled and presented refiectsdearcher’s interpretation of the data.

The data are further interpreted and related to thafitex in Chapter 8.

7.3 Demographics at Diagnosis
The first research aim is addressed in this sectianad to the body of knowledge about
MS related experiences prior to, or at the time ofindividual being diagnosed with MS. An
outline of participants’ demographic information at tinme of their diagnosiof multiple
sclerosisis provided. The following variables were examined: Agecation level, occupation,
work status, marital status, and number of dependent ahildfgaminations of possible gender
associations with each of the above were undertakenpa were examinations of possible

associations based on country of birth, and type of MS.



7.3.1 Age at Diagnosis

The sample of 295 participants comprised 243 females witkanrage at diagnosis of
37.13 6D= 10.23) years and 52 males with a mean age at diagndisedf SD = 10.14) years.
A t-test showed no significant difference between saed females in age at diagnosis.
Similarly, a one-way ANOVA showed no significant eéifénce between participants’ country of
birth and their age at diagnosis. The potential difflegenn age at diagnosis as a function of type
of MS diagnosed was also investigated using a one way\AN&hd a significant difference was
found, F (4,290) = 5.301p<.01. A post-hoc Tukey's HSD test revealed a signifigagreater
age at diagnosis for participants with PPMS in compartsoage at diagnosis for participants
with RRMS, and in comparison to the group that were unsdratdt know/were not told of their

type of MS at the time of diagnosis (see Table 3 feams and standard deviations).

Table 3

Age at Diagnosis as a Function of Type of MS

Mean Age Standard Sample
Type of MS at Diagnosis Deviation Size
Relapsing Remitting 36.64 9.93 227
Primary Progressive 44.43 10.01 23
Secondary Progressive 41.86 11.17 14
Benign 34.40 11.14 10
Unsure/do not know/ was not told 32.57 8.85 21

13C



7.3.2 Education Level at Time of Diagnosis
At the time of diagnosis, 43.7% of participants had cebepl a university degree or
university post graduate degree. A Chi-square test was pedotmanvestigate whether
education level at time of diagnosis was associateld geinder. Education level and gender
were found to be significantly relatgfl(5) = 16.92,p<.05. An association was found between

the highest level of education completed and gender (Sae 7).

Table 4

Education Level at Time of Diagnosis

Female Male
Highest Education Level Attained n Percent n Percent
Primary/Partial Secondary 16 6.6 0 0.0
Secondary 56 23.0 10 19.2
Trade Qualification 19 7.8 11 21.2
Partial Tertiary 46 18.9 8 15.4
University Graduate 60 24.7 19 36.5
University Post Graduate 46 18.9 4 7.7

A greater proportion of females than males reported thghest level of education
completed at the time of diagnosis as Primary/Ra&®geondary or Secondary, while a greater
proportion of males reported completing a Trade Qualiioator University Graduate
Qualification. However, when looking at the number pafrticipants who had attained a
University Post Graduate qualification at the time ofd@sis, there were a greater proportion of

females indicating that they had completed this highel veducation.
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Education level and country of birth were also found toigeificantly relatedy? (25) =
54.21p<.01. An association was found between the highest tdvetiucation completed and
country of birth. Table 5 gives numbers and percentafjgmricipants from each country

according to the highest level of education completelestitne of diagnosis.

Table 5

Education Level at Time of Diagnosis as a Function of Country di Birt

Country of Birth

Highest Education Australia U.S.A U.K N.Z Canada Other

Level Attained n % n % n % N % nNn % n %

Primary/Partial Secondary1l0 75 5 100 O 00 1 29 0 00 O o0.0

Secondary 35 261 6 120 9 220 9 265 6 333 1 56
Trade Qualification 8 60 4 80 9 220 4 118 3 167 2 111
Partial Tertiary 33 246 2 40 9 220 6 176 1 56 3 16.7
University Graduate 22 164 20 400 12 293 11 324 5 278 9 50.0

University Post Graduate 26 194 13 260 2 49 3 88 3 167 3 16.7

Total 134 100 50 100 41 100 34 100 18 100 18 100

A greater proportion of participants born in Austrakad the U.S.A reported
Primary/Partial Secondary as the highest education lattaelned. A greater proportion of
participants born in the U.K had completed a trade quatifin. A lesser proportion of
participants from the U.S.A and Canada reported having eeapé partial tertiary qualification
at the time of their diagnosis. A greater propor{iovo thirds) of those participants born in the
U.S.A or ‘Other’ had completed either a degree or a gostluate degree at the time of their
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diagnosis, while a smaller proportion of participabtsn in the U.K or N.Z had completed
university post graduate qualifications than those borharik S.A, Australia, Canada or ‘Other’.
There was no significant association found betweenatiurclevel at time of diagnosis, and type

of MS.

7.3.3 Occupation and Work Status at Time of Diagnosis

Participants were asked to state their occupation eattithe of their diagnosis. The
ranked classification system for occupation developed byAtmstralian National University
(ANU) (Broom, Duncan-Jones & Jones, 1977) was adopted Ssifglaparticipants into an
occupational category. The ANU ranked scale is basedheshkills and training required by
each occupation (rather than a socio-economic comgidey and provides researchers with six
categories. A seventh category, ‘home duties/studerts also added given the number of
respondents identifying their occupation as such. Almost &Q8articipants held occupations at
a managerial or professional level. Eighty-seven péragnparticipants were in paid
employment (full or part time) at the time of diagisos See Table 6 for a break down of
participants’ occupations and work status at time of diagn by gender.

Chi-square tests were performed to investigate whethempaton or work status were
associated with gender. An association was found leetwecupation and gendgr(6) = 13.67,
p<.05. A greater proportion of females reported theicupation as unskilled/unemployed
Iretired, semi-skilled or home duties/student, than makesigher proportion of males reported
their occupation as trade, office, manager, or prafeasi An association was also found
between work status and gendér(5) = 20.82,p<.01, where a greater proportion of males

reported working full time, or being retired/unemployedanthemales. Conversely, a greater
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proportion of females reported being employed part tirah bmployed and a student, a student

solely, or performing home duties solely, than males.

Table 6

Occupation and Work Status at Time of Diagnosis

Female Male
n Percent n Percent
Occupation
Unskilled/retired/unemployed 8 3.3 0 0.0
Semi-skilled 41 16.9 1 1.9
Trade 12 4.9 5 9.6
Office (para-professional) 28 115 8 15.4
Manager 32 13.2 11 21.2
Professional 82 33.7 21 40.4
Home Duties/Student 40 16.5 6 11.5
Work Status
Unemployed/retired 4 1.6 4 7.7
Employed Part Time 51 21.0 3 5.8
Employed and Student 24 9.9 3 5.8
Employed Full Time 134 55.1 41 78.8
Student Solely 11 4.5 1 1.9
Home Duties Solely 19 7.8 0 0

Chi-square tests were also performed to investigate ethettcupation or work status
were associated with country of birth. There wasignifecant relationship between occupation
and country of birth, or work status and country of birtBhi-square tests also showed no

significant relationship between occupation and type of ddSvork status and type of MS.
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7.3.4 Marital Status and Number of Dependent Children at Time of Diagnosis
Marital status and number of dependent children at thedindgagnosis was recorded. Almost
three quarters (71.5%) of participants were either markiigdg with their partner, or in a long
term relationship, at the time of their diagnosis. efty percent of participants were single, and
less than nine percent (8.4%) were separated/divorced owwdtdoChi-square tests showed no
significant relationship between marital status at diagnand gender, country of birth, or type
of MS.

Over half of the participants (58.3%) had no dependent childtethe time of their
diagnosis, while 13.6% had one child, and almost twenigepé (19.3%) had two children at the
time of diagnosis. Less than nine percent (8.8%) hasktbr more dependent children at the
time of diagnosis. A t-test showed no significarffedence between number of children at
diagnosis and gender. One-way ANOVAs showed no sigmifidifferences between the number

of dependent children at diagnosis and country of birtlgps ©f MS diagnosed.

7.4 Experience Prior to, or at the Time of, Diagnosis

The first research aim: To add to the body of knowlealggut MS related experiences
prior to an individual being diagnosed with MS, is again @slsled in this section, as participants’
MS related experiencdsefore or at the time of their diagnosase presented. The following
variables were examined; age at first symptom, initialpgggms, symptoms at time of diagnosis,
number of exacerbations before diagnosis, hospitalssibn due to MS before or at the time of
diagnosis, and suspicion of MS before diagnosis wadem Examinations of possible gender
differences on each of the above were undertakeno@swere examinations of possible

differences based on country of birth, and type of MS.
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7.4.1 Age at First Symptom

Female participants reported experiencing their firsbpggpm of MS at a mean age of
31.98 6D = 9.78) years, while males experienced their first sym@banmean age of 33.130
= 10.77). A t-test showed no significant difference betwmales and females in their age at
first symptom. In addition, a one way ANOVA showed significant difference in age at first
symptom as a function of participants’ country of birth

A one way ANOVA was also used to investigate the possilffiereihces in age at first
symptom with regard to type of MS diagnosed. A significtifierence was found between the
age at first symptom for type of M§, (4,290) = 5.254p<.01. A post-hoc Tukey's HSD test
revealed a significantly greater age at first symptonPBMS in comparison to age at first
symptom of RRMS, age at first symptom of unsure/didntivkiwvere not told of their type of

MS, and age at first symptom of Benign MS (See Table m&ans and standard deviations).

Table 7

Age at First Symptom as a Function of Type of MS

Mean Age Standard Sample
Type of MS at I Symptom Deviation Size
Relapsing Remitting 31.79 9.69 227
Primary Progressive 39.57 10.50 23
Secondary Progressive 35.43 11.06 14
Benign 26.90 8.32 10
Unsure/do not know/ was not told 28.71 8.02 21
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7.4.2 Initial Symptoms and Symptoms at Time of Diagnosis

Participants were asked to report their first sympsoaf/ MS, and the symptom/s they
were experiencing at the time of their diagnosis. ty-oine percent of participants reported
experiencing only one initial symptom of MS, while 45% oftiggrants reported two or three
initial symptoms of MS. The remaining 6% of participargported experiencing four or more
initial symptoms of MS. As the initial presenting sympiosensory symptoms such as
numbness, heat sensitivity or pain were reported by aliwasthirds of participants. Just over a
third of participants reported visual symptoms, such as opticitis, as their first symptom, or
one of their initial symptoms, of MS. The lowest repdrinitial symptom of MS was sexual
dysfunction, reported by three percent of participants.

At the time of diagnosis just over a third of particifsa(35%) reported experiencing one
or two symptoms, while the majority (62%) reported expeirenthree or more symptoms at this
time. Eight participants (3%) reported having no sympt@nsll at the time they were
diagnosed.

Chi-square tests were performed to investigate whetheal isitmptoms or symptoms at
time of diagnosis were associated with gender (SeeeT@bl There were only two significant
associations found between symptoms and gender. Theadssciation was found between
sensory symptoms as an initial symptom and geaﬁie{&) = 4.44,p<.05, where a greater
proportion of females reported experiencing sensory sympasras initial symptom of MS, than
males. A second association was found between cogsiivptoms at time of diagnosis and
gender y* (1) = 3.99,p<.05. A greater proportion of females reported experiencagnitive

symptoms at the time of diagnosis, than males.
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Table 8

Frequency of Reported Initial Symptoms and Symptoms at Time of Diagnosis

Female Male
n Percent n Percent
Initial Symptoms
Sensory 155 64 25 46
Visual 88 36 23 44
Motor 66 27 18 35
Cerebeller 58 24 13 25
Fatigue 43 18 5 10
Cognition 19 8 3 6
Bladder/Bowel 13 5 0 0
Sexual 1 0.4 1 2
Symptoms at Time of Diagnosis
Sensory 182 75 35 67
Visual 98 40 27 52
Motor 94 39 18 35
Cerebeller 118 49 27 52
Fatigue 151 62 28 54
Cognition 81 33 10 19
Bladder/Bowel 65 27 8 15
Sexual 0 0 0 0
No Symptoms 7 3 1 2
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Chi-square tests were performed to investigate whetheal isitmptoms or symptoms at
time of diagnosis were associated with country of birtthere were no significant associations
between participants’ initial symptoms of MS and courdfybirth. However, there was a
significant association found between one symptom dirtteeof diagnosis, and country of birth.
This association was between cognitive symptoms atirtiee df diagnosis and country of birth
v* (5) = 12.01,p<.05. A greater proportion of people from Australiae th.S.A, Canada and
Other (30-40%), reported experiencing cognitive symptoms dirtleeof diagnosis, than those
from the U.K and New Zealand (10-20%).

Chi-square tests were also performed to investigate heheiitial symptoms or
symptoms at time of diagnosis were associated wite of MS (See Table 9).

There were only two significant associations found betw participants’ initial
symptoms of MS, and their type of MS, and only one sigamticassociation found between
participants’ symptoms at the time of diagnosis and tiype of MS. An association was found
between sensory symptoms as an initial symptom and typeSoizl\m) = 11.59,p<.05. A
greater proportion of participants with types of MS othan primary progressive MS, reported
experiencing sensory symptoms as an initial symptom of M8B.association was also found
between motor symptoms as an initial symptom and typ&SJiz (4) = 11.61p<.05. A greater
proportion of people with primary progressive MS reportqueagncing motor symptoms as an
initial symptom of MS, than those with other types of .M®&n association was also found
between sensory symptoms at the time of diagnosisygedof MSX2 (4) = 10.12,p<.05. A
greater proportion of people with RRMS, SPMS, anddhbat did not know/were not sure/were
not told what type of MS they had, reported experiencimgp@y symptoms at the time of

diagnosis, than those with other types of MS.



Table 9

Frequency of Reported Initial Symptoms and Symptoms at Time of Dia@r@Bisas a

Function of Type of MS

Type of MS
RR PP SP Benign  Don’'t know
(n=227) (n=23) (n=14) (n=10) (n=21)
n % n % n % n % n %
Initial Symptoms
Sensory 144 63 8 35 7 50 9 90 12 57
Visual 86 38 39 4 29 3 30 9 43
Motor 60 26 13 57 5 36 1 10 5 24
Cerebeller 46 20 9 39 4 29 3 30 9 43
Fatigue 39 17 3 13 4 29 1 10 1 5
Cognition 16 3 13 1 7 0 2 10
Bladder/Bowel 9 4 0 2 14 0 2 10
Sexual 1 04 O 0 0 0 1 5
Symptoms at TOD

Sensory 172 76 12 52 13 93 6 60 14 67
Visual 94 41 13 57 5 36 5 50 8 38
Motor 81 36 14 61 8 57 2 20 33
Cerebeller 106 47 18 78 7 50 4 40 10 48
Fatigue 140 62 15 65 7 50 6 60 11 52
Cognition 69 30 8 35 4 29 4 40 6 29
Bladder/Bowel 55 24 5 22 6 43 O 7 33
Sexual O 0 ©O 0 0 0
No Symptoms 6 3 1 0 0 0
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7.4.3 Number of Exacerbations before Diagnosis

Participants were asked to report the number of elzatiens they experienced before a
diagnosis of MS was made. Responses were grouped intoofofieur categories; one
exacerbation before diagnosis={0, 23.7%); two exacerbations before diagnas€9, 23.4%);
three or more exacerbations before diagnosi¥@, 23.7%); and not sure of the number of
exacerbations before diagnosis=86, 29.2%). As almost a quarter of participants reported
experiencing only one exacerbation before a diagnosiM®fwas made, and the current
diagnostic criteria, as of 2001, require the occurrefd¢e@ exacerbations before a diagnosis of
RRMS is made (McDonald et al, 2001), the relationship ketwaimber of exacerbations and
years since diagnosis was explored. A one way ANON&Ss performed to investigate the
possible differences in number of exacerbations befagnosis with regard to number of years
since diagnosis. There was no significant assoaidiond between the number of exacerbations
reported before diagnosis, and the number of years diagaosis.

Chi-square tests were then performed to investigatehehetumber of exacerbations
before diagnosis was associated with gender or cowifttyirth. There was no significant
relationship found between number of exacerbations éefmgnosis and gender, or number of
exacerbations before diagnosis and country of birthChisquare test was also performed to
investigate whether number of exacerbations before digymeas associated with type of MS
(See Table 10). An association was found between nuofileeacerbations before diagnosis and
type of MSy?(12) = 31.38p<.01. A greater proportion of those with Benign MS #rabe who
were unsure of the type of MS they had, reported only oaeeelation before diagnosis, than
those with other types of MS. A greater proportiotholse with PPMS and SPMS were not sure

of the number of exacerbations they had before diagnosis
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Table 10

Frequency of Reported Number of Exacerbations before Diagnosis as a Fuictiygre of MS

Type of MS

_ RR PP SP Benign  Don’'t know
# Exacerbations

before Diagnosis n % n % n % n % n %

1 51 23 4 18 2 14 5 50 8 38
2 62 27 1 4 2 14 1 10 3 14
3+ 60 26 3 13 4 29 1 10 2 10
Not Sure 54 24 15 65 6 43 3 30 8 38
Total 227 100 23 100 14 100 10 100 21 100

7.4.4 Admission to Hospital due to MS Symptoms before, or at tiDR@hosis

Forty percent of participante£117) were admitted to hospital due to their MS symptoms
before, or at the time of, diagnosis. The remaiti@%o reported that they had not been admitted
to hospital due to MS symptoms before, or at the timéia§nosis. Chi-square tests showed no
association of admission to hospital due to MS symptoefsre or at the time of diagnosis, with

gender or country of birth or type of MS.

7.4.5 Suspicion of MS before Diagnosis was Made
Forty percent of participant$i€117) suspected that they had MS before the diagnosis
was made. A chi-square test was performed to investigag¢harhsuspicion of MS before
diagnosis was made was associated with gender. Aniaisso was found between suspicion of

MS and gendey® (1) = 5.67,p<.05. A greater proportion of females (42.8%) reported siaspi
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of MS before a diagnosis was made, than males (25.0%ajther chi-square tests showed no
association between suspicion of MS and participarashtry of birth, or between participants’
type of MS.

As the number of participants reporting admission depital before or at the time of
diagnosis 1(=117) equalled the number of participants reporting suspicioM®fbefore a
diagnosis was mad@<£117), a check for association between the two groupsro€ipants was
conducted. A Chi-square test showed no association hettlieeforty percent of participants
who were admitted to hospital due to MS symptoms at @arédhe time of diagnosis, and the

forty percent of participants who suspected MS beforeidgmnosis was made.

7.5 Post-Diagnosis Behaviour

The second research aim: To identify and furtherfgléhe information seeking, social and
health related behaviours exhibited by individuals within tist 12 months following a
diagnosis of MS, is addressed in this third section asgaghosis behaviour of participants
within the first 12 months of their diagnosis of multiple scler@sisutlined. The following
variables were examined; information seeking, discuseiodiagnosis with another PwWMS,
disclosure of diagnosis to others, and lifestyle changativities made following the diagnosis.
Examinations of possible gender associations with eattteafbove were undertaken. As too

were examinations of possible associations based onrgadrirth, and type of MS.

7.5.1 Information Seeking
Most participants (91%) reported engaging in more than otigta to seek out further
information about MS in the first 12 months following gi@sis. Over half (54%) reported

engaging in four or more different activities to seek mfbrmation on MS. Accessing
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information via the internet (81%) and speaking to a mégicdessional for further information
about MS (80%) were the two most reported activiti®¥hile 71% of participants reported
contact with an MS Society, only 62% registered asntdiavith the MS Society in their
state/country. A third of participants (34%) accessed nmédion about MS from a library, and a
quarter (26%) attended an information session or confereniearn more about MS in the first
12 months following diagnosis. Three participants (1%ported no information seeking
activities.

Chi-square tests were performed to investigate whetifermation seeking activities
were associated with gender. There were no associdtong between information seeking
activities and gender, however, there was an associdiond between engaging ino
information seeking activities, and gengér(1) = 5.02,p<.05. A greater proportion of males
(3.8%, n=2), reported engaging in no information seeking activitiesn females (0.4%n=1).
However, this result must be viewed with caution due tallssample sizes.

Results of chi-square tests also indicated that there m@ association between
information seeking activities within 12 months of diagisoand country of birth. Chi-square
tests were also performed to investigate whether nmdtion seeking activities following
diagnosis were associated with type of MS (See Table Ah)association was found between
accessing the internet as an information seeking actinitytype of MG (4) = 10.40p<.05. A
smaller proportion of participants with Benign MS (50%jparted accessing the internet as one
of their information seeking activities in the 12 monfaowing diagnosis, than participants
with other types of MS (>50%). As internet use haseased over recent years (lllingworth,
2001), it was important to investigate whether there wagificant difference between years

since diagnosis and type of MS (See Table 12).
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Table 11

Frequency of Reported Information Seeking Activity as a Functiorpef adiyMS

Type of MS
RR PP SP Benign  Don’'t know
Information (N=227)  (N=23) (N=14) (N=10) (N=21)
Seeking Activity T % n % o % o % o %
Internet 190 84 18 78 9 64 5 50 18 86
Medical Professional 186 82 18 78 12 86 7 70 12 57
Contact MS Society 166 73 15 65 11 79 6 60 11 52
Register MS Society 146 64 13 57 10 71 6 60 9 43
Library 77 34 5 22 5 36 5 50 9 43
Information Session 57 25 7 30 7 50 3 30 3 14
No Activity 2 1 o0 0 0 0 0 0 1 5
Table 12
Years since Diagnosis as a Function of Type of MS
Mean Years Standard Sample
Type of MS since Diagnosis Deviation Size

Relapsing Remitting 3.68 4.49 227
Primary Progressive 2.74 2.70 23
Secondary Progressive 4.36 3.43 14
Benign 4.70 3.50 10
Unsure/do not know/ was not told 3.67 6.02 21
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A one-way ANOVA found no significant relationship betweeumber of years since
diagnosis and type of MS. As internet use is repaibedde an information seeking tool for
younger people (Atreja et al., 2005), it was also import@annvestigate whether there was a
significant difference between participants’ age at mhegs and the type of MS diagnosed, and
participants’ age at diagnosis and accessing the ettashan information seeking activity. As
was reported in Section 7.3.1, although a significantlytgreage at diagnosis was found of
participants with PPMS in comparison to those with RREI®] those who were unsure/didn’t
know/were not told of their type of MS (See Table 3rf@gans and standard deviations), a t-test
showed no significant difference between participangg€ at diagnosis and whether accessing

the internet was used as an information seeking activity

7.5.2 Discussion of Diagnosis with Another Person with Multiple Sateros

Two hundred and seventy-two participants responded to this que$dine hundred and
twenty participants (44%) did not speak to another PwM$hénfirst 12 months following
diagnosis, while 152 participants (56%) discussed theagraisis with another PwMS.
Participants who reported speaking to another PwWMS id2hmonths following diagnosis also
gave details as to how they contacted that person (&gde I3).

Chi-square tests were performed to investigate whetlseuskion of an MS diagnosis
with another PWMS, and the avenue used for contact théh person, was associated with

gender, country of birth or type of MS. There were s&paiations found.
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Table 13

Discussion of MS Diagnosis with Another Person with MS

Avenue for Contact with Another PWMS  Sample Size Percent
MS Society/Support Group 43 15.8
Friend/Acquaintance 42 15.4
Internet 26 9.6
Relative 20 7.4
Work 14 5.1
Other 7 2.6
No Contact with another PWMS 120 44.1
Total 272 100

7.5.3 Discussion of Diagnosis with Another Person with MS - QualitBtwa

One hundred and ninety-two (70.6%) of the 272 participants responded to the

guestion on discussing the diagnosis with another Pvad&d a comment on how they viewed

the interaction or why they did not discuss the diagnavith another PwWMS. Qualitative

responses were analysed with a view to developing thenezgegories concerning participants’

comments on meeting another PWMS in the first 12 nofdllowing diagnosis. Three broad

categories emerged: ‘neutral interaction’, ‘positiveeriattion’, and ‘negative interaction’.

These first three categories were prominently and cemsigtreflected in the data, and each

participant’s response was coded into one of these tm&eally exclusive themes. Two

additional themes were also identified from readingdidit@. These fourth and fifth themes were
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not mutually exclusive from the first three categor@sdach other), but rather additional areas
of interest deemed worthy of examination and reportifigne fourth theme was identified as
‘meeting online’. The fifth theme was identified asasens given for not meeting another
PwWMS in first 12 months’. A description and examplegadh of these themes follow. Within
the following section, participant numbers refer to tioeling of participants’ questionnaires.

Key words relevant to each theme are highlighted.

7.5.3.1. Neutral Interaction
Sixty nine percent of participants who spoke to someose with MS in the first 12
months following their diagnosiei£105) reported the contact in a neutral manner. For deamp

“Yes, through the MS Society local branch(Participant 17154).

7.5.3.2 Positive Interaction

Twenty-four percent of participants who spoke to somedse with MS in the first 12
months following their diagnosisn£36) reported a positive experience upon meeting another
PwWMS. For example, Participant 17938 valued the experieh@iving information to, and
receiving information from, someone who understood whatg like to live with the symptoms

and the social ramifications of the illness:

Yes, was introduced to a lady with MS by a mutual friewe spoke about how
MS was affecting us both at the time what each was doing as far as
treatment was concerned and the ways of dealing with welhtentioned
people’s advice. It wasgood to speak to someone who knew what you meant

when you were tired all the time. (Participant 17938)
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This participant reported satisfaction in being ablehtares her specific experiences with
someone who was able to relate to them. From theigdlyeffects of MS, to the trials in
communicating with others about the disease, this gaatit felt very positive about discussing

varied MS related topics with another PwWMS.

Participant 17075 reported meeting a positive PwMS at & soggoort group, within the
first 12 months following her diagnosis. She describesltipe interactions with other PWMS,
gaining additional information and support (above and beydrwat bffered by health

professionals):

She wasa POSITIVE lady who inspired me to take control of the disease. |
joined the local swimming MS group afaund comfort in their stories and tips
and hints that the doctors weren’t able to offer. Surrounding myself with

positive people was the best thing | could do(Participant 17075)

Together with other participants who described positkerences upon meeting
another PwMS, this participant clearly indicates beingpired by PwMS who

demonstrated a positive approach to their MS.

These participants’ first experience of another PWwM& described in positive
terms. While some found meeting another PWMS inspirsagne simply reported the
satisfaction in sharing personal information with anotiwio had lived with similar

symptoms, or had faced similar situations.
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7.5.3.3 Negative Interaction

It may often be assumed by caring health professioreligjves and friends of someone
newly diagnosed with MS, that meeting another PwM$ lveila necessarily positive experience
for the person newly diagnosed. However, seven pefcetl) of participants in the current
study who spoke to someone else with MS in the first 12atimsofollowing their diagnosis
viewed the interaction negatively. For example, Pigdnt 18311 did not seek out the
interaction himself but a friend with MS, who had natctbsed to him previously, sought him

out when she learnt of his diagnosis:

A friend who found out approached me and told me she atsdMiBa We spoke
about it a few times but she was® negative with everything Don't do this
and don't do that and you shouldn't be working now that you've gotVS...

(Participant 18311)

This participant conveyed a frustration at the negatitieide put forward by his friend

with MS about his future with the disease, as welleasolvn.

Participants also recalled situations where theyafeénse of despair at the level of MS-
related disability they saw in those they met, combingl the implications verbally expressed
about their future health. For example, Participant 1&E&&ribes being initially terrified, and

later depressed, upon meeting others with MS:

Went to one support group and met some peopleweithprogressive MS That

wasterrifying , especially because they wanted to know my symptomshemd t
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all said ‘Oh, yesWe remember when we had only those symptornsGot very

depressed and never went back(Participant 18188)

While the people in the support group may have believed theg beng empathetic
speaking of their common symptoms at diagnosis, the jpamic did not find comfort in the
implied progression of her disease course. Insteadpsahd this interaction with other PWMS a

terrifying, depressing and negative experience.

These participants’ first experience of another PWMES described in negative terms.
Participants found the interaction scary, alarming, roning and off-putting. Some comments
related to the negative impression made by another PwM$ermarticipant, if the other
person’s physical ability was obviously affected. Hogrevhe pessimistic attitudes of other

PwWMS equally contributed to participants’ viewing this iat#ion as negative.

7.5.3.4 Meeting Online

An interesting (although not mutually exclusive) themernmerge from the data was that
a noteworthy number of participants consciously chosadet other PwMS online or via email,
rather than face to face or via the telephone. 1$peecent i{=10) of participants who discussed
their diagnosis with another PwWMS did so over thermet. For example, Participant 17180
commented that he had met other PWMS exclusitelghrough the internet... (the people with
MS | met werelery helpful and informative.” Participant 17148 first met another PwWMS nine

months after her diagnosis, via email correspondence:
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Nine months after | was diagnosed, | had a relapse and wassgn a three day
course of steroid treatment... | was very scared and reallyeeded to talk to
somebody who knew what | was going through.My husband's co-worker's
wife's friend had been diagnosed with MS five yearsigeénd had received the
same steroid treatment a number of times, sge.got in touch with each other
by email and she was a great help to me answering my many Gtiens.

(Participant 17148)

This participant asserted that her situation had bectigbtening as she relapsed,
prompting her to make contact with someone who had p&lrkoowledge of MS. She portrayed

her newly formed email relationship as of great benefit.

Some participants who met other PwWMS on line reporteghaesof security and safety.
For example, Participant 19543 described feeling more atceasmunicating with other PwWMS

through emails:

Yes, butnot in person as it was, and still is, hard to come to termwith, but
through emails. | joined Mc2 [an online community based in Victoria, Aa]
and spoke to people in my situation... | still want to mebérs that are closer to
my age group and see how they are coping, but it (meetogytd face) is hard
because thetid have to be more open physicallyf you know what I mean.
Through the net it's great - | don’t really know people,they don’'t know me.

(Participant 19543)



As she was engaged in relationships with other PwMS thramhil alone, the
participant did not feel as emotionally exposed as sheidened she would have if meeting them

physically.

The participants, who described meeting other PwWMS onelingia email, conveyed a
sense of satisfaction at forming meaningful relatiorshyith those who could offer valuable
advice and support, without having to make themselves entitdherable in a face to face

relationship.

