EXISTENTIAL DISTRESS AMONG PARENTS: SCREENING AND INTERVENTION 1

Existential Distress Among Parents of Children with Cancer or Chronic lliness: Screening

and a MeaningBased Intervention

By

Tay Yi Ling, B.A (Hons)

This thesis is presented for the degree of

Doctor of Clinical Psychology

at Murdoch University

2016



EXISTENTIAL DISTRESS AMONG PARENTS: SCREENING AND INTERVENTION 2

| declare that this thesis is my own account of my research and contains as its

main content work which has not previously been submitted for a degree at any

tertiary education institution.

TayYi Ling

1 August 2016



EXISTENTIAL DISTRESS AMONG PARENTS: SCREENING AND INTERVENTION 3

Existential Distress AmongParents of Children with Cancer or Chronic lliness: Screening
and a MeaningBased Intervention

Tay Yi Ling
Murdoch University

PERTH, WESTERN AUSTRALIA

ABSTRACT

Parents of children with cancer or a chronic illness not only face practical challenges in th
management of their childés condition, but al
distress in the period after diagnosis that can have detrimental effects in the long run if left
undetected. To date, neither the option of using an-sitret screening tool for measuring
parentsdé dist-based naoateavmaeanongto reduce par
investigated. The current research comprised two studies. Study 1 aimed to evaluate the accuracy

of an adaptation of Mitchelletdls ( 2010) Emoti onal and Hel p The
l evel of di str ess. coMistedoohfalt emotientthermbmet@rBistress, st r u me
Anxiety, Depression, Angéfrand a Need Hel p ther mometer. Our
Unives e 0 t her momet er desi gne dlsixthermomatarawere e xi st er
compared against a battery of assessment tools that measure depression, anxiety (Depression,
Anxiety and Stress Scafl items), loss of meaning (Sense of Coherdr®&#ens), and post

traumatic stress (Impact of Events Sedkvised). Participants were main caregivers whose

children were diagnosed with cancer or chronic illness (n = Th2)thermometers had good

diagnostic accuracy in predicting various forms of distress, and the Crushed Universe

Ther mometer was able to predicttrapmticetediss d sens
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symptoms. The Crushed Universe Thermometer wasladsoptimal thermometer in predicting
depression, anxiety, and stress. Study 2 aimed to evaluate the applicability and efficacy of a
meaningbased intervention in reducing parentso6 di
meaningrelated distres®Rarticipants were two mothers, one with a child with cancer, the other

with a chronic illness. I n both cases, contex
than the childds illness. Toget haignificanthe r esul

component of psychological distréss parents of chronicaltyl children.
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Chapter 1: Introduction

Paediatric cancer and chronic illnesses affect a significant number of children globally
and in Singapore. Globally, 215,000 children below 14 years old, and 85,000 children between
15 and 19 years old are diagnosed with ca@®este, 2017)In Singaporeabout 90 to 100
(about 1%) of children and adolescents below 15 years old are diagnosed with cancer each year
(KK Women's and Children's Hospital, KKH, 201#) terms of the most common cancer type,
global and Singapore data coincide; leukaemia is thst gmmmon cancer type, followed by
brain tumours and lymphom@saatsch, 2010; KKH, 2014Dn the other hand, the picture of
paediatric chronic illness is not as clear. The number of children diagnosed with chronic iliness
ranges fronfive to 1,100 per 1000 livebirths, depending on the type of chronic illness, among
which, premature births has the highest incidence rates, occurring at 11.1% of live births
worldwide (Blencowe et al., 2012 hese illnesses require lotgrm and often invasive
treatments€.g., chemotherapy, organ transplantations, blood transfusiongelomgare, etc.).

Apart from the financial burden these treatments pose on parents, they also experience emotional
and psychological burdens when witnessing their child experiencingpaidiscomfort from

the treatments. In the long run, a significant portion of them develop mental health difficulties
associated with caring for their children. The current thesis will discuss these burdens in detalil,
with the aim of emphasising the impamte of distress screening among parents, and the

feasibility of implementing a psychological intervention to reduce their distress.

1.1 Distress and Mental Health
The diagnosis of cancer or a chronic illness in a child can produce multiple forms of

distress for parents. Reports of pastumatic stress disorder (PTSD), depression, and anxiety
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are commonly reported among pargi@abizuca, MarqueBortella, Mendlowicz, Coutinho, &

Figueira, 2009; Santacroce, 2003; Vrijmdtersma et al., 2008)

Thetermidi stresso, according to the National

refers to the:

Aemul tifactorial wunpleasant emotional expe
behavioural, emotional), social, and/or spiritual nature that may interfere wlbitiy

to cope effectivelyé Distress extends alon
feelings of vulnerability, sadness, and fears to problems that can become disabling, such

as depression, anxiety, panic, social isolation, and existential artd spitril @EGNs i s . 0

2014)

This definition highlights the i mportance

perspective of different lenses.

Among the various perspectives is aninftestigated one, the mental health perspective,
due to its pevalence and potential longaching consequences. Another perspective is the
resource and coping perspective, where it 1is
problems are linked to greater resource depletion than gain, and unhelpful or inapprop
coping strategie@Hobfoll, 1989; Katz, 2002) The last perspective is the meanimgking
perspective, which relates to parentso6 strugg

foll owi ng t he(Peichat, Letblivie, &devertg20y s i s

1.1.1 Mental Health Perspective
There is consistent evidence of mental health problems in parents of children with cancer,

and other chronic illness¢Bahlquist, Czyzewski, & Jones, 1996; Fauman et al., 2011; Pelchat
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et al., 2007) particularly fa parents who had recently received the diagnoses. The constructs

commonly investigated by researchers are depressive symptoms, anxiety, and PTSS.

1.1.1ADepression

Parents of children with cancer report higher levels of depressive symptoms than parents
of healthy children. Treesymptomsaremaintairedif parents initially react to the stressful
eventoft hei r ¢ hi withénederdte ta gpver evels of distr@danne et al., 1996;

Noll et al., 1995)

Factors contributing to the maintenance of depression in parents of ill children include
child behavioural problems, lack of spousal assistance, and increased or shifts in responsibility in
the househol@Manne et al., 1996; Pelchat et al., 2000h)e impat of these factors is that
parentsod6 coping skills are tested as their ph
stretched, leading to fatigue and possibly burifbimdstrom, Aman, & Norberg, 2010; Norberg,
2010) Research on the effects of fatigwes linked it with reduced concentration, and impaired
judgement due to limitations in information procesgwen der Linden, Frese, & Meijman, 2003;
van der Linden, Frese, & Sonnentag, 2008ijth continued exposure to such an environment,

i ndi v befiefisabost the world, the situation, and their selves, may be adversely affected
(Greening & Stoppelbein, 20Q7p a study of maternal depression and treatment adherence to
asthma therapy, high levels of depressive symptoms in mothers from loweesoommic
backgrounds were related to lower asthma treatment adherence, more negative beliefs about the
illness, and low levels of sedffficacy regarding asthma treatméBartlett et al., 2004)The

authors suggested that depression may compromise niotheasb i | i ty to care for
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1.1.1B Anxiety
Anxiety is generally highest around the time of diagnosis, and reduces to near normal
| evel s ar ou n-diaghosigVeijmoee\Wiersmaet g.,2808; Wade, Taylor, et al.,
2006) Theintenst y of the anxi ety symptdagnssispredictpar ent s
| ater psychosocial functioning. Anxiety may b
well as the repercussions of the diagnosis. For parents of children with camatahla concern
of many parents is the fear that their child will die, or that the cancer will {Edwards &
Clarke, 2004)Highly anxious parents are also at higher risk of developing PH&St al.,

2007).

1.1.1C Posttraumatic stress symptoms (BB) and postraumatic stress disorder (PTSD)
PTSS is common in parents of children with chronic and/othifeatening illnesses.

Among the symptoms, fexperiencing the event and hyg@ousal were most often endorsed,

especially if parents had faceidhdar losses in the pagGranek et al., 2014; Pdder, Ljungman,

& von Essen, 2008)

Although both PTSS and PTSD are reported by parents, a higher incidence of PTSS
seems to be reported than PT@@zak et al., 2004)While at least one parent met crigefor
reexperiencing in 98.7% of 150 families in Kaz
at | east one parent qualify for a diagnosis o
expressed on a continuum, and though they may not oieetiferia for PTSD, they experience
symptom clusters of PTSD that may be distressing for them. Therefore, it is important to
consider parents who report distress but do not present with all the symptoms required for a
diagnosis of PTSD. Hence, a metHodscreening different levels of distress is necessary to

provide the healthcare teamith a multtrd i mensi onal view of parents?o
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PTSS or PTSD develops via several mechanisms, such as characteristics of the situation
in which the cancerwas diaghe® d, and parentsoé appraisal of
implications as threatenir@alluffi et al., 2004; Ehlers & Clark, 2000Parents who continue to
appraise their situation as threatening and highly distressing are more likely to develop PTSD.
This is more likely to be observed in parents who have a history of unresolved, traumatic, or
unexpected loss, and may manifest itself in generalized iwgitance about the health of other

family members, or an avoidance of the implications of the degmsoich as the severity of the

chil dés conditi on dGrangkletal,h 2064 at ment procedures

1.1.1D Overall psychological distress

Gender differences in levels of distress are also present among parents of ill children.
Motherstend to reporhigher levels of depressive symptoms than fatfidesine et al., 1996;
Pelchat et al., 2007Although the gender differences can partially be attributénigioer rate®f
depressiomn women than me(Kurzthaler & Spernetynterweger, 2009)ther explaations
couldincludemothers having to endure greater stress ftanng forthe child and the emotional
effects of the childoés di sabi | andtheeddferethioles t o t
thatmothers and fathers take in caring fog 8ick child(Glasscoe & Smith, 2011; Tehee, Honan,

& Hevey, 2009)

Nonethelesdathers also report difficulties of a qualitatively different natunea |
longitudinal study of parents living with paediatric cancer, fathers tended to report difficulties
balancing work and care for the child, as well as providing emotional support for their spouses
whereasnot her s reported difficulties associated
andstructuring and planning activities for the fami8vavarsottir, 2005) Pelchat et al. (2007)

andChesler and Parry (200ajtributed these gender differences to gender identity as prescribed

b

V
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by social norms and personal interpretations of gender roles. The findings on gender differences

highlight a fundamentassue that has been overlooked by the mental health perspective.

Contributing another | evel of complexity t
culture. While there is a sparsity of dsiterat
and coping in the face of serious paediatric illness, the general consensus is that across cultures,
parents of ill children report higher levels of distress than parents of healthy children.

Nonetheless, some differences do emerge, particularly irs teffiiness representations
(Aattributions and beliefs regarding the aet.:
are typically embedded within a contexto; Gra
254), style of communicating érbal and notverbalb ot h about death or the
personal meanings of pain and suffering, illness, dying, and (Wather, McConnell, Latella,

& Ludi, 2013) For exampleBanerjee et al. (201 Eudied the cultural beliefs and coping

ss rategies of South Asian i mmigrant parents to
The authors found that South Asian parents, having had less exposure to paediatric cancer,

viewed it as incurable, rare, unspeakable, and as an illness tddrstood through religion, yet

also having a strong sense of trust in their healthcare professionals. Their coping strategies

reflected their beliefs, in their perseverance in engaging in religious practices and prayers,

trusting their healthcare professals, and seeking support from fellow South Asian parents

whose children had cancer. Similarly, in a questionnaire study of mothers of young children with
chronic illnessexKrulik etal. (1999 ound cul tural differences r el
with sense of competency, role restriction, and depression. Specifically, compared to mothers

from the Unites States, mothers in Japan had fewer problems of sense of competency, but more

difficulties with role restriction and depression. The authors patstiithat difficulties in role
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restrictions among Japanese mothers was due to disproportionate shifting role of mothers in
juggling home and workplace against |little ch
studies suggest that culture may pdava broad framework that influences how parents react to

their childbs diagnosis and adjust to it.

Perhaps more importantly, however, the findings on gender and cultural differences
highlight a fundamental issue that has been overlooked by the meritalgezapective. The
psychol ogi cal di stress parents face in respon
merely distress related to treatment manageme
be associated with higher existentialdigs s due t o parentsdé fears of
mi ght correspond with parentsd ascribed meani

child within their cultural context.

1.1.2Resources and Coping

The previous section highlighted tliaeé demands of caring for a child with cancer or
chronic iliness places a lot of stress on parents. These demands can be broadly categorised into
practical, emotional and cognitive demands. Practical demands include the increase in
responsibilities forpagntsit o make i mportant treatment deci si
life and future, financial arrangements, and juggling the care of the ill child with theafeeds
other children in the familyfEmotionaland cognitivedemands, on the other handjalve
around parents trying to understand and make
i mplications of their childdés illness with pr

di stress, fear and anxifuutey t owards theirs and
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The emotional and cognitive demands parents face will be considered in this review. The
theoretical frameworks that will be consideredanet onovskydés Sdheaye of Coh
(1979) Hobf ol l 6s Conser v(@da289) and Lanafs Raensdo uFrod eksmaThhdeso r
Transactional Theory of Stress and Cop(ib@84) These frameworks underpin the concepts of

stress, resources, and coping that parents experience when caring for their ill children.

According toLazarus and Folkman (1984tress results vém the demands of the
situation outweigh the resources available to the individual. Successful coping with a situation
occurs when there is a fit between the coping strategy adopted, the nature of the situation, and
resources that are available and appadeifor the situation. Thus, based on Lazarus and
F ol k m#E8a4dnwdel of stress and coping, it seemsliiken generalthatpeople with more
resources would be expected to manage stress better. Resources such as education,
socioeconomic status, siaed quality of support networks and personal qualities such as

optimismare some of theommon factors to welbbeing(Yali & Lobel, 2002)

Resources are seenasthebasiwhi ch i ndi vi duigformedandut | ook i
thereafter maximise@Antonovsky 1979, 1987)asprimarysources of motivatioand welt
being(Hobfoll, 1989) and as a helping hand in times of stigszarus & Folkman, 1984Thus,
resources are instrumental in providing a base for individuals to navigate their lives. However,
while the theories acknowledge the importance of resoute®galso haveifferent
perspectives on the rolé@satresources play. Antonovsk$979, 1987Yyiewed resources as the
impetus to moving individuals forward in life. This means that the quality and type of resources,
and the life experiences that the resources lead individuals to, shape their general orientation to
life. Hobfoll (1989) on the other &nd, views resources bsing central to the maintenance of

psychological welbeing; thus, thenore resources individuals have, the wider their possible
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repertoire of resource Igetion, the more buffered they are from strdsastly, Lazarus and
Folkman(1984)view resources as the foundation of coping, and their ability to influence coping,
which in turn mediates stresghese three models, while presenting slightly different

perspective of resources, nonetheless come together to provide a compreh@osive of how

resources, coping, and adjustment to stpéeg reciprocal roles in interacting and influencing

each other. Thus, using the three models discussed dbevext section discusste role of

resources, the relationship between resouandscoping, and the relationship betweeping

and adjustmentto stres&i ven t he centrality of resources t
Conservation of Resources (COR) Theory, the section on the relationship between coping and
adjustment to stes pertaining to the theory will be discussed between the role of resources, and

the relationship between resources and coping.