7.5.3.5 Motivation for Not Meeting Another PWMS in First Twelve KRbllowing Diagnosis
The fifth and final theme identified for consideratiavas the reasons given by
participants for not meeting another PwWMS in the firstnidghths following diagnosis. Of the
120 participants who did not speak to another PwMS in teefP months following diagnosis,
40 (33%) volunteered reasons as to why they had not dor@rdyg a few participants stated that
they had not spoken to another PWMS because their diagnosurred recently. For example:
“Not yet. | have been diagnosed less than 2 monthgParticipant 22780). Not having the
opportunity to meet another PWMS in the first 12 moritilewing diagnosis was given as the
reason by 17 (14.2%) participants. For exampldlo. | don't know anyone” (Participant

23577), and

| did not know of any one else in my area who had M8&r I'm sure that | would

have been in contacMy doctor couldn't even tell me if there was an MS

support group in my area. (Participant 17335).
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However, the remaining participants who provided a reasomdbd meeting another
PWMS (=23, 19%) indicated that while the opportunity was themy ttonsciously choose not

to discuss their diagnosis with another PwWMS becausentee not ready to do so:

No, although it was suggested to me on two occasions aoffiéns of contact
details. | wasscared of what | would find out | imagined these people as
having a greater level of disability than me(where | considered myself as
having no disability at all), although | had been reasstinatd they were not

disabled. (Participant 17114)

This participant described her fear of the visible digglshe may have been presented
with, in spite of reassurances from others. She tegactively avoiding meeting PwMS, for

fear of being confronted by a disability level greatenthar own.

Participant 17117 did not discuss her diagnosis with Begrswho also had MS, as she

thought it would be too confronting:

My sister was diagnosed with ms probably 2 years befoge When | was
diagnosed I did not talk to her about MS because it was todase and it upset
me. It saddened me to hear of her experiences and alsoasz me.

(Participant 17117)
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While this participant had every opportunity to discuss hegribsis with another PwWMS,
she felt uneasy doing so as she was aware of hersiskperiences with MS and found them

scary and upsetting.

There were three distinct reasons given for partitgoaot discussing their diagnosis
with another PWMS in the 12 months following diagnodige first two involved a lack of time
since diagnosis or a lack of opportunity to meet anotheévi® The third reason was formed
from participants’ conscious decision not to seek aintath another PwWMS for fear that
discussing their diagnosis, or even sighting another Pwi¥&uld be too confronting or

distressing.

7.5.3.6 Quantitative Analyses of Qualitative Themes

Chi-square tests were performed to investigate whethécipant response to meeting
another PWMS in the 12 months following diagnosis ves®eiated with gender, country of birth
or type of MS. An association was found between viewhegrteraction as positive, and gender
v (1) = 4.17,p<.05. A greater proportion of female participants (15.28pprted the interaction
with another PWMS as positive, than males (4.2%). Ao@ation was also found between not
wanting to meet another PWMS in the first 12 montho¥aithg diagnosis, and gendgt (1) =
4.17,p<.05. A greater proportion of male participants (16.7%pntel not wanting to meet
another PWMS as their reason for not discussing thegndisis with another PwMS, than female
participants (4.2%). No other associations were found detwesponses to interaction with
another PwWMS (or reasons for no interaction), and gende

One association was found between not wanting ta ame@her PwMS in the first 12

months following diagnosis, and type of M(%(4) = 10.42,p<.05. A greater proportion of
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participants who ‘did not know/were not told/were unsuretheir type of MS (25.0%) reported
not wanting to meet another PwWMS as their reasondbdiscussing their diagnosis with another
PwWMS, than participants with RRMS (5.8%), Benign MS (11,1P®MS (13.6%), and SPMS
(14.3%). No other associations were found between resptinsgsraction with another PWMS
(or reasons for no interaction), and type of MS. &heere no associations found between
responses to interaction with another PwMS (or reafn®o interaction), and country of birth.
Chi-square tests were also performed to investigate ehetrticipant interaction with
another PWMS in the 12 months following diagnosis vaithernet was associated with gender,

country of birth or type of MS. There were no asdamis found.

7.5.4 Disclosure of Diagnosis
Participants were asked to list with whom they disaligbeir diagnosis of MS in the first 12
months following diagnosis. It was expected that pastnechildren, friends,
psychologists/counsellors, employers and workplaceeaglles may be among those listed.
Complementary therapists, gym instructors, alliedthgalbfessionals and religious ministers were
examples of ‘others’ some participants reported diswpso. In reporting the results, marital
status, number of dependent children and work status wereolbed for as required. For
example, when looking at the percentage of people wBkoloded their diagnosis to their
dependent children in the first 12 months following diaggoenly those participants who
identified as having dependent children at the time of dsigneere examined. These participants
comprised the ‘valid’ number and were then used to finduhled' percentage’ of participants who
disclosed their diagnosis of MS to their children. oftwundred and eighty five participants

responded to this question. The results are displayeddie T4.
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Table 14

Disclosure of Diagnosis in First 12 Months

Diagnosis Disclosed to n Valid n®  Valid Percent
Partner/Husband/Wife 208 208 100
Family member/s 267 285 93.7
Close Friends 222 285 90.5
Children 95 120 79.2
Boyfriend/Girlfriend if ‘Single’ 19 24 79.1
Employer 157 246 63.8
Workplace Colleagues 142 246 57.7
Counsellor/Psychologist 55 285 19.3
Other 39 285 13.7
No one 2 285 0.7

“Valid n = the total number of participants who could have disclos#tetmdividual/s listed in each category
Valid Percent = valid percentage of participants whdaked to the individual/s listed in each category

One hundred percent of participants who were marriedgliwith their partner, or in
long term relationshipa€208) disclosed the diagnosis of MS to their partnesst dver a third
of those who identified as ‘singlen€19) also reported disclosing their diagnosis to theingar
(presumably short term boyfriend/girlfriend).  Seventyenipercent of participants with
dependent childrenn€95) told their children of the diagnosis. Of those ipgrants in paid
employment, 58%n=142) disclosed their diagnosis of MS to workplace colleagwhile 64%
(n=157) discussed their MS with their employer within thetft2 months of diagnosis. Two
participants did not disclose their diagnosis of M@&rigone within the first 12 months following

diagnosis.



Chi-square tests were performed to investigate whethdoslise of diagnosis to certain
people was associated with gender, country of birth @& tygMS. As mentioned above, marital
status, number of dependent children and work status vesrteotted for as required. For
example, a test of association between gender aolbslise of diagnosis to employer was only
carried out on the sample of participants who repdtiedl work status at the time of diagnosis
as employed (‘employed full time’, ‘employed part timer ‘employed and student’).

An association was found between disclosing thendiag to dependent children and
gender, if participants had one chjﬁ:l(l) = 10.85p<.01. A greater proportion of females with
one child (80.6%) disclosed their diagnosis to the depershalat than males with one child
(22.2%). No other associations were found between whotigipants disclosed to, and gender.
An association was found between disclosing the diagrosworkplace colleagues and the
country of birth of participants, if participants were Wiog full time XZ (5) = 12.83,p<.05. A
greater proportion of participants working full time frahe U.S.A (74.3%), Australia (63.9%),
and New Zealand (55.0%) disclosed their diagnosis to warkptalleagues than participants
from Canada (44.4%), the U.K. (36.4%), and Other (33.3%). otNer associations were found
between who participants disclosed to, and participaotsihtry of birth. No associations were

found between whom participants disclosed their diagrtosiand participants’ type of MS.

7.5.5 Disclosure of Diagnosis — Qualitative Data
Once participants had identified who they had disclosenl thagnosis of MS to in the
first 12 months following diagnosis, they were asked xplagn why they had disclosed their
diagnosis. Two hundred and eighty two participants medged to this question. Qualitative
responses were analysed with a view to developing thearerning participants’ reasons for

disclosure of diagnosis to others. Three broad themesged: ‘Perceived lack of control’, ‘To
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gain emotional support’, and ‘Why wouldn’t you tell eveng?’. Each participant’'s response
was coded into only one of these three themes. Anianali theme of ‘I regret disclosing’ was
also found, and while not describing a reason for disclpgunell be presented here as a theme
that has come from this data, as it is important tm@wledge and describe what participants
have learnt from their experiences, whether goodaal bThis fourth theme was not mutually
exclusive as some participants described the reasonadbdgclosure, before going on to
explain why they regretted doing so.

A description and examples of each of these themksvolKey words relevant to each

theme are highlighted, and participant numbers referet@dding of participants’ questionnaires.

7.5.5.1 Perceived Lack of Control

One hundred and twenty two participants (43.3%) reportedhbgthad no choice but to
disclose their diagnosis of MS to others. A diagho$MS is often made after weeks, months or
years of symptoms, humerous appointments with doctorseumlogists, and much speculation
about what could be wrong (Eeltink & Duffy, 2004). Durithg pre-diagnosis period, people
experiencing MS symptoms may tell friends, family memlmgremployers/colleagues of their

symptoms for emotional support. For example:

While | was having symptomsof my numb hand told everyone so they could
help meand when | went for my MRI scan and lumber punctured &ld them

without realising | would have MS. (Participant 17138)

Participants often shared their symptoms with othersljagnosis, without forethought to

whether or not they would want to share the eventuagndisis. Recognising that certain
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individuals in their lives knew something was wrong, a nunatbgrarticipants felt compelled to
explain the cause of symptoms once known, thereby pergeavack of control over their choice
to disclose. Participant 17147 expressed a sense of obligatieer employer to be forthcoming

with the diagnosis because of her use of sick leadirig up to the diagnosis:

Becausd had been ill for a long period of time prior to my diagnosis and |
had missed 40 days of work in an eight month pelidelf obligated to tell my

employer of my diagnosis once it was madgParticipant 17147)

Perceived lack of control over disclosure of diaghegs also demonstrated by those
participants who reported feeling obligated to tell empleydithe diagnosis if they believed MS
was having a negative impact on their ability to do the tjgey were employed to do. For

example:

| told my employer because | felt | couldn't copewith teaching the children
anymoreand felt | should resign for the sake of the children so the could
have a teacher who could give them 100%ot just the tired teacher who could
no longer play the piano and often seemed not to &vertergy to help them as |

wanted to. (Participant 17005)

For others, it was the presence of obvious physical syngptbat led some participants to

report that they had no choice but to disclose. Partitipd202 reported a lack of control over

the decision to disclose her diagnosis to others duertoldvious lack of mobility:
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Shortly after | was diagnosddotally lost the ability to walk. Showing up in

an electric scooter tends to bring questions.l had no choice (Participant

17202)

Similarly, Participant 18102 perceived that he had to disctpgen his equipment needs,

and need for physical assistance. He reported havingeo @ption:

l... needed assistanct be driven to work and very soon therealtead to use

a walker. This then meanthiding the truth was not a realistic option for me

(Participant 18102)

Participants also recalled situations where they perdea lack of control around their
choice to disclose, when their MS symptoms could be an@cued as being caused by

something else. It was felt that some MS symptomddcb& embarrassing if not understood.

For example:

| wanted people to understand that my abilities and capabiitould depend on
what sort of a day | was having. For example/as tired of people assuming |

was drunk in the middle of the day just because | couldhwalk straight.

(Participant 16933)

Participants did not want others falsely concluding thay were mentally ill, drunk or

lazy (typical explanations given to the invisible syomps of MS) when they were in fact

experiencing pain, vertigo, or fatigue. Participant 17114 inelicHtat she perceived there to be
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no choice as to whether or not to share the diagrgsen the assumptions her colleagues would

make if she did not disclose the medical reason fofatgue:

| was experiencing fatigue.l wanted people to know that | had a serious
illness and that this was affecting my mood and ability to cauy my usual

work, that | wasn't lazy or depressed. (Participant 17114)

Similarly, Participant 17335 felt that colleagues, friendsl d&amily thought she was

creating excuses so as to get out of work or sociaegats:

| had been having all sorts of problems off and onyfears like days when |
couldn't walk or pain so bad that I couldn't go to workeltlthatpeople thought
that | was making up all sorts of excuses for not being ablto attend workor
go to different social eventsso in some ways | feliy telling peoplethat| had
at last found out a name for what was causing me all thesegblems my
friends, family and work friendsvould understand that | was not making

things up. (Participant 17335)

This participant also hinted at experiencing a small amotirelief when able to name
the cause of her socially restrictive symptoms. Ayulassis of MS brought much relief to some
participants who, together with others in their lifepught that pre-diagnosis symptoms may
have meant something perceived as life threatening, swdmasr. Participant 17012 recounted
the reasons for telling her family. She felt she haalaligation to tell her family the ‘answer’

(diagnosis) to allay misguided assumptions of previous syngtom



| had to tell my family about my diagnosis, iaprovided them with an answer
to why | was always having headaches, loss of moveraadtthe hearing loss.
In hindsightl think that | saw the diagnosis as a relief, as | was begmwng to

suspect that | had a brain tumour! (Participant 17012)

The threat of an alternative diagnosis of cances mgaorted by a number of participants
as the reason they felt obligated to disclose the dagwd MS to family, friends and colleagues.
Participant 16548 described telling her family and colleagudwalth problems and tests she

was going through:

Everyone knew | was going to see the neurologist afteMRl & they all asked
what the result wasFamily were very concerned as | had lost my mother &
brother both to cancerwithin 12mths of each other & then | started to be elhw
within the same 12mths.So everyone was waiting the results (Participant

16548)

This participant may not necessarily have wanted toadisdher diagnosis of MS, but felt

she had little choice given her family’s concerns tlatdymptoms were caused by cancer.

A perceived lack of control was also identified in papdgits’ responses when it was
reported that it would have been more stressful to hidalidgnosis than to disclose it. These
participants reported that the decision to disclose hat beade for them, given their living

situation or circumstance. For example:
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Given the fact thamy treatment would require me to take a daily injection, |
didn’t think I had a much of a choice when it came to tding my immediate
family. | did keep it a secret from most of my close friendsl any not so

immediate family. (Participant 17182)

Participant 22808, below, would have felt extra pressurenbawa ‘hide’ her diagnosis,
particularly when she had identified possible ways of ethieding out. She expressed fear

around others learning of her diagnosis without her telhegitherself:

To take the pressure offThe MS diagnosis was pressure enough without
having to go around hiding the diagnosigrom significant people in my life. A
colleague's husband was practicing neurology next door toamyneurologist.|

feared being found outso best the news came from me(Participant 22808)

Being ‘found out’ was of particular concern for thgseticipants who reported living in
rural areas or ‘tight knit’ communities. Such particigaperceived a clear lack of control over

their decision to disclose the diagnosis to otheraeir tcommunity. For example:

Had no choicebut to be honestabout what was happening. | became ill on a
Friday, was hospitalised on Sunday, and transferredager hospital age live
in a rural area... It was impossible for me to keep my diagnas to myself in

these circumstances (Participant 17595)
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In some cases, the decision to disclose was not ontgiped by participants as out of
their control, but the decision was literally made tbhem, as others informed participants’

friends, family, acquaintances or colleagues of thaigmbsis of MS. For example:

At work, | chose to speak with the Chief Social Worker to warn mn that |
may need to take time off for medical reasons In turn, he asked permission to
confidentially advise the Director of Allied Healthdah was comfortable with
that notion. Sadly, the DOAH decided to make a public announcement about
my diagnosisat the next Allied Health Managers meeting and sddmgecame
public knowledge This all happened during the 1st month after diagnokis.
then quickly advised my family and friends as in country area, news travels

fast. (Participant 17134)

This participant described her rural setting as a darting factor to the decision to
disclose her diagnosis to her friends and family mens quickly. Similarly, Participant 17176
reported living in a small town and having little choice taudisclose, given false rumours of

terminal disease:

| live in a small town. | taught school and never ndssAll of a sudden | missed
and was in the hospitalThe diagnosis almost made it to Nashville before |
returned from the hospital. As part of my job | had to drive a mini-bus to
shuttle students from other schools to where | tauglbasdinator of the gifted

program. Rumours were out that | had a terminal disease.l had to be honest
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with my elementary-aged studentsassure them that | was neither dying nor

contagious. (Participant 17176)

The primary reason for disclosure in the first 12 menllowing diagnosis was that
participants perceived a lack of control over the degisidhis lack of control took a variety of
forms depending on the participants’ situation. Some [zatics had told others about symptoms
pre-diagnosis and felt compelled to explain the diagnose known. Others felt that their
obvious physical symptoms or equipment left them witle lthoice but to disclose. A number of
participants wanted to allay misguided assumptions about $jx@ptoms, and felt they could
only do that by disclosing. Finally, a group of participamgsorted that while finding it more
stressful to hide the diagnosis, they perceived they badhoice but to disclose their diagnosis of
MS to others. In the face of the uncertainty thatisggnosis of MS brings, these participants
perceived a lack of control, not only over the coursthefdisease, but also over their choice to

disclose the diagnosis of MS to others.

7.5.5.2 To Gain Emotional Support

The second theme identified as the reason given by ipartts for their disclosure of the
MS diagnosis to others in the first 12 months folloywthagnosis, was in order to gain emotional
support. One hundred and two participants (36%) reportedninatisclosed their diagnosis to
gain emotional support. Participants reported a need tbledatalk about the diagnosis, and
their fears for the future, with those who they couldst to provide them with the level of
emotional support they needed. These participants &lttlle natural thing to do in a situation
such as receiving a diagnosis of a chronic illness waalk about it. For example, Participant

17165 thought that the family members she shared her diagmitisicould help her:My world
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was crashing in around me & these people were the onesathl thought could assist mé.
Conversely, Participant 19248 was concerned that she wouldhgrskimily members with talk
of her diagnosis. She commented that she sought pgosfabsssistance to gain the emotional

support she needed:

| saw a counsellor at the SASouth AustraliaMS Society It wassomeone |
could talk to about my diagnosis and feelings without feeling gliy. | did not
want to upset my family/husband by crying and being depresidtie time.

(Participant 19248)

Participants expressed the belief that they trustegéople they chose to disclose the
diagnosis to, and felt comfortable that these peopl@ldwespond to their personal information
with care and understanding. Participants cited disaoieir diagnosis as a means to increase
the provision of support, not only to themselves, but ta ihemediate family members also.

For example:

| knew my family would rally behind me. At the time of diagnosis | was
hospitalised and neither | nor my doctor knew to whaergxthe attack would
have on my capabilities in the future so felivas important to prepare for the
need for support of family and friends, not just for me,but particularly for

my family. (Participant 16967)

Some participants believed that close family membergldvbe just as affected by the

diagnosis of MS as they were. This belief meant fdnaily members were often provided with

167



the same level of information as the person newlgribaed. Participant 23527 concluded that
she wanted her family to be informed and comfortablé wér diagnosis. She understood that
she would receive the support that she desired from helyfarhen needed, if they had a full

understanding of MS:

My family had a right to know. | didn't want them to findtcaccidentally, and
alsoif support is ever needed they have a prior understanding dhe disease

| also wanted to be able to answer any questions thyblagked up by as much
information as | had learnt from my own researtfelt the more info they had,

the more comfortable they would feel. | didn't wantignorance to be a
worry to them or me, and | didn't want them to label or blame themselves.

(Participant 23527)

As lack of knowledge is not conducive to support, Particig@et2 identified that she
would not be offered support if her significant others did hte an knowledge of the disease
and her experience with it: | knew that | would need support and people could not offer
support, understanding or patience if they did not know whatwas going ofi. Participant
17098 recognised that without clear communication about tleas#sfollowing her disclosure,

she would not receive the support she needed both in her dnahwork life:

| felt thatone of the ways | was going to deal with this diagnosis was thigiu
the love and caring of family and friends Since | had no visible symptontee
only way anyone | cared about would know was through my communicain.

| also knew that | had to find a way to manage my fatigukenworkplacemy
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employer and colleagues have been very supportiie helping me get a daily
rest period during my lunch hour. 1 lie down for about ntyeminutes and

sometimes fall asleep. My co-workers are very solistthat | get this time and
protect me from interruptionsl have never missed a day of work because of
MS and | feel that is because | work in such a caring emronment.

(Participant 17098)

The second most common reason given by participante agy they disclosed the
diagnosis was to gain emotional support. Participanigtgothis support mainly from family
and friends, but some also described informing employeatscalieagues about their diagnosis
with a view to gaining both practical and emotional suppArsmall number of participants also
reported seeking professional support from psychologistownsellors. Trusting the people
they disclosed to and providing them with adequate infoomabout MS, was regarded highly

by these participants, along with the use of clear comwation.

7.5.5.3 Why Wouldn’t You Tell Everyone?

The third theme identified as the response given by paatits following their disclosure
of the MS diagnosis to others, was a sense of ‘whyldvit you tell everyone?” When asked
why they disclosed their diagnosis of MS to others, 58ggaants (20.6%) gave a response that
indicated they did not consider doing anything but discldear tdiagnosis. Upon being
diagnosed with MS, some participants felt an overmid urge to tell all of their family,
friends, acquaintances, and colleagues. These partgigahnot want to hide their diagnosis,
but expressed the desire to be honest with themsedweslhas with those around them, and felt

that disclosure to others assisted them to deal withdi@gnosis, and move on. For example:
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| thought that | may as well tell everyone about it- so that | could get on with
my life. | thought Wwhat is the point in keeping this huge ‘time bomb’ a
secret?’ It was hard for me to deal with, but it was made exasthen | told
people. | prefer to be honest about the MSto myself and my friends & family

around me. (Participant 18581)

Participant 18311 was keen to demonstrate to his familyk wod social groups that a

diagnosis of MS was nothing to conceal, and that it dvoot define him:

It's something that | didn't want to hide. If | did hide it, | would have felt like
it was something that had a grasp on rii@ere is nothing wrong with having
MS. Like someone once told mé have MS, MS does not have me'...

Keeping things inside of you | think makes you feel worse(Participant 18311)

This participant stated very clearly that he felt nechto be embarrassed about his newly
diagnosed condition. He believed that keeping thendisig to himself would have made him
feel worse about his situation. Similarly, Particip2n871 did not want to hide the diagnosis of
MS and explained that receiving the actual diagnosis rbetieipped her to incorporate the
management of MS symptoms into her lifestyle. She rtedothat telling others about her

diagnosis felt like the natural thing to do:

To me, the diagnosis of MS is a ticket to managing my condition better

because | now have information to enable me to manag®iopriately. And, |
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have the chance to lessen the frequency and severiigttaéks by taking
Interferon. Telling people about this seems normal and natural. Why wodll

hide it? (Participant 17871)

A sense of responsibility to educate was another reasen fpr telling ‘everyone’ about
the diagnosis. While family, friends and work colleagwesre to be given up-to-date
information on the disease, participants suggested tleae thvas also a need for increased
knowledge of MS in the wider community. It was felt tbe¢ater community knowledge of MS
would benefit all, not just the PwWMS providing the infotima. Participant 18194 reported a

desire to challenge the misconceptions held in the commainiyt MS:

...l feel that through detailing my experiencesan change the 'face of MS' in
a lot of people's minds. | can, through educating others, hallgviate the fears
and alsoreduce the myths associated with M&nd other disabling diseases.
Knowledge IS power, and not only for those with the diseadaut for those we

encounter as well! (Participant 18194)

This participant reported wanting to assist people with M& @ther diseases, through
educating the community. Participants’ responses describegld@antage to have as many

people as possible correctly informed about the dis@aae, attempt to de-mystify MS.

Some participants, who chose to disclose their diagneisiely, did so in order to give
others a positive example of MS. Participant 17098 reftethat the first thought of someone

with MS is not necessarily the reality:
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| really don't conceal my disease if a situation coapgesvhere | might reveal it,
becausd feel it helps people to know, since this is such a comon disease,
that you aren't necessarily going to be disabled immediatelyThat is what you
imagine when you are first diagnosed ands very important for people to

have living examples that counteract that messaggParticipant 17098)

A positive example of a PwWMS was thought to be lackinghm wider community
perception of what having MS means. Participants wanteddtien that ‘a diagnosis of MS
only happens to other people’ to be dispelled, and they wantbteék the clichés associated

with how a chronic iliness or disability can affectghdiving with it.

These participants wanted to tell the people in theisliaad those in their communities,
about their diagnosis of MS. They wanted to be hpraesl some reported the act of disclosure
as being of assistance to their coping. Combined tnth desire to educate and increase

awareness of MS, these participants asked the questidny: wouldn’t you tell everyone?’

7.5.5.4 | Regret Disclosing

The fourth theme relevant to a discussion on disclosdirdiagnosis (although not
mutually exclusive to the three themes already examioadje from participants’ comments
regarding their regret at disclosing their diagnosiste&in participants (5.3%) indicated that they
regretted their disclosure of the diagnosis to oth&tsese participants had disclosed to others in
the first 12 months following diagnosis but, on reflestistated that they regretted doing so and

if they had their time again they would be more selectn who they told, if anyone at all.

172



Participant 19510 suggested that the negative reactions c#ieeck from telling three family

members stopped her from telling anyone else:

The reactions of those | told put me off telling others.e. they have all cried a
lot and expected the worst possible outcortieey don't believe me when | tell
them I'm optimistic that things will improve... Even doctors expect the worst

as a rule. Participant 19510.

Some participants, who willingly shared the diagnosith vothers initially to gain
emotional support, reported regretting the decision basebdeoresponses they received to their
disclosure. Participant 18528 recounted receiving pity, baceby regretting her decision to

share the diagnosis with certain individuals:

It finally gave an answer to why | looked OK but watuatly feeling so unwell.
| thought it would take some pressure off if | shared it wth friends and
family. Some people | still wish | had never told. | don't likepity. My
husband of 23 years has since left, he doesn't handle illvedss Participant

18528.

Instead of receiving support following disclosure as wasagdesome participants were
told stories of PWMS much worse off than them, whickde the newly diagnosed PwMS feel
very uncomfortable. This experience was also oftemeshby significant others. Participant
18897 gave a powerful example of his partner disclosinglitgnosis to a work colleague, only

to receive potentially damaging feedback:
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| found thatpeople don't always react with open support On one occasion
when my fiancé was at work, she became upset about eeptrdiagnosis and
asked if she could leave, when asked vdine explained the situation and the
response was that she had better find another partner baose MS turns
people into vegetables That comment did more damage to my relationship than
| could ever do.Therefore from that point onwards both my partner and | do

not talk about MS to anyone anymore. (Participant 18897)

This experience clearly shaped the participant’s attitadd, the attitude of his fiancé,
toward sharing the diagnosis with others in the future.
Conversely, some participants were told stories of PwME@h better off than them,

which they found depressing rather than supportive. Formgam

| was encouraged by partner and counsellor to discuss ivitieaother people
that | ticked in the above list. In some ways they tieakhow butif | had to do it
again | wouldn't tell them... It became really tiresome and depressing that
they were supposed to be acting as my support but kept lieg me stories
about other cases of MS where the person did not have a paiarly severe
course of the diseaseg ‘Susan’s grandmother had MS and she was fine’... |
now get asked ‘so when are the injections going to cu@ ymind you | have
explained the basics of immunotherapy many timiégelt like | had to be like

an MS information seminar each time | told the story. (Participant 22584)
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Participant 22584, above, explained that she regrettedslisglher diagnosis so widely.
While those she told may have thought they were supporéngpyhsharing ‘positive’ stories of
other PWMS, this participant clearly perceived these edfaasis unhelpful. She continued her

response to indicate that she was tired of providingnmédion to others, often repeatedly.

Some participants reported regretting disclosing the dmignto their employers
specifically. While they thought their employer would sagoportive and understanding, these

participants were shocked at their lack of empathy h#aring of the diagnosis. For example:

My work colleagues & employer had to find out, because | waso distressed
at the time, and | didn’t want to lie about what was happemg. That was
probably the only mistake | made, since people definitely reated me
differently at work - | felt that they thought | often ‘copped out’ of wargi
overtime hours.| have since changed employers and have chosen not to tell
them about the MS. | don't suffer any obvious symptoms, and | enjoy thé fac
that people treat me as ‘normal ' now keep MS away from work. (Participant

18581)

This participant expressed her regret at disclosing hgndsas of MS to work colleagues
and her employer, and explained how that experienceedh&pr behaviour in the next

workplace.

Confidentiality issues arose for some participant®vathg disclosure as they struggled

to keep control over those that knew. Participant 2169%kpext that she had no choice but to
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disclose her diagnosis of MS to her friends, butrleg¢gretted doing so as the information was

not treated as confidential:

The only reason | told my close friends is that they knew had the weakness
in my right leg & was trying to find out what it was caused fom & that | had
an appointment with neurologist Otherwise | would never have told them.|
wish | had told them I just had a pinched nerve or songtlite that asthey
were told not to tell anyone & some of them have told clesamily which has

distressed me very much.(Participant 21691)

Similarly, Participant 22584 described losing control of pevate health information

when she wrongly assumed that others would keep themaattfidential:

| also assumed that people would keep it as a private matteubthey didn't
which made me feel less control and caused lots of coaflwith my siblings

who told many people. (Participant 22584)

A disclosure of MS cannot be taken back. Once thgndisis of MS had been disclosed
to certain individuals, these participants reported wishiag they had kept the diagnosis of MS
to themselves. Reasons for regretting the disclosiladed negative responses from others,
hearing stories of other PWMS that made participamsuiecomfortable, and a reduction in the

confidentiality of personal health information.
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7.5.5.5 Quantitative Analyses of Qualitative Data

Chi-square tests were performed to investigate whetlasorefor disclosure in the 12
months following diagnosis was associated with gendmuntcy of birth or type of MS. No
associations were found. Similarly, there were nsoaiations found between a participant

regretting the disclosure of their diagnosis and gendentcy of birth or type of MS.

7.5.6 Lifestyle Changing Activities

Participants were asked to list any lifestyle changoigifies they participated in within
the first 12 months following diagnosis. Two hundred anesgnvive participants responded to
this question. When reporting the results, participantsikwstatus was controlled for as
required. For example, when looking at the percentagamicipants who reported a reduction
in work hours, only those participants who identified agpleyed at the time of diagnosis
(‘employed full time’, ‘employed part time’, or ‘empfled and student’)ne237) were examined.

Most patrticipants (76%) reported engaging in two or moestyle changing activities in
the first 12 months following diagnosis. Roughly half (52%ported engaging in three to six
lifestyle changing activities following diagnosis. Tl@mmencement of taking vitamin
supplements was the most reported lifestyle changitigitgc(n=142, 51.6%), followed by a
change in dietr=125, 45.5%), and then the commencement of immunothénsfip6, 38.5%).
Ninety-eight participants (35.6%) increased the amourgxefcise they engaged in, while 67
participants (24.4%) decreased their level of exercideviolg diagnosis. Twenty percent of
participants 1(=53) reported an increased interest in spirituality follayvdiagnosis, while nine
participants (3.3%) reported a decrease in interest. tyTj@rcent of participant€71) who

identified as employed at the time of diagnosis redubedt work hours in the 12 months



following diagnosis, and 20 percent=@6) experienced a change of work/career. Twelve
participants (4%) reported no lifestyle changing actifotiowing diagnosis.

Chi-square analyses were performed to investigate whatlyesf these lifestyle changing
activities were associated with gender. Only one adsmtivas found. An association was
found between an increased interest in spirituality amtgry’ (1) = 6.92,p<.01. A greater
proportion of females (22.2% of femal@s50), reported an increased interest in spiritualty, than
males (6.0% of males=3).

Results of chi-square tests indicated only one assowidietween lifestyle changing
activities and country of birth. An association wasnfbubetween the commencement of
immunotherapy and country of birtﬁ (5) = 23.28,p<.01. See Table 15 for participant

commencement of immunotherapy as a function of eguritbirth.