1.12AAnt onovskybés Sense of Coherence Theory

1.1.2A1 Role of Resources

Taking on the view that stress is ubiquitous amakighcratic across individuals,
Antonovsky(1979, 1987preferred to conceptuatigesources on a more general level that met
the various types of stress that individuals face. He named these Generalised Resistance
Resources ( GRRs) a charaatessficiointhe gersbrtbengroapsor thiea n y
environment that can provide extended and continued experience in making sense of the
countless stimuli with which one is constantly bombarded and facilitates the perception that the
stimuli one transmitsar bei ng received by the intended rec
(Antonovsky, 1979, p. 121Basedon this definition, three main poingdbout GRRs arisd-irstly,
GRRs can come from within the individual (i.e.,ploysiology, personality, emotional

intelligence, values and attitudes,$t¢ t he i ndi vi dual é6s ties to hi
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(i.e., family and friends), and to the larger commuf(iisy., culture and society; Cowley &
Billings, 1999) Thereforet he stronger a personds personal t
in the society, and the stronger his flexibility in understanding stressors, the stronger his GRR
(Antonovsky, 1990)Secondly and related to the first point, the more deeply reot@dirmer

GRRs are, the greater their ability to buffer the individual against stress. Lastly and most
importantly, GRRs play the dual and reciprocal function of providing individuals with a set of

life experiences that form a generalised, pervasivetatien towards life and, in doing so,

allow for the possibility to mobilise these resources to resolve tesiok onovskyds Vvi ew
converges with research on resilience among caregivers, in that the interaction of three inter

related factor$ social and altural characteristics, quality of the care relationship, and the
caregiverds psychological <charact eriissrteitocs (i

buffer caregi ve((Chebryeta 201B)i ence t o stress

Antonovsky calledthe ndi vi dual 6s resultant generalise

life the Sense of Coherence (SOC), and defined it as:

A gl obal orientation that expresses the e
though dynamic feeling of confidence thatlhp e st i mul i deri ving fro
external environments in the course of living are structured, predictable, and explicable; 2)

the resources are available to one to meet the demands posed by the stimuli; and 3) these
demands are challenges, Wy of investment and engagemer@Antonovsky, 1987, p.

19)
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There are thus thremrrespondingomponents of the SOIC(1) Comprehensibility(2)
Manageability, an@d3) Meaningfulness. Taken together, the SOC has cognitive, instrumental,

and motivationatomponents.

GRRs interact with SOC to meinhgGRREN or i mpr
contribute towards individualsé |ife experien
opportunities to shape outcomes, and a balanced stress load, thisitogttowards a strong
SOC(Antonovsky, 1987)A strong SOCin turn, gives the individual greater flexibility in
selecting and combining various GRRs to overcomstiigssofAntonovsky, 1987)In other
words, the role of GRRs is not to prevent itidividual from experiencing stress per se, but to
help the individual to maintain or improve his or her viding.Studies on caregiver burden for
individuals with dementia or terminal stage cancer, or parentabagl or attitudes towards
caring fora child with autism, irregular food intake, or developmental disabilities, found that
individuals with high SOQeporthigher levels of welbeing, more positive attitudes, less
emotional di stress and greater @Auice&pBinstdd, e of
2008; Mak, Ho, & Law, 2007; Oelofsen & Richardson, 2006; Ray, Suominen, & Roos, 2009;

Tang & Li, 2008) However, a more important questionhew do GRRs contribute towards the
various outcome of these caregivers? Next, we will disctigsrelationship between GRRs and
coping. In addition, having established tl&Rs play an integral and reciprocal role in building

i ndi vi dpyweklsodook&Rth@wr the SOC influences coping.

1.1.2A2 Relationship between Resources and Coping

Among the GRRs that Antonovsky pointed out, coping was considered one. To the extent

that coping pulls a person towards the healthier end of the continuum, it is considered a GRR.
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Antonovsky described three important qualities of copimag influence its déctiveness
rationality, flexibility, and farsightedness. Rationality refers to the accurate, objective
assessment of the extent to which a stressmmisidered threat. Flexibility refers to the
availability of al t er wilangness to condidarthem. Blexibilitytalsce i n d
requires constant evaluation and revision of a strategy to be effective. Lastly, farsightedness
refers to the individual s ability to anticip
coping strategy. fius, the higher the coping strategy istloathree elements of rationality,
flexibility and farsightedness, the more effective it will be, and the mosdlitouffer an

individual 6s SOC.

Among the three components of SOC, Manageatuibtycerns thellcation of
appropriateresources to overcome the stresBargh and Bjork (2012)onducted a longitudinal
study on the course of SOC for parents with a child diagnosed with cancer. They found that
mot hersdé6 reported | evel snese\ereNbwer thandathérs, and t y and
tended to decrease between the period immediately after diagnosis and during treatment.
Similarly, ManorBinyamini (2012)found that mothers tended to report lower Manageability
scores than fathers in a sample of utirlhodox and secular Jewish parents of adolescents with
developmental disorders. Apart from gender differences, what is of interest here is that
Manageability seems tme an important predictor sfress. This is a noteworthy finding, as it
suggeststhatpatet s 6 confi dence i n the availability an

associated with their ability to cope with th

1.1.2A3 Relationship of Coping with Adjustment and Stress

Dabrowska (2008nvestigated the relationship betwe®@C and coping in fathers of

children with developmental disabilities. She found that fathers who reported lower levels of
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SOC tended to use avoidance coping strategies, while fathers with higher levels of SOC tended

to adopt more approach coping stragsgsuch as confrontation, positive reappraisal, and
problemsolving.In addition, e f ound t hat fathers of children
lower levels of Meaningfulness than fathers of normally developing children and fathers of

children withausm.Da b r o wseksaublst s ext ended ORRW®dtusyen and R
who found that parents of preschool children with developmental disabilities tended to report

lower levels of SOC, higher parental stress, and poorer health than parents of normally

developing children. These studies highlight that apart fromaimrmon constructs of coping

and parental stress affecting the wading of parents of ill children, SOC also plays an

i mportant rol e -beimg.t hese parentsd well

Among the three componeniéthe SOC Meaningfulness is seen as playing a central
roeinma nt ai ni ng an individual 6s (BrfoGovsky¥87) o it s
Regardless of the | evel of a personds Compreh
that not carin@bout, or playing an active role,inn e 6 s o wn thairdigiduah® Josel e d
his understanding of his life, aadfailure to recognisthe resources at his disposal. Taking on
the motivational role in an individual 6s outl

towards an active and committed engagetin activities associated with his life.

Comprehensibility, playing a cognitive rol
predictability, explicability and structure of a situation, is necessary to decide how much and
what resources can be hassed. Lastly, Manageability, playing an instrumental faédjtates
individual s6 knowl edge Wi thaicterelatesl dypamits batweem e s s

the components of SOC, Antonovsky postulated that successful coping depended oraSOC as
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whole, and hence suggested that SOC is a unitary construct, and stable o¢&ntiimevsky,

1987)

However, there iIis evidence against Antonov
and its stability over time. Among the limited studies exangimdividual components of the
SOC, studies such as Bergh anfél Bj K20X2) found instability in the levels of various
components of par ent s 0Bj@k@@nd dsrpasas infevelsafl | vy, Ber
Comprehensibility and Meaningfulness in paragitshildren with cancer from the point of
diagnosis to treatmerfimilarly, described abov®abrowska2008)found better utility of

individual SOC components than the whole construct. These results have several implications.

Firstly, that Comprehensiity and Meaningfulness Bergh andj6érké €012)study
were found to be the c¢ompo nsugdess thatfresoeircesarel by t
not the first areas to be threatened during a stressor. Rather, the process of making sense of the
chi d6s il | ness andmrconciting it witmtpeivaluessahdi beliefs seems to
occur before the resources are appraised and
reported levels of Manageability in Bergh &j@ r k 6 s s hed dogstant everdirne, which
could be as long as 105 months for some parents. The findings of this study and its implications
contrast wW1989%%Mstand dhhtdistresk i6 eeated when individuals perceive a threat to
their resourcednstead theSOC theorysuggestshatrather tharthe threat of resourcgs is
individual sd under st arpetdeptigthabthey ardhnet aldeitd playpasi o n ,

active a role in shaping the outcome as they would like, that creates the distress.

Secondly, finding that parents of children with developmental disorders or cancer report

lower, or decreasing levels of SOC, quetionAnt onovskydés assertion t h;
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time. While this has not been conclusively determined by any research to our knowledge, it does
|l ead one to wonder i f support that aims at fa
illness, as well as helping them get back in touch with their valuebeliefs, would halt or

slow down the decrease in SOC levels.

1.1BHobfoll s Conservation of Resources Theory

1.1.2B1 Role of Resources

I n HolCORTIhlebosr y, resources take a central an
well-being in whichtheyare motivated to protect their current resources and acquire new ones.
According to COR Theory, resources can be anything that is valued by the individual or that
serves as a means for the attainment of other things. These include the possession of objects
(either due to their attractiveness, monetary value, or rarity), personal characteristics, status, or
energieqe.g., time, money, or knowledge; Hobfoll, 1988jress is created when there are

threats to resources, or during the actual loss of resources.

Nonet hel es s, Hobf ol l 6s initial Hdlees$ldbeni t i on
Neveu, Paustianderdahl, and Westman (204)o und i s s u evalwel dayingthdte t er m
it implies that a resource must lead to a positive outcome to be emtsiohe, which confounds
the nature of a resource with outcome. Instdaglauthors suggested that the definition of
resources should take on a gdakcted focus, such that any resource that facilitates goal
attainment is aresourdd.o b f o | | d&isgs, hoaveverrclarfied that rather than focus on
ideographicallyvalued resources like SOC and the Transactional Theory of Stress, the COR
Theory emphasizghe utility and value of primary, shared resources, or resources that are
universally or at lest widely agreed to be important to people, such as social support, money,

health, love, and intelligendgelobfoll & Wells, 1998)Ho bf ol | 6s nomot hetic ap
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resources also emphasised R T h e o r wedrem alhersteess theoriggch as Lazarus

and Fol kmandés (1984) Transactional Theory of
than conceptualising the maximal utilisation of resources as a purely cognitive endeavour, COR
Theory viewed it as a behavioural process based on the indivitiea e x per i ence. Fur
small component of cognitive appraisal in COR Theory is more an objectivetakiicg of

resources based on then d i v tudrentsitutisn and social climate, than an ideographic

appraisal of the situation amesaurces (Hobfoll, 2011) However, looking into the paediatric

illness literature, studies have found parents reporting a reshuffling of their prig?eiekat,

Levert, & BourgeoisGuérin, 2009; Wray & Maynard, 2008)s a resul t of their
Familiesreportedgiving higher priority to family relationship and wddeing than career

progression and other material possessiooisnecessarily due to a lack of resources, but from a

re-examination of values drbeliefs.

According to the COR Theory, resources that complement each other tend to cluster
together, forming what Hobfo(R011)called resource caravans, such that possessing one major
resource usually meap®sssessing variety of other resourcesatgd to it. Resource
passageways, on the other hand, refer to the
enrich, and protect the resources of individuals, families, and organizations, or that detract,
under mine, obstructsowrceée mpdbfa20l®ipr28Fa pl eds r
example, research has shown that parents with higher education levels or income tend to report
lower levels of distres@Bartlett et al., 2004; Sahler et al., 2005; Savage & Bailey, 2004)

Furthermore, theaisource of seléfficacy is likely to be linked with optimism and social
supportswhereaghe lack of sekefficacy is linked with possessing poorer social support and

quality of coping strategig$iobfoll, 2001)
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1.1.2B2 Relationship between Resouressl Coping

The COR Theoryasserts thatesources play instrumental and guiding roles in supporting
coping strategies whi ch i n turn i nfl.in¢haformerriole,desourced ual s 6
provide support to confront difficulties. In the latteleraesources guide individuals in their
assessment of situations and assess their ability to cope, as well as the likelihood of success of
coping strategie@to & Brotheridge, 2003)Thus, the more resourcaeavailable to the
individual, the more fleility they provide tohim to critically confront the situation (i.e.,
proactive coping, or control strategies), while those with less resources tend to take a more
conservative approach, to adopt defensive stratéigmsfoll, 2001) Thus, COR Theory

assimes thaindividuals take a linear approach to managing stressful situations.

Proactive coping, or control strategitake the form of active problesolving, positive
thinking, and helgseeking(lto & Brotheridge, 2003) Resear c h o mstopnamagent sé r
t hei r c hindicdtés shaparénts repogtiisg increased seeking of social supgérfor
help particularly from family and friends, as well as looking to each other and within their
nuclear family to make changésngstromBrannstromNorberg, Strandberg, Soderberg, &
Dahlgvist, 2010; Baum, 2004pften, this meagrestructuring the family in terms of
employment decisions and care of the other children and hougébalgl & Marsland, 2011)
These respons@seactive movements towardse utilisation of resources readily available to

the family, to try to stop the depletion of r

Defensive strategies on the other hand take the form of reducing or stopping effort and
their resources in order to conserve t{@randey & Cropanzano, 199%obfoll (2001)
suggested these are particularly employed when individuals find themselvesipgsses

insufficient resourceRarentf ill childrenreportisolation and withdrawal from social others
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or family (Aho, Tarkka, Astedurki, & Kaunonen, 2009; Sen & Yurtsever, 2003dmetimes
purposefullyfor a variety of reasorisconserving time, eneygavoiding facing difficult

guestions, or feeling isolated in their situation. These strategies may be employed an either
permanent or temporary basWhile temporary forms of defensive strategies might be beneficial

to distance from the streghgyare also maintaining factors for mental health problanibe

l ong run, as the individual 6s resources cont.i

accumulation of resources.

However, some research suggélat the relationship between resourcesd@raice of
coping strategies mmore complex thaklobfoll postulated. These relate to firstly, the assumption
that control strategies are more adaptive than defensive strateglesecondifpio b f ol | 6 s st a

that resource gains are primarily due to act@sssources rather than other factors.

With regard to the superiority of control over defensive strategies, evidence suggests
avoidance coping might be useful in specific situations such astehorand uncontrollable
ones like awaiting medical repodad diagnosetS. E. Taylor & Stanton, 200.7Park(1997)
also found that cognitive avoidance coping strategies such as denial used in ttersipbatyed
a buffering role in allowing the individual to process or make sense of the stiesksted tohe
previous pointjs the role of cognitive appraisals in the use of avoidance coping strategies, which
implies subjectivity in making choices about the availability of resources or the severity of the
situation. In contrast, Hobfoll strongly emphasizeaith st r essors and assessn
available resourceserebased on the objective reality shared by people within groups,
organizations, and cultures, and also on circumstances where clear stressors and challenges are
occurring.Later studies ilCOR Theory were also more in line with the role of appraisals in

allocation of resource#n raising the possible explanations of relative insignificance of threat, or
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that the resources required outweigh the amount of resources individuals have, Ito and
Brotheridge implied that cognitive appraisals of the severity of the situ@gonprimary
appraisal; Lazarus & Folkman, 1984nd the availability of resources (i.e., secondary appraisal),

were in play.

Secondly,B u t | (2007§stdy on posttraumiatgrowth (PTG) suggests that resource
gains can occur in the context of resource loss. This is when individuals examine their values and
beliefs to view the situation in a new lighithe emotional turmoil creates an impetus for
individuals to gain resoues. Thisviewc ont r adi ct s Hobfoll &8s view th
necessary to acquire or protect resources. PTG research suggests that sometimes the situation
itself provides accegs resourced-urthermorewhere COR Theory left off in explaining the
occurrence of PTG in severe stress, the SOC Theory explains PTG via the engagement of the
individual 6s values through Meaningful ness. I
Transactional Theory of Stss,Folkman and Moskowitz (200€)oi ned t he -t er m f me
focused copingo, a form of coping that drew o
stress, thus suggesting that values may be an alternative form of mofisatiaesourceor

individuals to manage stressors.

1.1.2C Lazarus and Fol kmandés Transactional Th

1.1.2C1 Role of Resources

While Antonovsky placed GRRs centrally as managers of stress, Lazarus and Folkman
conceptualised resources as preceding dhekimcing copingHowever, likethe SOCthe
Transactional Theory of Stress posits thatgreater the generalisation of resources to other

aspects of the individual s | ife, the more va
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Amongseveral categories of resourcaaging from intrapersonal ones such as health
and psychological resources, to external ones such as social support and material resources
Lazarus and Folkmaf1984)conceptualisbeliefs as a key resource, where, the npamasive
abeliefisinvarioums s pect s of the indivi diuawdulds. Somefoe, t he
these deeply rooted beliefs also come to form schemas about how we think the world is supposed
to be, somethinganoffBulman (1992xoined as the assumptive worlthesedeeperseated
beliefs also manifest as individualsdé SOC, fo
(Antonovsky, 1979)Furthermore, within the literature on stress and coping, in particular the
paediatric iliness literature, theigean underlying depemahce orviewing beliefs as a factor
influencingp a r eabilities o manage streés.g., Alderfer et al., 2009; Clarke, McCarthy,
Downie, Ashley, & Anderson, 2009; Lazarus & Folkman, 198#)s suggests thathile beliefs
can function as resourcédadlitating copingit hey al so form i ndonvi dual s

life and thereby drive actions.

Indeed, according tBark and Folkman (199 Meliefs comprise one of three components
that shape individual sd gl obiacdudedbdiefssaboutdthe me ani
world, the self, and the relationship between the self and the world. Beliefs about the world
include their estimates of how benevolent the world and other peop@ndtbat there is justice
and fairness. Beliefs aboutthdse i ncl ude i ndi vi delfwortlsandteeyv al uat i
extent to whichtheybelieve they have control over their environment and outcomes. This belief
of the self, as well as individual srsomexi stent
natural order in the universe, are seen by Lazarus and Fo({&@h)as being fundamental to

influencing individual s views on stress and
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1.1.2C2 Relationship between Resources and Coping

As discussed earlier, resources influence coping processes. While Lazarus and Folkman
(1984)agreed that resources available to individuals play a large role in their coping, they
encouraged that nAgreater att enhbroughnwhithehegi ven t
person manages the demands of a stressful enc
reappraisals mediated. The authors proposed t
appraisal of the situation and its flow of events, as ageh match between coping options and
actual demands, and between a selected coping strategy and other personal agendas such as
values, goals, commitments, etc, influenced the effectiveness of coping. Later research by Cheng
(2001) refined Lazarus andoFl k manés requirements for coping
concept of coping flexibility, and conceptual
coping patterns across stressful situations, (b) a good fit between the nature of caf@ggest
and situational demands, and (c) subjective evaluation of effectiveness in attaining the desired
goal so. Thus, wh e (1884)discussed factors assatiatdd evithlcopiagn
effectiveness, Chen@001)emphasised the role of cognitivepaaisal in coping flexibility and

hence, coping effectiveness.

Lazarus and Folkmaf1984)identified three types of appraisaprimary and secondary
appraisal, and reappraisal. Primary appraisal refers to evaluation of the nature of the event as
belogmi ng to one of three types: irrelevant (i . e
well-being), benigrpositive (i.e., the individual construes the event as bringing about benefits or
increasing his or her welieing), or stressful (i.e., inaes potential harm or loss, threat, and
challenge). As the nature of the current study relates to a stressful and highly relevant issue of

critical childhood iliness, the ensuing discussion will focus on the third type of primary appraisal.
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Secondary appisal on the other hand, refers to the evaluation of what might and can be done
about the event, and the availability of necessary reso@eesndary appraisals work together
with primary appraisals in evaluating the threat of the situation to the indavitd 6 seing and |
resources; and if threatening, whether the situation is a threat or a ch@Helkpean, Lazarus,

DunkelSchetter, DelLongis, & Gruen, 1986)

Contributing to the discussion @000t he rol e
cognt i ve theory of PTSD. A central assertion of
of events and their aftermath as threats were maintenance factors of PTSS. To prepare for the
potential loss, stress appraisals of threat drive individualsfmape for itwhich might leadhe
individual to get caught in continuous attempts of dealing with the stressful Sugmorting
this view, are findings from parentsd experie
were associated with perceptions that their child migh(Bidiuffi et al., 2004 )or realising the
severity of the cihnigl dohso uiglhltnse sasb (darmdert dhies tcrhe sl sd 6

Claesson, Szybek, & Norberg, 2015)

Among other factors that influence appraisal (i.e., resources, situational and
environmental demandd)azarus and Folkmaf1984)alsodiscussed the role of commitment i
influencing individual s Orefteasgreasmportargand ppr ai sal s
meaningful to the individual. During stressful situations, commitment inflsapmeraisals
through three pathways: Firstly, by guiding individuals towards valued goal activities, and
away from those that threaten them; Secondly through sensitising individuals to situational cues
that may facilitate or compromise their achievement of goals. Lastly, commitment inBuence

appraisals through their relationsiyghvul ner abi | ity. The deeper an i
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the greater his or her vulnerability to the stress. This last point explains why paediatric illnesses

are great sources of stress for parents.

The concept of commitment is echoed in the SOC Theoryteexial theories of meaning,
andPar kdés cogni t i vmaking(RakokrFglkmani 1997 A\hite icamguitment in
the existenti al JImaked tdeorgwilicbe dsausdedirsthemrespeactive g
sectionson meaningmaking, Antonovsky1987) placed commitment in the centre of his
definition of the Meaningfulness componentS@®C Theoryan activity or course is only
considered meaningful to the individual to the extent that he is committed to it. This then

i nfl uences t hsende towards pucsuing thecausegoe actsrity.

Reappraisatefers to a changed appraisal based on new information from the
environment and/or the persdnhusually occurs after coping has been engaged. The concept of
reappraisal, particularly positiveappraisalis of interesin the cognitive and meanifgaking

field. This will be discussed further in the meanmgking section.

In summary the relationship between resources and coping is mediated by appraisals.
Primary appraisals might serve as starting point in accessing the relevance of the situation to
the individual and its level of threat, but secondary appramsaidve evaluaing the available
resources and coping options. These translate to the various coping strategies that tten medi

the relationship between adjustment and stress.

1.1.2C3 Role of Coping in Adjustment to Stress

Within the Transactional Theory of Stress framework, Lazarus and Folir84)

conceptualized emotiefocused and probleffocused coping. In more recent work, however, a
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third type of coping was conceptualised: measowused copingFolkman & Moskowitz, 2004;

Park & Folkman, 1997)Thesethree types of coping will be discusdselow.

Emotionfocused coping refers to cognitive and behavioural actions aimed at reducing
the negative emotions associated with the stressful éveliiman & Moskowitz, 2004)It is
usedpredominantlywhen situations are perceived as uncontrollable, @mwthe individual has
decided that nothing else can be done to change the pr@dearus & Folkman, 1984)

Mothers of children with chronic illnessegyutilize emotionfocused coping strategies by
turning to their social support networks as an outlepress their emotionSonsequently,

they reporiower levels of loneliness and helplessnibssfathers(Pai et al., 2007)

There are mixed results with regard to the efficacy of emdtonsed copingearly
research on copingported almost unamiously that emotiotflocused coping led to poorer
outcomes than problefiocused copingFolkman & Moskowitz, 2004)Later research extended
investigations of individual strategies that make up emdtionsed coping-or example,
emotionrfocused coping strategies include behavioural and cognitive avoidance, seeking social
support, emotional expression, emotional processing, and cognitive reap@vassahfeld &
Stanton, 2004)Austenfeld and Stantqf2004)reportedthat among these strategies, avoidance
strategies in the form of suppression of emotions, cognitive and behavioural avoidance, led to
negative outcomes, where@lslao, NolenHoeksema, and SchweizZ@010)event with their
glofound thatoping strategies sh as emotional expression, and cognitive reappraisal led to
more positive outcomes. Emotional processing, on the other hand, had inconsistent autcomes
Stanton and Low2012)for examplefound that among women with Stage IV metastatic breast
cancer whaeported more emotional processing also regbrnicreases in depressive symptoms

and lower quality of life. However, if the participants reported high levels of emotional
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expression and processing, theporteda reduction in depressive symptoms oveeti@tanton

and Lowob6s s tsthalcpmplexitylof emstiofoaused coping.

Problemfocused coping refers to the direct addressing of the problem that is causing
distress, anthcludesdefining the problem, generating alternative solutions, weigtag
alternatives, choosing the best solution, and acting on it. Due to its function of directly
confronting the problem, problefocused coping is suggested to be the most effective in distress
management when the sources of stress are contrdllazaus & Folkman, 1984 However,

Riley and ParK2014)found that within the context of chronic stressors, there are areas still
amenable to problersolving efforts. In the context of parents of ill children, research examining
the efficacy of teaching motreproblemsolving skills also showed significant reductions in

mot hersdé reports dSahlatetalr2005)hus suggesting that averxin tleet vy
uncertain landscape of paediatric illness where emdtionsed coping might be used more

often for emotional regulation, problefocused coping also has its platrerelation to the

current research, some areas amenable to predénmg efforts might include finding

temporary substitute carers for the other children when parents are at wtlk thre sick child

in hospital, transport to and from hospital appointments, or financial diffic(8te®er, 2010)

Apart from problemand emotiorfocused coping, Folkman and Moskow(2004)
proposed meaninfpcused coping, which consists of cognitive strategies to manage a stressful
situation. The relevance of meaning in coping was first considered by Park and FGLRAN
where the authors proposed that distress related to stressftd Bgeamenable to change could
be managed by changing the meaning onhaktihneg oev e
(p. 124). A core mechanism of the meanmagking process was cognitive reappraisal, which

drew on indi vi du a bats.GMeaniagoaused coping aldo manifested indhe d ¢
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form of goal revisions, focusing on strengths gained from life experiences, and reordering of

priorities(Guo, Gan, & Tong, 2011)

The concept of meanirigcused coping is not new, and though it was proposed by
Folkman and Moskowit£2004)as a form of coping, before then, it had never been formally
categorised as such, and there is still a lack of research investigating the renofgfocused
coping in stressful situations. However, elements of medoitigsed coping such as benefit
finding, sensemaking, and cognitive reappraig&ichwarzer & Knoll, 2007are containeth
various researcstudiesinvestigating issues of lossatrma and bereavement. In addition, other
l ines of r ese@d4gihnv sesutcihg atsi e hadfs Tai wanese part
while caring for their child with cancer, also highlighted the dearth of a broad coping taxonomy
that captures individusl6 pr ocess in finding meaning during
attributed thigyapto a lack of crossultural consideration in the research literature, the idea of

meaningfocused coping only recently caught the attention of researchers in thg Gefun

Thereis converging evidence from various sources of research relating to the relationship
between meanintpcused coping and quality of life. This relationship has been found in patients
in the terminal stage of iline¢Breitbart, Gibson, Popio, & Berg, 2004; Breitbart et al., 2010;
Greenstein & Breitbart, 2000parents of children with autism or other disabili{amios,
Pakenham, & Sofronoff, 2008 ndcaregivers of adult individuals with debilitating illnesses and
disabilities(Tang &Li, 2008) These authorf®undthat in engaging in meaniffgcused coping,
individuals go through a process ofeealuating and raligning their lives and goals to make
sense of the occurrence of serious andthfeatening condition®r themselves antheir loved
ones. I nterestingly, i n(20@4stutyontberelaRoodhip er o, and

between coping strategies and quality of life, the faabpositive reframing and acceptance on
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the Brief COPBEweresignificant predictas of the plysical, psychological and environmental

dimensions of quality of life, but not for social relationships. This suggests that méacusgd

copinghas generalisation effects in firsfluenangi ndi vi dual sé6 way of perc
circumstances, which thdead to personal changes in their mental and physical health. Changes

in mental and physical health then provide the resources for individuals to exert changes to their
environment. As support ed 20y studyaon KHIVinfdetadimenma n, a
meaningfocused coping increases the health and reduces rate of mortality for these men,
suggestinghat meaning ocused coping can conserve individ

stress.

How doeaneaningfocused coping work in increasing gityabf life? The literature has
currently not arrived at a clear picture. Nonetheless, research on méanisgd coping or
benefitfinding have found that despite the negative emotions inevitably aroused by these
situationsthere are episodes where piv® emotions have been experienced, and found to be
associated with active coping, search for meaning, and positive reap(falkaian, 1997)In
Br ei t b a(@004)meetningcéntradl psychotherapy for patients with terminal iliness,
triggering positive experiences in sessions was one way of allowing the patients a glimpse of
what their lives still had to offer, and gave them courage to move on and complete any
unfinished business. At the end of therapy, Breitbart and colledgues that despite still
reporting pretest levels of depression and anxiety, patients reported higher levels of quality of
life as compared to the waitlist grouuch studies suggest that pesitemotions increase the
salience of alternative perspectives, thus facilitating a process of reappraisal that reduces distress
related to quality of lifeThis can facilitate the transformation of threat appraisals to challenge

appraisals, thereby motithag and sustaining coping efforts over time.
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The role of reappraisal in reducing quality of difidated distress highlighted two issues:
firstly, that quality of life and psychological adjustment are two separate pathways-tzeinelj
secondly, the ter pathways leading to welleing either utilise different types of coping, or,
more interestingly, reflect a more complex interplay between the different types of coping. Riley
and Par2014)discussed the role of reappraisal somewhat differently in $hedyof how
problem and meaningocused coping might interact in the face of chronic stiEssy founda
positive and significant relationship between probfecused coping and adjustment (i.e., levels
of posttraumatic stress symptoms and depressyweptoms), but could not find any relationship
between meaninfpcused coping and adjustment. The authors suggested that miamisgd
coping might have preceded probMnro c used coping in altering ind
stressors, whichthende t he way to seeking soluti(20mM3. Al th
study remaisthe only one investigating and suggesting this, we cannot rule out this possibility,
as meaningocused coping does have the element of positive reappraisal, whidadaio la

new direction in approaching problems.

Emotion, problem and meanindocused coping have been described as predictors and
possible mediators of individual s6é adjustment
of serious paediatric illesses with regard to the length of treatment, mortality rate, and impact of
the illness on the child and the family, they bear the hallmark of chronic stressors in which
adjustment might be through a process of meanmiaging The nextsection therefore will

di scuss par en tneéningmalksngperspecsivef r om t he

1.1.3 MeaningMaking
The uncertain nature of paediatric cancer and chronic illnesses call for strategies that go

beyond solving problems and reducing negagivetions to those that &iole parentto derive
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meaning from their situation. Possessing a sense of meaning is reldteduality of life

(Breitbart et al., 2004R) lower reports of mental health proble(Bgsier et al., 2011; Delavari,

Nasirian, & Baezegar Bafrooei, 2014t8er et al., 2005)nd 3) satisfaction in lifBesier et al.,

2011; Joshi, Marszalek, Berkel, & Hinshaw, 20I#)ese studies underscore the importance of

meaning as a source of wéking.Converselythe absence of meanirgyelated to 1) mental

health problems such as depression, anxiety,J&D(Park,2008) 2) di srupti on of
beliefs in the worldJanoffBulman, 1989)and 3) existential crisig-rankl, 1963) Referring

back to (d8)amhal IAds o(D93y IO& Wwdrkson resources, the absence of

meaning as a buffer presents an increased risk of resource loss spirals and disequilibrium,
exacerbated by threats to meaning orresounces her aspects What,i ndi vi du

though, is meaning?