Table 15

The Commencement of Immunotherapy as a Function of Country of Birth

Country of Birth

Commencement of Australia U.S.A U.K N.Z Canada Other

Immunotherapy n % n % n % n % n % n %

Yes 55 440 27 563 7 184 4 129 6 353 7 4338
No 70 56.0 21 43.7 31 816 27 871 11 647 9 56.2
Total 125 100 48 100 38 100 31 100 17 100 16 100

A greater proportion of participants born in Austrati®® U.S.A , Canada and ‘Other’
reported commencing immunotherapy within the first 12 mofath®wing diagnosis, than in the
U.K or New Zealand. Less than twenty percent ofigpents from the U.K and New Zealand

commenced immunotherapy treatment in this time.
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Chi-square analyses were also performed to investigduether lifestyle changing
activities following diagnosis were associated with tgheMS. Two associations were found.
An association was found between the commencementrofinotherapy and type of Mg (4)
= 26.48,p<.01. A greater proportion of participants diagnosed RBRMS (n=98, 46.2% of
participants with RRMS) reported commencing immunotheraqithhin the first 12 months
following diagnosis, than participants with PPM$%, 22.7% of participants with PPMS) or
SPMS (=3, 23.1% of participants with SPMS), Benign M&(, 0%) and those that did not
know their type of MSr{=0, 0%). A second association was found between atiedun work
hours and type of MS, if the participant was working futigiy® (4) = 15.91p<.01. See Table
17 for participant reduction in work hours as a functionype of MS. A greater proportion of
participants with SPMS and participants who did not Kmeese not told/were unsure of their
type of MS, reported a reduction in their work hours thasegheith RRMS, PPMS or Benign

MS.

Table 16

Reduction in Work Hours as a Function of Type of MS

Type of MS
Reduction in
Work Hours RR PP SP Benign  Don’'t know
(if working full time) n % n % n % n % n %
Yes 33 262 4 333 7 875 1 16.7 6 50.0
No 93 738 8 66.7 1 125 5 833 6 50.0
Total 126 100 12 100 8 100 6 100 12 100




7.5.7 Post-Diagnosis Behaviour — Qualitative Data

Participants were asked to provide a comment on anythinghéa thought assisted or
hindered them in coping with the diagnosis of MS in th& fl2 months following diagnosis.
Two hundred and fifty three participants (85.8% of total sain@sponded to this question. Of
these, 226 participants (89.3% of respondents to this questag a comment regarding what
they found to be oéssistancan their coping with the diagnosis. Seventy-seveni@pants
(30.4% of respondents to this question) commented on whatthbeght was dindranceto
their coping with the diagnosis of MS. Qualitatiesponses were analysed with a view to
developing themes concerning factors that assisted partgipaooping with the diagnosis, and
themes concerning factors that hindered participants imgaopith the diagnosis. Four broad
themes emerged in regard to factors that participantseipedc as being of assistance:
‘Maintaining a positive attitude’, ‘Making practical change€hanging health behaviours’, and
‘Information seeking and sharing’. Four broad themes erdergeregard to factors that
participants perceived as a hindrance to their coping withdilagnosis: ‘Dealing with the
attitudes of others’, ‘Attempting to maintain a pre-Mfedtyle’, ‘Information overload’, and
‘Negative examples of other PwWMS’. The two main gatees of themes were not mutually
exclusive as some participants described both factatsatisisted and factors that hindered their
coping with the diagnosis of MS in the first 12 morfitowing diagnosis.

A description and examples of each of these themksvfolParticipant numbers refer to

the coding of participants’ questionnaires, and key woreésael to each theme are highlighted.

7.5.7.1 Factors that Assisted Participants to Cope with Diagnosis
Two hundred and twenty-six (89.3%) participants provided a commernwhat they

perceived as being of assistance to them in the first @@ths following diagnosis. An
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additional twenty-seven (2.8%) participants indicated mioélhing had assisted them to cope with
the diagnosis of MS in the first 12 months. Theseigpants either wrote ‘n/a’ or ‘no’ as a
response to the question, or indicated that there haokeen enough time since diagnosis to offer
comment, for example: | ‘only found out 4 weeks ago so it is early days for méParticipant
19947). Some participants did not provide comment as gpyrted no change to their lives in
the first 12 months following diagnosis, for exampl&Not in the first twelve months... Any
action | have taken regarding my MS has been at a time later #n the first twelve months

(Participant 21393).

The comments offered by the 226 participants on what thaydfto be of assistance to
them following diagnosis were categorised into four te&m*‘Maintaining a positive attitude’,
‘Making practical changes’, ‘Changing health behaviours’d amformation seeking and

sharing’. These are described in the following fourisest

7.5.7.1.1Maintaining a positive attitude.Maintaining a positive attitude was the most
frequently identified theme in participants’ commentsahat assisted them to cope with the MS
diagnosis in the first 12 months following diagnosis. egy-six participants (33.6% of
participants who provided a comment on what they perceagedeing of assistance) reported
that they found maintaining a positive attitude was the gmymthing that assisted them to cope

with the diagnosis. For example:

A positive attitude without a doubt was the greatest assistae in accepting,

understanding and coping with such a life changel was often accused of not
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accepting because | was too positive, but | believe | cie@ very early and just

ploughed ahead. (Participant 16967)

This participant received feedback from others that hidipesittitude was indicative of
his inability to accept the diagnosis. However he ademant that this was not the case, and that
his ability to remain positive truly assisted him. SinjlaParticipant 18194 was viewed by
others as being in denial. However, she demonstrated bev@attitude toward her situation

by describing MS as a ‘gift’:

| chose to see MS as a 'gift' in my life and not a 'sentericé realized that |
might not have the time to do all of the things ttdhoped to do in my life and
so| started checking off the things on my personal 'life Bt'. I'd always wanted
to learn to pilot an aircraft and so | started fligggsons, fought the FAA for the
'right to fly' and passed my certification. | also begky-diving (another life
dream).Some people saw it as a form of denial but | found it a soce of
strength - to prove to myself that | was a capable and stromfvigual.

(Participant 18194)

Viewing MS as a ‘gift’ assisted this participant to piise what life goals and
aspirations she wanted to fulfil. She found that tlegmlsis encouraged her to reach these
goals, possibly earlier in her life, than if she had nommbegagnosed with MS and clearly
perceived this positive approach to be of assistancaticipant 19974 also had a positive

attitude toward the diagnosis as she saw it as an apjtyrto appreciate life more fully:



| believe that | am an extremely emotionally strongsperso | was able to make
the decision thathis disease is going to make me a more interesting person,
and | will be able to have a greater appreciation for life.| have realised that
the important thing is to remember to remain positive othenise things will

turn to ‘crap’ . (Participant 19974)

This participant made a conscious decision to view M& pagsitive addition to her life,
not only because it assists her to appreciate lifealso because she perceived that viewing it
any other way would lead to negative outcomes. Maimgia positive attitude toward living
with MS was important for these participants, indeasl plositivity seemed to carry through to

other aspects of their lives as well. For example:

The only thing | have changed | guess, is my attitude to &f— | appreciate it
much more, don’t take things for granted like | used tcand | don’t get upset

about the little things anymore. (Participant 17117)

This participant reported a broader attitude change followirgndisis, as she re-
evaluated the importance of the events, big and smdlkritife. Participant 22855 extended on

this theme and explained why his positive attitude led toingneased appreciation for

everything:

| think | just realised that anything can happen in life and you never know
what's around the corner. Make the most of every day and as | said, focus on

what you can, not on what you can’t. When | was inlvdbarning to walk again,
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| realised that it's the little things we take for granted... like walking for
instance... It's given me a new lease on lifel know that sounds clichéd. | have
another saying — ‘I woke up breathing this morning, so | gudss/¢ another

chance’lll (Participant 22855)

Other participants were also keen to impart sayingslages that reflected their positive
attitude towards life with MS. Many participants maderefice to ‘not knowing what tomorrow

will bring’ or ‘not knowing what is around the cornerAnother example came from Participant

18528:

My favourite saying isnever put off ‘til tomorrow what you can do today
because if you can do it today and you like it you can do it agaiermorrow’.
| changed my job to something | enjoyed, with less stress$.stopped worrying
about small things. | try to focus on each moment today instead of dwebing

what may happen tomorrow. (Participant 18528)

This participant touched on the reoccurring themes ofipsiog and stress reduction that
were mentioned by a number of participants who identifiedntaining a positive attitude as

their primary assistance following the diagnosis. Hirly, Participant 17360 responded with:
| also tried to put into perspective the more important apects of my life, i.e.

relationships with family and friends as opposed to my matel objectives. |

have different views on my life since the diagnodisry not to be angered or
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aggravated by unimportant incidents. | try to appreciate aspdas of me and

my life that previously were in my opinion unsatisfactory (Participant 17360)

Some participants expressed their positive attitude by aomgpdemselves to others they
perceived as worse off!l realized that everybody has something wrong with them. Some
people have worse things than MS. | can sit around and wallom self pity or | can do
something about it.” (Participant 17091) This participant made a clear dectbatna negative
or self pitying attitude would not assist her in dealing wité diagnosis. Similarly, Participant
17128 responded by identifying those she perceived as facing a swois#on than hers. She
reported gaining a sense of perspective on her situation,vendwent as far as suggesting she

should be thankful for her diagnosis:

| had been dealt a blow and life seemed more preciousnsentled to make the
most of it.... The whole thing made me realise that there are many more
people out there who are far worse off than me. Peoplkdying of cancer,
people dying in third world countries and all sorts so for ne to feel sorry for
myself is selfish- | am alive and well, | only have mild relapse/remgtMS and

| should be thankful! | started living my life. (Participant 17128)

For some participants, maintaining a positive attitude intagsately linked to their belief
in God. Together with comments on the importance ahtaging a positive attitude, some
participants indicated that prayer, belief in God, redigig or an increased interest in spirituality,

was of imperative assistance following diagnosis:
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Prayer and more prayer! NO ONE GETS AWAY SCOT-FREE! Every one of
us has something to deal witMy positive attitude and reaching out to others

that were in more need really helped.(Participant 17204)

Participant 17105 reported a previous commitment to religiod an increased interest in
spirituality following her diagnosis. She responded vatltomment on the importance of a
maintaining a positive attitude, and her increased irtt@respirituality and the healing power of

the mind:

As a follower of religion/spirituality - 1 am even more interested in the
healing power of the mind... | believe in being positive and focussing on the
now. | will not let the disease 'beat’' me. | am enjoyinglifey watching what |
eat and letting my body tell me when to rel$tis imperative not to focus on the

negative side of the diseasgParticipant 17105)

Maintaining a positive attitude assisted these particip@ntope with the diagnosis of
MS. While participants expressed their positive attitt@®wing diagnosis in a number of

ways, all indicated strength and a confidence in themsédveontinue living well with MS.

7.5.7.1.2Making practical changes.Making practical changes was the second most
frequently identified theme in participants’ commentsvamat assisted them to cope with the
diagnosis. Fifty-six participants (24.8% of participantsovprovided a comment on what they
perceived as being of assistance) reported making piacheages as the primary thing that

assisted them to cope. Participants reported makingiqgalachanges in four different ways.
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Modifications to the physical environment to better mand§esymptoms, prioritising tasks and
time for self, learning to say ‘no’ while learning to gutcdnelp, and seeking psychological
counselling, were the four areas identified in participactmments as making practical changes
to cope with the diagnosis. While the mechanical ilstah of air conditioning can be viewed
as quite different from the emotional learning to say,’all responses included an element of
adopting new strategies and making practical changes to diNewth MS.

Modifications to the physical environment were practical ngles identified by
participants as factors that assisted them to cople thé diagnosis of MS.  Examples of
modifications included installing air conditioning, acquiringhause cleaner or gardener,
renovating the house, or buying an automatic car. ickemts commented on practical changes
they had made to render their physical environment morefoctable: “l installed air
conditioning and bought a very comfy chair’(Participant 17989). Similarly Participant 16869

reported making a number of practical changes to her sulirgsto ensure her independence:

Yes, we are about to move to a smaller house which will rege less time and
effort in looking after it. Also air-conditioning is being installed as the heat
affects my energy levels. | purchased a motorised scootehih gives me
extra independence,such as going to the shopping centre by myself and going

out with my husband when he takes the dog for a walkiti¢ipant 16869)

Participants reported a change in their priorities faltmwvthe experience of an MS
diagnosis. Making practical changes included consciopistyitising and planning time for
themselves. Participant 18686 reported an increase im@nmanagement following diagnosis,

together with a reduction in work hours:



...| did more time managementand set limits with the activities that | did.
seemed to plan my week a lot betteiso | had time to rest in the afternooh.
changed to part time work and made time for exercise on mylays off.

(Participant 18686)

This participant indicated that she had to make a comsailecision to make time for
herself so as to exercise. Some participants repthétdsaying ‘no’ to external requests was a
practical change that came into effect following thegdosis. Participant 17178 explained that

while necessary, making the change to putting herselfdastnot an easy transition:

| realised that | had to make myself first.always did for others no matter
what. | always put someone else’s needs before mine.hdve learned that
with MS, there are times you have to say no.l don’'t push myself to the
extreme limits anymord, try and make time for myself without feeling guilty
about it. It has taken me sometime to realise that it isheasy. | just know

that | have to make myself #1.(Participant 17178)

In addition to learning to say ‘no’, participants repor@dncrease in their need to ask for

and accept help from others. For example:

... learned to accept help from people, even strangerbecause | found people
were very considerate and liked opening heavy doors etc.daglidvhen | could

do things for myself perfectly well, because | need topkeetive and as
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independent as possible. Bavas a balance between accepting help and doing

my own thing... (Participant 18893)

This participant summed up her response by mentioning hdrfae@ balance between
accepting help and retaining her independence. Other partisireported making the practical
change of finding a balance, and listening to their bagdythe factor that assisted them most

following diagnosis. For example:

In the past 10 months, | have tried to listen to my own bodyral my own
heart, and take things at my own pace.| make allowances for times that |
might not be feeling as energetic as | used to be. ekample,| now plan my
week to ensure that | am not out every night, yet also to ensuthat | am not
at home every night either. | am finding balance between reand play.... this
has certainly had a positive effect on my state of mimtl stamina. (Participant

18713)

Some participants pursued the support of a psychologist wrsettor following their
diagnosis of MS. These participants viewed seeing ahp&ygist/counsellor as a practical

change to their lifestyle that assisted them to copetve diagnosis. For example:

Shortly after diagnosis | saw a counsellor to help keep mbonest in the
grieving process. We met on a weekly basis. | found it enoausly helpful. |
expressed my grief. | journaled about the losses | lfemost deeply.

(Participant 17253)
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This participant linked her experience of dealing with tiagubsis of MS with grieving.
She reported using strategies suggested to her by the coyrsedlo as journaling, as extremely
helpful in her coping with the diagnosis. Particip22684 sought out a psychologist who

specialised in adjusting to disability, who was able ferdier assistance:

Going to a psychologist was useful and gave me ideas of how to copasked
her what she would do if she became blind (or couldntitbeoptic neuritis) and
she said that she would find out what blind people do and seeoptians are
available. It has always stuck in my mind and is so leirbpt now | find that it
underpins everything | do.the psychologist... really assisted me to find a new

way of living with a new body. (Participant 22584)

This participant reported her feelings of dissatistactvith life at the time of diagnosis.
A psychologist was able to give her the strategiesetatthat time to make practical changes to

increase her willingness and ability to live with MS.

These participants reported making practical changekeafactor that assisted most in
coping with the diagnosis of MS. All practical changased included an element of adopting
new strategies. Participants either incorporated chatmeskeir physical environment, or
changes to their priorities. Prioritising time foemselves, or learning to say ‘no’, also extended

to seeking psychological support for some.
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7.5.7.1.3Changing health behavioursChanging health behaviours was reported by a
fifth of participants as the factor that assisted timemst to cope with the diagnosis. Forty-seven
participants (20.8% of participants who provided a commentiwat they perceived as being of
assistance) reported that they found changing their heahlaviours the primary factor that
assisted them to cope with the diagnosis. These iparits gave examples of their changes in
health behaviours as increasing exercise, decreasing almotiadaffeine intake and giving up
smoking. For example:“Slowed my alcohol intake (no liquor/little wine/2 beers-a-dy
max).” (Participant 17198), antiGave up smoking. Decided to get fit. Thought about
starting yoga.” (Participant 19464). As these participants reportedeater focus was often
placed on staying well and remaining strong once diagheostn MS. Participants looked to
reduce the behaviours they considered unhealthy, and enlnbedlthy behaviours that they

were already engaged in pre-diagnosis:

| am trying to exercise more frequently and increase my fitess for many
reasons, to feel healthier in general. Have a much more positive attitude
towards life. Want to keep my body in good strong shape in case | do become

disabled either temporarily or permanently later on. (Participant 19974)

Some participants experienced a change in activity due trictiess placed on them by
their MS symptoms, and were able to find different aotisithat offered them similar outcomes.

For example:

| had to change the forms of exercise | engaged in.was a life long athlete and

avid runner at the time of my diagnosis My foot drop made it impossible to

191



work out strenuously this way. So | began going to a gym and usingom
weight bearing exercise - cycling, stair master and rowing mame - to
maintain my physical activity. | discovered that | could get a isnilar work

out although | couldn't run. (Participant 17153)

As well as maintaining a high level of general heattiany participants introduced MS
specific health behaviours into their lifestyles i first 12 months following diagnosis. The
commencement of immunotherapy medication is an exawipsuch behaviour. Together with
immunotherapy, participants also mentioned the addibibprescription medications for MS
symptom management, such as baclofen, methylprednisolahantidepressants. For example:

“l took ditropan, baclofen, and amantadine as well as i.v. solumed|” (Participant 17209).

However, along with conventional medicines, complergnand alternative medicines
(CAM) clearly played a role in shaping the health behavaecisions of participants in the first
12 months following diagnosis. The CAM therapies repotegarticipants included: yoga and
tai chi to improve balance and decrease pain; reiketinice bladder dysfunction; and evening
primrose olil, vitamins, exposure to sunlight and a low s&tdrfat diet in an attempt to reduce

severity of symptoms and to aid in the prevention of dsg@aogression.

| am following a low saturated fat diet whenever | can (whib is extremely
difficult!), taking vitamin D supplements, and doing tai ch. | also go to the
solarium once or twice a week and get out in the sun as cluas | can (in

Melbourne!). (Participant 19974)



This participant reported the difficulty she encountered winging to adhere to the
CAM’s described; however, she also showed enthusiadnerimesponse, and an eagerness for
trying all CAMs that may be of benefit. In a mordreme example, one participant reported

investigating CAM therapies with a view to finding ‘the cure

Searching, searching, searching for the cure, mostly in QWA therapy,
massage, reflexology, Bowen, yoga, Feldenkreis methods, Kneigtbag legs
- changing hot and cold water or walking in hot and coldewatfelt good...
Yoga stretches the best way to start each day. Meditation 15 mAday.

(Participant 16539)

Most participants however, investigated CAM with thewi#® use them in conjunction
with conventional medicines for assistance with symptaanagement or to slow the progression
of the disease. A number of participants felt thagiysting a combination of both conventional
medicines and CAM, they were doing all they could tip heemselves, leading to an increased

sense of control over their MS. For example:

| started immunotherapy almost immediately and also read GJelinek's book
on managing multiple sclerosis. | changed my diet, as per dh
recommendations and started taking vitamins & supplements.At the time |
was also coming off a course of methyl prednisolone whigdemme feel
extremely shaky.| started seeing an acupuncturist hoping this would help

alleviate the pain behind my eye which flared up again aftef came off the
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methyl prednisolone. This made me feel like | was doingomething to

prevent the disease.(Participant 17569)

Some participants nE2) expressed their desire to avoid conventional meditatio
altogether. They described CAM as their preferred ang toehtment, and had strong views on
the perceived negative effects of immunotherapy.tidaaint 17098 gave a detailed explanation

of her reasons for actively avoiding conventional ro&dlons, and her choice of CAM therapies:

| embarked on a quest to get information about naturopatkicuas that would
help me.l was determined to avoid Copaxone and the interferons becausé
side-effects; the pressure | perceived coming from th@&rug companies to take
these expensive, invasive drugs; the fact that their sus=e rate isn't that
good; the cost; and some good advice from my G.P. that it was rdgcision.
So, | get a combination of acupressure, reflexology, and reil@very other
week; | get an intravenous Meyer's cocktail of vitamins and miarals every
other week; and under the direction of my naturopath | usealpha lipoic acid.

| also take the naps | mentioned above. (Participant 17098)

Similarly, Participant 20733 reported that she chose torégononventional medication,

while instead following a strict MS-specific diet:

| took control of my treatments, and choose medical treatmest!| desired
while ignoring others (eg beta-interferon) which | felt would dramatically

change my lifestyle choicesl made optimistic choices about the future based on
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a live for the moment attitude, which | believe has beighly influential in my
complete remission of symptomsl. have changed my diet to include more
Omega 3 fatty acids found in fish etc. and was on a very strictliet
recommended by Coping With MS book but have become lazy with it due to

lack of symptoms. (Participant 20733)

A point raised by this participant among others, wastti@strict diet could be difficult

to adhere to generally, and particularly if the symptohtd® were minor or non-existent.

These participants reported changing health behaviouredadtor that assisted most in
coping with the diagnosis of MS. There was a wideetgrof changed health behaviours
reported. Changes incorporated decreasing unhealthy behawocinsas smoking and drinking
alcohol) and increasing healthy behaviours (such asisgemad healthy eating). Commencing
MS specific health behaviours (such as commencementrofinotherapy) and CAM therapies
were also reported by participants. All participantsrief@ that they made changes to their

health behaviours post diagnosis to stay well and rertrangswhile living with MS.

7.5.7.1.4dnformation seeking and sharindgnformation seeking and sharing was reported
by the final 20.8% of participanta£47) as the primary factor that assisted them to coffetine
diagnosis. Engaging in information seeking activities @drately following the diagnosis and
throughout the first 12 months post diagnosis was commmoongst these participants.
Participants reported searching for information on MS feowariety of sources. These included

traditional written sources of information such askm@eer-reviewed journals and MS Society
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publications.  Other sources included web based matertabr oPwMS, and medical

professionals. For example:

| read as much as possible about MS from the library, MS saoety and the
internet. | felt that knowing all about the disease, thegood and the scary
aspects of it, gave me a feeling of some control over theselase. For me it

was the ‘knowledge is power’ concept(Participant 17080)

This participant reported gaining a sense of control oveMBisby learning as much as
possible about the disease, even if that included infowmé#bat was anxiety provoking. Some
participants told of their desire to read anything thayldc@yet their hands on’; in an attempt to
learn all they could about MS and ways to manage symptdPasticipants reported that by
accessing up to date information on MS, they felt more &raped, even in the face of the

disease’s unpredictability:

All' 1 did was try to educate myself with as much informationas | could and
now | try to keep up to date with new studies... | feefor me it helps to be
informed. | know some people can’'t handle that, but to nderstand as much
as possible of this disease is to empower yourself espélgi since MS is so

unpredictable. (Participant 21940)

Participants also placed a strong emphasis on beingtalglain information about MS

(additional to that received at diagnosis) from theialth professionals. Neurologists and general
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practitioners were most frequently mentioned as valuableces of information. Participant

19248 reported great benefit in gaining information and suppmrt &n MS nurse counsellor:

Talking with the MS Nurse Counsellor, GP and Neurologisteally helped me
a lot. Especially the first, talking to someone who has a&pee with MS
sufferers. Knows about the treatments and outcomes and who genuinely

understands. You can talk in confidence and not feel guilty. (Rgrant 19248)

Participants did not always find their immediate infation needs satisfied by their
diagnosing physician. Some participants reported ohtpiaisecond opinion before changing
doctors to someone they felt better able to satisigirtinformation needs and support

requirements. For example:

Getting a second opinion was the best thing | ever did. dsked around and
found another neurologist who is just lovely, so I'm stickingvith her. My GP
has also been lovely. She phones from time to tinse@chow I'm goingShe was
aware of the problems | was having with the specialist and haggy referred

me to the new one.(Participant 23527)

Similarly, Participant 16784 did not feel comfortablehaihe diagnosing neurologist.
She explained that the second neurologist was ablave d discussion with her about her MS,

and explain everything to her satisfaction:



| changed neurologists as | didn't feel comfortable withmy initial one. He
was very clinical and didn't take the time to discuss timgs with me. As soon
as he diagnosed MS he seemed to want to palm me off onto tbeal MS
Society. When | changed neurologists the second one spentnsach time
explaining everything thoroughly and | felt so much better aboutit all.

(Participant 16784)

Some participants reported seeking information frord, sraring information with, other
PwWMS as the most important factor in their coping wviité diagnosis. Together with reading
written information on MS, participants found additiobanefit in the empathy, understanding
and support gained from those living with similar symptont the uncertainty that MS brings.

For example:

Reading info and attending seminars have been valuabléelgs to be well
informed. Knowing others with MS is enormously helpful - they undestand
how you feel about living with the unpredictable, and know bw unsettling
the various symptoms can be.Discussing these things with friends and family is
more difficult (can sense their worry or discomforwith others with MS, it's

just friends chatting. (Participant 17484)

Face to face contact with others with MS provided inftiom about the disease and

symptoms, and a valuable source of emotional support. ¥Ywywsome participants reported

accessing other PWMS, and hence information and suppatgh the less traditional avenue of
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internet chat rooms. Participant 16977 reported receivingkeokinformation from her medical

professionals, instead receiving valuable information and sufspar a website:

| jointed a website called ‘Jooly's Joint MS Webpals’ and | trdy believe that
without that | would have become depressed as there isich a lack of
information from the medical profession. | gained and sti gain a great deal
of support from this site as | find talking with people who share the condition

is good as they are the only ones who really understand i(Participant 16977)

Participant 21718 reported emphatically that the modulutsctor in her ability
to cope with the diagnosis was joining an online suppomigroShe identified that in
spite of the restrictions placed on her by her MS symgtdathnology enabled her to

access the information and support she required:

Best thing was joining the online support group. They are alays there and
if the fatigue or heat makes it impossible to get out | knowhat | always have
my mates right there at the tip of my fingers. Thank God dr technology!

(Participant 21718)

These participants reported information seeking and shasniipe factor that assisted
them most in coping with the diagnosis of MS. A ooom theme that emerged from these
responses was the belief that knowledge is power. @éfrithformation and information
published on the internet was sought, along with infolonagiathered in discussions with health

professionals and other PWMS.
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7.5.7.2 Factors that Hindered Participants’ Coping with the Diagnosis

Just under a third of participants=(7) provided a comment on what they viewed as a
hindrance to their coping in the first 12 months followinggehosis. The comments offered by
the 77 participants on what they found to be a hindraoib@ning diagnosis were categorised
into four themes: ‘Dealing with the attitudes of othefAttempting to maintain a pre-MS

lifestyle’, ‘Information overload’, and ‘Negative exatap of other PWMS'.

7.5.7.2.1Dealing with the attitudes of otherf®ealing with the attitudes of others was the
most frequently identified theme in participants’ commeaegarding what hindered their coping
with the diagnosis. Twenty-eight participants (36.4%articipants who provided a comment on
what they perceived as being a hindrance) reported thatfoeyl other people’s attitudes
toward the diagnosis as the primary hindrance. Therita@f these participants identified the
negative or dismissive attitudes of health professiopais)arily neurologists, to be the greatest

hindrance in their ability to cope with the diagnosisr &ample:

| found the medical community not very helpful at all My GP is no help and
| had a hard time finding a neurologist. Basically they said ‘yes you have MS
now go home and we will call you in six monthsl.had been going to my
family doctor for three years telling him there was sometimg wrong. Only
when | lost the vision in my eye and saw an ophthalmologist &mergency

did | get anyone to understand there was a problem(Participant 22032)
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This participant reported a lack of assistance and suppdhebyealth professionals she
had seen, as they dismissed her view that something veag w Likewise, Participant 19118

reported that her symptoms were credited by health profedsias stress-induced:

| found the health professionals 'dismissive'. | heard ot of comments about
'somatic' problems and 'have you been stressed or anxious latel You feel
like a hypochondriac and therefore reluctant to go back to hedtt
professionals. As a nurse | felt insulted by the way | felt that | was teated. |
no longer share my experiences/symptoms with thenheag's no treatment or
cure so why subject myself to the humiliation!?l..was left feeling alone,

humiliated, inconsequential and paranoid. (Participant 19118)

As a nurse, this participant felt insulted by the way slas treated by other health
professionals during the diagnosis process. She dedthbenegative impact others’ comments
had on her sense of self, and her resultant reluctaweard seeking further assistance from
health professionals.

Another example was given by Participant 23527, who desctitgethsensitive manner
in which her neurologist approached the diagnosis. Wsile did not feel completely
comfortable discussing the diagnosis with him, she Wss anable to contact him with her

guestions:

...the careless way my neurologist 'told' me | possibly had MS No bedside

manner at all and he seemed to assume | already knew of my diaggms. |
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could never contact him for results of tests or any quesins | had.