While the literature is replete with studies investigating the meaning construct and its
processt her e ar e vari ati ons.Framkl(1068)eiewd meaning astthe on o f
basic reason for Mands sur viifloeacedhy anhéennadieViyd:
values in order to satisfy his or her purpose in life. The satisfaction of this purpose leads to a
greater quality of life regardless of the individuaircumstances. Thigssertiorrelates to the
t hr ee t en elLogotherapy mEaniagnnkife, vl to meaning, and freedom of will.
Antonovsky(1979, 1987lses the adjectivie 6 Me a n i n ¢ fmplying that kfe) or life
events, are only as significant as the individual feels they are important and makes sense to them
nat only cognitively, but more so, emotionally. P&2010) on the other hand, conceptualises
globalmeaning as providing an overall cognitive framewmi&de up of values, beliefs and
goals,to make sense of their world. Specifically, Park is concernedagthgnitive equilibrium

wherei n d i v intérpretdtian @f the situation matchéegir global meaning Lastly, Ehlers
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and Clarkg2000)come from the point of view thdisrupted and threatening beliefs individuals
have about their world and their partit arise frominterpretations of events and their sequelae

as threatsthus leading t&TSD

Il n sum, meaning pervades all areas of an i
source of motivation in overcoming various difficulties. In théof@wing discussion, the theories
of meaningmaking will be contrasted with each oth€heissues inherent in meanikmgakingi
1) the process of meaning making; and 2) the role of tension in meaakigg will be

discussed in the context of gdetheories.

1.1.3AProcess of MeaningVaking

Meaning is a complex construct that has been conceptualised difféenedtitferent
theories. Inherent in the different conceptualisations is the characteristic of meskimy, as
well as the mechanisms kahich these processes operdieese two aspects of meaningking

will be discussed below.

1.1.3A1 Characteristics of Meanirmaking

The goal of meaningnaking in the cognitive perspective is to reduce discrepancies
between situational meaning anadlgghl meaning. According to the cognitive field, meaning
making is both automatic and deliberate. It is automatic during the process of reducing cognitive
discrepancyr cognitive processing of stressful evemstisch as in the form of intrusive thoughts,
(Ehlers & Clark, 200Q)On the other hand, @ningmaking is a deliberate process when the
individual actively engages in meanifarused efforts such as positiveappraisals, goal
revisions(or accommodation; Folkman, 1997; JarBtfiman & Frantz, 1997kngaging in

spirituality and positive experienc€S. T. Cheng, 2012; J. M. Holland, Currier, & Neimeyer,
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2006; Venning, Eliott, Whitford, & Honnor, 20Q1)ogotherapyhoweverconceptualises

meaningmaking as a deliberate effort, even a responsibilite first tenet of.ogotherapy,

meaning of I|ife, states that meaning is inher
individual 6s action gives the ¢0l&Meaningt s meani
Centred Group Psychotherapy (MEwith patients nearing the end of life, meaning was
conceptualised as a ubiquitous phenoomemhich never ceases to exist, regardless of the
circumstances. The participants were encouraged to assume responsibility for the remaining time
they had left, tanake each moment count. In essence, meanaigng was seen as a continuous
process where the participant was making a conscious effort to make sense of each moment that

presented itself.

1.1.3A2 Mechanisms of Meaniniflaking

The underlying motivationfd_ogotherapy and the cognitive models with regard to
meaningmaking is differentin Logotherapy, the three tenets emphasise makimfest out of
the limits of the situation, while the cognitive models firstly seek closure of discrepépar&s
& Folkman, 1997)and secondly seek a more benign interpretation of the sve# to reduce
the intensity and frequenof distressing intrusive thoughts and other trauglated symptoms

(Ehlers & Clark, 2000)

Logotherapy strongly emphasises the use of values in mearakigng(Frankl, 1963)
Specifically,Logotherapy delineas¢hree values whickranklasserted were the sources of
meaning: creative values (i.e., engaging in life through work, deeds, dedicatianses),
experiential values (i.e., connecting to life through love, relationships, nature, art, and humour),
and most importantly, attitudinal valu@<., the stand the individual takes when facing a

situation over which he or she has no controBoé&itbart & Applebaum, 2011)On the other
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hand, the cognitive perspectivieighlight the importance of reappraisalameaningmakingi

either by changing the appraised meaning of the situtdiahign with their global meaninge.,
assimilation),oby changing the i ndi vi(icuadordnsodagan;o b a |
JanoffBulman & Frantz, 1997; Park & Folkman, 199Thus, cognitive reappraisals target both

the automatic and deliberate processes of meanaigng.

Values are conceptualisadobjectsi living or otherwise- fifeatures, or conditiodghat
facilitate the progress of individuals towards fulfilling their potentials, while also integrating
themmore fully into the worldAdams, 2003, p. 66)ndeed, the three values of creatiyity
experience, and attitude, serve the purpose of engaging the individual with life through active
involvement, or even passive enjoyment of (Beeitbart & Applebaum, 2011)n particular,
attitudinal values engage the individual in the second tenatgidtherapyfreedom of will.

Ramin, Dadkhah, Bahmani, and Movallg@D14)utilised attitudinal valuem their intervention
with mothers of hildren with hearing impairment. Thégund that mothers reported coming to
the knowledge that although they coulot change the circumstances of their lives, they were

still able to change the way they cdmnd responeldto events in their lives.

The characteristic of attitudinal values in encouraging individuals to actively take a stand

in life, holds similaritte s t o Par k (2005 20t0p1997@recaepiotrsappraisal in its
outcome of changed perspectives. However, vdstregotherapyencourages change in
attitudesvia engaging in affective and motivational elements of vald@in & Piliavin, 2004),

P a r (@& meaningmaking model engages in a continuous process of reappraisal, while
JanoffBulman(1989)suggests individuals engage in either assimilation or accommodation
depending on the impact of the situation on their assumptive wbdgsrtng slightly,Ehlers

and Clark(2000)postulate that meaniagaking through re@appraisal operates via a process of

bel
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identifying the intrusive thoughts associated with the event, identifying the personal meanings of

the event and the pertinent parts ofttethg ht s t hat require oOupdating
intrusive thoughts with the new informati¢Bhlers, 201Q)Thus re-appraisain Ehlers and

Cl ar k 6 s acmevedehrough an objective assessment of information related to the event,

and moramportantly, through integrating the new information with possible alternative

appraisals that are more benign.

1.1.3BRole of Tension in MeaningMaking

Across the theories, tension is seen as a catalyst towards meaning making. However, the
benignity ormalevolence of tension iseweddifferentlyin the varioustheories. The third tenet
of Logotherapy, thavill to meaning,represents thimternal tension that pulls the individual
towards a life imbued with his or her own valuasd is seen in a positilight (Frankl, 1963)
The tension is borne from a need fothea uni que
anchor that gui des (fFabry,d968)la fadt, Bane®00@arglieddhatc i si on

tension should be welcomed rather than awhided is integral to achieving meaning in life

However, tensioms viewed differentlyin other theories. In SOC, tension is a ubiquitous
obstacle to be overcome by the individual, and is only welcomed to the extengthesibhe
individual the oppdunity to actively shape his or her outcomAecordingto cognitive theories,
cognitive dissonance, thencomfortabldension resulting from a discrepancy between
expectations and the experienced reality, is cre@&estinger, 1962; Gawronski, 2018uch
cognitive discomfort is also experienced in the realm of meanitige cognitive perspective
(JanoftBulman, 1992; Park, 2008Fiting evidence from their investigations on victims of
natural disasters, assaults (both sexual and physicaljeamdaticlosses, Park010)argued

thatt he tension between real ity apushesithmtbi vi dual s
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search for meaning either by looking within themselves (through evaluating their behaviour,
values, beliefs, and goals), or by lookindre environment. An equilibrium, or a state of having
made meaning, is reached when individuals are able to reconcile the event with their global
beliefs and goal@ark, 2008) Thus, while Frank{1963)thought of meaningnaking as an
integral ancdongoing processf growththat should be encouraged, P&R08)viewed meaning
making as a response to cognitive discomfort, thereby triggeseges of attempts that lead to

cognitive equilibrium.

L o g ot h eoncgualdation of tensi@s an oportunity for meaningnakingleads
us to questiolif parents of children with cancer or chronic illness could be helped to view their
situation as an opportunity for chan@ateman(2011) in her study of the lived experiences of
mothers of children witlautism, asserted that the liminal experience provided a fertile medium
to facilitate meaningmaking and benefitinding for mothers. Bjork, Thomas, and Ing2005)
alsoreportedsimilar results in families of children with cancer. They found that deapite
Abroken | ife worldo, family members strove to
one another. These studies suggest that while
uncomfortable state to be ibhnonetheless provides fertile groufaod parents to grow, and

spur them on to find meaning.

1.2 What has been Don@ the Field?

The diagnosis of cancer or a chronic iliness in a child brings about a wide range of
different types of distress that can be exacerbated or reduced byparesits c e ss t 0 r es ot
their coping abilities, as well as the meanings they make of the situation. With so many variables
combining to influence par enhoesvdowedentifisthement , t

parents who need support, and what kiofdsupport do they require? Just as importantly, we
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need to answer how can t Hmeediscuspiammnavrshifts® mate st r e s
practical issues: the screening of distress, and provision of support in the form of an intervention,

to parets.

1.2.1 Distress Screening

Distress screening has been identified as the sixth vital sign in cancéBalzes:
Johansen, 2011; J. C. Holland & Bultz, 2Q0/)e rationale for this is that distress, when
unattended, has faeaching implications in areas such as increased medical attention and
attendance in the emergency room for the patient, strain on the medical team, and increased
economic burden to the mhieal systen{J. C. Holland & Bultz, 2007)in recognising the
potential costs of neglecting distress screening, many countries such as the United Kingdom
(Mitchell, Kaar, Coggan, & Herdman, 200&)d United StateBultz & Johansen, 2011; J. C.
Holland & Bultz, 2007)have developed their own set of clinical practice guidelines to improve
psychosocial care for cancer patiefdsC. Holland, Watson, & Dunn, 201Nonetheless, the
translation and reality of distress screening is not equally pre&shradk, Kayser, Sundstrom,
and Savas (201%)vestigated the fidelity of distress screening protocols administered at two
tertiary cancer treatment centieBlational Cancer InstitutBesignated Comprehensive Cancer
Programme and Academic Comprehensive Canagr®mme comprising of five clinics in all.
Across a 12veek period, rates of adherence (measured as the presence of a scanned copy of the
screening instrument, regardless of level of completion) to the distress screening protocols
ranged from 47% to 73%f the patients, while levels of acceptability by the doctors ranged from
56% to 90%. Rates of adherence corresponded with rates of acceptability by doctors. The results
from this study suggest that while distress screening has been written into p#twak care

guidelines, the practice of distress screening is still not carried out by all.
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Taking the issue further, if there is still a push for distress screening for cancer patients,
what more for parents of il1l children? Answer
pockets of researchers have designed screening tools to ass@Ssobtenhuis, Haverman, van
Oers, Limperg, & Mauric&tam, 2014; Haverman et al., 2013; Kazak et al., 2001; Rodday,

Terrin, Chang, & Parsons, 2018Jonetheless, there is a lack of consensus as to which is the

most ideal. This can be attributed to samiéstanding issues. Firstly, the focus of the screening

tools differs among researchers. Kazak and other colledg0&28; 2012)in recognising the

impact of psychosocial factors on the family and the possibility of PTSS as a result of

psychosocial diftulties, designed the 1ifem Psychosocial Assessment Tool (PAT). On the
otherhandRodday et al . (2013) targeted parentsoé er
item Parent Emotional Functioning (PREMO) Screener. Lastly, Grootenhuis et al. §2014)

Haver man et al. (2013) acknowledged parentséo
Choosing to use the umbrella term of #Adistres
stigmatising connotationshey developed and tested the validityhe 29 to 36item Distress
Thermometer for Parents (EF). A more detailed description of the PAT and-BWill follow

in Study 1.

A second challenge to reaching a consensus on screening tools is the criteria they should
follow. Taking into account theonstraints faced by parents and the medical staff, it is necessary
to have a short screening tool that encapsul a
medical personnel to score and intergkéitchell et al., 2008)In their study of cacer
special i stpe@ciand snem preference ¢tetatedcreen for
problemsMitchell et al. (2008found that medical staff preferred to use their clinical judgement

to identify individuals who might be feeling distressedheathan using an objective screening



EXISTENTIAL DISTRESS AMONG PARENTS: SCREENING AND INTERVENTION 54

measure. The medical staff interviewed also suggested using screening measures that consisted
of between one and three questions. In response to recommendations by the medical personnel,
Mitchell and colleagues testélie comparative accuracy of a multifaceted Emotion and Help
Thermometer screening tool against the more-vaditated Hospital Anxiety and Depression

Scale.

1.2.2 Provision of Support

In 2003, the task force set up by the American Academy of Paedtatgosde the
development of public policy and assist paediatricians to promotduwmelioning families
found that family functioning and parentso6é6 em
ot her have a strong i nmotionad cogngive@anmd sacidli | dr ends p
developmen{Pediatrics, 2003)

The findings of the task force agree with studies from the traumatic brain {Rju6y.
Taylor et al., 2001)childhood developmental disabilifyrute, HieberMurphy, & Levine,
2007) andoncology fieldgPaietal.,2007) s howi ng converging evidenc
and appraisal of their childrends condition w
In particular, H. G. Taylor et &2001)investigated whetherthefamy 6 s adj ust ment t
childdés traumatic brain injury is primarily p
adjustment. They found a-ii r ecti onal rel ationship between g
behaviour problems at 12 months, sugiggsa complex relationship between parental
functioning and child outcomes within the context of paediatric illness. Thus, being at the centre
of the chil dds c ar e-peingiathesefote pabamaust yn dabilivating ipeirc a |l w

chil dwry. reco
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In response to calls to support parents, various interventions centred around the eognitive
behavioural therapy (CBT) paradigm have been developed and implemented with ([Baients
Drotar, Zebracki, Moore, & Youngstrom, 2008)mong them, some havocused on enhancing
mo t h e r s ésolpng skibis{Sahher et al., 2005jamily-centred cognitivéoehavioural
techniques such as reframifi¢pzak et al., 2005; Stehletal.,2009) and | mpr ovi ng pa
coping skills(Backhaus, Ibarra, Klyce, Trexle® Malec, 2010; Wade, Carey, & Wolfe, 2006)
A description of each of these interventions is beyond the scope of this research. However,
Kaz ak (@a05)utviving €ancer Competently Intervention Prograniniewly
Diagnosed (SCCHND) and Sahler etla. (085)ProblemSolving Skills Training (PSST) will
be covered in more detail in Study 2.

Cognitivebehavioural therapy (CBT) has been found to be effective in treating
depression, anxiety, and PTSD among the general clinical population. The roairoffCBT is
that maladaptive thought processes lead to unhelpful behaviours and corresponding emotions.
Hence, CBT targets amending individualsd thou
behavioural chang@meli & Dattilio, 2013) However cognitive restructuring does not address
the notion of shattered world views, | oss of
appraisal of threat in their surroundings, postulated to contribute to the development of PTSD
(Larsson, Hooper, Osine, Bennett, & McHugh, 2015Jhis gap has spawned a separate series
of interventions which target more than thought processes among many populations, but among
the medically ill population, has until now only been tested among adult pgBeeitbartet al.,
2010; V. Lee, Robin Cohen, Edgar, Laizner, & Gagnon, 2G86)ily members, or professional

caregivers of adult patienS. T. Cheng, 2012; Fillion et al., 200®iven that parents of ill
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children face an unprecedented and unexpected situatibthtbatens their world view and
values, an intervention that addresses these threats may facilitate reduction of existential distress.
In addition, recent research has also indicated interest in targeting values in
psychotherapeutic interventions. Angptihem, is the Acceptance Commitment Thergg9T;
Hayes, Luoma, Bond, Masuda, & Lillis, 20@5at has been found to be efficacious relative to
control conditions in reducing anxiety and depresgRowers, Zum Vorde Sive Vording, &
Emmelkamp, 2009 However, ACT has not been tested among caregivers, particularly parents
of ill children. A more detailed discussion of ACT and its emphasis on values in reducing
distress will follow in Study 2.
Thus, in the current context, introducing an interventionithatl ps r epair par en
view and enables them to make sense of their challenging life experiences and to seek meaning

out of them, is considered valuable to reducing their meameia¢ed distress.