(Participant 23527)

Participant 17211 also described an uncomfortable relationsittpher doctor. She
portrayed him as acting in a condescending and intimidatingtiwaughout the period of her

diagnosis:

...before my diagnosis | told my doctor that | had done some reaech and |
was very concerned about multiple sclerosis. He told melhat is why people
like you shouldn't research into things they don't undersand’. Foolishly, |
did not change doctors until months after diagnosis.have switched doctors
before because of a condescending attitud@actors can be very intimidating.
| have carried a lot of angerAnger with my doctor for not believing in my
symptoms, anger with myself for not being more assertivel. know the anger

is counter-productive, but I still harbour a lot. (Participant 17211)

This doctor’s inappropriate behaviour and attitude towardomiscipant made her angry.
While his behaviour alone could have had a negative effettteodoctor-patient relationship, the
participant went on to report that she was also amgtly herself following her unassertive
response to the situation. She gave the impressairtith energy she used on feeling angry
about her doctor’s dismissive attitude toward her, coalekbeen better spent on coping with
the diagnosis. A health professional’s inability topabhise and provide a certain level of
support, led these participants to feel that their regpdosthe diagnosis was affected in a

negative way. For example:



My neurologist's blunt ‘You have MS'... He claims to treat hundeds of MS
patients a year, yet had no clue the three little words wadd upset me. |
believe wholeheartedly the way you are given the news aboutexisus illness
can make a huge difference in the responseAt least initially, | was ready to
give it all up and not continue. | think over time thedigtion dissipatest would
have been better for me to have some empathy and know that tiperson
holding your future in his hands cares. | have since foundanother
neurologist and have a chiropractor who has been very supportive.He
believes that whatever helps the patient and doesrtttherpatient is good

medicine. (Participant 18180)

Health professionals’ attitudes were identified by thetigpants above to be the key
factor in hindering their ability to cope as well as flasswith the diagnosis of MS. However, it
was not only the attitudes of health professionals ld#faparticipants feeling less able to cope
with the diagnosis. The attitudes and comments oflfamembers also played a role in
hindering some patrticipants in their ability to cope. Fangxe“l wished | hadn't told my
family and my partner. | found that because | look alright that they did not take me
seriously” (Participant 23892), and..unhelpful and hurtful comments from my mother and
sister on my diagnosis, i.e. save up bits of poison for whéngets too much, and sell your
house as you won't get a wheelchair in therg(Participant 20045). Participant 22046 described
her distress following her family’s response to hegdasis. She did not feel able to express her

emotions truthfully as she was encouraged to remainiysi
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| became very distressed... with people always saying "keep pdpge" as if
that will make it go away. | feel that I'm not allowed to be angry and yet
people always comment on how upsetting the MS is for my pamts and
sisters. | don't understand why they are allowed to be sadipset and yet I'm
not? | have stopped reading articles on people with MS -usecthey all seem to
have very supporting families and seem to accept the M sister compared
the MS to her ongoing weight loss problem.For me - the MS Society has been

my saviour; they really listen without devaluing my feg. (Participant 22046)

This participant indicated that her family was unabl@ravide the support she desired.
She felt that her experience and feelings had beenwtelaly the comparison made by her sister.
Extending past the family, participants also commentedhe reactions of friends and relative

strangers that hindered their ability to cope with thgmbais. For example:

The thing that hindered me in the first few weeks waselling people of my
diagnosis when | should have realised that they were the $af people who
would say helpful things like ‘oh | know someone who has M&nd they are

in a wheelchair’ but | have learnt from that now. (Participant 17138)

Others reported on those in their community who warttedbffer ill-informed or

irrelevant advice. Participant 19510 developed a new slallder to cope with such advice:

| have also developed the skill to politely thank people fotheir advice and
then ignore it rather that get angry that they are advising on magrs they

have no idea about.(Participant 19510)
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Unsuccessfully managing or being negatively affected byattieides of others was
identified by these participants as the key factor thadldred their successful coping with a
diagnosis of MS. Participants found negative, dismissir condescending attitudes of health
professionals upsetting or aggravating. Similarly, theaung or insensitive attitudes of family

members and friends were found to be distressing and hurtful

7.5.7.2.2Attempting to maintain a pre-MS lifestylédttempting to maintain a pre-MS
diagnosis lifestyle was the second most frequently ifiedtiheme in participants’ comments on
what hindered their coping with the diagnosis. Ninetgmicipants (24.7% of participants who
provided a comment on what they perceived as being a hindreejmeted their attempts to
maintain their pre-diagnosis lifestyle as the prim@agtor that hindered them in coping with the
diagnosis in the first 12 months. Participant 22478 expldinat she had to keep her diagnosis a
secret in order to maintain her pre-diagnosis lifestylekeeping it secret which | did for
many years, and pretending to be well when | wasn't, wasrsssful”. Similarly, Participant
21878 reflected that her stress in dealing with the diagnosieased when she.regretfully
did not make any changes when | should have regarding my workij hours and job

responsibility”.

With the benefit of hindsight, Participant 17062 also notatltilying to keep up with the
rate at which her work and social life had once operatatl amegative impact on her ability to

adjust and cope with the diagnosis:

...In retrospect | believe that | should have made more chayes at that time

in the area of work and social life, and should not have tridto maintain the
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very busy life | had prior to diagnosis... It was difficultto adjust to a slower

pace(l still do not think | have managed it!). (Participa@062)

Some participants reported being in ‘denial’ as they strdgglecope with the diagnosis
while attempting to maintain the same fast-paced lifestyat they lived prior to the diagnosis.
Participant 18205 reported that Heied to tell everyone, including myself, that | was OK
when | really wasn't coping”. Participant 17153 statedi tried to overcome the disease by
working out strenuously to feed my denial. | ended up in &ike accident where | broke my

kneecap. Then | was forced to come to grips with my diagnosis'. In the same way:

Denial probably made it harder for me at first. | refused initially to accept
the need to slow down and had the attitude that | could wsh’ through it. All

that did was make me feel worse physically(Participant 21718)

Some participants reflected that, looking back at thelaliour, they should not have
acted as secretively about their diagnosis in tis¢ 2 months, as they had come to recognise this
approach as a hindrance to their eventual acceptance diatpeosis. For example?l kept
much of it a secret and looking back | wished | had toldeveryone as it happened”

(Participant 17182), and:

A major learning for me was thany reluctance to speak openly with
employers and friends about my illness hindered greatly my aeptance and
ability to cope with my illness. If | had been encouraged by my doctor to be

more forthcoming about my diagnosis | think the initial 12 months would
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have been significantly easier.l left the job | was in at the time and at my next
place of employment | was much more upfront whichrase dealing with my

iliness a lot easier. (Participant 17808)

This participant commented on her belief that if hestalohad encouraged her to disclose
her diagnosis at the time, she would have acted diffgr. She also suggested that this alternate
behaviour would have made the first 12 months following ribag easier to cope with.
Similarly, Participant 17132 reported a sense of regmtabeing more honest with others about
her diagnosis. She reported keeping the diagnosis selhdor fear of others viewing her
differently. She reflected that she would have asdea better outcome for herself and her

friends if she had have disclosed the diagnosis airttee

| did not tell anyone else about the diagnosis as | thought eyeme would
imagine | would soon be in a wheelchair. | think it wouldhave been better if
| had told people about MS at the time when | had no visie symptoms. |
only told people when | felt it was unavoidable and my closedtiend was

rather hurt that | had kept it to myself. (Participant 17132)

Attempting to maintain a pre-diagnosis lifestyle, Wieetin regard to a fast paced life or
keeping the diagnosis from family, friends and colleaguas identified by these participants as
the key factor that hindered their successful copindy witdiagnosis of MS. Participants
identified that attempting to maintain the fast pacedtyfie they led before the diagnosis had a
negative impact on their ability to adjust to the diagsioboth emotionally and physically.
Those participants who attempted to hide their diagnfosim others reported increased levels of

stress, and regret at not disclosing earlier.



7.5.7.2.3 Information overload. Information overload was reported by a fifth of
participants as the factor that hindered them most pingowith the diagnosis. Sixteen
participants (20.8% of participants who provided a commemwltat they perceived as being a
hindrance) reported that they found being presented witlventoad of information on MS to be
the primary factor that hindered them in coping with tlegdosis. For example*My first
reaction was to gain as much information as | could and | wouldave to say that had a
devastating effect on me”(Participant 17191).While almost all participants (99%) actively
sought out information about MS from at least one sqwam®e provided comment that finding a

balance between an appropriate amount and too much viiesldif

| read everything | could on MS, | think mostly this helped but sometimes it
was scary to read about ALL the possible symptoms of MS, evehough |
knew I'd probably never have most of them. It's really had to find a balance

between staying informed and focusing too much on MS§Participant 16822)

Similarly, Participant 19907 found that the information sii#ained was not only
confronting, but was offered to her at a pace greater s would have preferred. She
highlighted in her response a need for the recognition efdtfierent informational needs of

people newly diagnosed with MS:

| was not ready to read or be confronted with the severenes$ MS and need to
accept this graduallySome people want to know everything they can about the
disease and read and talk to people. | am not one of them.went on one

website that depressed the hell out of me and | deftely wouldn't recommend
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doing that to a newly diagnosed person... | think everyone isfferent in how
they process the info of being newly diagnosed and a persoroskd be given

options for getting more information but at their own pace. (Participant 19907)

This participant also considered the information she faathd on the internet as
‘depressing’. Information sought on the internet was $gesome as a hindrance to their coping
with the diagnosis when examples of worse case sosnaere accessedReading erratically
on the internet simply scared me. The more | read on vius sites, the more | thought |
would end up blind, crippled and incontinent” (Participant 19464), and think it is very
important not to read everything available on the internet becase most of the time, they
pose the ‘worst case scenario’ and it is very distressing dnunnecessary!” (Participant
19343). Some participants reported burying themselves withmatwon, and not being able to

process it effectively to benefit them in a real way:

| knew | wasn't dealing with my condition in the most effetive way. | was in
the early stages of my MS and | buried myself with informationl could get
hold of from the internet or from literature given to me. There was so much
to wade in and | felt they were just sitting in my brain ard not helping me in
preparing to cope with the symptoms and their impact on myife in general.

(Participant 18366)

Accessing and appraising an overload of information a8t and its possible
symptoms and disease course, was identified by theseipants as the key factor that hindered

their successful coping with a diagnosis of MS. Whilmost all participants sought information
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from a variety of sources, each participant may hakedifferent, and individual, informational

needs with regard to content, style and volume.

7.5.7.2.4Negative examples of other PwM3Vitnessing negative examples of other
PwMS was reported by the final 18.2%={14) of participants who provided a comment on what
they perceived as being a hindrance, as the primary hindraleir coping with the diagnosis.
Participants reported being introduced to, or making contébt other PWMS in a variety of
ways. These included meeting through family or frienésmdintroduced by way of attending
support groups or education sessions, or making contacbtkign PwMS on line. While many
participants reported very positive experiences upon meetimgrs with MS (as outlined in
previous sections of this chapter), some participants egp@stperiences that they felt hindered

their coping with the diagnosis. For example:

| joined an MS support group, but was so unnerved by seeiniipe condition
of some of the members that | only went 2 times and didnteturn for over a
year. Instead of being helpful, even though the members weevery kind and

accepting, | felt traumatized by the group. (Participant 17085)

Some participants did not report negative experiendasng to the physical appearance
of other PWMS, but the attitudes conveyed. For examjlaund them (support groups) full
of negativity. The people attending were full of feeling soy for themselves” (Participant

21888). Likewise,

| think | was most hindered by support groups that wantedme to succumb to

the idea that with diagnosis came disability - even though #t was not my
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reality. | chose not to associate with groups that wanted msigio up for
handicapped parking stickers and apply for disability benef didn't need those
and yetall too soon others wanted me to basically sign away my life to MS.

That just wasn't me. (Participant 18194)

This participant quickly recognised that her involvemensuoh a support group would
have hindered her ability to cope with the diagnosis of Bl therefore removed herself from
what she perceived to be a negative environment. Particlyd65 did not make as quick a
decision, and instead attended a number of sessionsupipart group that she did not perceive

as helpful:

There was one individual with MS who on the insisten€eny mother, kept
phoning me & inviting me to MS support group meetinfleke majority of
individuals in the group had poor self-esteem & projectedti After every
meeting, | would come home & cry because | felt hopeless Belpless but |
thought that's how everyone with MS behaves and yet | didn't ant to be
that way. | still remember the negativity after 19 years & | devaint anyone else
to ever have to go through thathat definitely added to my depression. I've
found that positive but realistic people should be madailable during this

crucial time. (Participant 17165)

This participant suggested that her negative experienceavskipport group increased her

sense of having a lack of control over the disease ardhiange contributed to her depression.
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Participant 17012 reported contacting an MS Society suppoupdor assistance following her

diagnosis, only to find that she would be the one progidupport:

When | rang the number, a woman answered who then proceeded tell me
about her illness. | found myself doing a ‘telephone coundelg’ session with
her! | was not in a position to provide support to someone &, so | made the

decision that | would keep away from any groups.(Participant 17012)

While not directly coming into contact with another P&Msome participants reported
finding the published stories of PwWMS very difficult tope with. These participants suggested
that reading stories perceived as negative examplesditilations of PwMS, hindered their

coping with the diagnosis. For example:

| found that Mag Scene Magazine only hindered me because #liseemed to

be about was horror stories. Either a focus on bladder problems, heat
sensitivity, fatigue etc. & talk about catheters, erewiz.All these things you
don't want to know about when you are first diagnosed.Also the stories about
people seem to be that they were diagnosed 2yrs osXEygrbut now they are in
a wheelchair but they spend their time ‘productively’aonomputer or reading,
knitting etc... It would do people a lot more good not to hear these storiés
unlike me they would not go down hill within weeks of beig diagnosed & |

still do every time | read them. (Participant 17686)



Participant 21691 also reported feeling poorer after readinggstof PWMS who she
perceived as worse off than her. She described her disappot when unable to find positive

stories of PwWMS who had improved since diagnosis:

... found the magazine & brochures sent to me by the MS Sty only made
me feel more despairgspecially the magazine as it always had stories about
people that thought how great it was to use a computer, or safc. & they
were all in wheelchairs. Never any stories about peoplhat maybe had
taken some vitamin or used some exercise machine & hadtfthat they had
really improved, alsothey had advertisements for continence aids etc. which
made me feel so much worsel don't think all these brochures should just be
sent to you when you register as some of the symptomslgn't even have yet...
Some people may be able to cope but for those of us that dait’ makes

matters so much worse.(Participant 21691)

This participant made the point that while others mayehfbund assistance in the
extensive literature sent out by the MS Society, shedfdtuoverwhelming and a hindrance to her
ability to cope. Similarly, Participant 19464 reported cgiag through information on the MS
Society’s website, only to feel deflated and upset ab@ubhdigative possibilities for her future, as

told in others’ stories:

| know that MS organisations, like all charities, haweuse exaggeration to get
people interested, and to solicit donations, ibsitnot much fun for the newly

diagnosed patient to scroll through the list of disastrous prodbilities and
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awful stories of others with MS, with no word that many MS mtients live

quite normally for a long time. (Participant 19464)

Finally, Participant 18462 reported that a PwMS is most vable when newly
diagnosed, and the stories and suggestions of othersahggaificant impact on the reader. He
described a diet that he saw as unrealistic and thathanay had a negative impact on what he

perceived as important to his quality of life:

| read people’s stories and tried their suggestions. Treea few really strict
diet ideas; Swank. That nearly tipped me into a depressn, as | thought my
life was over. Not only do | have MS | also cannot EVER eat a dah Now |
look to positive and realistic ideas and stories forirasipn. | think that you
are at your most vulnerable when 1 diagnosed and need a bit of protection.

(Participant 18462)

Experiencing negative examples of other PWMS was idedhtlly these participants as
the key factor that hindered their successful coping wdlagnosis of MS. A negative example
of MS was experienced by these participants in a vaadétyays; either through a personal

meeting, meeting online, or reading about another’s experief MS through written media.

7.5.7.3 Quantitative Analyses of Qualitative Themes

Chi-square tests were performed to investigate whethtr&that assisted participants
to cope with the diagnosis were associated with gemaemtry of birth or type of MS. No
associations were found. Similarly, there were noaasons found between the factors that

hindered participants to cope with the diagnosis and genderirgef birth or type of MS.
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CHAPTER EIGHT

Discussion

8.1 Overview of the Chapter

In this chapter the findings of the current study areudsed, summarised and integrated.
First, the results taken from the sample as a wai@dealiscussed in terms of. a) the demographic
information of participantst the time of diagnosidy) the MS related experience of participants
prior to, or at the time of, diagnosis; and c) thetyabsgnosis behaviours and lifestyle changing
activities engaged in by participants in the first 12 mombtiswing diagnosis. Second, the
findings specific to the key demographic factors of pandiots’ gender, country of birth, and
type of MS, are then discussed. Third, the qualitativarfgedrelevant to participants’ behaviour
following diagnosis are explored and considered. Emadiin four sections, the qualitative
findings comprise the discussion of diagnosis withtl@oPwMS; the disclosure of diagnosis to
others; and the factors that participants’ identifieéigssting or hindering their coping with the
diagnosis in the first 12 months. The implicationsathfresearch results are then explored in
reference to the theoretical framework of health pelagy, and the practical application of the
findings for those working with people newly diagnosethw/S. Limitations of the current
research are then considered before future researchathiseare suggested. Finally, conclusions

that may be drawn from this thesis are presented.

8.2 Findings Reflected by the Sample as a Whole
The overall findings of the current research, basedemndgsults of the sample as a whole,

can be divided into three main aspects: a) demographigriafmnat the time of diagnosi®)
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MS related experiences prior to, or at the time @gudosis; and c) post-diagnosis behaviours and
lifestyle changing activities. First, the findings relavto each of the three aspects are outlined
and discussed in reference to the results reflectetieogample as a whole. Then the findings
specific to the key demographic variables of gender, cpumitrbirth and type of MS are
explored. It should be noted that, as multiple statistiests were carried out, statistically

significant results need to be interpreted with caution

8.2.1 Demographic Information at Time of Diagnosis

The demographic information of participants at the tmhediagnosis was sought to
provide a glimpse of participants’ existence at the tiheediagnosis of MS intruded into their
lives. At the time of diagnosis, the average agpasficipants in the current research was just
over 37 years. With diagnosis of MS usually occurrie¢Meen the ages of 20 and 40 years
(Calabresi, 2004), the average age at diagnosis of thhentusample might be considered
somewhat higher than usual, but nevertheless withinettpected range. At the time of
diagnosis, almost three quarters of participants wexeiea, living with their partner, or in a
long term relationship, and almost half of the sampé dtdeast one child. As the diagnosis of
MS is often made in the years of relationship formingl @arly family commitments, the
moment of diagnosis can be a life changing event Her gerson diagnosed and the family
members closest to that individual (Cook, 2002). Theseayanmembers will include partners
and children as is evident by the current sample.

Together with the forming and consolidating of relatiopshcompleting education and
the development of career opportunities may also bagakace at the time of a diagnosis of MS
(Metz, 2003; Nodder et al., 2000; Van Denend, 2006). The levetlad¢ation reached by the

current participants at the time of their diagnosis Wagher than that which would be expected
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within the general Australian population, based on figuresn the Australian Bureau of
Statistics (ABS, 2006). Almost half of the current sknipad completed a university or post-
graduate degree at the time of their diagnosis, while anfifth of the general Australian
population report completing that level of education (ABR806). As may be expected when
such a large proportion of the sample reported complegimigry education, a smaller proportion
reported their highest level of education as a tradendecy school or a partial secondary school
qualification than that which is found within the generabkialian population. It must be noted
however, that Australian participants comprised just uhd# of the current sample, making the
generalisability of ABS statistics difficult to appiy the sample as a whole. It may be that the
general populations of other country groups demonstrateahtfstatistics regarding education
levels completed, and occupation and work status, as destbglow.

At the time of diagnosis, the majority of participeuvere in either full or part time paid
employment, with half of the current sample holdingugations at a managerial or professional
level. Therefore the current sample’s occupation amik \status characteristics also differ from
that which would be expected within the general Austrgigpulation (ABS, 1998), as a greater
proportion of the current sample held higher level oceopstand were in paid employment than
the general population. It is possible that the metlogultal approach used in this research
biased the sample in terms of the level of educatiachex, occupation and employment status,
as participants self-selected to be involved, and the iqgnasire was available only on-line.
Thus, PWMS who have access to the internet would baga more likely to respond, and it is
possible that those who are educated and employed aeclik@ly to have access to the internet

as connection can be expensive and is often made aedifmblgh work.



8.2.2 MS Related Experience Prior to, or at the Time of, Diagnosis

As MS has the ability to affect every PwWMS diffetgnthe MS related experiences of
individuals in the current research prior to, or at tiveetof, their diagnoses, were diverse. Less
than half of the current sample reported experiencing only symptom during their first
exacerbation of MS (prior to diagnosis), while a simitarmber experienced two or three
symptoms during their first exacerbation. This varigbilin the number of symptoms
experienced in a single exacerbation of MS is acknowledgezhe of the many complexities of
MS, as is the range of symptoms that may be experie@umdd]lo & Harris, 2006; Paty, 2000).
During their first exacerbation, two thirds of the saem@ported experiencing sensory symptoms
such as numbness or heat sensitivity, while over a thirthe sample experienced visual
symptoms, such as optic neuritis, as one of themairstymptoms. This prevalence of sensory
and/or visual symptoms at the onset of MS is in line wvpthvious findings outlining the
symptoms experienced initially by PwMS (Paty, 2000). Apeeted, cognitive dysfunction,
sexual dysfunction, and bladder/bowel management issuegiassymptoms of MS were not
reported widely by the current sample. This underreportiag be because participants did not
associate such symptoms having anything to do with MS anddheidid not feel compelled to
report them, or because the symptoms were not idenéifidte time. Another reason for the non
reporting of the above symptoms worthy of consideratioyn baathat these symptoms were not
experienced by participants at this time; a possibilitynm with the general perception that these
symptoms do not usually occur until later in the diseasgse. An exploration of the initial
number and types of symptoms experienced by participamkssisample, demonstrates that an
exacerbation of MS can combine any number of a rangdfefidg symptoms, and is unique for
each person. Thus, health professionals need a broadlekigg of symptoms, and an

understanding that experiences of MS vary widely betweniduals.
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The current sample reported that the actual diagnéssSowvas made, on average, three
to four years following the onset of the illness. ehdth of delay between the experience of
initial symptoms and diagnosis is common amongst PWiMSin et al., 2003; O’Connor et al.,
1994) and the current result may even be considered orhtitersside. These results may
reflect the expected decrease in delay from symptom daoseiagnosis due to the recent
introduction of the McDonald diagnostic criteria (Malizad et al., 2001) and the availability of
imaging technology aiding the timely diagnosis of MS (Maet al., 2005).

When looking more specifically at the current samplihattime of diagnosis, almost two
thirds of the sample reported experiencing three or momepteyns at the time they were
diagnosed. The current sample reported sensory, viswdgr and balance difficulties, and
fatigue as symptoms occurring at the time of diagnosiss asual (Calabresi, 2004). While
Costello and Harris (2003) indicate that 70-90% of PWMS éapee fatigue, a lesser proportion
of the current participants were expected to reportsymgptom. This was because Costello and
Harris discuss the prevalence of fatigue over the cafrde iliness, rather than at the exact time
of diagnosis. So, as expected, fewer than two thirdhefcurrent sample listed fatigue as a
symptom experienced at the time of diagnosis. Intaegdgt a greater percentage of the current
sample indicated the presence of cognitive dysfunctiorbutier/bowel management issues at
the time of diagnosis, than at the time of illnessat. One reason for this may be that the
contact with health professionals at the time of diagnked to an increased awareness of the link
between such symptoms and MS.

It may be considered surprising that almost 10% of the culsaniple were not
experiencing any symptoms when they were diagnosed with Wi§s lack of symptoms at
diagnosis could be due to a period of remission oc@ub@tween the time of diagnostic testing

and the delivery of the diagnosis. While PwMS diagnakethg a period of remission are rarely
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acknowledged in previous studies, a lack of symptoms at dimynoay impact on an
individual's level of emotional distress, psychologicjustment, and behaviour following
diagnosis (Halligan & Reznikoff, 1985; Sullivan et al., 2004)his minority group of PwMS,
and their experiences prior to, and following, diagnobkisukl be explored further in future
research.

One quarter of the current sample reported experiencingexacerbations before a
diagnosis of MS was made. Another quarter of thepgameported experiencing three or more
exacerbations before diagnosis. This frequency of ebatens before diagnosis was expected
given the current use of the McDonald Criteria for dzgng MS, where establishing the
presence of lesions in the CNS that are objectivebedmnated in both time and in space, may
be assisted by the occurrence of at least two exdarbdMcDonald et al., 2001). However, as
mentioned in the previous chapter, it was not expectecathaarter of the sample would report
only one exacerbation before diagnosis. While it fmayhought that those participants received
their diagnosis before the McDonald Criteria cante &ffect (calling for the occurrence of two
exacerbations before a diagnosis of MS could be m#uds)was found not to be so. Rather, it
could be that these participants were told of the posgibdf MS following their first
exacerbation, and in retrospect, regard that as thesr af diagnosis. Or, participants recalled
the exacerbation that led them to see the doctomjpadted on their quality of life, as their first
exacerbation when they may have experienced other ‘sim@lacerbations earlier. Further
research into what PwWMS regard as an exacerbatian,tla correlation with the medical
definition of an exacerbation, would be of benefihheTinal quarter of the sample was unsure of
the number of exacerbations they had before a diagmwasisnade, which was related to the type

of MS participants reported having, and will be consid@nesiction 8.4.3.2.
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Forty percent of the current sample were admittelabtgpital due to their MS symptoms
before, or at the time of, their diagnosis. Insérgyly, 40% of participants also reported
suspecting they had MS before the diagnosis was madile it could be hypothesised that
those admitted to hospital may be more likely to susptgt there was no relationship found
between these two groups. This lack of relationship smggsrising as it was thought that those
who had been admitted to hospital may have either eqpedl greater contact with a larger
number of health professionals; or assessed the situasgionore serious, than if not admitted to
hospital. Either of these occurrences may havedeghtlier information seeking to investigate
possibilities for the cause of the symptoms, which may imatan, led to a greater suspicion of
MS before diagnosis. While prospective research mesdiagnosis suspicion of MS may be
difficult to conduct, a better understanding of whetheniiduals suspect MS pre-diagnosis, and
the experiences that may have led them to suspectutdve of interest.

On examination of the current participants’ experiené@d® prior to, and at the time of,
diagnosis, it is reasonable to assert that the dusample is representative of the wider MS
population. However, when examining the findings reflectethbysample as a whole in terms
of their demographic information at the time of diagaptie current sample cannot be labeled as
representative of the wider general population for twanmeasons. First, the sample reported
completing higher levels of education and being morenofeployed, than members of the
general Australian population. In addition, the curisarple may not be representative of the
general population, because the sample was drawn fremiter global community and cannot
be compared solely to the norms of the Australian populati The largest proportion of
participants were from Australia (hence the comparwih Australia), but extrapolating these
comparisons to a world wide sample would be assuming @acttrg reflected the demographic

composition of Australia. If actual comparisons takingpiaccount the diverse demographic
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statistics of each country involved in the study weresiptes then the sample may be found to

more closely represent the wider general community.

8.2.3 Post-Diagnosis Behaviours and Lifestyle Changing Activities

The seeking out of information about MS during the fidtmonths following diagnosis
was amongst the most widely reported post-diagnosiavimalrs. Over half of the current
sample engaged in four or more information seeking aetivin the first 12 months following
diagnosis and 99% reported engaging in at least one. @alpercent of the sample, or three
male participants, reported participating in no informatsaeking activities in the first 12
months following diagnosis, and will be discussed iatreh to gender differences in information
seeking, in Section 8.4.1.3.

The most popular information seeking activities were sging information via the
internet, followed by speaking to a medical professidoalfurther information about MS.
Participants also sought information by contacting thesal MS Society, visiting a library,
and/or attending an information session or conferafmait MS. The current sample favoured
seeking information about MS on-line above all otndorimation seeking activities regardless of
participants’ age at diagnosis or years since diagnoFElgs result indicates a trend congruent
with Brewer’s (2005) findings that PwMS are relying moré amore on the internet to provide
them with information about the disease. The high meage of participants seeking further
information about MS from health professionals is afsdine with previous research (Baker,
1998), as is seeking information from the MS Society (Hepw & Harrison, 2004).
Conversely, only one third of the current sample acdesgermation about MS from a library; a
noticeably smaller proportion when compared to previousesusfi information seeking in MS

(e.g., Baker, 1998; Wollin et al., 2000). This decrease irreéh@nce on public libraries for
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information could be due to the rapidly growing use ofititernet to access information about
the disease by PwMS (Brewer, 2005).

The overwhelming majority of participants engaging in rinfation seeking activities
within the first year may indicate a desire for imméaianformation about MS following
diagnosis. Such a finding should re-emphasise the suggesti previous researchers, as to the
value and importance of accurate, appropriate, and tindbrmation provision by the
diagnosing health professionals (e.g., Baker, 1998; HepwWoltarrison, 2004).

Less than two thirds of the sample registered widir tlocal MS Society in the first 12
months following diagnosis, despite over 70% contactiegMi$ Society for information in the
same period. This is an interesting finding considerincait be assumed that MS Societies
around the world would be aiming to register as many PwM$assible, and may be
disappointed that people newly diagnosed with MS are raggesformation from their service,
while not wishing to register as a client. There mayntany reasons for this discrepancy.
Perhaps some people newly diagnosed with MS view ez@igt with a charity, or disability
related organisation, as confronting and conflicting withr thelf-image. Alternatively, the MS
Society may be viewed by some as an information resaniye and therefore the benefits of
registering as a client and being able to access otfezedfservices, may not be apparent within
the first 12 months following diagnosis. Similarlyns® people newly diagnosed with MS who
are experiencing no symptoms, or symptoms that are paictiing upon their quality of life, may
regard themselves as having no need to be a member oSaspdtific organisation. Further
research into this discrepancy, and the reasons givgredyyle newly diagnosed with MS who
do/do not choose to register with the MS Society, wdigdof value to MS Societies in their

planning of services and advertising of benefits of regisin to those newly diagnosed with MS.
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More than half of the present sample discussed thegnosis of MS with another PWMS
in the first 12 months following diagnosis. This is ieeking with the work of Brooks and
Matson (1987) and Hepworth and Harrison (2004) who reporPthitS are often sought out by
people newly diagnosed as a source of information abewtiskease and as a source of emotional
support. Indeed, Hepworth and Harrison (2004) suggested thatawgsisy health professionals
and MS specialist organisations should prioritise thetingeeof those newly diagnosed, with
other PWMS. Although a slim majority of the curreningée met with another PwWMS in the 12
months following diagnosis, it is unlikely that such tnegs are a top priority of health
professionals and MS related organisations, as a largaveruwof the current sample would have
been expected if this were the case. PwWMS meeting artbearfollowing diagnosis is certainly
an area worthy of further research, for although tlezalitire on the benefits of peer support
remains inconclusive (Scwartz, 1999), peer support programseoening more commonplace
and some research has shown significant improvementgpairticipants’ quality of life,
confidence, self-awareness and self-esteem, and reduttidiepression following peer support
(e.g., Mohr et al., 2005; Schwartz, 1999). Most participaics chose to discuss their diagnosis
with another PWMS met that person through the MS Spoieta support group, or contacted a
pre-existing friend or acquaintance known to have MS.réatimgly, almost a fifth of those who
discussed their diagnosis did so with another PwM$ tthey met online. This finding may
reflect the benefits of accessing peer support online, hwimclude flexibility regarding
opportunities for involvement and the timing of peer intBom, anonymity, and a reduced
emphasis on mobility. The benefits of online inteaacbetween PwMS were originally outlined
by Strittmatter (2004), and seem to be validated by the rduresearch as is discussed when

examining relevant qualitative findings in Section 8.5.1.3.
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When looking more broadly at disclosure of diagnasis, current sample disclosed to a
wide range of family, friends, colleagues and health ggmibnals. All participants who
identified as being in a relationship disclosed their mliggs to their partner within the first 12
months following diagnosis. This may indicate that Fsvidok to partners for emotional and/or
practical support shortly after the diagnosis is madéhat they feel that they have no choice but
to disclose to their partners. Reasons for disclosultebe discussed in full when examining
gualitative findings in Section 8.5.2.