1.3 Present Study

Keeping in mind the muliaceteddistress parents of chronic and/orifeeatening
illnesses face, which includes the meaning dimension, the current thesis aims to fulfil the
following objectives: Firstly, to develop and validate a short and simple screening tool to assess
specificaspct s of parentsd emoti onal di stress, witdt
and whether screening for it would provide in
the information provided by the screen for overall distress(Study 1). Sgctindxplore the
possibility and feasibility of incorporating a meanifogused intervention into care of distressed

parents of ill children (Study 2).
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Chapter 2: Study 1 Introduction

The paediatric literature suggests that parents of chilgittrcancer or chronic iliness
report levels of distress similao, or higher than, their ill chil@Noll et al., 1995; Quittner et al.,
1998) If untreated, this can have negative ldagnm repercussions for the-ghild and the

family. The National Comprehensive Cancer Network (NCCN) has defined distress as:

fi(A) multifactorial unpleasant emotional experience of a psychological (cognitive,
behavioural, emotional), social, and/or spiritual nature that may interfere with the ability
to cope effectively vih cancer, its physical symptoms and its treatment. Distress extends
along a continuum, ranging from normal feelings of vulnerability, sadness, and fears to
problems that can become disabling, such as depression, anxiety, panic, social isolation,
andexistnt i al and (®lagional CamprahensicerCanear Metwork NCCN,

2014)0

Distress thus takes on a mifiiceted experience, where, apart from usual indicators of
distress such as anxiety and depression, an existential and/or spiritual elena¢sd basn
identified. Thisunderscores the need for a screening tool that attends to other types of emotional
distress, including existential/spiritual distress. The ensuing paragraphs will discuss the literature
surroundi ng Ipitaprevakencs and ichpad onmpaents, available screening tools to
identify distressed parents, and finally introduce the overarching aims and hypotheses of the

study.

2.1 Prevalence and Impact of Distress Among Parents of Ill Children
Research has suggested tii@ prevalence of distress varies in accordance to the illness

or disability of the child. Dunn et g2012)found that up to 11% of mothers and 9% of fathers
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of children with cancer reported pasaumatic stress symptoms (PTSS) six months after the

chi | d

(@}

s diagnosis, while about 22.8% of parent

symptoms of postraumatic stress disord@?TSD; Cabizuca et al., 2009anuel, Naughton,

Balkrishnan, Paterson Smith, and Koman (2G08hd that out of a sample 870 mothers, 30%

of them reported symptoms of GOlherpineseoireseasch r el at

have also found that moderate to severe depressive symptoms reported byopahslien

with cancempredicted PTSS three to six monthsigdanne et al., 1996)here is little doubt

that children may be leftulnerable to difficulties in adjustment when their parents are

experiencing distres¥rijmoet-Wiersmaetal. 200 uggest ed t hat parentsao

affect the quality of ematihal support for the children, communication with the child and

medi cal personnel, as well as theibeingcopi ng st
fpar ent s dleftadindstectedcos unatténded, shootmedium term problems

could ramge from norcompliancewvitht r eat ment on t he childbds part .

patterns between family members, to poor communication and rapport between parents and

healthcare personnel, which could havelbthgr m consequences fftoothe t he ¢

sickness and to lifBesier et al., 2011; Dahlquist et al., 1996; Pediatrics, 2008)etheless, to

date, psychosocial screening for parents remains a procedure that is eelplmyedKazak et

al., 2012)

2.2 Types of Psychosocial Screenifigpols

Among attempts to answer the call (200 psyc
Psychosocial Assessment Tool (PAT) has been prominent in the paediatric illness literature.
Created initially to measure the psychosocial distress in farmiliie paediatric oncology

population, the PAT, a tBem psychosocial screening tool, has been used in other paediatric
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chronic iliness populations such as sickle cell dis@&adson et al., 2012and kidney

transplantgPai et al., 2012)The PAT haslao been validated iather countries such as

Australia(McCarthy et al., 20099nd Canadé@Barrera et al., 2014Yhe PAT has undergone

several revisions from the time of its creatioraddress the needs of the populatiogisg

administered to, and hagen found to maintain its psychometric validity and reliability.

Nonetheless, being a 4tem screening tool, the PAT and its variants have been found to take

about 10 minutes to complete, which may be burdensome to parents who are already distressed.
While some may argue that 10 minutes isvesy onerouso completea questionnaire,

implementing short screening tools that take less than five minutes for patients or caregivers to

complete, as well as for clinicians and hospital staff to admir(ist@vVv, 2011)s gaining

increased attention. Physicians and hospital staff are often too pressed for time to formally assess

the emotional and psychological wéking of caregivers of the patients, preferring to rely on

their clinical judgement to identify individumivho may be feeling distressg@ditchell et al.,

2008) How accurate are the medical staff in identifying distressed patiSotkfer et al. (2001)

investigated the accuracy of oncologists in i

reports of dstress on the Hospital Anxiety and Depression Scale (HAB&@)heide

Questionnaire (measuring patientsd psychosoci

for Psychosocial Support (screening for social and financial problems, perceived socidl suppor

and interest in supportive counselling), and the Freiburg Questionnaire for Coping with Iliness

(screening for minimising of problems and treatment compliareey,ai nst t he oncol o

assessments of the patient based on the dimensions of levetegg]iguality of perceived

support from their social network, need for psychotherapeutic support, and need for counselling

by a soci al worker. The study team found not
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assessmentswifhat i ent s & reempng indtremergsn btuh e as s t hat
estimati ons of p adansitieitpandsspecifetityrangimgdrans36.8%hto 80.2%
and 32.8% to 87.6%espectivelydepending on the cuiff values of the HADS to detect

moderate or severe digfs. The results suggested that relying on subjective judgement by

medical personnel could resultnmany distressed individuals not being identified and referred

for support.

The NCCN and various proponents of cancer distress screening have iderdifiee th
guestion Distress Thermome{&T; Roth et al., 19983s the screening tool of choidéhe DT
has been found to be more efficient and as accurate as the more commonly-itesadHaspital
Anxiety and Depression ScalldADS; Zigmond & Snaith, 1983and has been found to

maintain reasonable psychometric properties across different popul@ionsian, Gazendam

Donofrio, & Hoekstra Weebers, 2008; Zwahlen, Hagenbuch, Carley, Reckilitis, & Buchi, 2008)

However, while the DT can accurately identify tpasitives, it is less able differentiae

between distressed and rdistressed individualpossibly becausene item is insufficient to

obtain a comprehensive and sufficient 1indi

The Emotional and Help Thermometékitchell, BakerGlenn, Granger, & Symonds,

2010; ET and HT, respectivelgbmprisea five-item scale presented in a vis@aalalogue format

onco

cat

on an 13point scale, where Dnone and 10 extremelyanswer i ng t o NCCNO6s ca

holistic measurement of distres . It comprises the initial

asse

adds three scalesvhich measure emotional states such as anxiety, depression, and anger, plus a

fifth thermometer measuring the level of hetpiadividual requires. Mitchekt al.(2010)

administered the ET and HT to 130 cancer patients in the UK and fourvdttihatcutoff score

of 4 on each thermometer, patients with distress, depression and/or anxiety symptorpash the
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seven days were detected with reasonable accuracy, and ¢aehrafod thermometers

enhanced the accuracy of the Ohe combined thermometers also did not greatly extend the

time taken by participants to complete, as completion did not take more than two nfinutes.
particular strength of the ET and HT in this stuehs their ability to identify individuals with
depression and anxietilitchell, BakerGlenn, Granger, et al., 2010)hese findings endorse

the combination of the Distress Thermometer and Emotion Thermor(iditaisell, Baker

Glenn, Granger, et al., 20L0'he promising initial results of the ET and HT were supported by

the administration of the thermometers to a population of adult cardigmntsn the UK

(Mitchell et al., 2012)as well as to a sample of adult cancer patients in Singépeck, Tan,

Lum, Lim, & Krishna, 2014)However, although the Singapore study showed results of the

Di stress, Depression and Anxi ety Ther mometers
utilised these thermometers instead of the whole range [e.g., Deprébgiaonometer against

the MinkInternational Neurgosychiatric Interview (MINI) depression subscale; the Anxiety
Thermometer against the MINI generalised anxiety disorder subscale; and the Distress
Thermometer against the MINI depression and generaliseetaulisorder subscales]. This

suggests that while the ET and HT show promise in distress screening, more research is needed

for its validation.

The NCCN acknowledged that the diagnosis of cancer could invoke a sense of
hopelessness, and confrontationghwhe concept of death, which resulted in existential distress
among patients. They thus recognised the need to address existential distress among patients.
With parentsdé description of changes in,the f
one convergent aspect starts to appear: life is certainly drastically different from how they used

to know it. This brings to mind an i mage of |
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chaotic universe where nothing makes sense anymate,ann di vi dual s sense o
their place in the world is threaten@jork et al., 2005; Santacroce, 200B) keeping with the
present studyés aim of measuring various aspe
definition, athermometermeasurg par ent sé exi stential distress
Thermometer (CrushedUniT), was added to the Mitchell €2@L0)instrumentlin the current

study, the thermometers are collectively named the modified ET and HT.

Typically, the ET and HT haveeen validated against the HAAgmond & Snaith,
1983) Although the HADS has been used in studies validating the use of the Distress
Thermometer (DT) among parents of chronically ill children, it was created largely with the
hospital or medically ill ppulation in mind, as suggested by its exclusion of somatic symptoms
to prevent confounding of symptoms as well as symptoms relating to serious mental health
problems. It therefore appears less relevant for assessing individuals who are neither sick

themseles nor in hospitgBjelland, Dahl, Haug, & Neckelmann, 2002; Snaith, 2003)

In the current study, therefore, timdifiedET and HTwerevalidated against the
Depression, Anxiety and Stress Sq@&SS-21 and DASS; Lovibond & Lovibond, 1993)he
DASShas been administered to a variety of populat{oas clinical and nostlinical, older
adults, young adolescents, et)ltures(e.g., China, Taiwan, Irapnand languagedMandarin,

Malay, Tamil, etc)including parents of children with cystic fibrosés well as tests on

existential meanin¢R. C. K. Chan et al., 2012; Gloster et al., 2008; Henry & Crawford, 2005;
Mascaro & Rosen, 2008; Sahebi, Asghari, & Salari, 2005; Szabd, 2010; M. G. Wong & Heriot,
2008) Parents of children with cancer or a choafiness are in exceptional circumstances that
place them in the grey area between a distressed and normal healthy pofuéatiaita &

Gerhardt, 2003)While there have been calls to develop measures for parents of children with
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cancer or a chronicliless, to date, only a small number of measures have attempted to meet this
call (Devine et al., 2014; Kazak et al., 2001; Pai et al., 2008; Streisand, Braniecki, Tercyak, &
Kazak, 2001)Thus, the choice to use the DASS was borne out of the need tongssare that

has been administered to a wide range of populations, in particular the normal population. The
use of the DASS also matches the miadtieted nature of distress, represented byrtheified

ET and HT.

Trauma researchers have cautioned thrattha t s t o i ndi vi dual s6 bel
assumptions about the world can predispose them tenaoshatic stress symptoms (PTSS) or,
in more severe cases, postumatic stress disord@?TSD; Ehlers & Clark, 2000; Janeff
Bulman & Frantz, 1997)n addition, chronic exposure to stressors with no sources of relief or
aid can also drain available resources, which may exacerbate distob$sil, 2001) Faced
with a life-threatening iliness, or one that does not have a cure in sight, pemdotsa lot of
uncertainty while managing their | ivegorand th
the presence and levels of PT&antacroce, 2003Thus, to validate the Crushed Universe
thermometer (CrushedUniT), the Impact of Events SRaleised and the Sense of Cohere8e
itemswereused to measure the presence of PTSD and resdubctis internal and external

possessed by parents in the study.

2.3Present Study

In light of the potential distress parents of children with cancehanic illness may
face, and the corresponding lack of psychosocial distress screening tools particularly in the area
of existential distress, the current study sdmreee aims: 1) validating theodifiedET and HT

among parents of children with canoera chronic illness; 2) validating the efficacy and validity
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of the CrushedUniT among parents of children with cancer or a chronic illness; and 3)

determining the optimal thermometer and its@ffi$ to measure various psychological outcomes.

The hypotleses for the present studgrethus as follows:

H1: Short screening measumgsuld discriminate parents with distress (indicated byofiut
scores on the DASS, IER Total score, and SOC3 Total score) from parents who were not
distresseqd

H2: The CruskdUniTwould predictPTSSas defined by the Impact of Events Sdakvised
Total score, over and above the Distress, Anxiety, Depression, Anger and Need Help
Thermometers;

H3: The CrushedUniTvould predict crisis of meaning as defined by the Meaningf@ines

subscale in the Sense of Coherence Stalkems, over and above the other thermometers.
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Chapter 3: Study 1Methods

The current study validated theodifiedET and HT among parents of children with
cancer or chronic illness. Singapore has two rpaediatric hospitals that treat children with
cancer or chronic illness, and one Volunteer Welfare Organisation (VWO) set up to address the
needs of families of children with chronic illness&s.such, the current study consisted of
multiple sitesThesewer e: Cl ub Rainbow Singapore (CRS), K

Hospital (KKH), and the National University Hospital of Singapore (NUH).

Club Rainbow Singapore is a Volunteer Welfare Orgatian for children with chronic
illness aged 0 to 21, and theinfdies. Chronic illness groups under their purview are
categorised under seven major illness groups: blood disorders (e.g., Thalassemia Major/Minor,
Haemophilia, etc.); congenital heart disease; biliary atresia; spina bifida; premature babies (e.g.,
cerebal palsy, chronic lung disease, etc.); genetic disorders; and others (e.g., asthma, eczema,
etc.).Premature birth was considered a category of chronic illness at CRS because of its relation
to several disabilities or chronic illnesses such as cerebsg), ghlronic heart or lung diseases,
etc.At CRS, children may not become beneficiaries of the organization upon diagnosis; rather,
each family joins CRS at different times of t
at which they are found Hyealthcare personnel (i.e., medical social workers, doctors, nurses,
etc) to require additional support, or if they wish to seek assistance. Thus, some families may
joinCRSsomé i me after t hei r otteetsmalyjdidGRS tmmed@gtelpadti s, whi

their chil d

(@}

s diagnosi s.

KK Women and Childrendéds Hospital and NUH,

hospitals in Singapore with paediatric illness wards. Although there were considerations to
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include the paediatric chronic illness wards at KKH and NutHoprtunately this was not

possible Therefore, participants recruited from KKH and NUH were from the paediatric

oncology wards. Participants from the cancer population included parents oécHirtain

various types of cancerisicluding brain tumoursAt the two hospitals, families are
automatically referred to the Childrenés Canc

(KKH) or shortly after diagnosis (NUH).

3.1 Participants

A total of 172 participants were recruitid Study 1, over the three data collection sites.
78.9% (n = 120) were recruited from CRS, while 17.4% (n = 30) and 12.8% (n = 22) participants
were recruited from KKH and NUH respectively. Background charatitarisf the participants
and their children are shown in Table 1, grouped according to either cancer or chronic iliness.
For simplicity, the method for recruitment and data collection for the hospitals will be described
together, as #y follow the same picedures. Informed Consent Forms for each institution can

be found in Appendices A to C.

3.1.1Club Rainbow Singapore (CRS)

One hundred and twenty participants were recruited from OR®e participants, 85%
(n = 102) were mothers, 10.8% (n = 13) wiathers, and 4.2% (n = 5) were grandmothers, aunts,
or stepfathers of the child. Within these participants, 6.7% (n = 8) had another child under the
purview of CRS. The mean age of the parents was 42.9 (SD 9.4) Heassthe total number of
children amag the parents was 1ZBhe children who the parents were reporting distress about,
were on average 133.5 (i.e., 11.1 years old; SD 73.7) months old, while their secomdshiid

average 98.¢nonths oldi.e., 8.2 years old; SD 58; 54.4% (n = 68) wex boys while 45.6% (n



EXISTENTIAL DISTRESS AMONG PARENTS: SCREENING AND INTERVENTION 67

=b57)wereqgirl{ t hree parents did not compl efhe the inf

demographic and medical variables of the participants and their childrehcave in Table 1.

The participants were recruited mainltta main office of CRS, and at the CRS branch
of fices at KKH and NUH when they turned up fo
participants recruitedeeded to be able tmderstand English or Mandarin. For participants who

could not read Englisbr Mandarin, the gestions were read out to them.

31.2KK Women and Childrendéds Hospital ( KKH) and
Singapore (NUH)

Thirty participantsvere recruited from KKH, olvhom22 were females, aneightwere
males.Of the fenales,20 were mothers antlvo were grandmotherall of the males were
fathers.Twenty-two participants were recruited from NUBf, whom 15 were mothers and 7
were fathers Par ti ci pants were recruited between f o
69.2% (n = 36) were boys while 30.8% (n 3 Wre girls The demographic and medical

variables of the participants and their children are shown in Table 1.

Of the participants recruitdfdom KKH and NUH 67.3% (n =35) were Singaporeans,

while the reswere from other countries such as Southeast Asii,and the MiddleEast.

There were significant differences in the demographic variables between parents of
children with cancer or chronic illness. Parents of children with cancer were younger, more
likely to be married, had higher education and income than parents of children with chronic
illness. Children with cancer tended to be younger, and were recruited within a shorter time since

diagnosis.
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Table 1

Demographic and Medical Variables

Characteristic Cancer (= 52) Chronic llinessif = 120)

Parent/Caregiver

Type of caregiverri (%)]

Mother 35 (67.3) 102 (85.0)

Father 15 (28.8) 13 (10.8)

Others 2 (3.8 5(4.2)
Age [mean §D)]* 37.9 (7.3) 42.93 (9.41)

Marital status fi (%)]**

Single 1(1.9) 9 (7.5)
Married 48 (92.3) 91 (75.8)
Separated/Divorced 3 (5.8) 18 (15.0)
Education p (%)]**

Primary school or less 2 (3.8) 51 (42.5)
Secondary school 11 (21.1) 42 (35)
Diploma 13 (25.0) 18 (15.0)
Bachel ords ¢ 26(50.0) 6 (5.0)
higher

Monthly combined incomen[(%)]**
Low 13 (25.0) 86 (71.67)

(continued)

12 parents from the chronic illness population did not enter marital status.

23 parents from the chronic iliness population did not enter education

3 14 parents from the cancer population and 5 parents from the chronic illness population declined to enter their
monthly income.
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Table 1. Continued

Characteristic Cancer (= 52) Chronic llinessii = 120)
Parent/Caregiver
Medium 4(7.7) 15 (12.5)
High 21 (40.4) 14 (11.70)
Child
Age[mean GD)]* 92.69 months (58.80)  133.5 months (73.7; first

child); 98.9 months (55.7;
second child)

Time since diagnosis [mean 2.17 months (1.05) 11.29 years (16.38)
(SDJ*

Diagnostic categoryn[(%o)]*

ALL 17 (9.4)

Other leukaemia 13 (7.2)

Hodgki nso Ly 1 (0.6)

Solid tumour 18 (10.0)

Brain tumour 3(1.7)

Blood disorders 9 (7.0)
Congenital heart disease 10 (7.8)
Liver 9 (7.0)
Spina bifida 3(2.3)
Premature 7 (5.5)
Genetic disorders 17 (13.3)

(continued)

4 parents from the chronic illness population did not
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Table 1.Continued

Characteristic Cancer (= 52) Chronic llinessii = 120)
Child

Neurological problems 28 (21.9)

Renal 6 (4.6)

Colon 7 (5.5)

Others 28 (21.9)

*significant difference between populatiomps;.01.

3.2Materials

Singapore is a multingual and multiracial society where, although English is the
official language, Mandarin, Malay and Tarark recognizeds the Mother Tongue of the
respective races. Taking this into account, there was the consideration thaiotherbe
pockets of participants wheereunable to understand English. Thus, a decision was made to
include a second language to include as many participatite study as possible. It was
initially considered to include all the Mother Tongue versidrntfi® questionnaires so as to
maximise recruitment. However, only the Mandarin version was included in thioetit
following reasons. Firstly, we were unable to find validditsday and Tamilersions of each of
the questionnaires; secondly, takingpiaccount cultural differences in language expression
within the same language, the author, being a Singaporean Chinese with limited knowledge of
Malay and Tamil, would not have been able to make an informed decision about the applicability
of the questionaires in the Singaporean context. Thus, being more familiar with Mandarin, the

decision was made to include only English and Mandarin versions of the questionnaires.
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The validity of theEmotion and Help Thermometessth the inclusion of the Crushed
Universe Thermometevasassessed by comparing the scores of the screening tool with the
English and Mandarin versions of the DA@2-item and 21item versions depending on
participants' language preference; Lovibond & Lovibond, 1993; Zuo & Chang,,2008S-R

(Weiss & Marmar, 1997; Wu & Chan, 2003nd the SO€.3 (Antonovsky, 1987; Shiu, 1998)

3.2.1Modified Emotion and Help Thermometers

The screening tool (both English and Mandarin versiaasga set of five emotion
thermometers (Distress, Anxiefyepression, Anger, Crushed Universe) and a Help thermometer
that requird parents to rate their levels of distress on a scale from 0 to 10, where 0 = No Distress,
10 = Extreme Distress. The emotion thermometers (with the exception of the Crushed Universe
thermometer) and help thermometers were adapted from Mitchell,-Bdden, Granger et al.
(2010) while the Crushed Universe thermometer was created for the present study to test for the
presence of meaning among participants. Based on the recommengdtierNational
Comprehensive Cancer Network (NCCN) in 2QRTCN, 2007; as cited by Mitchell et al.,
2010)The Mandarin version of the thermometers was translated by the author, and checked by
five Mandarin speaking individuals from Singapore, who wereanotedited translators.

Differences in opinion regarding the translated emotion terms were discussed and resolved.

Cronbachoés alphas for the English ET and

0.868, respectively.

3.2.2Depression, Anxiety and StresScale2l Items (DASS21)
The DASS21 (Lovibond & Lovibond, 1993 a 2titem selfreport measure that

contains three subscaleslepression, anxiety, and stress. Participaseteasked to rate how
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oftentheyhade x peri enced each symptom over the past
to experience any positive feeling at allo; A
Al found it hard to wi n-@lwdsoatedan)p poinELsertrscale,t e m o0 n
ranging from O (did not apply to me at all) to 3 (applied to me very much, or most of the time).

The total score of each subscale indisatdh e s ever ity of clientsdé | evi

and stress from normal to extremely seve

The DASS42 (Zuo & Chang, 2008)vas chosen for the Mandarin version because the
language structure @hineseMandarin is more similar to that of Singapore's. Although a
DASS21 was available in Mandarin, it foll@dthe Cantonese language structuvkich may
pose problems for Singaporean usétee DASS42 was validated byr. C. K. Chan et al. (2012)
among individuals who had experienced the 2008 Sichuan earthquake, as well as a community
sample of undergraduate student volunteers from Beijing. Theyy nd Cr onbachoés al g
above 0.90 for each of the DASS subscales, and factor analyses demonstratethettinree
structure that matched the constructs of depression, anxiety, and stress. TRéDHASS
showed sensitivity to the effects of a laigale disaster (the Sichuan earthquake), where
participants who had undergone the disaster reported significantly higher levels of distress on

each of the subscales than the community samples.

Cronbachos al phas2lDepressiom Anxidignd Stress subsaless S
were 0.884, 0.856, and 0.883 respectidely. Th

were 0.963, 0.944, and 0.945, respectively.



EXISTENTIAL DISTRESS AMONG PARENTS: SCREENING AND INTERVENTION 73

3.2.3 Impact of Events ScaleRevised (IESR)

The IESR (Weiss & Marmar, 1997 for English version; V&UChan, 2003 for Mandarin
version)(Weiss & Marmar, 1997) is a 28m questionnaire that was developed to assess the
subjective effects of stressful life events on individuals (McDonald, 1997). It is a revised version
of the older 15tem IES (HorowitzWilner, & Alvarez, 1979)The Mandarin version of the IES
R (CIESR) was developed in Hong Kong and validated on patients from Accident and
Emergency Departments, and patients who had undergone motor vehicle a¢kid8ntShan
& Wu, 2004; Wu & Chan, 2®). The CIESR demonstrated good psychometric properties that
were comparable to that of the HES It also showed construct validity as a measure of

psychological distress, and subscale homogeneity in the-RIE&al score.

Parents completedthe IHSBand CIESR i n rel ation to their <chi

traumatic event. The IER and CIESR comprise the total symptom scores and subscale scores

of intrusive thought¢ e . g. , Al thought about ciet (whegn , | Adi d
avoided |l etting myself get upset when | thoug
arousal (e.g., Al wasljaumepmy tan d.Patcpantewrae 4 tdadrst i

asked to rate how distressing each of the sympteassover the past seven days. Each item on

the IESR wasrated on a scale of O (not at all), 1 (a little bit), 2 (moderately), 3 (quite a bit), and

4 (extremely). Scores on the IEScan be interpreted by the individual subscales. The individual
subscalescoresvereobtained by averaging the total subscale score, reaching a highest possible

score of 4, and a lowest possible score dit& IESR Total score is obtained by adding all the

item scores, reaching a highest possible score of 88, and a lowsbtgesore of 0. The current

study utilised the IERR and CIESR Tot al score in its analysis a

symptoms were of interest.
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Cronbachos al ph aRand Mandarin lE&R wera @94 aad0.962E S

respectively.

3.2.4Senseof Coherence Scald 3 Items (SOG13)

The SOC13 (Antonovsky, 1987 for English version; Shiu, 1998 for Mandarin versson)
a 13item selfreport questionnaire that comprises three dimerismmprehensibility (i.e., how
events around the individual magense to him/her); manageability (i.e., whether the individual
has the resources to meet the demands posed by the events); and meaningfulness (i.e., whether
the event is a challenge that is worthy of investment and engageifentylandarin version of
the SOG13 was developed in Hong Kong and implemented on a variety of populations such as
public health and critical care nurses, patients with diabetes, and parents of children with autism
(Mak et al., 2007; Shiu, 1998, 2004; Yam & Shiu, 2003)e studies siwed high internal

validity of Cronbachés alphas between 0.76 an

The SOG13 comprises five items measuri@gmprehensibility (e.g., "Do you have the
feeling that you are in an unfamiliar situation and don't know what to do?"), four items
measuringManageability (e.g., "How often do you have feelings that you're not sure you can
keep under control?") and four items measulteaningfulnesge.g., "How often do you have
the feeling that there's little meaning in the things you do in your daily lifB26h item on the
SOG13wasrated on a “point Likert scale, with two anchoring phrases with 7 representing
strongest SOC and 1 representing weakest SOC. Thus, the highest possiila Bifalscore
would be 91, while the lowest possible SQ@& score wald be 13For each of the subscales, the
highest and lowest possible scores would be 35 and 5 for Comprehensibility; and 28 and 4 for

Manageability and Meaningfulness, respectively.
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Cronbachos al ph a4d43stbsaalestofCempEhegsibility h S OC
Manageability, Meaningfulness and Total were 0.665, 0.696, 0.506, and 0.824, respectively. The
Cronbachods al ph a s-13fsabscaléds bfeoniehensibility, Managalility

Meaningfulness and Total were 0.775, 0.780, 0.546, and 0.885, respectiv

3.3Procedure
3.3.1Ethics Approval

Approval for the study was obtained from four management or Ethics BoMdsloch
Universityés Human Research Ethics Board (eth
Management Co u healthlCentrdidetHsiitstiondliRevigw Board (ethics
approval code: CIRB 2013/237/ D), and NUHOG6s Na
Review Board (ethics approval code: 2013/00708). Each site had different management styles
and Ethics Boards, which led to a slighffetience in the recruitment procedilretween Club
Rainbow Singapore and the hospitdlsese differences will be explained in detail in their

respective sections.

3.32 Data Collection Procedures
3.3.2AClub Rainbow Singapore (CRS)

Discussiongegardinghe feasibility of the study, and data collection and participant
identification processommenced at CRS with a Senior Social Worker and Programmes
Manager, and finally with the social work team as well as the director of CRS. These discussions
revolvedar ound the teambs concer ns atbgaricipantsr i si s mart
reported high levels of distress such as suicidal ideation, abuse, or serious mental health issues of
the participant or beneficianis it was &clinical priority for the saial workersat CRS to be

kept abreast of their memb éeingGunmmasedfinaliseda | and
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scores of the participantsd responses on the
assessment battery warede known to the socialorkers. This was reflected in the Informed

Consent Form and verbally explained to the participdinigas also resolved that the social

workers would be notified immediately if there were participants who reported high levels of

distress, abuse, or seuis mental health issues during the study.

A pilot study of the thermometers was conducted at CRS. Parents were mass
administered the thermometers at a Caregivers Appreciation Eaeahts were given the
opportunity to opt out of the exercise if theyshved Due to the nature of the administration of
the thermometers, it was not possible to debrief the pilot participants individually. Thus, the
group was debriefed about the signtoffamdance of
attendantsvere srongly encouraged to speak with their social worker if they reported scores
above the cubff. Although no formal analysis of the pilot studgtawas undertaken, it was
observed that the feedback from the pilot study possibly allowed for more dialdgeebehe
author, the social workerandthe participants. Between the author and the social workers, there
was a clearer understanding of the purpose of
and soci alyofwaatktkepattipaditss tThe soci al workersodé con
woul d overl ap with the | at t e fosial wokkerewere abte t h e
to use the scores as i-bethg.Raettsomhcswere hot activeewitlp ar t i ¢

CRS were abléo use the thermometers to seek support from their social workers.

Data collection commenced a week after the pilot study. A shared Google Document was
set up between the social workers and the author, where the social workers dicale itheir
appoinments, and time of appointmenthe authowasonsite on the days of the appointments.

The social workers made first contact with the participants, informing participants about the
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research study being carried out at CRS and providing them with thenatfon Sheet. The

author then entered the room with the participants after they expressed interest to their social
worker in taking part in the studyhe author then answered any questions the participants had,
andalso reminded the participants that trecial workers would be provided a summary of
their scores, and that they were free to withdraw from the study at anyRamiti¢ipants were

asked to express their consent in writing when all their questions were answered.

Participants were administl a set of questionnaires which consisted of the iBmot
and Help Thermometers, DA31-items or 42tems depending on language preference}RES
and SOG13. While the ET and HT were always the first to be administere@AISS, IES-R
and SOG13 werecounterbalanced into six versions to reduce fatigue and practice effects.
Participants who could understand but had limited literacy in English or Mandarin had the
guestions read out to themn@verage, participants took less than two minutes to conthplkete

thermometers, and 280 minutes to complete the whole set of questionnaires.