It was found that within the current sample, not allipgorants with children disclosed to
them. The reasons for this are unknown, althouglagfeeof children could have contributed to
participants’ decision whether or not to disclose tortlhildren. It is highly likely that
participants with young children may not have discloseth¢m in the first 12 months following
diagnosis on consideration that they would be too yoangterstand. Or, it may be that some
PwMS consider the diagnosis too complex to reveal tdrem| or want to protect them from the
diagnosis. Both findings highlight a need for organisetisuch as the MS Society to produce,
and make accessible at a time very shortly after dsigninformation that would assist PWMS in
disclosing the diagnosis to partners and children, if tbeychoose. Similarly, diagnosing
physicians need to be aware that disclosing the diagrmmfasiily members is highly likely, and
PWMS may benefit in discussing this with health protessis.

A higher percentage of the sample disclosed to thguamrs than to their colleagues in
the first 12 months following diagnosis, indicating guessibility that disclosure in the workplace
may have been more often about alerting managemeritetaliagnosis, than for reasons of
collegial support. Participants may have engaged in prawendisclosure in the first 12 months
following diagnosis, voluntarily telling their emplageso as to avoid being ‘found out’ if

symptoms were, or were to become, obvious (Troster, 198ibwever, it may be that some
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participants disclosed their diagnosis to their elygie spontaneously as a result of the shock or
disbelief following diagnosis (Charmaz, 1991). The raratfans of such an unplanned
disclosure, whether to employers or colleagues, coulsrddelematic for those wanting to avoid
stigmatisation or discrimination within the workplac@/hile PwMS who show visible signs of
symptoms have less choice regarding disclosure (Joachhtogn, 2000), those who are able to
‘cover’ their symptoms may resist telling their coljeas for a longer period of time, thereby
minimising the possible negative effects of others knowingutitheir diagnosis of MS in the
workplace (Goffman, 1963). The culture of the workplace imaye also impacted the current
participants’ decisions to disclose the diagnosis of tdSmployers and/or colleagues. An
organisation’s privacy policy, and its practical applicatiomay have led some PwMS to feel
confident in their decision to disclose to some in thekplace, and not others. Further study
into the specific reasons behind disclosure of MS tol@yeps and colleagues and the potential
differences between these groups is warranted.

Looking at the current sample’s disclosure to frierd¥%6 chose not to disclose their
diagnosis to close friends within the first 12 monthiilevtwo participants did not disclose their
diagnosis of MS to anyone within that time period. Sehéndings may be because a minority of
participants viewed the potential risks of disclosingdiagnosis, such as losing control over the
information or facing rejection or stigmatisation (@haz, 1991), as more likely than the
possibility of receiving emotional support upon disclosurériemds (Joachim & Acorn, 2000),
and were therefore not willing to take the risk of disal@. It is also possible that some
participants did not identify having any friends at theetiof their diagnosis with whom they
wished to share the diagnosis of MS.

One fifth of the sample disclosed their diagnosia fisychologist or counsellor within the

first 12 months following diagnosis. As there haverbee previous studies to the author’s
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knowledge examining the seeking of counselling following @rmbais of MS, it is unknown
whether this proportion was to be expected. It may baved as a small percentage of the
sample, considering the diagnosis of MS can be deenmdj@ life event for most, with the
ability to dramatically change an individual's opinion ofitlexpectations for the future. Further
education into what health psychologists can offer iddiis in the general community may see
a gradual increase in the acceptance of psychologicatssrar those diagnosed with a chronic
condition such as MS. Reduced costs of psychologic&ices through the provision of a
government rebate, such as those seen in AustraliaZdée may also contribute to an increase
in psychological services provided to PwMS who demonstrasyehological condition such as
depression or anxiety (Australian Psychological Soc®p6). Such schemes may promote the
affordable use of psychologists to those newly diagdowith MS and their diagnosing
physicians.

As there is no research to the author’'s knowledge tr@adly outlines who people
diagnosed with MS choose to disclose to, and when, utrert findings are a valuable start to
understanding who people newly diagnosed with MS initighgre the diagnosis with, and the
potential issues involved in their decision to disclose rfot). An in-depth discussion of
participants’ reported reasons for disclosing the diagntsi others, together with some
participants’ reflections on regretting disclosure, Wélpresented in section 8.5.2.

Almost all participants in the current sample reporpadgticipating in some lifestyle
changing activity, or activities, within the first 12 mosifollowing diagnosis. Indeed, half of the
sample participated in between three and six differéestiile changing behaviours in the 12
months following diagnosis, with very few participaméported no lifestyle changing activity
following their diagnosis of MS. The embracing ofines to lifestyle in the first 12 months

following diagnosis may indicate a willingness, orideso actively take steps to live well with
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the disease, to live in a healthy manner despite tleasks and/or to prevent disease progression
if possible. While it is unknown whether the curreample continued to carry these lifestyle
changes through the following years, the enthusiasnsHange, or taking control of aspects of
life that could impact their experience of living with M8on after diagnosis, is evident.

The number of participants who had made lifestyle chamgesation to diet or vitamin
intake, the two most common lifestyle changing ac@sitngaged in by the current sample, was
not surprising given recent studies on the frequency of longmtary and alternative therapy
use by PwMS (e.g., Apel et al., 2006). In accordance Ruitti et al.’s (2004) findings, it was
evident that the current sample had sought out comptanyetherapies, in addition to, or in
preference to, the commencement of conventional mkttEatment. This preference for dietary
and vitamin supplement changes, rather than the commenteof immunotherapy, may be a
reflection of the make up of the sample, as the saimgladed both PwWMS who would have
been eligible to commence immunotherapy, and thosewduld not. Alternatively, it may be a
reflection of the sample’s concerns regarding immhoepy and its perceived negative impact
on lifestyle, combined with the increasing availabiltydaawareness of alternative or
complementary therapies.

The findings regarding both medical and complementaryapies are of utmost
importance to the medical professionals working withséhmewly diagnosed with MS. An
understanding of the complexities involved in the decisidoetgin immunotherapy is needed by
health professionals so that they can adequately diseyssoncerns held by the PwWMS about
treatment, and provide appropriate information. Similaplgssible reluctance felt by some
PwMS about telling their treating physician about comgletary therapies (Pucci et al., 2004)
must be addressed in order to maintain a healthy relationstvigdoe health professional and

client.
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8.3 Findings Specific to the Key Demographic Variables

Three key demographic variables were chosen for moralatbtexamination in the
current study. While demographic variables cannot be reddifiy health professionals, an
increased understanding of such variables, their potemiggdt on an individual's adaptation to
a diagnosis to MS, and the role they may play in-g@ginosis behaviour and lifestyle changing
activities is valid. A more thorough understanding of dgrmaphic variables and their
relationship with post-diagnosis behaviours may assiskhh@aofessionals and MS specific
agencies to accurately target and provide appropriate setoi€®sMS. The findings specific to

the key demographic variables of gender, country of birthtyre of MS, are discussed below.

8.3.1 Gender

8.3.1.1 Gender and Demographic Information at the Time of Diagnosis

When examining the results of the current study, thlesmographic differences at the
time of diagnosis were apparent between the maleteamales in the sample. These differences
were in the areas of level of education, occupatiod, aork status at the time of diagnosis.
Males were more likely to have completed a tradefwate or University degree than females,
were more likely to be working full time, and weldeaamore likely to be working within a trade,
office, managerial or professional occupation at the tohdiagnosis. In contrast, the females
who had completed a degree were more likely to hawe falsshed University post-graduate
studies by the time they were diagnosed with MS than rtiales in the sample. Female
participants were more likely to be working part timegorking and studying, or solely
performing home duties, than males at the time of dsignd/Nhile such findings are in line with
general Australian population statistics, the inter-tgunature of this research needs to be

considered when interpreting these results.



8.3.1.2 Gender and MS Related Experience Prior to, or at the Tjrbéagnosis

While there was no difference in male and female @pents’ age when they
experienced their first MS symptom, a greater proportainfemales reported initially
experiencing sensory and cognitive symptoms, than malesre Theald be many reasons for
these findings. First, it may be that the men and woméime sample actually experienced, and
therefore reported, different symptoms. However,disparity may instead be due to a gender
difference in the reporting of symptoms, with a greateportion of women reporting invisible
symptoms, such as cognitive dysfunction and sensory symptioamsjrten. Just as women are
more likely to visit the doctor (Berzel, Heller & Zucchi2006), they may be more likely to
report symptoms, even if the symptoms are invisible, metfering with their quality of life, or
ability to manage daily tasks. As there are no prevstuslies to the author’'s knowledge
showing significant differences between the symptoxpeenced by males and females during
the course of MS, future examination of MS symptom repgrinclinations and differences
between the genders may be helpful to explain thisrfgqdi

There were no significant differences found betweergdnders with regard to number of
exacerbations or admissions to hospital prior to diagnokiowever, women were more likely
than men to suspect MS before the diagnosis was n@de.reason for this finding may be that
women might be more open than men about their unewgilie symptoms with friends, family,
and health professionals. Open discussion about unusuatays may lead others to make
comment that, for example, their ‘aunty’ had expsrexl similar symptoms before being
diagnosed with MS. Such a remark would obviously get @& ® thinking about the possibility
of experiencing a similar diagnosis once all testing Ie@h complete. However, this is merely

speculation, and a more thorough examination of the meagwen for suspicion of MS before a
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diagnosis is made would be beneficial, in order to msppropriate and timely information

about MS is provided to those facing diagnosis.

8.3.1.3 Gender, Post-Diagnosis Behaviours and Lifestyle Changing Astivitie

The male and female participants in the current sabgole part in similar numbers of
information seeking activities and sought information wmilar avenues during the 12 months
following diagnosis. The only exception to this whatta greater proportion of males reported
engaging in no information seeking activities than femal&his may be because these male
participants were more likely to spend a longer timef{d.2 months) considering their options
for coping, before seeking out information about MS. tBQe, failure of these males to seek
further information about the disease in the firstryater diagnosis could be viewed as a way of
denying the diagnosis by avoiding having to recognise the pessipact MS may have on the
future (Kortte & Wegener, 2004). However, as the sammplecdmparison on this matter was
very small, this finding should be considered with caution.

Contrary to previous research suggesting that women ne&ynsere social support than
men following a diagnosis of MS (Norberg et al., 2006¢, ¢arrent sample showed no gender
differences with regard to who they disclosed their mbsgs to, or whether they discussed their
diagnosis with another PWMS. However, where Stattar (2004) found that people with MS,
regardless of gender, viewed meeting another PWMS as ieivposxperience, a greater
proportion of the current female participants viewed titeraction as positive, than the male
participants. Also, a greater proportion of males regbtheir reason for not discussing their
diagnosis with another PwWMS as ‘not wanting to’ tfiamales, who were more inclined to say
that they did not have the opportunity to meet anotheév®. It must be noted that the findings

relevant to participants’ perceptions of the interactioth another PwWMS, or why they did not
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disclose the diagnosis to another PwWMS, should beidemesl with caution as participants were
not specifically asked to comment on either situatioRarticipant responses, in relation to
meeting another PwMS, will be explored in Section 8.&6flthe discussion of qualitative
findings.

The vast majority of the current sample participatedaimliverse range of lifestyle
changing activities from dietary changes to changesanéer in the 12 months following
diagnosis. Only one significant association was fobgtsveen lifestyle change and gender, with
a greater proportion of female participants reportingnarease in their interest in spirituality
than males. This association is in line with Bussinglés (2005) finding that women with MS
engaged in activities related to spiritual well-being enoften than men with MS, and Crigger’s
(1996) observation that a belief in a higher power, or @@d, identified by women with MS as
one of the greatest strengths in dealing with the dised¥hile diagnosing physicians attend
mostly to the physical needs of their patients, andedallhealth professionals such as
psychologists play a role in attending to the emoti@ma psychological needs of PWMS, the
spiritual needs of those diagnosed with MS could als@aken into account. As indicated by the
current research, a heightened focus on the spiritwalsnef those newly diagnosed may be of
particular importance for women. The information aadommendations provided to PwMS
about lifestyle changing activities following diagnosimsld be the same regardless of gender,
however, any information given on spirituality may feerticularly appreciated by women, and
this area should not be neglected by health professiavia¢n assessing the various needs of

those newly diagnosed.



8.3.2 Country of Birth

8.3.2.1 Country of Birth and Demographic Information at the Time of Diagnos

When examining participants’ demographic information at time of their diagnosis,
only one significant association was found with regardaduntry of birth. This association was
regarding participants’ education at the time of thewgdosis. The highest level of education
completed by participants’ differed depending on their cquatrbirth. This is likely to be a
reflection of the societal and cultural differencesaaen countries. Each country may place a
slightly different value on education which would, in tuhgave an impact on the level of
education needed in order to work in a particular occupatiomilaBy, the workings of each
education system across countries could be differentegard to accessibility and cost.
However, despite the existence of associations witlensaample regarding country of birth and
highest level of education reached, there were no &gnif associations found between
occupation or work status and country of birth. This néedse taken into consideration when

examining the results.

8.3.2.2 Country of Birth and MS Related Experience Prior to, or afitne of, Diagnosis

Looking broadly at the results of the current stucyntry of birth did not appear to
affect participants’ experiences prior to, or at theetmf, their diagnosis of MS. There was no
difference in participants’ age at first symptom, nosw#ere an association between the initial
symptoms of MS, and the country of birth of participart®wever, looking more specifically at
the symptoms experienced at the time of diagnosise thias an association found regarding
cognitive dysfunction and country of birth. A lessergmdion of those born in the United
Kingdom and New Zealand reported experiencing cognitive sympabrdgagnosis, than those

born in other countries. It is unlikely that participaftsm different countries would have
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experienced different medical symptoms, however,ptassible that participant knowledge, and
therefore reporting, of cognitive dysfunction coulddigparate. As cognitive dysfunction in MS
has only recently gained widespread recognition by researched clinicians (personal
communication, Dr. E. McDonald, Medical Director, M&ciety of Victoria, 2005), it is
plausible that health professionals in various countigge taken different lengths of time to
incorporate this symptom into their MS assessments, orti information they provide to
PwMS. The likely differences between countries’ asseents of symptoms, or information
provision to PwWMS about cognitive dysfunction, may be tbason for the variation seen in the

current sample regarding the reporting of cognitive dysfanas a symptom at diagnosis.

8.3.2.3 Country of Birth, Post-Diagnosis Behaviours and Lifestyle Changingties

Participants from all countries involved in the curreasearch sought information
through similar avenues, and took part in a similar amafinbformation seeking activities
during the 12 months following diagnosis. Participants’ tquor birth did not affect whether or
not they spoke to another PwMS following their diagndsisv they came into contact with that
person, or whether they viewed the interaction as pesitiegative or neutral. In addition, the
reasons given by some participants for not meeting and®®haMS in the first 12 months
following diagnosis were not associated with participagountry of birth. Based on these
findings, it seems apparent that the majority of pea@wly diagnosed with MS, regardless of
where they were born, desire to meet another PwWM® sdi@r diagnosis. This ostensible
universal need to discuss MS related experiences with senses who has MS indicates that
more research is required to explore the ways in WRgNS connect with one another to share

experiences. Indeed, further research into how MS olg#@ms or practitioners can work with
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PwWMS to secure a positive interaction between parteshose newly diagnosed, would be
beneficial.

When looking at the other people participants disclobed tiagnosis to, there was a
significant association found between disclosing thgrmtiais to workplace colleagues, and
participants’ country of birth. A greater proportion oftmapants working full time from the
U.S.A., Australia and New Zealand, disclosed their mb@sis to workplace colleagues, than
participants working full time from Canada, the U.K, arttheo countries. Without expert
knowledge in disability discrimination law across thesentries, one reason for this finding may
be that those participants from Canada and the U.K/ beamore hesitant to reveal their
diagnosis to colleagues for fear of discriminatiomegative ramifications to their employment
status. The impact of a change to employment, takimgdonsideration possible loss of income
and impaired quality of life, can be immense for a PwM&taeir family (Metz, 2003), and it is
possible that those participants born in Canada and iKe dde more acutely aware of these
employment related issues if discrimination laws arekewly different from other country
groups. However, this suggestion must be viewed as conjggterethe current author’s lack of
knowledge of international work place laws. A furte&ploration of employment related issues
in MS, and the differences observed across countoedy e of use to those working within the
disability discrimination field of law or human resoesc

The number and types of lifestyle changing activieegaged in during the first 12
months following diagnosis did not differ across cougtiyups in the current sample, apart from
one notable exception. A lesser proportion of participfmais the U.K and New Zealand
reported commencing immunotherapy in the first 12 monthH®womg diagnosis, than
participants from the other country groupings. This findengot surprising, as fully or partially

subsidised immunotherapeutic treatment is only availabla small number of PWMS fitting
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strict eligibility criteria in both countries (NZ Phmaceutical Schedule, 2006; UK Department of
Health, 2005). For example, it is estimated that only 12-5%e PwMS population in the
United Kingdom receive subsidised MS immunotherapy treatifiid Department of Health,
2005). Disparity in accessibility to immunotherapy highigy one of the very practical
differences faced by PwMS from different countries. sji¥e this difference specific to
conventional treatment, the findings relevant to othehaviours following diagnosis and
lifestyle changing activities show many similaritiessetved across the countries of the current
study. These consistencies indicate that the cunmhihg§s may be applicable to PwWMS living

in countries other than Australia.

8.3.3 Type of MS

8.3.3.1 Type of MS and Demographic Information at the Time of Diagnosis

The types of MS as identified and discussed in the custady were Benign, Relapsing
Remitting (RRMS), Primary Progressive (PPMS), Secon@aogressive (including Progressive
Relapsing) (SPMS) and a fifth group formed by participarmaeses indicating that they were
unsure or were not told of their type of MS at the tohdiagnosis. When looking specifically at
these five different subgroups of MS when exploring refehips with other variables, the only
significant finding relevant to the demographic informatioh participants at the time of
diagnosis, was the age of participants when diagnosedaccordance with previous research
(McDonnell & Hawkins, 1998; Noseworthy et al.,, 1983) indiegtithat PPMS is usually
diagnosed later in life, those with PPMS in the cursamhple were older at the time of diagnosis
than both those with RRMS and those who were unsurtheoftype of MS they had been

diagnosed with.
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8.3.3.2 Type of MS and MS Related Experience Prior to, or at treedfjrbiagnosis

There were a number of differences noted between ¥hetypes of MS in relation to
participants’ experiences prior to, or at the time adjrtbiagnosis. Not surprisingly, participants
with PPMS were found to differ from other groups in somteir MS related experiences, such
as age at diagnosis and symptoms encountered. This mpgrtinbe due to the absence of
exacerbations or relapses, with no periods of remissadent at the start of a course of PPMS
(Lublin & Reingold, 1996). As people diagnosed with PPMS egpe# clinical differences
from other types of MS, such as continual worsening ofpsgms and a progressive loss of
functioning from the disease outset (Burks et al., 200#grdnces could be expected in the
types of symptoms reported by the different subgroups ofdSrathe number of exacerbations
or lack thereof, reported before diagnosis. Theretheefindings of the current study, in relation
to differences between the types of MS, reflect tmeperted in the literature.

In accordance with the findings discussed above regardmgiadiagnosis, participants
with PPMS were significantly older when they expeceghtheir first symptom of MS, than those
with RRMS, Benign MS, or those who were unsure otype of MS they were diagnosed with.
When examining the types of symptoms reported at the ohdle¢ disease, a greater proportion
of participants with all types of MS other than PPM$orted experiencing sensory symptoms,
while a greater proportion of those with PPMS reported é&mang motor symptoms as an
initial symptom of MS. At the time of diagnosis,esser proportion of participants with PPMS
experienced sensory symptoms than those with RRMS, Sid$hose who were unsure about
their subtype of MS. These findings are in line withvres research identifying PPMS as
different in many respects to the other subgroups of MS @lerup et al., 1989).

A greater proportion of participants who reported beiagbsed with PPMS or SPMS

indicated that they were unsure of the number of exatierts they had experienced before
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being diagnosed with MS. This finding stands to reasonidemsg those with PPMS
demonstrate an absence of exacerbations, as do thasdéavh transitioned from RRMS to
SPMS. Interestingly, there was also a significasbaiation found between those with Benign
MS and those who were unsure of their type of MS, andrexmeng only one exacerbation
before diagnosis. This finding makes sense for those report having Benign MS, as they
could be expected to experience a low relapse rate (Btieds 2002).

It must be noted here that it was not expected thataay participants would identify as
beingdiagnosedwith Benign MS, as were found in the current study. BeM&nis considered
most controversial when used to describe a type ofliM%lone when used as a diagnostic label
(Lublin & Reingold, 1996). Indeed, most clinicians and reseasciuld agree that an
individual can be given this label only after 15 yearsiohd with MS and experiencing very
little disability (Burks et al., 2002; Lublin & Reingold, 1996Y.he reasons for this higher than
expected reporting of Benign MS in the current study melyde diagnosing physicians wanting
to buffer the ‘bad news’ of diagnosis, with some htpa the course of MS will be mild. It is
possible that health professionals use the term ‘berbgfigving that this will aid an individual's
adaptation to the diagnosis of MS. However, whethisrtteatment of people newly diagnosed
with MS by their physicians is part of a caring approawhijs in fact unethical conduct, is
guestionable. Alternatively, individuals who report beinggdosed with MS may have, in fact,
been diagnosed with the broad term of ‘MS’ and addedetine ‘benign’ after learning about the
different subgroups and determining that Benign MS matcheid ¢burse, or desired course, of
MS. Similarly, the reported number of peopiagnosedwith SPMS was higher than expected
considering the widely held view that people originallygiased with RRMS transition to
SPMS within 10 years of diagnosis (Burks, 2002; Weinshenker, 198%5pan be assumed that

SPMS would rarely be the first diagnosis of MS madergithe usual experience of RRMS first.
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It may be that participants in the current sample ifledtthemselves as having SPMS, as that
was the type of MS they identified as having at the theompleting the questionnaire, rather
than at the original time of diagnosis. If this ig ttase, the methodological issue of participant
recall, and how questionnaires are designed, when congpletirospective research must be

considered.

8.3.3.3 Type of MS, Post-Diagnosis Behaviours and Lifestyle Changingiésti
While participants with all types of MS were involvedaisimilar number of information

seeking activities following diagnosis, a smaller proportof those with Benign MS accessed
information about the disease on-line, than thosd withers types of MS. This was an
interesting result as the two factors thought to haveeffect on an individual's internet use
following diagnosis (years since diagnosis and agdiagnosis), were found to be unrelated to
Benign MS. First, it was thought that the number efrg since diagnosis may affect
information seeking online, as the internet has becammore popular tool for accessing
information in more recent years (Brewer, 2005). Howethere was no relationship between
type of MS and number of years since diagnosis. Sedbm@s thought that an older age at
diagnosis could affect the seeking of information malias the internet has tended to be a
research tool for younger people (Atreja et al., 2005).ceCapain, there was no significant
relationship between those diagnosed with Benign MSagedat diagnosis. Therefore, age at
diagnosis and time since diagnosis can not explaintindge with Benign MS were less likely to
access information about MS online. Rather, it mathhethose who identify as being told they
had Benign MS at the time of their diagnosis were lg®ly to actively seek information about
MS in the first year following diagnosis, as they mayeh#&lt no urgent need to investigate

symptoms they were not experiencing. Indeed, they may edehe belief that MS would not
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affect them in the same way it would affect thoséhwither types of MS. Perhaps participants
with Benign MS felt as though they had been given endogsic’ information from the health
professionals, given their lack of symptoms, and so didhaetl to seek additional information
from the internet in the first 12 months following giesis. However, this reason for a
difference between types of MS is speculation, anthdéutesearch into why people with Benign
MS did not seek additional information via an easily asitde medium such as the internet, is
worthy of further investigation.

Looking at the results related to type of MS and dsale of diagnosis, there was a
significant association found between type of MS amdrdason given for not meeting another
PwMS following diagnosis. It was found that a greg@portion of those who were unsure of
their type of MS did not want to meet another PwNtt&n those with identified types of MS.
Perhaps the diagnosing physicians of the participanthisngroup were reluctant to give a
particular label of MS to their patients at the tiofediagnosis. This may have stopped these
participants from identifying with a particular group of Pwisi&d were therefore less interested
in meeting someone else with MS. Such a finding may lghghlthe need for health
professionals to ensure clear communication at the ¢ihadiagnosis on the type of MS, if known
at that time. Knowing the type of MS an individual isghosed with may assist in their
gathering of accurate and applicable information. Howesthe number of participants in this
‘unsure’ type of MS group was low, such findings shouldibeed with caution.

There were two interesting findings regarding partidigatype of MS and the types of
lifestyle changing activities they engaged in during the fia months following diagnosis.
First, a greater proportion of people with RRMS reportechraencing immunotherapy in the
first 12 months than those with other types of MS. sTimding was expected given the

widespread recognition of immunotherapy as an effetteament for RRMS, particularly in the
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early course of the disease (Burks et al., 2002; Coyle &uHg, 2002). Also recognised for its
positive effects on slowing the disease progressionPddS (Burks et al., 2002; Goodin et al.,
2002), it could be thought strange that those identifying &g lskagnosed with SPMS were not
similarly making a change to incorporating immunothgrawo their lifestyle within the first 12
months following diagnosis. However, as a diagno$iSPMS is usually made following a
period of RRMS, as discussed above, a prudent perspectivesefresults is required.

The second finding related to type of MS and lifestylengiveg activity is that a greater
proportion of those with SPMS and those who were unstrtheir type of MS, reported a
reduction in work hours in the first 12 months followingghosis, than those with other types of
MS. Those with SPMS may have experienced an increadseal of disability over the first 12
months following diagnosis, or may have experiencecerkations that did not result in full
recovery to their baseline functioning, thus making iterafficult for them to continue working
at the same capacity that they were before diagnosince again, the need for clear
communication from health professionals regardingttfpe of MS, if known at the time of
diagnosis, is apparent in this example, as those unstineir diagnosis also reported a reduction
in work hours in the first 12 months following diagnosi@onsidering the difficulties that may be
faced by an individual attempting to regain employmentofalhg a reduction in hours or
resignation from a position due to disability (Allairead., 2005; Habeck, 1999; Sirvastava &
Chamberlain, 2005), these findings regarding changes to work hoairsf great importance.
Health professionals and MS related organisations meisaiware of the statistics regarding
employment and MS (as found in the AMSLS Access Ecac®Reports, 2005), and address the
issues surrounding changes in employment with PwMSkabfia reduction to their work hours.

Doing so may assist in the prevention of PWMS makingeaessary, and possibly permanent,
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negative changes to their work identity, economic sdnatand sense of autonomy (Brooks &

Matson, 1982; Reynolds & Prior, 2003).

8.4 Qualitative Findings

Seeking qualitative in addition to quantitative data inrging areas of research, or areas
that are poorly understood, may result in a wider undernsiquad the topic as multiple layers of
information are gathered (Patton, 1980; Reinharz, 1992). THitatjua aspects of the current
study were included to enhance the applicability of theectimesearch findings, and to place the
experiences of people newly diagnosed with MS in anmgéul ‘real world’ context (Banister et
al.,, 1994). To the author's knowledge, asking PwWMS to shasie thoughts about specific
aspects of post-diagnosis behaviour and lifestyle charagtigities undertaken in the first 12
months following diagnosis has not previously been egplo

For a number of reasons it is of utmost importandeetr from PwMS themselves when
conducting research into their behaviour following diegg#io For example, the increasing trend
for those with chronic illnesses to take an active mlthe management of their condition should
prompt researchers to discover more about what PwMS3ifglas being of benefit to their own
coping with MS. Similarly, a greater understanding ofrif@ivations behind action in the first
12 months following diagnosis may assist health prajesds to further empower and support
people newly diagnosed with MS. Further, asking PwiM&otmment on such topics may lend a
richness to research results, thereby providing an iredemsight to the health professionals
working with PwMS. In the current research, open erglegbstions encouraged participants to
expand on the discussion of diagnosis with anothév®&ythe disclosure of diagnosis to others;
and factors post-diagnosis that they believe assistddndered their ability to cope with the

diagnosis. The findings of the qualitative data relet@tihese points will be discussed below.
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8.4.1 Discussion of Diagnosis with Another Person with MS

Participants were asked if they had discussed their Mhalas with another PWMS in
the first 12 months, and if so, how they knew that pers@lmost three quarters of the sample
gave a response to this open ended question, and while amsvided basic information about
how they knew or met the other PWMS, three theraés/ant to the participants’ perception of
the interaction as neutral, positive, or negative,ewaiso identified. This variation in the
perception of meeting another PwWMS was in contrastttittr@atter's (2004) suggestion that
meeting another PwWMS is only viewed as positive by thumssly diagnosed, and will be
discussed below. An additional two themes were als@tiféel with regard to the discussion of
the diagnosis with another PWMS. Firstly, a proporiof the current sample identified that they
had participated in online interaction with another PwN8d secondly, some participants

identified their reasons for not meeting another PwiM&e first 12 months following diagnosis.

8.4.1.1 Positive Interaction with a Person with MS

The benefits of information sharing and being able to comcate with someone who
has similar first hand knowledge of MS related expe&asn contributed to some participants
viewing the interaction with another PwWMS as positivehisTis concordant with previous
research suggesting that other PwWMS can provide an akesource of information about the
disease to conventional sources such as health poofelss as well as providing emotional
support to those newly diagnosed (Brooks & Matson, 1987; Hepw&rHarrison, 2004).
Meeting another PWMS who had been diagnosed for longémdno demonstrated a positive
approach to living with MS, was seen as inspirational ®yes of the current participants.
Drawing inspiration from other PWMS soon after diagnoass distinct from having a positive

encounter with another PWMS, has not been coverecinqus research addressing the needs of
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people newly diagnosed with MS. Despite this, theee mograms already offered by MS
Societies (such as the MS Ambassador Program in Aagtralio recruit inspirational speakers
who have MS to share their stories with those nelidgnosed in efforts to educate their listeners
about MS, as well as to motivate them to live their liteghe fullest, in spite of having MS
(Shaw, 2001).

Having a positive encounter with another PwMS shortlgraiagnosis may provide an
opportunity to share information with someone who laksdimilar experiences, and the meeting
may even allay some fears about the disease. Imasbnbeing inspired by someone with MS
shortly after diagnosis may have lasting beneficiadaff for someone newly diagnosed as their
expectations for their abilities in the future may benigantly enhanced. Further research into
the differences between ‘positive’ and ‘inspirationateractions with other PwMS shortly after
diagnosis, if any, would assist MS Societies and @mogrsuch as the MS Ambassador Program,

to organise the most beneficial interactions with oBwMS for those newly diagnosed.