Upon completion of the questionnaires, the
Microsoft Excel spreadsheet, atie participants weréebriefed. Specificallyparticipan t s 6
scores on the thermometers and the assessment battery were explédnasydaad any
guestios they had were answered. Although the participants were aware that their social
workers would have a summary of their scores, those who reported highdédedtress were

alsostrongly encouraged to discuss theitrdiss with their social workers
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3.32BKK Women and Chil drends Hospital ( KKH) and
Singapore (NUH)

Discussions first commenced with the respective hehdspartments of the
Psychological Medicine and Paediatric Oncology wards. These discussions, like that at CRS,
revolved around issues of crisis management, flow of information and duty of care, and
recruitment method. Specifically, the hospitals wereceomed about issues of referral, and

overlap in the care of the participants with @@Fsocial workers.

Discussions were held with CCF after the heads of departments agreed to collaborate on
the research, and logistics issues such as recruitmentdnegne also discussed. The CCF
social workers were recommended to be the referral body for the research as they were the
agency most in contact with the families, and therefore in the best position to identify and refer

eligible families to the study.

The CCF social workers idengdp ar ent s who had received the
cancer in thgpast four to eight weeks, and infoegithem about the study. These parents were
provided an information sheet about the study, which included the potesksmbnd benefits of
the study, their rights and responsibilitiaadthe contact numbers of the author and Principal

Investigator.

Parents were asked by the CCF social workers during their next appointment about their
interest in taking part in the remeh.For parents who indicated interest in the study, the social
wor kers, with the pdheauthorsith thpircontact susnben The authoro v i d

then called up these parents to arrange an appointment.
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Appointments with the parents usyaibok place when the child wasspitalisedor
treatment, or when the child returned for treatment or outpatient visits. When the child was
hospitalisedthe author met the participants in the wards and administered the questionnaires
there. During outgd#ent visits, the author met participants in one of the available consultation

rooms and administered the questionnaires.

After the commencement of the recruitment, a few changes were made. Firstly, it had
initially been decided to recruit only Singapaneparents ito the study. However, recruitment
remained slovandfeedback from the hospitals was that there had been several children of
various nationalities diagnosed with cancer, in comparison with Singaporean children. This was
especially the case BitJH, whichis a teaching and research hospital with stéténe-art
technology and internationallgnowned doctors. As such, the decision was made to open the
study to international patients, whamefrom various countries in Southeast Asia, the Middle

east, and Europe.

Secondly, it was originally agreed that the participants would be recruited four and eight
weeks from their childdés diagnosi s; however,
slow. Feedback from the CCF social workers suggkt$tat the majority of parents were still
feeling overwhel med by t hei randthatthéydadsotgivera gno s i
thought to participating in the study. By the time they indicated interest in the study, these
parents were past thecruitmentcut-off date As such, it waslecidedthat the period since
diagnosielengthemrdto between four and sixteen wed& maximisethe recruitment rate. The
decision to increase to 162008 2Okyesemralgvherenf or me d

they recruitedecently diagnosed families within the same time frame.
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As with the CRS sample, participants first completed the emotion and help thermometers,
then moved on to countalanced copies of the assessment battery. Their scores wigeysim
entered into a Microsoft Excel spreadsheet and tabulated. Participants were then debriefed, and
any questions they had were answered. Permission was sought from the participants to inform
their CCF social workers if tygeported any concernsorise s about their child
When permission was given, the social workers were then given a summary of the session. All
participants were enthusiastic about letting their social workers know about the session. They
were encouraged to speak to tregicial workers about their scores, especially those who

reported high levels of distress.

3.4Data Analysis
A power analysis was conducted to determine the minimum sample size. Based on
C o h e(h962Qcalculations, to obtain a minimum power of 80% and a medium effect size of

0.30, a minimum of 85 participants were needed.

Sensitivity, specificity, positive predictive values and negative predictive values were
calculated to assess the modified ET afddHs di agnosti c accuracy at N
cutoffs of 4, and receiver operating characteristics (ROC) curves were used to assess the
discriminating ability of the thermometers in detecting various types of distress among the

participants.

To analyselte diagnostic accuracy, eaffs needed to be established for the assessment
battery. For the DASS (both English and Mandarin versions), the study used-tifis citl0
and above for Depression, 8 and above for Anxiety, and 15 and above fol(ISivéssnd &

Lovibond, 1993) The decision to use coffs that indicated mild levels of depression, anxiety,
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and stress was borne fr om toff eeededtudetgcopmrentpsur po s e

who needed assistance.

With regard to the IE®R Total score, Weisd997)advised that there is no eoff for the
scale. However, as several-aits for the IESR have been investigated and tested, and it has
sometimes been used to identify clinical cases of P{&inuelson, undberg, & Fridlund,
2007) the current study chose to use theaftibf 33 recommended b@reamer, Bell, and Failla
(2003)because it yielded an overall diagnostic p:
specificity of 0.82, positive predictiyjgeo wer of 0. 90, and negative pr

(p.1494). This cubff was used for both the English and Mandarin versions of thdRIES

The SOCL13 faced the same constraints as theE&ntonovsky had asserted that as
health occurs on a continuymo cutoff should be established for any of the SOC scales.
However,Holmefur, Sundberg, Wettergren, and Langak$df (2015)found that the SOQ3
Total scores could be separated into three st
regarding the&sOC construct that a population can be divided into 25% having the lowest SOC
scores, 50% having scores in the middle, and
the study used the coff of 58 and above proposed by Holmefur e(2015)to identify
individuals with SOC from the medium range and below. Thistfitgcore was used for both

the English and Mandarin versions of the SC&

Hierarchical multiple regression analyses were conducted to test Hypotheses 2 and 3.
Population Type an@lime Since Diagnosis were controlled to minimise their possible confound.

Mi t ¢ h e | (2010gthermanheter@ and the CrushedUniT were then separately entered into the
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regression equation. P e a m was computedPto fondlauiet Mo me n t

correlations between the variables.

For all the institutions, scores wegrtered intdhe Statistical Package for the Social
Sciences (SPSS)ersion 22software to be analysetlhe diagnostic accuracy of the
t her momet ers when NN was usedcas wethasralbtre degressidn
analyses, were conducted using SPSS. Diagnostic accuracy based on the ROC analyses was

conducted using the MedCalc statistical software.
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Chapter 4: Study 1 Results

4.1 Results

In this section, the results tife current study will be presentiedthe following order: (a)
the diagnostic accuracy of the thermomet@kihe efficacy of the CrushedUniT in predicting
PTSS and Meaningfulness beyond the original ET andadd;€) the optimal combination of

thermoneters to predict various forms of distress.

4.1.1Diagnostic Accuracy of Thermometers

Findingsfrom calculation of theensitivity, specificity, negative and positive predictive
values based on NCdafefédor atl thernoometezsrindtianglthec u t
CrushedUniT (Table 2and ROC analysiélable 3), areeported. Théhermometers were
compared againsthe DASS subscales (i.e., Depression, Anxiety and Stress), tHe TE®l

score and SO@3 Total score

4.1.1ADiagnostic Accuracy of Thermometers Against Depression

Based on t he NCC Noifsof4, thecttermoneeterd lead reasanable
sensitivity ranging from 61.7% to 93.7%, but comparatively lower specificity ranging from 35.1%
to 75.3%. The CrushedWindemonstrated similar levels of sensitivity and specificity (61.7%

and 75.3% respectively). The redeit accuracy was the best for the AnxT (NPV = 81.8%).

Based on the ROC analysis, all the thermometers were statistically significant in their
ability to identify parents reporting depression as defined by the DASS Depression subscale. The
optimal thermometer recommended by the analysis was the DT (ROC = 0.782, Se =62.1%, Sp =

79.2%) at a cubff of above 5. In comparison, the DepT was less accurate (RODT55. Se =
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75.8%, Sp = 66.2%) at a eaff of above 4. The CrushedUniT demonstrated the bestrrule

accuracy (PPV = 82.9) at caff of above 3.

4.1.1BDiagnostic Accuracy of Thermometers Against Anxiety

Usi ng t he NCCN O =ff of £for alltherenonteterd, the thermometers
showed reasonable sensitivity ranging from 61.2% to 90.4%, and lower specificity ranging from
33.8% to 79.4%. The AnxT showed the best sensitivity (90.4%) but the lowest specificity
(33.8%), while the CrushedUniT slhied more equivalent and reasonable sensitivity (61.2%) and
specificity (79.4%). In terms of rudi@ and ruleout accuracy, the CrushedUniT (PPV = 81.8%)

and the DT (NPV = 75%) performed the best respectively.

Based on the ROC analysis, against DAfe8ned Anxiety, all the thermometers
demonstrated discriminatory abilities of anxiety in the same range. Their ROCs ranged from
0.709 (AngT) to 0.790 (DT). The thermometer with the bestirueccuracy was the HT (PPV =
84.1%) at a cubff of more than 5. Theule-out accuracy of the thermometers were modest,
ranging from 55.3% (HT) to 69.5% (DT). The CrushedUniT showed improved diagnostic
accuracy in terms of sensitivity, specificity, rileand ruleout accuracies when the enff was

at more than 1.

4.1.1CDiagnostic Accuracy of Thermometers Against Stress

At the predetermined cubff of 4 against DASSIefined Stress, the thermometers
demonstrated good sensitivity of between 63.5% (CrushedUniT) and 92.8% (AnxT). The
specificity of the thermometers waomparatively weaker. The AnxT had the weakest

specificity (34.7%), and the CrushedUniT had comparatively the highest specificity (78.7%).
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The CrushedUniT showed the highest fnle@ccuracy (PPV = 79.2%) and the AnxT the highest

rule-out accuracy (NPV 78.8%).

The ROC analysis found reasonable discriminatory ability of the thermometers in
identifying parents reporting stress as defined by the DB®8&ss subscale (ROC from 0.678 to
0.757). With the highest ROC, the DT also demonstrated the best ageuracy, PPV = 83.6%.

The HT showed the best rubait accuracy, NPV = 73.6%.

4.1.1DDiagnostic Accuracy of Thermometers Against Pdsaumatic Stress Symptoms
Using 4 as the prdetermined cubff score, the thermometers demonstrated good
sensitivity @ainst IESR Total scores. The AngT, DT, DepT and HT showed high sensitivity
(84.3%- 95.5%), while the CrushedUniT showed the weakest sensitivity (Se = 68.5%).
Nonetheless, the CrushedUniT showed the strongest specificity (Sp = 80.5%) and rule

accuracy(79.2%). The ruleut accuracy of the AnxT was the highest (NPV = 87.8%).

Using the ROC analysis, all the thermometers except for the AngT demonstrated
reasonable discriminatory ability in identifying PTSS defined by theREf®tal score. At a cut
off of more than 1, the CrushedUniT showed the bestinuecuracy (PPV = 77.4%), and

improved ruleout accuracy (NPV = 73.5%) compared to aaffiof 4.

4.1.1EDiagnostic Accuracy of Thermometers Against Overall SOC
For the SOEL13, higher scores indicate better preparedness for life challdreges
indicating more positive outcomeshile lower scores indicate difficulties in preparedness

indicating more negative outcomes

At t he NCCNOGs -offocdpthasengitidite af thecthetmometers ranged

from low to moderate. The AnxT showed the weakest sensitivity (Se = 34.2%) in identifying
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parents with moderate to high levels of SOC, while the CrushedUniT showed the strongest
sensitivity (78.9%) and ruleut accuracy (NPV = 74.6%). The AnxT had the strongest
specificity (81.9%). The HT had the highest rirleaccuracy for identifying parents with high

SOC (NPV = 65.0%).

Using the ROC analysis, the thermometers demonstrated modest ability to identify
parents rporting high levels of SOC. The ROCs ranged from 0.606 (AnxT) to 0.684
(CrushedUniT). The AngT demonstrated the strongestinudecuracy for identifying parents
with high SOC (PPV = 69.3) and the CrushedUniT demonstrated the highestiralecuracy

NPV = 72.0%). The Cr wffwasmdoterinanlld s opti mal cut

Overall,the diagnostic accuracy results as shown in Tables 2 and 3, hadiivated that
the modified ET antHT possessed reasonable ability, as well as modest to good levelsiof rule
and ruleout accuraciegp detect a variety of psychological distress among parents of children

with cancer or chronic illnes3hus, H1 was supported.

The next analysis on the efficacy of the CrushedUniT will report findings answering H2

and H3.
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Table2

Di agnostic Accuracy for Emoti on asubdscals IER Totahand 30aithEotaler (O 4) A

DT AnxT DepT AngT CrushedUniT HT

Against DASSDepression

Sensitivity 89.5% 93.7% 85.3% 76.8% 61.7% 83.2%

Specificity 44.2% 35.1% 50.6% 50.6% 75.3% 48.1%

PPV 66.4% 64.0% 68.1% 65.8% 75.3% 66.4%

NPV 77.3% 81.8% 73.6% 63.9% 61.7% 69.8%
Against DASSAnxiety

Sensitivity 89.4% 90.4% 79.8% 76.9% 61.2% 83.7%

Specificity 48.5% 33.8% 47.1% 54.4% 79.4% 52.9%

PPV 72.7% 67.6% 69.8% 72.1% 81.8% 73.1%

NPV 75% 69.7% 60.4% 60.7% 57.5% 67.9%
Against DASSStress

Sensitivity 88.7% 92.8% 82.5% 78.4% 63.5% 85.6%

Specificity 44.0% 34.7% 48.0% 53.3% 78.7% 52.0%

(continued)
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Table 2. Continued

DT AnxT DepT AngT CrushedUniT HT

Against DASSStress

PPV 67.2% 64.8% 67.2% 68.5% 79.2% 69.8%

NPV 75.0% 78.8% 67.9% 65.6% 62.8% 73.6%
Against IESR Total

Sensitivity 88.8% 95.5% 88.8% 76.4% 68.5% 84.3%

Specificity 41.0% 34.9% 51.8% 48.2% 80.5% 47.0%

PPV 61.7% 61.2% 66.4% 61.3% 79.2% 63.0%

NPV 77.3% 87.8% 81.1% 65.6% 70.2% 73.6%
Against SOC13 Total
Sensitivity 47.4% 34.2% 52.6% 60.5% 78.9% 51.3%
Specificity 76.3% 81.9% 76.6% 67.0% 50.5% 77.7%
PPV 62.1% 60.6% 64.5% 59.7% 56.6% 65.0%
NPV 64.0% 60.7% 66.7% 67.7% 74.6% 66.4%

Note.PPV = Positive predictive value; NPV = Negative predictive value
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Table3

89

Diagnostic Accuracy of Emotion and Help Thermometers Against the DASS subscafe3.da§ and SOQ3 Total Based on ROC

Analysis

DT AnxXT DepT AngT CrushedUniT HT
Against DASSDepression

Area under 0.782 0.736 0.755 0.666 0.757 0.722
ROC; 95% Cl (0.7131 0.841) (0.664i 0.800) (0.684i 0.817) (0.590i 0.736) (0.685i 0.819) (0.649i 0.788)
Delong 0.034 0.038 0.037 0.041 0.035 0.039
standard error
Optimum cut -5 >4 >4 >2 >3 >6
off
95% ClI (51.61 71.9) (75.3i 90.9) (65.9i1 84.0) (65.91 84.0) (45.81 66.6) (43.2i 64.0)
95% ClI (68.51 87.6) (40.3i 63.5) (54.61 76.6) (39.07 62.2) (75.91 92.6) (74.47 91.7)