8.4.1.2 Negative Interaction with a Person with MS
Although previous research may have suggested as such, ld m®uoo simplistic to

think that all meetings with another PwMS would be pesitor those newly diagnosed. Indeed,
some participants in the current study viewed their iotena with another PwWMS in the first 12
months following diagnosis as negative. With popular ggaion implying that meeting another
PwWMS is a necessarily positive experience for thosdyngiagnosed, this finding is of particular
interest. Almost a tenth of the current sample vébweeir interaction with another PwWMS as
negative. Participants’ perceptions of a negative arteouwere largely formed by the
pessimistic attitudes about living with the disease helthbyther PWwMS encountered by those

newly diagnosed. Similarly, those who came intotacinwith another PwWMS living with a high
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level of MS-related disability, combined with pessimissward the newly diagnosed person’s
future, also resulted in the interaction being viewedegsitive. Interestingly, it was not the level
of disability on its own that made the newly diagrbperson view the interaction as negative;
rather it was the pessimistic attitudes of the othveB, regardless of level of disability. This
finding may contradict the general perception that seRwlIS in wheelchairs is going to scare
or cause distress to those people newly diagnosed w&h M may be that level of visible
disability has less of a negative impact on those nelidgnosed than once thought, and this
research area would certainly be worthy of future conaiabe.

It is a widely held belief that people newly diagnosed Wi® benefit from speaking to
another person who has lived with the disease for tongregdeed, the increase in peer support
programs available through MS Societies or MS clinicsuadothe world vouch for this
(Messmer Uccelli et al.,, 2004). Through numerous reseputitications, formalised peer
support programs are showing beneficial effects in maegsaof the health and well-being of
PwWMS (e.g., Lorig et al., 2001; Von Korff et al., 1998).miar research into the effects of
informal interaction with PwWMS has not yet been domel & may be this informal, and not
necessarily positive, interaction that is reflectedsbyne of the current sample. Just because
someone has been diagnosed with MS does not meathéyatvill be naturally able to provide
support, encouragement or inspiration to someone newiynoléed. Health professionals in
particular, together with well-intentioned family membend friends, may wish to assess the
attitude and capabilities of a PwMS before they recondm#iem to someone who has
experienced a recent diagnosis of MS. It should eaddsumed, just because an individual has
MS, that they are equipped to support another person waltessimilarity may be the diagnosis.
It also appears that those with higher levels of digglilb not need to be ‘hidden’ from those

newly diagnosed, if they have a positive attitude tovadinérs with MS.
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8.4.1.3 Online Interaction with Another Person with MS

Another theme evident through the responses from patitspregarding how they met
another PWMS was online communication, with almost rdht®f those who discussed their
diagnosis with another PWMS, meeting online. A sesfsgerceived security, anonymity, and
safety was observed in the responses of these partgigatine with Strittmatter’s (2004) views
on the benefits of online support for PWMS. Also, paéots conveyed a feeling of self-
preservation through meeting other PwWMS online, as theynaot feel as vulnerable as they
perceived they may have been in a face to face peerrsiggpiing. This hesitation from some
PwMS around meeting other PWMS face to face, has legmorted in previous literature (e.g.,
King, Kraut & Sullivan, 2006), although there has been neare$ to date examining the
internet as an alternative delivery method for infornmal formalised, peer support. As the
internet is a rapidly growing communication device wittany websites and chat rooms
dedicated solely to the support of PwMS (Brewer, 2005)hemeased interest in such research is
expected.

This alternate way to meet another PwWMS opens numerowstoppies for those PWMS
living in isolated or rural communities, or those PwMBhwnobility issues, who want to meet
another PwMS following diagnosis. The added benefitarmnymity and flexibility in the
timing of peer interaction may also make the online comeoatioin option for peer support
appealing to others newly diagnosed. MS Societies arthendvorld who have not yet tapped
into the provision of appropriate online peer support may tasto so as its popularity seems to
be increasing rapidly. Being able to link into pre-exgtimline groups set up by MS Societies
in other countries, if possible, would reduce both timeraadetary costs for those MS Societies

not offering online peer support already.
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8.4.1.4 Reasons Given for Not Meeting Another Person with MS

Of those who did not discuss their diagnosis witbtaer PwWMS in the first 12 months
following diagnosis, one third volunteered an explamati There were two main reasons given
for not meeting another PwWMS in the first 12 monthi®vaing diagnosis. These were not having
the opportunity, and consciously choosing not to meethendPwMS. While not everyone
diagnosed with MS will necessarily have the opportutotyneet another PwWMS, this situation
could be considered the exception in most western countfiesough the various information
seeking activities engaged in by those newly diagnosedoutd be assumed that a health
professional or the MS Society would suggest contact anibther PWMS, or a person newly
diagnosed would come across the opportunity of online supgwah searching for information
on the internet (if accessible). This was demongstréte the current sample, as only a few
reported not having the opportunity to meet another PwWMS.

The second reason given for not meeting another PwiMitBe 12 months following
diagnosis, was because participants did not want tbegsdid not feel ready, or able, to do so.
The thought of having contact with another PwWMS, paditylsomeone with a greater level of
disability than themselves, made these participantssteekd, uneasy or upset. The discussion
of their own diagnosis with another PwMS seemed tadreating for these participants. This
finding demonstrates the importance of allowing and englthose newly diagnosed with MS to
take their time in considering options around engaging in fgl&ted activities following
diagnosis. While some can find the discussion of tth@gnosis with another PwWMS a positive
experience, or even inspirational, there are a ntinofipeople newly diagnosed with MS who
may not benefit from, or who may not be ready fomeeting with another PwWMS. Therefore,
health professionals should be aware that meetinthan®wMS may benefit some but not all,

and should not push those newly diagnosed into this gctiipart from the range of positive
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and negative attitudes of other PWMS, the reasons behindefseoperpretations of interaction
with other PWMS should be explored further, to refine pinovision of peer support services to

PwMS in the first 12 months following diagnosis.

8.4.2 Disclosure of Diagnosis

After participants listed with whom they discussed tlogrgnosis of MS in the first 12
months following diagnosis, they were askedexplain why they had disclosed their diagnosis.
Almost the entire sample responded to this open endeti@yeand from the extensive answers
given, three broad themes were identified concerningonsafor disclosure of diagnosis to
others. Participants in the current sample repohaidthey disclosed their diagnosis because of a
perceived lack of control; to gain emotional supportporéasons that were summarised into the
theme of ‘Why wouldn't you tell everyone?’ Interesfly, another theme emerged from the data,

and was labeled ‘I regret disclosing’. The substancd &l themes will be discussed below.

8.4.2.1 Perceived Lack of Control
Joachim and Acorn (2000) suggested that the main benefsadsing a diagnosis of MS

is the increase in emotional support received by the patemnosed. If emotional support is
reported as the main benefit of disclosure, then it coaldxpected that the main reason given for
disclosure of diagnosis would be to gain this emoticnhglport. However, the majority of
participants in the current study did not identify thistesr primary reason for disclosing their
diagnosis. Instead, the largest proportion of parti¢gpanthe current study indicated that they
disclosed the diagnosis of MS in the following 12 mofitbsause they felt a lack of control over
their choice to do so. Therefore, the perception peple newly diagnosed with MS make a

conscious decision, or choose to disclose their diagtmsthers, is challenged by this finding.
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Taking control of certain aspects of life following aginosis of MS is a coping resource,
and may assist individuals in their adaptation to dis¢As@mstrong-Stassen & Cameron, 2003;
Moos & Billings, 1982; Russell, White & White, 2006). Jelinek (2008¢ussed the importance
of those newly diagnosed taking control over matgrsh as information seeking, diet and
exercise, and disclosure, following a diagnosis of M@cording to Jelinek, taking control may
be an important coping resource for those newly diagghodHowever, many participants in the
current study did not perceive that this resource wadaéla to them with regard to their
disclosure of the diagnosis. They instead suggesteththabntrol was taken away from them as
they felt compelled or obligated to reveal the diagnfmsi®ne of a number of reasons, as will be
discussed below. While taking control may assist endtaptation to diagnosis, there are few
opportunities for individuals to exert control over MSated events due to the unpredictability of
the disease (MaclLeod & MacLeod, 1998). Therefore, mainty the integrity of the choices
available to PwWMS around disclosure of diagnosis magobeidered of utmost importance to the
adaptation process.

The perceived lack of control over disclosure reporteghdnyicipants took a variety of
forms depending on the individual's situation. Some paditis made a choice to tell others
about the symptoms they were experiencing, or theirsvisitthe doctor, in the pre-diagnosis
stage. These participants explained that their chodicedisclose symptoms or medical
appointments before the diagnosis then left them witle lor no choice about disclosing the
eventual diagnosis. They felt compelled to explasmdiagnosis to those they had already told of
the ‘unexplainable’ symptoms or unusual diagnostic te$thile this was often the case with
friends and family, it was also relevant for someowhad told employers of their MS-related
experience pre-diagnosis, with a sense of obligatiahstdose the diagnosis to employers present

in some participants’ comments. Such findings demonsthatethe actions of PwWMS before
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diagnosis can have an enormous impact on the chawakble to them following diagnosis.
Their subsequent control over certain aspects of shseslated experience may be perceived as
diminished, thereby potentially reducing the coping strategvailable to them when attempting
to adapt once the diagnosis of MS has been made.

The displaying of obvious MS related symptoms, for exarngale of mobility, equipment
use, or reliance on others for physical assistancesdate participants to perceive a lack of
control over their disclosure of diagnosis. Theadigipants reported that they had no choice but
to disclose as their physical changes were so obviodkos®e around them. Similarly, some
participants reported having to disclose their diagnasisfdar that their symptoms would be
misconstrued as being caused by something else. Thes#ppats did not want others to think
that symptoms were caused by something that they percesvédoase’ than MS, such as
drunkenness, laziness, or mental iliness, or something ‘s@ri@us’ such as cancer. Disclosing
the diagnosis was perceived by these participants aertlgeoption in order to avoid others
making inaccurate assumptions, and possibly negative judgenieistshese perceptions of what
others would think of obvious MS symptoms, and the perceptiorntheotlisclosure choices
available, that could be addressed by health psychologistsdist PWMS in exploring their
options for disclosure.

A perceived lack of control was also identified in papieits’ responses when it was
reported that it would have been more stressful to hidelifgnosis than to disclose it. Hiding
the diagnosis from others would have meant an incrieasmotional pressure on top of that felt
by the diagnosis of MS itself, and the threat of ‘gefimund out’ was so great that disclosure for
these participants was not viewed as something they haglover. In some extreme cases, the
decision to disclose was not only perceived by participastsut of their control, but was literally

made for them, as others informed participants’ friefasily, acquaintances or colleagues of
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their diagnosis of MS. This was particularly evidest participants who identified as living in
rural or small communities.

The perception that all, or even the majority, ofshaliagnosed with MS have control
over disclosure is contested by the current qualitatiadinigs. These findings flag the
importance of appropriate discussion between healthegsmhals, in particular health
psychologists, and PwMS at, or indeed before, the ¢ifrtiagnosis. The reality is that PWMS
may not be able to access taking control of discloagra coping resource when attempting to
adapt to the diagnosis without some professional suppadividuals’ reasons for disclosure of
pre-diagnosis experiences, or the diagnosis of MSf,itseuld be discussed with health
psychologists and the consequences of disclosing, or néagiligy, examined so as to assist the
PwMS to make informed and real (rather than perceivedieh@bout disclosing.

Taking control is one of the coping resources availablRwMS which may contribute to
their coping with the diagnosis. Coping can be viewed asnscious response or reaction to a
negative or stressful event (Folkman & Lazarus, 1984; MeCi984) and includes the three
components of: Coping strategies used to manage a strasétion; the subjective appraisal of
the situation (Lazarus & Folkman, 1984; Wineman, Durand&n®r, 1994); and the personal or
coping resources available to the individual during the periodtrelss (Shnek et al.,, 1995;
Stuifbergen & Rogers, 1997; Wassem, 1992). While taking cartidrtain aspects of MS, such
as the disclosure of diagnosis, can be viewed as oak gant of the much larger coping picture,
it may be a crucial element of successful adaptatiosdare. Perceiving a loss of ability to take
control over one of the few controllable aspects &, Mhay enhance, rather than reduce, the stress
associated with a diagnosis of MS. This may in tuameha negative effect on the individual

diagnosed with MS, and on their adaptation to diagnodisis for these reasons that health
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professionals working with PwMS should be aware ofithgortance of feeling in control, and

the role they can play in assisting PwMS to remaicointrol of their disclosure of the diagnosis.

8.4.2.2 To Gain Emotional Support

In the current study, the second most frequently repoeasbn for disclosure in the first
12 months following diagnosis was in order to gain emalisapport. As mentioned above, this
reason for disclosure was expected given that an seneaemotional support is considered the
main benefit of disclosure (Joachim & Acorn, 2000). ‘€hparticipants reported choosing to
disclose the diagnosis to others in order to talk atimit MS related experiences and to gain the
emotional support needed to cope. Some participants hitgdigie importance of being able to
trust those that they spoke to about the diagnosisttatin feelings about MS and their fears for
the future. These social supports were most often fazhaas family, friends, and counsellors.
However, employers were also mentioned by some whichimaresting given employers are
not typically identified as sources of emotional suppdisclosing the diagnosis to others was
also reported as a way of securing emotional support folyffanembers as well as for the
PwMS themselves. These participants expressed thetamperof family members having a
clear understanding of MS through the provision of accurdbemation, and having access to
emotional support if needed.

Social support has received the most attention in thditd&ture on coping resources
available throughout the disease course (Pakenham, 1999gd])nde emotional support offered
through interpersonal social relationships is identifesi one of the key coping resources
available to PwMS, promoting both physical and emotiorslth (Weinert, 1987). Social

support factors, including an individual's social network aathtionships with family and



friends, are resources for managing stress and mangairealth (Billings & Moos, 1984);
resources that could be considered critical at theaindgagnosis.

About one fifth of the current sample disclosed thdimgnosis to a counsellor or
psychologist, and did so because they did not want tadmifamily members with their need
for emotional support, or they wanted professional suppa@ssist in the adaptation to diagnosis.
Even though all comments about speaking to a counseflectexl a positive experience, there
appears to be room for an increase in the number of psepldng counselling following a
diagnosis of MS. For although 20% of the current sapldd not be considered a low number
accessing professional support, health psychologists coolddpr highly beneficial emotional
support services to a greater number of people in thelfrsnonths following diagnosis. The
reasons given by people newly diagnosed for not accepsiigssional psychological support
would be worthy of further exploration. It may be thihe vast majority of people newly
diagnosed with MS are unaware of the emotional suppattdan be provided by a psychologist
or counsellor at the time of diagnosis. It could deamtageous for diagnosing physicians to
recommend health psychologists with expertise in tblkel f chronic illness to those newly
diagnosed, so that PwMS, and their family memberse lth® option of accessing appropriate
emotional support without feeling a sense of burdening tamiily or friends, or in the case that

their family and friends cannot provide the emotionglort they require.

8.4.2.3 Why Wouldn't You Tell Everyone?

Participants in the current study were asked why thssialied their diagnosis of MS to
others in the first 12 months. Following a perceived latkcontrol, and disclosure to gain
emotional support, the third most identified theme indhbalitative data was a sense of ‘why

wouldn’t you tell everyone?’ Indeed, approximately onthfdf the current sample did not offer
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a specific reason for disclosure, rather they suggesttdhéy did not consider doing anything
but disclose, and in most cases, disclosed widely milyfa friends, acquaintances, and
colleagues. Disclosing the diagnosis of MS to otherthe first 12 months was the ‘natural’
thing for these participants to do.

These participants gave a number of explanations for timy believed disclosure of
diagnosis was a natural action for them. These jgaatits felt that MS was not going to define
them, so they did not see a need to hide the diagnosie embarrassed about explaining the
cause of their symptoms to others. Some participantausied that disclosing the diagnosis to
others was a part of their coping strategy. Maybe thss thhe case because telling others made
the diagnosis seem ‘real’ to the PWMS. Or perhapslaBing the diagnosis allowed discussion
of MS related issues with a social support network. Tlpastcipants also wanted to provide
information about MS to the people in their lives, andld&ng their own diagnosis of MS was
the first step in informing their friends, family andlleagues. In addition, there was a strong
sense of wanting to use the disclosure of their ownndisig to educate the wider community
about MS, and in some cases, to provide members of therajecommunity with a positive
example of a PwWMS, thought to be lacking in the genenmanuanity. There was an indication
that clichés or inaccurate information about MS shoelddnght against, and that those willing
to disclose their diagnosis could make a beneficial rdiffee to all PwMS.

The participants in the current study who reported a seh&ehyg wouldn't you tell
everyone’ about the diagnosis of MS, did not appeasufoscribe to the reasons listed by
Charmaz (1991) for withholding disclosure, such as viewinglliess as a private matter, not
wanting to attract attention, or holding feelings of gail shame about their condition. Instead,
they may have seen the disclosure of their diagrassian opportunity to take control over a

certain aspect of the disease. Their resultant aernmigraf disclosing the diagnosis to numerous
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others may have thereby contributed to their adaptatiodiggnosis (MacLeod & MacLeod,
1998). It may be that these participants did not necegddehtify the stigma or negative
connotations attached to the diagnosis of MS, themabking ‘disclosure to all' an easier
decision given they may not have thought through theilgessegative ramifications of
disclosure (Grytten & Maseide, 2006). Alternatively, sligma may have been acknowledged,
but together with an eagerness to fight against the imegainnotations of the label of MS. Or,
the stigma attached to MS in the past may have watlediing people diagnosed with MS more

recently to feel greater freedom in their disclosurehe diagnosis.

8.4.2.4 | Regret Disclosing

Participants in the current study were not asked spaltyfid they regretted disclosing
their diagnosis in the first 12 months following diagesosHowever, it was interesting that when
asked for reasons as to why they disclosed, over firaepeof participants volunteered a reason
as to why theyegretteddisclosing the diagnosis of MS (following their repogtiof a reason for
disclosure in the initial instance). Joachim and Aq@000) suggest that there is little known
about how PwWMS cope with their decision to disclose thiagnosis to others and whether some
PwWMS regret their decision to disclose, thus the curresearch provides an important
contribution to the field.

These participants stated that they had regrettedgedtihers of the diagnosis and if they
could live the experience again, they would be moreteteabout who they told, if anyone at
all. This was often the case for those who receiveapgrcted responses from others. While the
person newly diagnosed may have expected emotional sugpbrinderstanding, they reported
receiving pity, or expectations for the worst case s@@naSome participants reported that

others, upon hearing of the diagnosis, would offer stoabout other PwWMS who were
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experiencing high levels of disability or distress. Ehstories were not well received by these
participants, as they were not perceived as helpful. nv@sely, some participants also
commented on regretting telling others about their digignib they were then offered stories of
other PWMS who were experiencing lower levels of diggitihan themselves, as this may have
devalued or diminished their experience of MS. SomBggaants made specific comment about
regretting disclosing to employers or colleagues,hay then perceived a change in attitude
toward them following disclosure. Many MS Societieasrthe world have already recognised
the importance of offering information and advice regardingployment concerns for PwMS,
including the issue of disclosure to employers (Simmadrad. 22004). These findings highlight
the importance of ensuring that information about discesidia diagnosis of MS is provided in
a timely fashion, ideally before disclosure to empleyar colleagues takes place.

Privacy and confidentiality issues were also raised byiggaahts who identified
regretting their disclosure of diagnosis. Some partitgpéelt as though they quickly lost control
over the information regarding their MS diagnosis@snsas it was disclosed. Others identified
that while they believed they had no choice but to dggcht the time for reasons of obligation or
compulsion, they later regretted it. These participamiesrred that hindsight gave them the
ability to see that they did have a choice about assck, but at the time they felt powerless.
This is an area that health professionals working thitlse newly diagnosed can address.

This finding, that a number of participants regretted dssatp their diagnosis, is a clear
indication that a proportion of all PwMS regret theicid®n to disclose in the first 12 months
following diagnosis. This finding is made all the mareeresting considering that participants in
the current study were not asked to comment on regrietwia disclosure, rather, this
information was volunteered when participants were asgkgdthey disclosed their diagnosis. It

is therefore possible that research specifically targethe construct of regret following
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disclosure, would identify a greater number of PWMS wviglicate regret around disclosure than
the current study reveals. The initial finding discusse@ kaggests that health professionals
may want to add disclosure of diagnosis, alongside ragdicoptions and credible information

sources, to their list of issues to discuss with thaselyndiagnosed. Indeed, as mentioned
above, it may be in the individual's best interestsdiecuss the positives and negatives of

disclosure of symptoms and/or diagnosis of MS even bélfierdiagnosis is made.

8.4.3 Factors that Assisted Participants to Cope with Diagnosis
Participants in the current sample were asked to praviEmment on anything that they
thought assisted or hindered them in coping with the dsignof MS in the first 12 months
following diagnosis. Almost all of the participanthaevresponded to this question offered a
comment regarding what they found to be of assistafaticipants’ comments on what they
found to be of assistance to their coping in the fistmonths were grouped into four themes;
‘Maintaining a positive attitude’, ‘Making practical change€hanging health behaviours’, and

‘Information seeking and sharing’. The findings of all fthemes will be discussed below.

8.4.3.1 Maintaining a Positive Attitude

In accordance with the findings of Barnwell and Kavdmg@997) indicating that
optimism acts as a positive predictor of psychologachlistment to MS, maintaining a positive
attitude was the most frequently reported source of assistfor the PwWMS who participated in
the current study, when attempting to cope with the disignof MS. These participants
indicated that their positive attitudes assisted theattept and understand the diagnosis, and to
cope with the life changes and expectations that oaitiea diagnosis of MS in the first 12

months.



The ability to maintain a positive attitude, believedéoinvaluable by these participants,
was not necessarily accepted by others who labelleg tharticipants as ‘in denial’ or unable to
acknowledge the severity of the diagnosis, based anptezonceived ideas that someone newly
diagnosed with MS should not be feeling positive. Hawethese participants were resolute that
their positive attitudes were genuine, healthy and of gresistance to their coping with the
diagnosis. A number of participants in the current siuelgt one step further by reporting that
they not only had a positive attitude about their diagndmit that they also viewed it as a gift, or
a positive addition, to their lives. The diagnosis of Mad inspired some of the current
participants to have a greater appreciation for lifeadsess what was truly important to them,
and to find a clarity regarding the life goals they wdrtteachieve; reflections often observed in
those facing a serious illness as described by McAdams (199 adib (2004), among others.

This finding challenges the simplistic view that those disgd with a chronic illness will
necessarily respond with a negative outlook on their éutufhe ways in which individuals
respond to a diagnosis of a chronic illness are oftanptex, and may include an element of
positivity about the disease, or even thanks, for tregmbsis (Candib, 2004). Health
professionals must be aware of such reactions, and suppdS in their identifying and
utilising of the positive aspects of the diagnosishis is the case. It should be noted however,
that the retrospective nature of the current resear@ip have prompted participants to report
feeling positive in the first 12 months following diagnesighey have felt more positive about
the diagnosis over the subsequent years. Prospectesrechsnto positivity or the maintenance
of a positive attitude immediately following diagnosisM$ would be of benefit in order to
guide health professionals in their work with PwMS.

The reoccurring themes of assessing what was imposatadht having a new found

appreciation for life were frequently highlighted by papants as they reported on the ways in
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which they maintained a positive attitude. These pp#itis looked past the negative experience
of diagnosis, and searched for and found, meaning in tlkieg and things they wanted to be
thankful for. Some participants compared themseloesthers they perceived as being worse
off, an activity that gave them perspective, and reinfbtbeir positive attitude. This process of
finding positivity or meaning from a negative experiensediscussed in the post-traumatic
growth literature, and often includes reference to areasw in spirituality (e.g. Tedeschi, Park &
Calhoun, 1998).

Brooks and Matson (1982) found that the second most repaspdnse from PwMS
regarding what helped them cope with the illness wagioeli In the current study, the ability to
maintain a positive attitude was perceived by some paatitspas being fundamentally linked to
a belief in God. While the mention of religion or dgpiality was not as frequent in the current
study as that reported by Brooks and Matson (1982), it musbtesl that the participants in
Brooks and Matson’s study were American, whereas theerustudy included PwMS from a
number of countries. In a recent study examining thgioek devotion of the United States and
its political allies, Americans were more likely tave an unquestioning belief in God than
people from countries including Australia, Britain, Candd@ance and Germany (Schaeffer-
Duffy, 2005). While it may be that spirituality or rabgity plays a larger role in the lives of
Americans, participants in the current study from a rarfigmuntries suggested that without the
presence of God in their lives maintaining a positiveéuaté would not have been possible, and it
was this positive attitude that they reported as beigestest assistance to their coping with the
diagnosis. Indeed, the current study showed no signifiaasociation between identifying
spirituality as an important factor in adaptation togdw@sis, and country of birth. The
participants who raised the issue of spirituality in aaofion with the belief that maintaining a

positive attitude assisted them to cope with the diagmeesie from a range of nationalities.
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Optimism and the demonstration of a positive attitude Hae@n shown in previous
studies to play a significant role in adaptation to chrdmsease (Fournier, de Ridder & Bensing,
1999; Pakenham, 1999). The participants of the current studyedpoaintaining a positive
attitude as the primary factor that assisted them to edte the diagnosis of MS. These
participants used their positive attitude as a coping resaonrtdee first 12 months following
diagnosis, which may have influenced their choice andofismping strategies, and mediated
their responses to MS related challenges (Lazarus & Fwlkd084). It may be that a positive
attitude assisted these participants by buffering tlyatnee effects of the stress caused by the
diagnosis of MS (Park & Folkman, 1997). Large scale quadine research into whether the
positive attitudes of PwWMS mediates or moderates tfextsfof stress in the first 12 months
following a diagnosis would be beneficial, in an efftr further identify and promote effective

coping resources to PWMS.

8.4.3.2 Making Practical Changes

The second most frequently reported factor that partitspa the current study identified
as being of assistance to their coping with the diagn@sMS was making practical changes.
The current study included a number of actions under the hnoddella of making practical
changes, as a quarter of the sample gave a respomnsaecthded an element of adopting new
strategies and/or making practical changes in order pe eath the diagnosis. The theme
‘making practical changes’ as identified in this study, included tangible changes or
modifications to a participant’s physical environment, theganisational changes to the
individual’'s prioritising of tasks and time for themselvé® practical and emotional changes of
learning when to ‘say no’ while simultaneously learning wteeaccept help, and the seeking of

psychological counselling. These examples were all groupgether under the theme of
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‘making practical changes’ as they are all indicativpasticipants’ willingness to make a change
to their lives in the belief that it would assist thencape with the diagnosis.

As was found by Aronson, Cleghorn and Goldenberg (1998),ptiticipants in the
current study who made changes to their physical environmsach as modifications to their
home or car, expressed doing so to ensure their indepsndémaking changes to the physical
environment may have given these participants reassutiagicthey could maintain a continued
independence, despite the perceived threats of changing lavability due to the MS disease
course. Taking the proactive steps to make modificattwnallowances for current symptom
management, or possible future disability, was perceiwdtave resulted in a sense of control
over the disease. These participants may have & lintbrking with, rather than fighting against,
the disease assisted their coping with the diagniosighe 12 months following diagnosis.
Making physical changes to the environment so as tot&eileffective symptom management is
an example of the coping resource of taking controllaba to people newly diagnosed
(McLeod & McLeod, 1998). Itis a widely held belief that % resist making modifications to
their physical environment due to a fear of losing their pedelence, or risking a change to
others’ perceptions of them (Finlayson, 2004; Neri & Kr@003). The finding of the current
study challenges the narrow view that all PwMS view mgknodifications as threatening rather
than empowering, as it acknowledges the making of pedatitanges, including changes to the
physical environment, as the second most identified falotd assisted the current participants in
coping with the diagnosis. In line with the findingsFhlayson and van Denend (2003), the
current participants felt empowered with an increasedesehpersonal control when they took
action by modifying their physical environment to bettet #ieir management of symptoms,

following the diagnosis of MS.
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The other three areas grouped under the broader theémalaifg practical changes’ may
not have been as apparent to the people known to the PagviBey are not necessarily visible
changes to the physical environment such as the installafica ramp, or air conditioning.
However, they are all related by the participants’imglhess to make practical changes in an area
of their lives, in order to better manage the diagnosS. Some participants reported making
a change in prioritising what was important for them atag to day basis, as well as in longer
term planning. Scheduling time for themselves following wlesis, to participate in health
promotion activities such as exercise or relaxatiors viawed by these participants as a priority
in order to maintain living well with MS. Some participamdentified that making the practical
change of ensuring time for themselves was of greassstance to their adaptation to MS; an
area that health psychologists can provide assistaribe W some cases, this meant learning to
say no, in conjunction with learning to ask for, and ptckelp. A balance had to be found
between caring for the mind and body to effectively mganife post-diagnosis, and retaining
independence. Some participants identified that this balaaseeasier to achieve with the
assistance of a psychologist or counsellor, and sapocated counselling sessions into their
post-diagnosis lifestyles. Participants’ willingnessriake a practical change to their lives, in the
form of modifications to physical environment, prioritisitagks, or learning to seek and accept
help, was the second most frequently reported factorctivagnt participants identified as being

of assistance to their coping with the diagnosis & M

8.4.3.3 Changing Health Behaviours
Changing health behaviours was the third most frequetdlytified theme in the current
sample’s responses to what they thought assisted thpenwith the diagnosis of MS. Many of

these participants reported a reduction in the unhealttavlmehrs they engaged in pre-diagnosis,
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combined with an enhancement of their pre-existing healtinaieurs. In addition, some
participants took on new behaviours that they perceived asfib@l to their health post
diagnosis, such as new exercises, or dietary charig@ssome, a change in the type of exercise
they engaged in following diagnosis was necessitated bgwitoms impacting on what they
were able to do pre-diagnosis.

Maintaining a high level of general health was very imgmairto these participants. This
could be explained by the finding of Reynolds and Prior (20@8) PwMS hold the belief that
good general strength and fitness will assist in the @feechanagement of MS symptoms, and
contribute to a higher overall quality of life; a belledised on medical evidence (Sutherland,
2001). Findings of the current study support this belief of BwMdicating that in the first 12
months following diagnosis, some PwWMS attempt to raanbr get their body into peak physical
condition in order to combat MS symptoms and potential gdmrin ability. The current
participants recognised these changes in health behavioars iagportant factor that assisted
them to cope with the diagnosis of MS. In accordamite Sutherland and Anderson’s (2001)
findings that those with mild to moderate levels of Wity benefit more from exercising than
those experiencing severe levels of disability, the atifiedings suggest that changing health
behaviours incorporating an increase in exercise shouldrdmmoted in the first 12 months
following diagnosis, as it may not only assist PwMSricrease their general health, but it may
also assist them in stress management and coping withagnosis.

The theme of changing health behaviours also encontpgsseicipant uptake of
conventional and/or complementary therapies. As rdest in Chapter 3, conventional
therapies, such as immunotherapy, can be dauntirntgdaecipient for a number of reasons, and
can be difficult to access depending on availability arsl. cblowever, some PWMS may argue

that going through the process of deciding to begin inotherapy, and indeed commencing the
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treatment shortly after diagnosis, returns a serispesonal control over the disease. By
engaging in conventional medicine, the PWMS may feel tinay are actively combating the
progression of the disease (Jelinek, 2005). Current pemis’ reporting of the benefit of
complementary therapies was not surprising given the dadethéncrease in interest shown by
PwWMS in a wide variety of therapies over recentrye@.g., Pucci et al., 2004; Schwarz &
Leweling, 2005). As outlined by Apel et al. (2006), PWMS may gaga complementary
therapies regardless of research or personal experienifying the treatments as effective. The
current participants may have viewed their engagememnplementary therapies in the first 12
months following diagnosis as opportunity for slowingedse progression.

It is important that health professionals acknowledgelitelihood of PWMS exploring
complementary therapy options shortly after theiguadsis. This is of particular importance
given that the most popular complementary therapiasdion the current study included changes
to diet and vitamin supplementation, activities that nmagract with conventional medicines. It
is therefore highly likely that the issue of possibiteiaction between dietary supplements and
medication may need to be discussed with PwMS soen difignosis. As was pointed out by
Schwarz and Leweling (2005) the addition of a completime consuming diet may provide
some PwMS with a sense of control and initiative otle¥ uncontrollable illness. Health
professionals may wish to advise PWMS on an approprigte and point them to reputable
source of information on this, and other complementagyapies. Engaging in health changing
behaviour may be seen as taking control over the aspieleealth that can be maintained, in the
face of the MS diagnosis which can not be controlléithose who reported changing health
behaviour as the factor that assisted them most foledaictively working to stay well and
remain strong in the first 12 months following diagnosipé them to cope with the diagnosis

of MS.
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8.4.3.4 Information Seeking and Sharing

The fourth most frequently identified theme from p@vaots’ responses regarding what
they found to be of assistance to their coping whehdiagnosis of MS, was information seeking
and sharing. These participants relied heavily on #tyaof information sources to gain a
thorough understanding and knowledge about MS. It was th@vledge is power’ construct
that was identified by some as being of the greatssstance to their coping with the diagnosis.
In some cases, participants indicated that althoughhbdyfelt a certain level of anxiety upon
reviewing details of possible symptoms, worse case scenamna high levels of disability, they
still felt empowered by the information, and believechélped them cope in the 12 months
following diagnosis.

This theme of information seeking and sharing also rpessed some participants’
search for a second opinion, or a neurologist thay therceived suited them better. The
participants in the current study identified that they batter able to cope when they were
comfortable with their doctor and confident that theviinfation they needed would be shared
with them in a timely and effective manner, as was edliby Baker (1998). Therefore, PWMS
should not be discouraged if they express a desire kbassecond opinion or meet with other
physicians, and health professionals should not takec#f® this behaviour.

Some participants in the current study also identified ithportance of sharing
information about MS, with other PwWMS in particulaThe sense that other PwMS would
empathise with how participants were feeling in the fitmonths following diagnosis was of
enormous benefit, as they could speak openly about symm@ndishe unpredictability of MS
while feeling supported and understood. Where written infoomdrom health professionals or
researchers offers information about certain aspddi4éSy a different type of information was

also able to be gleaned from another PWMS. PwMS bie ta give and receive personal
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information about their own experiences of the razations of having MS, whether physical,
social, or emotional. This source of information addatew layer of understanding about MS
for the current participants. Interestingly, manyhefse participants indicated that the sharing of
information with other PwWMS had happened online, through stgpoups, emails or websites.
The reliance on the internet as a tool for the gainntysharing of information as demonstrated
by the current participants, is in line with Brewer’s (20084lings regarding the internet as an
information source for PwMS. The findings of the cutrestudy are also in line with
Strittmatter’s (2004) study outlining the benefits of PwMSrpeteraction via the internet. The
ability to access other PWMS in the first 12 month®Wwihg diagnosis and to share information,
whether face to face or online, was identified by manyigiaants as being of assistance to their
coping with the diagnosis.

Matson and Brooks (1977) indicated that the seeking ounfofnnation on MS is a
necessary part of adjusting to a diagnosis. For the part, it would be safe to say that health
professionals working with PwWMS today are aware ofitly@ortance of information provision at,
or soon after, the time of diagnosis. However types of information and the sources by which
it can be gathered by PwWMS, seem to be ever-evolving. eThasking with people newly
diagnosed with MS may wish to explore all resourceomgtiwith the individual, including other
PwMS and reputable websites; two of the least studied, duitlly emerging, sources of
information for PwWMS. It is the importance of meegtiand sharing information with other
PwWMS, and the use of the internet to access informatimd meet other PwWMS, that current
participants highlighted in several instances in thisareseas activities they engaged in, as well

as factors that assisted them in the first 12 mowtlfesifing diagnosis.
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8.4.4 Factors that Hindered Participants’ Coping with Diagnosis
Approximately one third of the participants who respondethéoopen ended question
regarding what they thought assisted or hindered them ing@pth the diagnosis of MS in the
first 12 months, gave a response regarding a hindrance thegfigden When analysed,
participants’ comments on what they found to be a hirwdran their coping presented four
themes: ‘Dealing with the attitudes of others’, ‘Attemgtito maintain a pre-MS lifestyle’,
‘Information overload’, and ‘Negative examples of otpeople with MS’. The findings of all

four themes will be discussed below.

8.4.4.1 Dealing with the Attitudes of Others
Dealing with the attitudes of others was the most fredpeidentified theme in

participants’ comments regarding what hindered their ¢ppith the diagnosis. As suggested
by Baker (1998), those who form the social and medical supp&wMS have the capacity to
assist in, or hinder, the coping efforts of the individaskthey attempt to adapt to the diagnosis.
For these participants, members of their social oricaédetwork hindered their ability to cope
with the diagnosis by displaying unhelpful attitudes. sTtheme encompassed participants who
reported being negatively affected by the attitudes of gthsera/ell as participants who reported
being unable to manage unhelpful attitudes. For some PwiéSe unhelpful attitudes were
demonstrated by health professionals, family membeends, and for some, members of the
wider community, or relative strangers. Participantsil that experiencing unhelpful attitudes
in the first 12 months following diagnosis was upsettingaggravating. Although a greater
number of participants reflected on the negative, dsmasor condescending attitudes of health
professionals, the uncaring or insensitive attitudes mfljamembers, friends, and others were

also highlighted by a number of these participants.



Concordant with Carter et al.’s (1998) findings that thele a chronic illness develop a
sense of hopelessness when their health professiamaleyca pessimistic attitude about disease
prognosis, the current participants reported feeling lesstaldope with the diagnosis of MS if
their doctor was dismissive of their concerns, or patmogig) their approach. When negative
attitudes of health professionals were perceived, pantitspaxpressed frustration and
disappointment in their physicians, and reported a sensolafion as they felt they could not
rely on their health professionals to provide supp&@bme participants were so affected by the
negativity of their health professionals that they regmbthese attitudes as being a hindrance to
their ability to cope with the diagnosis in the fil®2 months. Considering that Counte et al.
(1983) found that psychosocial adjustment to MS is largefuanced by an individual's
satisfaction with their physician, the current findirage not surprising. It makes sense that the
current participants reported the attitudes of their dechs a hindrance to their coping if the
doctors’ attitudes were perceived as anything but supportivduhelpd positive. A physician’s
poor communication skills, which were identified by somehe current participants as being
fundamental to their unhelpful attitudes, may have adiyeedéected the relationship between
patient and health professional and left the particifegeiing less able to cope with the diagnosis
(Counte et al., 1983).

It is unknown why the current participants’ physicians eveegative, pessimistic, or
dismissive when communicating with their patientsmdty be related to the health professional’s
confidence in their ability to care for the person neshggnosed, or their ability to convey hope
to the patient, as discussed by Carter et al. (1998). ayt Ime that they have poor social or
communication skills, or that sometimes health mwifeals forget to put themselves into the
shoes of the person they are working with and to focuthe immediate needs of the PwWMS,

including their emotional needs. Diagnosing someone M&hmay become a ‘routine’ event for
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a neurologist, who may fail to realise the enormityhe situation for the individual who may
have no previous knowledge of MS.

Baker (1998) suggested that a friend or family member’s faitoreappropriately
acknowledge the diagnosis of MS can become an extieanaér for the PwMS in their attempts
to seek out information, disclose the diagnosis ek seeatment. The current findings reflect this
assertion as some of the current participants reptreednhelpful attitudes of family members,
friends and others, as acting as a hindrance to theircowing with the diagnosis of MS. Some
participants reported that members of their social netwanle not only dismissive, but were
hurtful in their attempts to bring humour, or normality, the diagnosis of MS, as the person
newly diagnosed looked well. Alternatively, some ggstnts reported being treated as unwell,
despite their effective management of MS symptoms. cih@nt participants commented on the
stigma connected to PwMS, and the comments they woelttive based on the
misunderstanding of MS held broadly in the communifyhis finding is in line with that of
Grytten and Maseide (2006) who found that PwMS found it nidfeeult to cope if they are
attempting to counteract stigmatising experiences in soeial relationships.

It may be considered surprising that no participants regpa@pecifically on unhelpful
attitudes received within the workplace. Given the resebycKHarden et al. (2004), among
others, it may have been expected that some participamidd comment on employer or
colleagues’ attitudes as being of a hindrance to theingopHowever, the comments regarding
stigma about MS were reported to be made by those iriparits’ social networks, rather than
within the context of employment.

While some PwWMS may be able to ignore unhelpful commentsjanage the unhelpful
attitudes of others, some PwWMS are unable to preventattittides from hindering their ability

to cope with the diagnosis. Health psychologists, rysbother health professionals, may be
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able to assist people newly diagnosed with MS to betéeage the real or perceived attitudes of
others when attempting to adapt to the diagnosis. kpajtchologists are also able to work with
PwMS on developing better communication strategies soireneffective communication with
their health professionals, family members, and friendggnosing physicians may serve their
patients well by suggesting an appointment with a healfishmlogist if communication issues

are present.

8.4.4.2 Attempting to Maintain a Pre-MS Lifestyle

Attempting to maintain a pre-MS diagnosis lifestyleswe second most frequently
identified theme in participants’ comments on what hindidreeir coping with the diagnosis.
These participants attempted to maintain a pre-MS yifedty hiding the diagnosis from others,
not making changes to their post-diagnosis lifestylegttempting to continue with the fast pace
of life they were used to before the diagnosis of NParticipants reported that their coping was
hindered because of the added stress that came with sticiieac While only a few
participants used the word ‘denial’ in their response regandimat they thought hindered their
coping in the first 12 months following diagnosis, abkpenses categorised under this theme
alluded to the presence of avoidance or denial relatealvioel in the first 12 months following
diagnosis. These participants reflected that attegyptinmaintain their pre-MS lifestyle was a
way of denying or avoiding the diagnosis. It was only wite power of hindsight that they
could report this as being of a hindrance to their copingteffor

Shontz (1975) considered that denial can be an adaptivegstrased to cope with a
diagnosis of a chronic illness, as it can preventritividual from becoming overwhelmed with
the stress of illness onset and the threat of disalsitiortly after diagnosis. Indeed, denial has

been viewed as a regulating mechanism, allowing an individualanage a perceived threat,
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such as a diagnosis of MS, gradually (Horowitz, 1976; RbtGohen, 1986; Shontz, 1975;
Sullivan, Mikail & Weinshenker, 1997). While some of thereat participants reported that
denial, as seen in their attempts to maintain their prdifdSyle, was not helpful in the first 12
months following diagnosis, this report has been madé thie benefit of hindsight. It is
possible that at the time, these participants used denmmlstrategy to manage the diagnosis as
best as they could at the time. This is of particufgrortance for health professionals working
with those newly diagnosed. Health professionals lshba aware that denial may serve a
psychologically protective function for a short peri@lldwing diagnosis (Kortte & Wegener,
2004). However, if the presence of denial continues fomgdr period of time, it may hinder
adaptation to diagnosis through compromising health promotialness prevention activities,
interfering with adaptive behaviour, or contributing to thegfrency or intensity of intrusive
thoughts (Mullen & Suls, 1982; Roth & Cohen, 1986; Suls &dHet, 1985). Future research
into the psychologically protective function of deniglesific to adaptation to MS, and the length
of time that may be considered an ‘unhealthy period ofadlemould be beneficial.

The current finding that some PwWMS recognise that theyngted to maintain their pre-
MS lifestyle, as a way of partially denying the ilinesssprece in their lives for the first 12
months following diagnosis, is new to the field. ledethe current participants were able to
discuss their reasons for attempting to maintain theimndo lifestyle, while concurrently viewing
these attempts as being of a hindrance to their copiratrtime period. Further research into
the attempts by PwMS to maintain their pre-MS lifestgled their reasons for doing so, would

be of great benefit to the health professionals workiitly people newly diagnosed.
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8.4.4.3 Information Overload

Information overload was the third most frequently ideat theme in participants’
comments regarding what hindered their coping with tagrdisis. This finding may come as
somewhat of a surprise given the ever-increasing engplwsithe importance of providing
information to those newly diagnosed with MS, and plogular concept that ‘knowledge is
power’. It is also in contrast with the informatio@eking and sharing that some participants
identified as being of assistance to their coping with diegnosis. The participants who
identified information overload as a hindrance to theipimg reacted to the diagnosis by
consuming as much information about MS as possible, défscovering that the volume or type
of information was too much for them to cope with. Higda balance between an appropriately
informative amount and too much information was ditfiéor these participants, who suggested
that MS information overload hindered their coping withdfegnosis in the first 12 months.

Previous studies have confirmed the importance of appropniatenation provision to
those newly diagnosed with MS (e.g., Baker, 1998; Hepw&ittarrison, 2004; Somerset et al.,
2003). For example, Somerset et al. (2003) suggested thatation leading to a sound
knowledge of MS is beneficial to the wellbeing of PwMStasareases the individual's sense of
personal control, as well as leading to a reduction inrtteppece on government health services.
Previous studies have also been conducted into the probieiagluals may face if unable to
access enough information at the time of diagnosis,(8rooks & Matson, 1987; Matson &
Brooks, 1977). It is the potential detrimental effectsmédrmation overload that is studied less
frequently. Some of the participants in the curreatlgtwere able to identify that too much
information about MS, the potential symptoms and desessurse, was unhelpful in their

attempts to adapt to the diagnosis. A conversatibin & health professional about finding a



balance between enough information, and too much infoomatvould be helpful for those
newly diagnosed.

Concordant with the findings of Wollin et al. (2000), papants in the current study also
stressed the need for individualised information in terrhsantent, format and volume,
expressing that the informational needs of all PwWMS atehe same. The current participants
highlighted that wading through copious amounts of genera@rnmdtion did not necessarily
assist them in their preparation to cope with MS. éddehese participants suggested that too
much non-specific information hindered their coping by pramgrrealistic planning for their
individualised situation. Broad information about MS wasstimed at a rapid pace by these
participants, who reported much of the information asrelising, depressing, and instilling
hopelessness at a very early stage following diagnosis.

The information on MS that is accessible on-line msthnewly diagnosed was raised by
these participants as a specific contributor to thgesgence of information overload. As Pucci
(2003) and Bard (2005) reported, incorrect, misleading, andome sinstances, dangerous
information about MS can be found on-line, is ofterestfically unreliable and frequently
promoting spectacular ‘cures’ for the condition. Someig@pants expressed fear for their future
with MS, following the reading of information they hadcassed online. It was perceived that
worst case scenarios were often presented online, lepantigipants feeling distressed. Some
participants reported reaching a conclusion in the first 12madollowing diagnosis that they
had to limit their information intake as the never aegdinformation on symptoms and negative
outcomes of MS were impacting on their ability to ceml with the diagnosis.

Lewis (2006) raised concerns that the internet providesumaregulated source of
information to vulnerable individuals. The findings of tharent study support this assertion,

and suggest that health professionals attempt to taflormation provision to the needs of the
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individual. This would include a careful examination bé tinternet sites available to those
newly diagnosed with MS, with recommendations of fud|puseful sites made to PwMS, and
possibly warnings about those that may not be of assestanthe first 12 months following
diagnosis. This would follow the suggestions of Schlof2896) and Pucci (2003) regarding
health professionals ‘referring’ patients to specifeputable online sites, to assist in the
prevention of information overload, and the accessingdarigerous information. Health
professionals may also consider taking the time to tallPwMS about their own information
seeking, and finding a balance between appropriate leveaifoomation uptake, and information

overload.

8.4.4.4 Negative Examples of Other People with MS

Witnessing negative examples of other PwWMS was thelfauost frequently identified
theme in participants’ comments regarding what hindered ¢oping with the diagnosis. This
result extends the current finding that while many pea@ely diagnosed with MS report
meeting another PWMS as beneficial and a positive eqmEr, some PwWMS do not have that
experience, instead viewing the meeting as negative, orcaiyed hindrance to their coping
with the diagnosis. Participants identified encountenegative examples of other PWMS in two
different ways. First, the high level of physicasability of other PwMS was named by some
participants as the reason they viewed an example ofhemBivMS as negative. Second, the
negative, hopeless, or helpless attitudes of other Bwh§ardless of visible disability,
contributed to some participants viewing negative examplesther PwMS as a hindrance to
their coping with the diagnosis. These encounters atiher PwWMS were not strictly via face to
face or even on-line meeting, instead they included publisioegs@about PwWMS that focused

on disability and did not provide inspiration to the penmsewly diagnosed with MS.

274



This finding has implications for both the informatigeeking aspects of behaviour
following diagnosis, and the desire by some people neldgnosed with MS to contact and
discuss their diagnosis with another PWMS. In respontb this question of what hindered
coping in the first 12 months, one of the current partitpaaised the issue that PwWMS are at
their most vulnerable straight after diagnosis, ang neeed some protection from the factors that
could hinder their ability to cope with the diagnosis. déscussed above, information tailored to
the individual may assist in reducing the likelihood ofM@Svencountering negative examples of
other PWMS in published stories. However, there isnodidine line between what one person
finds distressing or uncomfortable, and another finds inspma. It would be extremely
difficult for health professionals to guarantee timbrimation that could assist was being made
available to the individual, while information that coulechder was withheld. Similarly, while
some people newly diagnosed with MS find discussing thgndisis with another PwWMS of great
benefit, others do not. As discussed above, the coralitp of being diagnosed with MS does
not ensure that one person can provide another with sypgmoburagement or inspiration.
Participants in the current study have reported that $hisot necessarily the case, and have
instead suggested that a negative example of another PwM%anhally hinder their coping
with the diagnosis. Again, health professionals mahwo assess the appropriateness of linking
a person newly diagnosed with MS into a support group or isituathere they are exposed to
others with MS, as while positive encounters can assisidaptation to diagnosis, negative

experiences can hinder.

8.5 Theoretical Implications within a Health Psychology Framewd
The opportunity for PwWMS to identify what assisted andvadered their coping in the

first 12 months following diagnosis, was provided for lmstresearch. In their own words,
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PwMS explained why they behaved as they did regardingpdisd, speaking to another PWMS,
and what they believed helped, or hindered them to copge thv diagnosis. It was these
participant responses that often included details of tipeng resources they drew upon to aid
them in their adaptation to diagnosis. The findingshef ¢urrent research relevant to coping
resources fit within the coping model of Lazarus andkirah (1984), as participants identified
that specific coping resources assisted them in theingan the first 12 months, whereas a lack
of coping resources hindered their coping, or led to unhelpdping strategies such as
attempting to maintain a pre-MS lifestyle without takimgoi consideration changes that may
have occurred as a result of MS symptoms.

Taking control was the most common coping resource shrmhgest theme identified
throughout the findings of the current research relatbnghat PwMS thought helped them in the
first 12 months following diagnosis. While social suppamnd positive thinking were both
identified as important coping resources by participanesdtminance of taking control as the
leading resource identified by PwWMS makes both conceptuhltitaaoretical sense. It is not
difficult to recognise the need of many people diagnosédam incurable, inexplicably caused,
and largely uncontrollable disease such as MS, attegnptinake control of issues within their
power to control, such as information gathering, dsate, and lifestyle changing activities.
While this may not be the case for all people newhgdosed with MS, it makes conceptual
sense that taking control is of utmost importance to mdren first diagnosed.

The recognition of taking control as both the dominaeimé and the most identified
coping resource throughout the current results may bavely uncommon in studies on coping
resources, but it is theoretically sound. Social supisoarguably the most commonly cited
coping resource available to PwWMS, and indeed, alsoapmg resource that receives the most

attention in broader health-related research (Pakent@®3). Similarly, optimism or a positive
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attitude has also received much attention as a copirgnes in the MS related literature
(Fournier, de Ridder & Bensing, 2003). The coping resource wigtalontrol is not as common
in the literature as social support or optimism, butdsely linked to the concept of self-efficacy
as described by Bandura (1989); a construct familiar to M&arelsers. Self-efficacy has been
shown to be an important variable in relation to adaptdo MS, as described in Chapter 4. An
investigation into self-efficacy by examining participarttgliefs in their abilities to overcome
the specific challenges of MS, was not included in theent study as the researcher did not
want to presuppose the responses of PwWMS, but rather sanghtploration of what PwMS
thought assisted them, in their own words. Howeverntt®n of PwMS acting in a way to take
control over various aspects of life following the ghasis came through very strongly in the
data. Taking control can be seen as an extensiom afidavidual's self-efficacy, with self-
efficacy referring to an individual'belief in their ability to overcome specific challenges, and
taking control referring to thactionstaken by an individual to overcome the specific challenge
A theoretical implication of the current study’s finds could be that when exploring models that
predict coping in MS, the variable of taking control gldobe examined together with social
support, optimism and self-efficacy.

Of all the possible hindrances to successful coping and aidapta a diagnosis of MS,
the emphasis within the relevant literature remainglemal and avoidance. There have been
mixed findings in the MS literature regarding adaptive copwuitdp regard to the inclusion or
exclusion of avoidant coping strategies (e.g., Mohr let1897; Pakenham, 2001). More
generally, as is implied in the current study, it hasnbl®und that denying the diagnosis of MS
or avoiding MS related issues following diagnosis isteeldo decreased well being (Brooks &
Matson, 1982). In the current research, PwWMS who rep@ttempting to deny the presence of

the disease during the first 12 months following diagnosismd that doing so acted as a
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hindrance to their coping with the diagnosis. Pardicip described engaging in avoidance
behaviour by choosing not to meet another PwMS and bgnpting to maintain a pre-diagnosis

lifestyle. However, there may be times in thetfi' months following diagnosis that PwMS feel
better able to deal with the stress of diagnosis by @fananaging emotional responses using
avoidant coping strategies such as these. It should belsaoted that the current study’s

retrospective design allowed participants time to reftectheir actions in the first 12 months,

which may have led them to conclude that avoiding or dgnyie diagnosis was unhelpful given

the benefit of hindsight, although at the time it mayehbgen a functional coping strategy. The
challenge for practitioners working with PwMS is todf the point in time when avoidance turns
from a helpful short term strategy, to a hindrance ¢ thnger term coping.

Some participants in the current study reported that a nuafljgositive outcomes also
came from their diagnosis of MS. The finding that PwM8y report perceived benefits from
their diagnosis experience is consistent with It regarding cognitive adaptation theory
(Taylor, 1983; Taylor et al.,, 2000). Cognitive adaptation mhguurports that, as well as
attempting to regain mastery over the event and overmiibre generally when attempting to
adjust to a threatening event, individuals will seaozinfieaning in the experience, and engage in
self-enhancement, or find ways of feeling good about on€Bayflor et al., 2000). PwMS in the
current study reported that maintaining a positive attitudengluhe first 12 months following
diagnosis assisted their coping, even though some iofitieeds or family labeled this positivity
as ‘being in denial’. For some, this positive attitude moeel into a perception that the diagnosis
held benefits for the individual, or even that thegdasis was viewed as a ‘gift. The current
research extends the concept that PwWMS can draw teigeggpreciation for life, find clarity of
goals and a new grasp of what is truly important to thitfiowing their diagnosis. Such

findings seem concordant with the view of cognitive adaptaheory that people are adaptable,
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self-protective and functional in the face of setbadksylor, 1983). Based on the exploratory
findings of the current research, future research maneflbeby extending Taylor's (1983)

cognitive adaptation theory to a population of PWMS.

8.6 Implications of the Current Findings for Health Professbnals Working with People
Newly Diagnosed with MS

Over recent decades, much has changed in the attitudedicana the delivery of, health
care services for those with a chronic iliness. Aseng there is an increasing emphasis being
placed on the role of self-management in chronic sknencluding MS (Gately, Rogers &
Sanders, 2007). Self-management programs for those titmic illnesses emphasise that
individuals ‘take control’ of their disease by settinglist® goals with their health professionals
for effective self-management of symptoms and genewdtheboth in the short and long term.
Findings of the current study contribute to the notion thare is a great need for PwWMS to be
able to take control of various aspects of their adaptabothe diagnosis within the first 12
months. For example, the acquisition of informatiengaging in positive health behaviours,
making practical changes, and disclosing the diagnositheys are among the areas that PwWMS
may want to herald some control over. Through engagmgl® in open communication and
training in self-management techniques, the health professiaoaking with PwWMS in the first
12 months following diagnosis may be able to assist Bwdhave some control over life with
MS, acknowledged in this study as being important to theptatan to diagnosis.

While increased and open communication with PwWMS and tbeigion of training in
self-management techniques are broad areas that heafdsgionals can apply to their work
with those newly diagnosed, the current research @igvides more specific implications for

health professionals working with PwMS. These will #iscussed below and include:
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information provision, registration with MS Societyaking lifestyle changes, spiritual needs,
disclosure of diagnosis, recommendation of peer suppechueaging a positive attitude, and

dealing with the attitudes of others.

8.6.1 Information Provision

Information about MS is often provided by health professgoatthe time of diagnosis,
and/or during subsequent appointments. The current findingsrstppse of Baker (1998) and
Hepworth and Harrison (2004) among others, indicating tiathealth professionals working
with people newly diagnosed with MS need to be abj@dwide timely and accurate information
to their patients. Initially, both PwMS and their i§mmembers should be provided with
information on disease activity and progression (Ka07), and as Hepworth and Harrison
(2004) suggested, information in a variety of forms should bdemavailable. Together with
providing facts sheets about MS, research based joarheles and commentary on personal
experiences written by other PwMS, health professiomaly also want to take some time to
view what is available on the web. The current sarfpleured seeking information about MS
on-line above all other information seeking activitieg/hile a thorough examination of the
enormous amount of online information about MS would betaimable for most individual
health professionals, a local MS Society may be &blavest some time in developing, and
updating, a guide to reputable sites, as well as providing meainformation about the sites
offering dangerous or misleading information. As discussedhe ‘limitations of current
research’ section below, the preference for seekifgrnmation about MS online may be a
reflection on the current sample and the data calleatiethod used in this study. However, as
the amount of information about MS available online cargs to grow, consumer reliance on

the internet as a preferred source of information iglwaof health professionals’ attention.
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While there exists an enormous amount of informatiooualMS online, a health
professional’'s willingness and ability to tailor infortiea specifically to the individual may
assist in the prevention of information overload foogle newly diagnosed with MS. If not
already taking a leading role in information provisiorPwMS directly, MS Societies could lend
support to community health professionals as they guid&3whrough the plethora of
information available. Health professionals and MSiGm®s may find benefit in discussing the
risks of information overload with PwWMS, and may be dblsuggest strategies on how to draw
the line between appropriate information seeking and gaihmgequired knowledge about MS,
and information overload; a hindrance to coping with thegrdbais as reported by some

participants of the current study.

8.6.2 Registration with the MS Society

One of the first ports of call for some people newiggdosed with MS wanting to
acquire information about the disease is the MS Sooietylocal MS specific organisation. In
most instances, MS organisations will provide informatabout the disease to PwMS, family
members, health professionals, and members of the gemaélbhac. The current research
highlighted the disparity in PwMS contacting the MS 8tcifor information, and PwMS
registering as clients with the MS Society within finst 12 months following diagnosis. With a
lesser number of PWMS registering as clients, as @&gpts seeking information from the MS
Society, this finding is of value for health professignahd MS Societies alike. MS Societies
can be a valuable resource for both health profedsicavad PwMS, and may provide client
services and information resources targeted specificabartd PwMS, and founded on current
research. Health professionals working with PwMS caimeoexpected to cover every area of

need relevant to an individual’s life in the first 12 maentiollowing diagnosis, or beyond.
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Instead, health professionals should be willing to explanat their local MS Society can provide
their patients, and guide their patients to make us@efésources available to them. Future
research into why some PwMS elect to seek informafiem the MS Society while
simultaneously declining to register as a client of tigaoisation would be of interest to MS

Societies and may assist them in their marketingegjies.

8.6.3 Making Lifestyle Changes

Health professionals working with those newly diagdosgh MS may find that many
show an immediate interest in making lifestyle chargas$ participating in activities that they
believe will improve their disease prognosis, or managnt of symptoms, as was shown in the
current study. Such activities include, but are not limited the uptake of conventional
medicine, the use of complementary therapies, andingnaither practical changes to their
physical environment. In line with the findings of Pucciaét (2004), the current research
demonstrates that complementary therapies are emdbrbgePwMS following diagnosis.
Engaging in complementary therapies may be indicatiite willingness of the person newly
diagnosed to take control of aspects of this ‘uncolatitd disease’. As some complementary
therapies can be dangerous, health professionals caa ptagial role in pointing PwMS toward
safe complementary therapies and the research sdmgutine efficacy of such therapies, while
warning of the harmful ones. Supporting PWMS to expldterraative therapies or make other
practical changes may assist PWMS to feel empoweredt aleotain aspects of managing the
disease.

A common lifestyle change for PWMS, particularly taatiagnosed with RRMS, is the
commencement of conventional medicine or immunotherafiile this form of treatment may

be considered more straightforward to practitioners timanplementary therapies, it is equally
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important for the health professionals working wittvNPS to understand the complexities
involved in beginning medical treatment and the reluctanaermay be evident in some people
newly diagnosed. Health professionals also need wrenkat PwMS feel able to discuss their
desire to explore combinations of complementary and cuioveal therapies. Clear
communication between health professionals and PwMSaidiin open and honest discussion,
thereby promoting patient confidence in their practitiorsrd increased safety for PwWMS
wanting to combine more than one form of therapy.

In the same way that commencing conventional or cem@htary therapies can empower
PwMS by giving them a sense of control over aspectsyariaging their MS, making other
practical changes to their lives can do the same.ti€abhchanges may include modifications to
the physical environment, such as installing air-conditioningetluce the impact of some MS
symptoms, or the adoption of new strategies to copewvi#llMS. The current study identified
that making practical lifestyle changes following diagis is reported by PwWMS as something
that assists them to cope with MS in the early stagfeBving with the disease. Health
professionals can play a key role in teaching PWMS effecioping strategies and introducing
ways of making positive practical changes, to ensurdélsé management and incorporation of

MS into their lives.

8.6.4 Spiritual Needs
In the current research it was found that the spirinedds of PwMS should not be
dismissed or ignored by the health professionals wonkitiy PwMS at the time of diagnosis.
This may be particularly important for women, givemtttmore women in the current study
reported an increase in interest in spirituality in thst fl2 months following diagnosis, than

men. However, health professionals working with PwktSthe time of diagnosis have an
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enormity of issues to be aware of, topics of infororato consider, and matters to discuss. The
spiritual needs of the individual may not be as palpabltheir physical or emotional needs at the
time of diagnosis or during subsequent medical appointmanis may be best served by
programs or discussion groups run by MS Societies. Itth@abfessionals are aware of such
groups run by the MS Society, they could discuss this opticth their clients. Health
professionals may wish to reassure those newly diggihttext questions about spirituality or a
change of interest on such matters is typical folhgwa life changing diagnosis, and if more
comfortable, PwWMS may wish to seek private counsel wittelgious or spiritual advisor.
Alternatively, a psychologist is also able to discegsh issues with a client, and may be of
benefit if the person newly diagnosed with MS waptgliscuss a changed level of interest in
spirituality. Health professionals need to be awda spiritual issues may arise following

diagnosis and that an open discussion of such maglp&ih

8.6.5 Disclosure of Diagnosis

A further implication of the current research for hieglrofessionals working with people
newly diagnosed with MS is in regard to an individuab®ice to disclose their diagnosis to
others. A large number of PWMS in the current resedictimot feel as though they had a choice
about whether or not to disclose, especially those wdw dlready advised others of their
symptoms prior to receiving the diagnosis. This findirghhghts a possible need for discussion
between health professionals and patients about diselpgor to diagnosis. However, such a
discussion may not be easy for either party. Thevitdal undergoing tests for inexplicable
symptoms may be made more anxious if their doctor ad\nees &gainst disclosure even before
a diagnosis is made. It is also possible that theodeabuld feel very uncomfortable discussing

the pro’s and con’s of disclosure with a patient, whiik carrying out tests. However, such a
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discussion may assist in the prevention of unwise edisglosure made without appropriate
thought being given to ramifications of such an actionscibsure of symptoms or the diagnosis
of MS can have negative effects on significant arefign individual's life, such as their
employment situation. If health professionals workinthwwMS are aware of the potential
detrimental effects of premature disclosure, they maglde to prompt PWMS to consider all
options and ramifications to ensure that people nevagrdised are not disclosing their diagnosis
without making the conscious decision to do so.

While a discussion about disclosure is likely to be vafficdlt prior to diagnosis, a
possible approach would be to empower the patient to takeot of their health and symptom
related information. If possible, health professiomatsy be able to indicate that erring on the
side of caution, before a diagnosis can be made,makg decisions about full disclosure easier

down the track.

8.6.6 Recommendation of Peer Support

Peer support is rapidly emerging as a legitimate optidhe provision of emotional and
social support to PWMS across the world (Messmer Uceeli., 2004). While formalised peer
support programs can provide beneficial health and well beiagtsffor participants (e.g., Lorig
et al., 2001), the current study found that speaking to en®wMS is not always viewed as
helpful by people newly diagnosed with MS. This deparftoen the popular view that peer
support is always helpful is noteworthy. In particuthe findings of the current study indicate
that the attitude of the other PWMS may be more ingmbrto those newly diagnosed, than the
presence or absence of physical disability. This isit&calr finding, and can assist health
professionals (and friends and family of the person yelidgnosed) to assess peer support

participants based on their attitude toward living with tieess, and toward those newly
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diagnosed, rather than their physical presentatioat all people newly diagnosed will want to
meet another PWMS. However, for those who expaagsterest in doing so, it is very important

that they are matched appropriately with the utmosteronior their wellbeing.

8.6.7 Encouraging a Positive Attitude

The current study identified that PWMS rate maintaining sitpe attitude as the factor
that most assisted them to cope in the first 12 mowotlsaing diagnosis. As positive attitudes
can be encouraged from the time of diagnosis, diagngsiggicians may want to take care to
present the diagnosis in a realistic but positive ameful manner. PwMS should be encouraged
to use optimism as a valid coping resource, as a pgsithitude can play a significant role in the
adaptation to chronic disease (e.g., Fournier, de Riddeer&iBg, 1999). This is not to say that
health professionals should negate patients’ concermsoriss negative thoughts or feelings
about the diagnosis, but positive attitudes or feelingsopke should not be quashed. Together
with encouragement around taking control of manageable asgdifeswith this disease, health
professionals are also able to support the realisticiposittitudes of PwMS, and the importance

of doing so should not be downplayed.

8.6.8 Dealing with the Attitudes of Others
Participants in the current study identified dealing wilik attitudes of others as the
biggest hindrance to their adaptation to diagnosis. Titadss that participants found difficult
to cope with came from two groups: members of their samawork, and members of their
medical network. The unhelpful attitudes of othersh@ social network included dismissive
attitudes, comments made based on stigma related to M8n anability to appropriately

acknowledge the diagnosis of MS.
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As patrticipants in the current study described the detreh@npact of others’ attitudes,
there was also an emphasis on the negative attitudeseoibers of their medical network.
Health professionals working with PwWMS may alreadyabere that their attitudes toward the
patient, and the disease, can have a meaningful ingradhe person with the illness. In
accordance with the findings of Carter et al (1998), ppamts in the current study also reported
feeling less able to cope with the diagnosis of MS if tthector was dismissive of their concerns,
or patronising in their approach.

In the first 12 months following diagnosis and presumaliigr this initial period as well,
PwWMS report their own ability to maintain a positive tatte as being oéssistanceto their
adaptation to diagnosis (as described in the previous sgcaiiad the negative attitudes of others
as being aindranceto their adaptation. Health professionals should be #blsupport and
encourage patient positivity, while simultaneously avoidingnsmission of negativity or
hopelessness. In addition, health psychologists atsy be able to work with PWMS to better
manage the attitudes of those in their social and meditaorks and the impact these attitudes
have on their own ability to cope, and in developingdretommunications strategies to use with
their health professionals, family and friends, to batrthe negative ramifications of having to
deal with unhelpful attitudes. Effective communicatioatggies and the management of real or
perceived attitudes of others may be an area in whidthisychologists could take a lead in the

education of other health professionals working wittséhnewly diagnosed.



8.7 Critical Evaluation of the Current Research

Along with several strengths, there are several dinahs of the current research that
must be acknowledged and discussed. Analogous to most fugyichbresearch, participants in
the current study volunteered to be involved. Indeed,uhemt participants self-selected to be
included in the online research, and thus may have diffepedthe general population of PWMS
in three main ways. First, all participants had to hasgess to a computer and the internet in
order complete the online questionnaire. While the perger@dbPwMS who have access to both
a computer and the internet is unknown, the online questice format necessarily excluded
from the study those PwMS who do not have such accébgs may have contributed to the
sample’s higher level of education, employment statu$,oacupation type, when compared to
the general Australian population. Although, as the $&mmyas drawn from the global
community and compared to Australian population norms,giaatit difference from the norm is
not a certainty. However, the sample’s obvious com@adeess and internet use must be kept in
mind when examining the results.

Second, the questionnaire was only accessible througk adsted on the MS Australia
website, so participants had to have been searchindSaelated information on-line at the time
of accessing the study. Although participants were aske@flect on their first 12 months
following diagnosis, the use of an online questionnamen&ét may have biased participants’
responses regarding their online behaviour of the pastparticular, the findings relevant to
internet based activities in information seeking behaviand the prevalence of the online
discussion of diagnosis with another PwWMS, may hawen lsfected by the sample’s salient
interest in internet technologies at the time of plating the questionnaire. Considering the

growing use of the internet as a source of informatiois,can be seen as a modern example of a
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problem inherent in all retrospective research: reliacéhe subjective memory of participants,
to be discussed below.

Third, participants in the current study may have selfesedeto be involved because of a
particularly strong desire to share their thoughts erfitet 12 months following diagnosis, or to
reflect and make meaning of their post-diagnosis expesenckhis desire to participate in
research on the post-diagnosis experience may camegdarticularly memorable events of the
first 12 months. Indeed, participants may have experiepeeitcularly positive, or negative,
events in the first year. Thus, these participants neybe representative of other PwWMS who
did not have a particularly meaningful experience, arewmt as keen to ruminate, or report, on
their experience of the first 12 months following diagis. The relatively high levels of
education and professional status in the sample maydiswecontributed to a buffering of the
view that the diagnosis of MS is a form of social @ggsion, or contributed to the individualistic
attitude of maintaining control (personal communication,Adances Reynolds, 2008).

The current research used a retrospective design tldveva self-report measure only.
Unlike much research into MS, the current study did nquire participants to undergo an
assessment of disability such as completion of the E(&8zke, 1983), as participants were
asked about their experience of symptoms in the 12 maooilbgring diagnosis. A limitation of
these methodological features is the reliance and depey on the subjective memory of the
participants (Heesen et al, 2003). The retrospective enatluithe current research and the
reliance on participant memory and interpretation okipres events is demonstrated by the
comments of Participant 17167, who emphasises both thknesses and strengths of such a

design:



Your question asks about 12 months aviten | look back at five
years, they all seem to run together as an awkward journeythe
first year was tough, but almost didn't seem that tough athe
time... Everything was new and differe@nly now do | start to see
the clarity of what was happening and how | did and didn'tcope

that well. (Participant 17167)

Participant 17167 highlights the difficulty of having tolé&e her experiences within the
first 12 months following diagnosis, from her broad exgee of MS up until the time of
participating in the study. It is this retrospectiveesgsh approach and reliance on participant
memory that may have contributed to the high number dicgmants in the current study
reporting unexpected MS related information, such as anlomber of exacerbations prior to
diagnosis, or receiving a diagnosis of SPMS or Bemif) as explained in Section 8.3.3.2.
However, Participant 17167 also identifies the benefihisf methodological approach as having
time since the first year following diagnosis to gsinme clarity on the issues she faced, and the
MS related experiences she had in the first 12 months.refbine, this feature of the current
research may be seen as both a limitation and strerfighe study, given the participants could
use the benefit of hindsight to identify and describer tbgperiences in the first 12 months
following diagnosis.

Another limitation of the current study is its crosstge®@l design, as there can be no
causality determined between the variables based onuthgssfindings. However, the current
research was primarily exploratory and, with a focusgoalitative data, aimed to extend the
body of knowledge in the area of study. A future longitatlistudy into post-diagnosis

behaviour and lifestyle changing activity within the filss months and beyond, would allow
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more sophisticated analyses and the possibility of caosalections to be made between factors
of interest.

A decline in sample response rate was observed as partipaved through the
guestionnaire. The current researcher chose not tonatienall incomplete questionnaires from
analysis to avoid this predicament. Rather it wassicened that benefit could still be had in
analysing the responses that were provided, as the reseascbxploratory in nature and most
guestions with diminished response rates provided data fatagwal analysis. In addition, some
gualitative findings were drawn from unsolicited comrsentade by some participants. For
example, participants were asked whether they hads$isdutheir diagnosis with another PwWMS,
and if so, how they knew or met that person. Whirtperception of that interaction was not
required, there was an overwhelming offering of this infstiom by many participants, and it
was deemed important to report as such. It is indeed itation of the current study that
participants were not asked directly to report on thenceptions of the interaction with another
PwMS, however, the voluntary offering of such providesrg} support for the need for future
research addressing the specific area of perceptionaevhation between PwWMS in the first 12
months following diagnosis.

Country of birth was identified by the current study g®tential key demographic factor
that may influence adaptation or engagement in postidgg behaviour and lifestyle changing
activities following a diagnosis of MS. While theresa@ertain merit to examining this factor as
discussed in Section 5.2.2, an alternative that may haga of more relevance to the current
study, could have been participants’ countryesidenceduring the time period of interest. This
could have added value to the examination of some resuits as a potential explanation for
participant immunotherapy uptake in the first 12 monthsilé\there may have been benefit in

including country of residence in the study, a strengtthefcurrent research is its inclusion of
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participants from multiple and diverse geographical loaatisather than a single geographical
location as found in the majority of previous researdlnis use of inter-country comparisons
should be considered in future research related to behdwitnwing diagnosis of MS, as in the

current study there have been many consistencies demeddiygPwMS across countries.

8.8 Future Research Directions

The current study was primarily exploratory in naturghfindings that naturally point to
future research directions. Suggestions for further relsean be made in regard to MS related
experience prior to the diagnosis, at the time obgmbsis, and in the first 12 months following a
MS diagnosis. The results of the current study reggrd/S related experiences prior to
diagnosis demonstrate a potential area for researbfSoexacerbations. Participants were asked
to identify the number of MS exacerbations they expegd before diagnosis. As highlighted in
the study findings, an unexpectedly large number of partitspaported experiencing only one
exacerbation before diagnosis. While this could be diraturate recall of participants, future
research into what PwWMS regard as an exacerbationyhaidthey will report as an exacerbation
when asked in retrospect (or indeed at anytime), is nee8edilarly, the correlation of such
findings with the medical definition of an MS exacaibn would be of use to future research
requiring participants to report on their experienceM8 exacerbations. Likewise, further
research into the accuracy of reports of MS symptomseagified retrospectively by PwWMS,
may be of use to future research to indicate accuratyediability of data.

While Benign MS may not be widely recognised as a tygd®ty both researchers and
clinicians, it is apparent by the current research findthgs PwWMS across country groups and
genders are identifying as having Benign MS, and report havingdiagnosed as such. Further

research into whether diagnosing physicians are usingethe Benign MS, or whether PwWMS
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are taking that label on themselves, and the reasonsdbleiuse of the term, would be worthy.
It may be that physicians use the term to feel monef@dable diagnosing the disease, or it may
be that PwMS adopt the term as it would be theirdésiourse of MS.

Continuing with the line of research into experiencasatime of diagnosis, some of the
participants in the current study identified as having nopggyms at the time of diagnosis. This
small group of PwWMS s rarely identified in researchd darther studies into their unique
experiences and potentially different behaviour follayvihiagnosis could lead to a broader
understanding of the diversity of experience of this deseasdemonstrated by PwWMS.

Equally understudied are the differences in experiencedeamalviour exhibited by those
who suspected they had MS before diagnosis. In thierdwstudy it was found that women were
more likely to suspect they had MS before diagnosis ttiam_but this finding barely touches on
the reasons behind, and the ramifications of, such sospicFuture research could explore
differences in familial occurrence of MS, or genekabwledge of MS, and likelihood of
suspecting MS prior to diagnosis. Whether PWMS who stishedaiagnosis react differently to
those without suspicion would also be a worthy areattaly, as it may be that those who
suspected MS find it easier (or harder) to cope with theliphase following diagnosis. If this
is the case, diagnosing physicians may be able todawere detailed discussion with the person
who suspected MS at the time of diagnosis about ths taey already know about MS, the
myths that they may need to dispel, and the appropriateriatmn they can then provide given
the level of pre-existing knowledge. However, it is hopeat such a discussion would take
place with all newly diagnosed PwMS.

Withstanding the methodological issues of the curstatly being conducted on-line,
there was a clear indication that participants refieavily on the internet to seek out information

about MS, and to communicate with other PwWMS. Thigliggmerging source of information,
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and avenue for communication with others around the gldbserves considerable future
research attention. As has already been raiseg] bee reliance on the internet for reliable,
accurate and up to date information, is not withoutatgcerns. Current participants both praised
the internet, while simultaneously citing its abilityscare or shock those most vulnerable in the
first 12 months following diagnosis. Future research theopreference for online information
by people newly diagnosed, and the advantages of seakthgaining peer support online is
necessary, and will surely be a focus of attentiothéncoming years. With a smaller proportion
of the current participants who identified as being uiesgd with Benign MS, as opposed to
other types of MS, accessing information about MS ontinis, may also be an area worthy of
future research. As already discussed, there are raasgns why this could be so, and a clearer
understanding of the information needs of people with @eMS would assist practitioners in
their attempts to provide suitable sources of informatosuch individuals.

A suggestion for future research that may hold particini@rest for MS Societies is
based on the current finding that PWMS seek informatiom fMS Societies, but do not
necessarily register as clients in the first 12 mofahswing diagnosis. MS Societies work hard
to provide information and support to those newly diagh@sel indeed to PwMS throughout the
disease process. As with any not-for-profit organisat@at seeks funding based on the number
of registered clients, this finding may be of conceReasons for seeking information through
the MS Society and registering with the organisaticortbhafter diagnosis, and possibly more
importantly, the reasons given for not contacting egistering with the MS Society following
diagnosis should be explored thoroughly. Such researaidvwtben assist MS Societies to
promote their services appropriately both to PwWMS andhéladth professionals that may, or may

not, be referring clients to them.
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Several areas of interest related to disclosing tgndisis of MS to others were identified
in the current study and could be examined more rigorouslytumef research. It was somewhat
surprising that participants in the current study identiffet disclosing the diagnosis to others
was more likely as a result of feeling obligated or cdiegdo do so, rather than for reasons of
gaining emotional support. A challenge to this finding mayfdiend in future research
conducted into the reasons behind disclosure to closeyfamdl friends. In addition, a critical
analysis of the timing of disclosure and the reasomengby PwMS behind their decision to
disclose to employers and workplace colleagues, ancathéications of such, would be useful.
An in-depth analysis of the differences between coesitwith regard to work cultures,
discrimination laws, and inhabitants’ decision to disckie#r diagnosis of MS to those at work,
would contribute further inter-country data on the topiM& disclosure and its ramifications for
PwWMS. Such research may be able to indicate whetbelodure to employers and colleagues is
based on discrimination laws alone. In the curreseach some PwMS regretted disclosing
their diagnosis to colleagues, or others, in the fildtmonths. As mentioned earlier, the
phenomenon of regret following disclosure is a complexgiwen the many and varied reasons
behind disclosure, and the difficulty in educating PwM8uhhe issues of disclosure before, or
at the time, of diagnosis. However, this area iseéed of future research as some participants in
the current study highlighted the theme of regret in tlesiponses to questions that did not ask
specifically about lamenting their disclosure. Ascliisure cannot be withdrawn, research
specifically targeting the construct of regret followshgclosure, may identify a greater number
of PWMS who indicate regret around disclosure than pusiyothought. This would re-
emphasise the need for health professional supportdiegathe discussion of issues around

disclosure, potentially prior to diagnosis.
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As demonstrated by the current study, PwWMS may seelhplegical support following
diagnosis, but the number doing so could be viewed as tpwteconsidering the potential
benefits available. Future research into the percept®wMS hold about psychologists, and
what they think they could gain from speaking to a psychsi@out various issues relevant to
adaptation to diagnosis, would be advantageous. Healtthgsgists in particular have
expertise in the area of adaptation to chronic illness,RVvMS could benefit from seeing them.
Research into the perceptions held by PwMS about psyadbalagervices could assist in the
determination of whether it is negative perceptions pnatent PWMS seeking psychological
support following diagnosis, or whether it may in faet that health professionals are not
promoting the services of psychologists to PWMS.

Following the results of the current study, a more dsdadxamination of how PwMS
view interactions with other PwMS in the first 12 mantiollowing diagnosis, and beyond,
would be worthy of further research. Participants in ¢berent study showed a variety of
reactions to discussing their diagnosis with other Pwisli®] interesting results were seen
regarding the influence of physical and observable disatlitythe interaction. Participants
appeared to place more of an emphasis on the attituthe ather PwMS than on the physical
ability of that person, when forming their opinion onettrer the interaction was positive or
negative. The current research only stumbled upon the eppdifferences in individuals’
perceptions of meeting with other PWMS. Further re$eeocild be more specific in addressing
the perceptions held by people newly diagnosed with M&rtdwther PwMS, and the impact of
such meetings on adaptation to diagnosis. Such réseardd further the goal of MS Societies
and health professionals in providing positive, empowering @affihming experiences of other

PwMS to those newly diagnosed.
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Finally, there is a need for further research into ithportance of taking control as a
coping resource for those newly diagnosed with MStidiaants in the current study reported on
their desire to be in control, and indeed their abibityake control, across a number of areas of
their life relevant to the diagnosis, and more geherdturther research into whether the use of
taking control as a coping resource predicts better mgsan adaptation to an MS diagnosis is
warranted. An emphasis on the first 12 months isewed key strategies, resources, or patterns
of behaviour may be established by the individual diagnegdd MS in this time period to
ensure successful coping. However the longer ternfications of PwWMS taking control, and
their perceptions of how this resource assists, or hsndleeir coping is also required. A follow
up study employing the use of an in-depth qualitative approatth mterviews would be

beneficial.

8.9 Conclusion

The central aim of this thesis was to extend the bofiknowledge regarding the
experience of being diagnosed with MS. The MS relatpdréences of participants prior to, and
at the time of, being diagnosed with MS were explotedore post-diagnosis behaviours and
lifestyle changing activities, as recalled by particisamtere examined. Specifically, the first 12
months following diagnosis were investigated. These awme addressed primarily through
gualitative means by asking people with MS to commenthein experiences in the 12 months
following diagnosis. An exploration of the possibddationships between the key demographic
variables of gender, country of birth and type of MS, anddmgnosis experience and post-

diagnosis behaviour was also undertaken.



A dominant theme running through the findings of the curr@siearch was that
participants were trying to take control of certain atped their lives relevant to MS, while
simultaneously trying to adapt to the diagnosis in fire 12 months. Taking control was
repeatedly identified as a particularly important copegpurce drawn upon by participants to
cope with areas such as information seeking, discloancelifestyle changes. While present, the
more traditionally and frequently identified coping resesrsuch as social support did not play
such a consistent role in the lives of current parti¢gpan the first 12 months following
diagnosis. This emphasis on the importance of talomgral differs from most previous research
findings and may be attributed to the study’s invitatmparticipants to indicate their reasons for
behaviour and what they identified as being of assistanbedrance to their coping, rather than
the researcher imposing their views and asking participamespond.

Health psychologists, and indeed health professionalsrge, can assist people newly
diagnosed with MS to identify what works for them leit attempts to adapt to the diagnosis.
By working together to identify and strengthen availabtging resources, together with
modifying the areas that PwMS identify as hindrances ¢ tfoping, health professionals can
have a positive effect on the adaptation process foplpewwly diagnosed with MS. Results
from the current study provide health professionals witlumber of key directions to promote
their assistance of those newly diagnosed with MS.

Not everyone with MS will respond to the diagnosis ie same way. A health
professional cannot assume to know how someone neagynosed will adapt to the diagnosis.
Similarly, a health professional may not be confideihknowing the coping resources available

to the individual to assist in adaptation. Reactions tiagnosis of MS are many and varied, and
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the behaviour following diagnosis cannot be predictedanininsolicited personal email written

to the current author, Safainakes comment on her reaction to being diagnosedvth

| have a surreal picture of the disease formedavikipedia, web pages
with worst case scenario stuff about incontinence sdial dysfunction
countered by anecdotal evidence regarding friends of frierds are
running marathons at the age of 97 with MS, weird informasibaut
fish-eating vegan diets from my mother, MS societppage information,
the ‘don't worry - just take the drugs’ spiel from the odagist and a
DVD from some drug company. I'm not sure that my dockoxsy how
overwhelming it can all be. Do feel fairly positiveoalb it all, but also a
little confused about some things. Not quite sure what twitoit all.

(Personal Communication with ‘Sarah’, 11.01.07).

Sarah highlights the confusion that anyone newly diagphagith MS may face. Her
exposure to multiple sources of information combined wé&hcontact with health professionals
who demonstrated little understanding of the complexitibsrent in attempting to adapt to a
diagnosis of MS, left Sarah overwhelmed and not surelaft o do next. Recognising the
critical importance of the individual perspectives of P&/kbward adaptation to diagnosis is the
first step to health professionals being able to comdgtenpport and guide people newly
diagnosed with MS to feel in control and able to makerméa decisions about what to do in the

first 12 months following diagnosis.

% Not her real name. ‘Sarah’ was born in Australia, iaredwoman living with Relapsing Remitting MS. Diagaed
at the age of 30 years, Sarah had been diagnosed fak3 agthe time of personal communication with theauth
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Appendix A

Breakdown of Participants’ Country of Birth

Participants

Country of Birth Total Male Female
Australia 134 20 114
United States of America 50 5 45
United Kingdom 41 8 33
New Zealand 34 7 27
Canada 18 3 15
Other 18 9 9

Germany 4 1 3
South Africa 3 3 0
Belgium 1 1 0
Brazil 1 1 0
Czech Republic 1 0 1
Denmark 1 0 1
France 1 0 1
India 1 1 0
Macedonia (FYROM) 1 1 0
Mexico 1 0 1
Philippines 1 1 0
Russia 1 0 1
Singapore 1 0 1
Total 295 52 243
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Appendix B

Questionnaire
The questionnaire was posted online over eight pegfes in the format prescribed by the

Surveyor program (Object Planet Inc., http://wwvjeatplanet.com).

Part 1: Demographic Information at the Time oftiegration in the Study

1. Date of Birth: / / 2. Sex:  Male] Femalel
3. Country of Birth:
4. What type of MS were you diagnosed with?

Relapse Remitting 0
Primary Progressive
Secondary Progressive

Progressive Relapsing

O O o o

Benign

Part 2: Demographic Information at the TIME OF @INOSIS

5. Age at TIME OF DIAGNOSIS:
6. Occupation at TIME of DIAGNOSIS:
7. Work Status at the TIME OF DIAGNOSIS:

Unemployed 0
Employed part time 0
Employed and student 0
Employed full time 0
Student solely 0
Home duties solely 0
Retired O
8. Marital Status at the TIME OF DIAGNOSIS:
Single 0
Long term relationship 0
Married/living with partner [
Separated/divorced O
Widowed 0
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9. Number of dependent children at TIME OF DIAGNSS
10. Education level reached at TIME OF DIAGNOSIS:
Primary 0
Partial secondary
Secondary
Trade qualification
Partial tertiary
University graduate

University post graduate

Part 3: MS Related Experience Prior to, and affihee of, Diagnosis

11. What was/were your first symptom/s of MS (pkeaelect all that apply)?
Fatigue 0
Numbness
Spasticity
Pain
Paralysis

Tremors

U
U
U
U
U
Visual difficulties 0
Bladder/bowel difficulties [
Communication difficulties [
Balance difficulties O
Concentration difficulties [
U

Other: Please Specify

12. What symptoms were you experiencing at theH ®F DIAGNOSIS (please select alll

that apply)
Fatigue
Numbness
Spasticity
Pain
Paralysis

Tremors

O o o o o o g

Visual difficulties



Bladder/bowel difficulties [
Communication difficulties [
Balance difficulties 0
Concentration difficulties [

Other: Please Specify 0

No symptoms O

13. How old were you when you experienced yowt iymptom of MS?
14. How many exacerbations did you have beforagndsis of MS was given? __
15. Did you suspect you had MS before the diagnoisMS was given?
Yes(] No [J
16. Were you admitted to a hospital due to MS spms BEFORE, OR AT THE TIME OF,
the diagnosis?
Yes[] No [J

Part 4: Behaviour in the First 12 Months FollowiDmgnosis

17. Inthe FIRST 12 MONTHS FOLLOWING DIAGNOSIS dydu seek out information
about MS in any of the following ways? (pleasesedll that apply)

Ask a medical professional for further informatmbout MS 0

Contact the MS Society for information 0

Access information about MS from the internet 0

Access information about MS from a library 0

Attend an information session or conference on MS 0

18. Did you find out information about MS in anher way? If so, how?

19. Inthe FIRST 12 MONTHS FOLLOWING DIAGNOSIS dydu register with your local
MS Society? Yes No [

20. Did you discuss your diagnosis with someose @lho had MS in the FIRST 12
MONTHS FOLLOWING DIAGNOSIS? If so, how did you kwdmeet that person?

21. Inthe FIRST 12 MONTHS FOLLOWING DIAGNOSIS dydu tell anyone about your
diagnosis? If yes, who? Please select all thalyap
Partner/husband/wife 0

Mother []
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Father

Sister/brother

Children
Counsellor/psychologist
Close friends
Workplace colleagues

Employer

O o o 0o O o o oo

Other: Please Specify

22. Why did you choose to tell these people apout diagnosis? Please give as much detail
as possible.
23. Inthe FIRST 12 MONTHS FOLLOWING DIAGNOSIS dyu change your lifestyle

due to MS? If yes, how?

Change in diet 0
Addition of vitamin supplements to diet [
Decreased exercise 0
Increased exercise 0
Change of career/work 0
Reduction in work hours 0
Started immunotherapy 0

Increased interest in religion/spirituality [

Decreased interest in religion/spirituality [
24. Can you think of any other lifestyle changes ynade in the FIRST 12 MONTHS
FOLLOWING DIAGNOSIS? If yes, what?
25. Can you identify anything that you found a®slgor hindered you in coping with the
diagnosis of MS in the FIRST 12 MONTHS FOLLOWINGABNOSIS? Please give as

much detail as possible.

351



Appendix C

Plain Language Statement — Behaviour following agbiosis of Multiple Sclerosis
Investigators: Sally Shaw (doctoral student), Dn&ie Buzwell (supervisor).
What is the study about?

This study is being undertaken as part of the requents of the Doctorate in Psychology
(Health) at Swinburne University of Technologyislattempting to identify the different
types of behaviour that people newly diagnosed Mitiitiple Sclerosis can exhibit during the
first twelve months following their diagnosis. k$1been designed to find out some general
information about people at the time of their diagia, some information on their experiences
of Multiple Sclerosis, and the types of activitsople participate in within the first 12
months following their diagnosis.

The information you provide will help develop ateetunderstanding of the experiences
people with MS have in the first twelve months afteir diagnosis, and the ways in which
people respond differently to a diagnosis of MSer€his very little information available on
this topic, and so your assistance in completimgdbestionnaire will be invaluable in
helping us discover the different ways people raspgo a diagnosis, and to develop services
to meet the different needs of people diagnosed M.

Who can participate?
Anyone over the age of 18, who has been diagnogédvultiple Sclerosis.
What does participating in the study involve?

Participation in this study is voluntary and yoe &ee to withdraw at any time without
explanation. All answers are confidential. It iiontant that you read the questions carefully
and answer each one as openly and honestly adlgoddiere are no right or wrong answers.
Answer each item as carefully and accurately ascgou The questionnaire will take
approximately 10 minutes to complete. Please camplit sections of the questionnaire. As
mentioned earlier, the information you provide W# held in the strictest confidence. The
results of this study may be published but they nefler to group data only; individual results
will not be described. Return of this questionnak be taken as your having given consent
to participate.

Any questions or concerns regarding this projentlmadirected to the Senior Investigator, Dr
Simone Buzwell, of the School of Social and Behaxab Sciences, on 9214 0000. If you
have further queries or concerns, please writ&tie:Chair, SBS Research Ethics Committee,
Mail H24, Swinburne University of Technology, Victa, 3122. If you have a complaint

about the way you were treated during this stutbage write to: The Chair, Human Research
Ethics Committee, Swinburne University of TechngloBO Box 218, Hawthorn, Vic, 3122.
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