(continued)
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Table 3. Continued
DT AnxT DepT AngT CrushedUniT HT
Against DASSDepression
78.6 68.3 73.4 65.4 82.9 80.9
PPV; 95% ClI . . y . . .
(67.77 87.3) (59.17 76.6) (63.67 81.9) (55.8i1 74.2) (71.57 91.2) (69.17 89.7)
62.9 72.8 68.9 62.9 61.5 59.7
NPV; 95% CI ; . . . . .
(52.57 72.5) (59.17 83.9) (57.17 79.2) (49.77 74.9) (51.67 70.7) (49.871 69.0)
DT AnxT DepT AngT CrushedUniT HT
Against DASSAnxiety
Area under 0.790 0.719 0.735 0.709 0.759 0.734
ROC;95% Cl - (9.7211 0.848) (0.6461 0.785) (0.662i 0.799) (0.635i 0.776) (0.688i 0.821) (0.661i 0.798)
Delong 0.034 0.040 0.038 0.040 0.034 0.038
standard error
Optimum cut >3 >5 >4 >3 >1 >5

off

(continued)
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Table 3. Continued
DT AnxT DepT AngT CrushedUniT HT
Against DASSAnxiety
Sensitivity; 827 635 72.1 67.3 68.0 558
95% Cl (74.01 89.4)  (53.4i 72.7)  (62.5( 80.5)  (57.4i 76.2)  (58.0i 76.8)  (45.77 65.5)
Specificity; 603 706 662 64.7 78.0 83.8
95% Cl (47.71 72.0)  (58.3i 81.0)  (53.71 77.2)  (52.2i 75.9)  (66.2i 87.1)  (72.97 91.6)
PPV; 95%CI 76.1 76.8 76.6 74.5 82.5 84.1
(67.2i 83.6) (66.41 85.2) (66.97 84.5) (64.5i 82.9) (72.87 89.9) (73.37 91.8)
NPV; 95% CI 69.5 55.8 60.8 56.4 61.4 55.3
(56.11 80.8) (44.71 66.5) (48.71 71.9) (44.71 67.6) (50.21 71.7) (45.27 65.1)
DT AnxXT DepT AngT CrushedUniT HT
Against DASSStress
Area under 0.757 0.715 0.738 0.678 0.746 0.732
ROC; 95% CI

(0.686i 0.819)

(0.641i 0.781)

(0.666i 0.802)

(0.602i 0.747)

(0.674i 0.810)

(0.659i 0.797)

(continued)
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Table 3. Continued
DT AnxT DepT AngT CrushedUniT HT
Against DASSStress
Delong 0.036 0.040 0.038 0.041 0.036 0.038
standard error
Optimum cut > 6 > 6 >4 > 2 > 2 >2
off
Sensitivity; 526 54.6 753 773 63.5 856
95% Cl (42.21 62.8)  (44.21 64.8) (6551 835)  (67.71 85.2)  (53.1i 73.1)  (77.07 91.9)
Specificity; 86.7 773 66.7 53.3 80.0 52.0
95% Cl (76.81 93.4)  (66.2 86.2)  (54.81 77.1)  (41.471 64.9)  (69.2i 88.4)  (40.27 63.7)
PPV; 95% Cl| 83.6 75.7 74.5 68.2 80.4 69.8
(71.91 91.8)  (64.0i 85.2)  (64.71 82.8)  (58.61 76.7)  (69.7i 88.6)  (60.77 77.8)
NPV: 95% Cl 58.6 56.9 67.6 64.5 62.9 73.6
(48.81 67.8)  (46.71 66.6)  (55.71 78.0)  (51.31 76.3)  (52.4i 72.6)  (59.71 84.7)

(continued)
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Table 3. Continued
DT AnxT DepT AngT CrushedUniT HT
Against IESR Total
Area under 0.749 0.747 0.788 0.674 0.796 0.716
ROC;95% Cl (06771 0.812)  (0.675i 0.810) (0.7201 0.847) (0.599i 0.744) (0.727i 0.853) (0.642i 0.782)
Delong 0.037 0.037 0.035 0.041 0.033 0.039
standard error
Optimum cut >5 >4 >4 >3 >1 > 6
off
Sensitivity; 61.8 86.5 79.8 68.5 742 52.8
95% Cl (50.91 71.9)  (77.61 92.8)  (69.91 87.6)  (57.81 78.0)  (63.81 82.9)  (41.97 63.5)
Specificity; 75.9 51.8 67.4 60.2 76.8 80.7
95% Cl (65.31 84.6)  (40.61 62.9)  (56.31 77.4)  (48.91 70.8)  (66.2i 85.4)  (70.67 88.6)
PPV: 95% Cl 73.3 65.8 72.4 64.9 77.4 74.6
(61.81 82.9)  (56.4i 743)  (62.51 81.0)  (54.3( 74.4)  (67.0i 85.8)  (62.07 84.7)

(continued)
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Table 3. Continued
DT AnxT DepT AngT CrushedUniT HT
Against IESR Total
NPV 95% CI 65.0 78.2 75.7 64.1 73.5 61.5
(54.61 74.4)  (65.01 88.2)  (64.37 84.9)  (52.5( 74.7)  (62.9i 82.4)  (51.71 70.7)
DT AnXT DepT AngT CrushedUniT HT
Against SOCL13 Total
Area under 0.641 0.606 0.671 0.676 0.684 0.677
ROC;95% Cl 05641 0.712)  (0.5291 0.680) (0.596i 0.741) (0.601i 0.745) (0.609i 0.753) (0.601i 0.746)
Delong 0.042 0.044 0.042 0.042 0.039 0.042
standard error
Optimum cut O 3 O 4 O 4 O 2 O 1 O 4
off
Sensitivity: 47.4 42.3 62.8 55.1 69.2 55.1
95% ClI (36.0i 59.1)  (31.2i 54.0)  (51.1i 73.5)  (43.4i 66.4)  (57.81 79.2)  (43.47 66.4)

(continued)
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Table 3. Continued
DT AnxT DepT AngT CrushedUniT HT
Against SOC13 Total
Specificity; 76.6 76.6 73.4 798 656 75.5
95% Cl (66.7i 84.7)  (66.7i 84.7)  (63.31 82.0)  (70.2i 87.4)  (55.0i 75.1)  (65.67 83.8)
PPV; 95% CI 62.7 60.0 66.2 69.3 62.5 65.1
(49.17 74.9) (45.91 72.9) (54.27 76.8) (56.31 80.4) (51.41 72.7) (52.41 76.4)
NPV; 95% ClI 63.8 61.6 70.4 68.2 72.0 67.0
(54.27 72.6) (52.17 70.4) (60.47 79.2) (58.77 76.8) (61.27 81.2) (57.27 75.8)
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4.1.2 Efficacy of the CrushedJniverse Thermometer in Comparison with Other
Thermometers

Hierarchicalmultiple regression analyses were conducted to determiredfitecy of
the CrushedUniT in predicting IER Total scores (measuring PTSS) and SOC
Meaningfulness, while controlling f@opulation type (i.e., parents of children with cancer or
chronic illness) and time since diagnosis. Population Type and Time Since Diagnosis were
simultaneously entered into Block 1, the original set of thermometers (i.e., DT, AnxT, DepT,
AngT, and HT) vere simultaneously entered into Block 2, and the CrushedUniT entered into

Block 3 as the independent (or predictor) variables.

4.1.2AEfficacy of Crushed Universe Thermomet@ver Other Thermometens
predicting IESR Total Score

The hierarchical multiple regression (Table 4) revealed that in Model 1, Population
Type and Time Since Diagnosis did not contribute significantly to the regression model,
(2,158) = 0.714p > .05. Population Type and Time Since Diagnosis accounteddes Of
the variation in IESR Total. In Model 2, the inclusion of the original thermometers
accounted for 35.2% of the variance in 4RSand this change inRvas significantF (5,
153) = 16.22p < .01. Higher scores on the thermometers were assowidtetigher IESR
Total scores. Including the CrushedUniT in Model 3 explained an additional 2.4% of the
variation in IESR Total. The Rchange was also significaft,(1, 152) = 5.931p < .05.
When all the independent variables were included in thérfindel, only the DepT and
CrushedUniT were significant independent predictors offEBotal. The most important

predictor of IESR Total was the CrushedUnib € 0.237,p < .05).

The correlations between the variables (Table 5) corresponded with the results of the
regression analysis. The thermometers had significant medium to large correlations with IES

R Total. Among them, the DepT and CrushedUniT had the largest correlatiaeviEBSR
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Total,r = 0.518 and = 0.547,p < .01 respectively. Time Since Diagnosis had a small but

statistically significant relationship with the AngTs 0.243,p<.01.

Table4d

Hierarchical Multiple Regression Analyses of Modified ET and HT orREStal Score

b 0 R? Sig. of R
change
Model 1 0.009 0.491

Population type 0.040 0.693
Time Since Diagnosis 0.064 0.524

Model 2 0.352 < 0.0001
Population type 0.025 0.788
Time since diagnosis 0.040 0.637
DT 0.058 0.572
AnxT 0.159 0.123
DepT 0.305 0.003
AngT 0.144 0.103
HT 0.044 0.629

Model 3 0.377 0.016

Population type 0.031 0.729
Time since diagnosis 0.053 0.525
DT -0.006 0.954
AnxT 0.162 0.110
DepT 0.210 0.049
AngT 0.095 0.286
HT 0.033 0.713

CrushedUniT 0.237 0.016
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Correlation between Thermometers, Population Type, Time Since DiagnosiESaRdl otal Score
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Population Time since IESR DT AnxXT DepT AngT HT CrushedUniT
Type diagnosis Total
Scores
Population Type 1
Time since 0.622** 1
Diagnosis
IES-R Total 0.061 0.086 1
Scores
DT -0.036 0.000 0.459** 1
AnxT -0.066 0.017 0.452** 0.646** 1
DepT -0.032 -0.020 0.518** 0.667** 0.656** 1
AngT 0.375** 0.243** 0.383** 0.495** 0.401** 0.409** 1
HT 0.127 -0.028 0.438** 0.598** 0.537** 0.595** 0.477** 1
CrushedUniT -0.006 0.153 0.547** 0.652** 0.538** 0.690** 0.467** 0.540** 1

*p< .01 (2tailed)



EXISTENTIAL DISTRESS AMONG PARENTS: SCREENING AND INTERVENTION 99

4.1.2BEfficacy of Crushed Universe Thermomet@ver Other Thermometerms
predicting SOG13 Meaningfulness

A similar three stage hierarchical multiple regression was conducted with thd $OC
Meaningfulness subscale as the dependent variable. The regression statistics are reported in

Table 6 below.

In Model 1, Population Typand Time Since Diagnosis accounted for 7.3% of the
variance in SO&3 Meaningfulness; (2,158) = 6.247p < .01, which reflected a significant
R?change. When the original thermometers were added into the regression model (Model 2),
they accounted for aadditional 9.9% of the variation of the model, resulting in significant
R2changeF (5,153) = 3.64p < .01. In Model 3, adding the CrushedUniT resulted in an
additional 5.9% variation in SGC3 Meaningfulness, which was a significaktcRangeF
(1, 1%2) = 11.76p < .01. Higher scores on the thermometers were associated with lower
SOG13 Meaningfulness scores. When all the independent variables were included in the
final model, only Population Type and the CrushedUniT were significant predictorssf SO
13 Meaningfulness. The CrushedUniT was the most significant predictor ¢flSOC

Meaningfulnessi(=-0.37,p < .01).

Table 7 summarises the correlations between the variables1S®e@aningfulness
had a small to medium correlation with all the therraters and Population Type. It had the
highest correlation with the CrushedUniT, followed by the HT. The results corresponded with
the regression analysibime Since Diagnosis had a small but statistically significant

relationship with the AngTr,= 0.243,p<.01.

Overall, the results supported H2 and H3 in that the CrushedUnIT contributed
statistically significant variance in the prediction of RS otal score and SOC3

Meaningfulness. Population Type also contributed significant variance in predicting
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Meaningfulness, suggesting that the parents of children with chronic illness reported lower

levels of sense of meaningfulness than parents of children with cancer.

Table6

Hierarchical Multiple Regression Analyses of Modified ET and HT on-$®C
Meaningfuhess

b P R2 Sig. of Rchange

Model 1 0.073 0.002
Population type -0.292 0.003
Time Since Diagnosis 0.038 0.700

Model 2 0.172 0.004
Population type -0.287 0.006
Time since diagnosis 0.057 0.546
DT 0.021 0.853
AnxT -0.018 0.878
DepT -0.185 0.104
AngT -0.013 0.900
HT -0.164 0.112
Model 3 0.231 0.001
Population type -0.298 0.003
Time since diagnosis 0.037 0.688
DT 0.121 0.295
AnxT -0.022 0.842
DepT -0.036 0.758
AngT 0.064 0.516
HT -0.147  0.141

CrushedUniT -0.371 0.001
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Correlation between Thermometers, Population Type, Time Since Diagnos&Q&iB Meaningfulness
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Population Time since SOG13 DT AnxT DepT AngT HT CrushedUniT
Type diagnosis Meaningfulness

Population Type 1

Time since 0.622** 1

Diagnosis

SOG13 -0.266** -0.144 1

Meaningfulnes

DT -0.036 0.000 -0.227** 1

AnxT -0.066 0.017 -0.171** 0.646** 1

DepT -0.032 -0.020 -0.284** 0.667**  0.656** 1

AngT 0.375** -0.243** -0.269** 0.495**  0.401**  0.409** 1

HT 0.127 -0.153 -0.315** 0.598**  0.537**  0.595**  0.477* 1

CrushedUniT -0.006 -0.028 -0.398** 0.652**  0.538**  0.690**  0.467** -0.540** 1

**p < .01 (2tailed); *p < .05 (2tailed)
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4.1.3Combination of Thermometers in Predicting Types of Distress

The same hierarchical multiple regression analyses were used to determine the
optimal combination of thermometers, while controlling for population type and time since
diagnosisPopulation Type and Time Since Diagnosis were simultaneously entered into
Block 1. Block 2 comprised the original set of thermometers simultaneously entered into the

model. The CrushedUniT was entered into Block 3.
The results will be presented accordinghe type of distress predicted.

4.1.3ACombination of Thermometers in Predicting Depression

In Model 1, Population Type and Time Since Diagnosis did not contribute
significantly to the regression mode{2,158) = 1.631p > 0.05. They accounted f@f6 of
the variation in DAS®epression. In Model 2, the thermometers accounted for an additional
34.6% of variancén DASS-Depression and resulted in a significadtRangeF (5, 153) =
16.735,p < .01. Model 3 included the CrushedUniT which resultea significant Rchange
of 6.3%,F (1,152) = 16.856p < .01. Higher scores on the thermometers were associated
with higher DASSDepression scores. The final model (Model 3) showed that controlling for
Population Type and Time Since Diagnosis, the Crushé&idrepresented the variance of the
other thermometers in accounting for DAB8pression. The results are summarised in Table

8.

Table 9 shows the correlations between the thermometers, Population Type, Time
Since Diagnosis and DASBepressionTime Sin@ Diagnosis had a small but statistically
significant relationship with the AngT= 0.243,p<.01.The medium to large correlations
between the thermometers and DAB&pression corresponded with the results of the
regression analysis. The CrushedUniT tralargest correlation with DASSepression,

also corresponding with the regression analysis.
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Table8

Hierarchical Multiple Regression Analyses of Modified ET and HT on El2&jfsession

5 ) - 2 Sig. of R
change
Model 1 0.020 0.020 0.199

Population type 0.070 0.486
Time since diagnosis 0.088 0.385

Model 2 0.367 0.346 <0.0001
Population type 0.048 0.598
Time since diagnosis 0.056 0.501
DT 0.194 0.056
AnxT 0.097 0.34°
DepT 0.181 0.069
AngT 0.135 0.124
HT 0.121 0.180

Model 3 0.430 0.063 <0.0001
Population type 0.059 0.497
Time since diagnosis  0.077 0.332
DT 0.091 0.357
AnxT 0.102 0.294
DepT .028 0.784
AngT 0.055 0.515
HT 0.103 0.229

CrushedUniT 0.383 <0.0001
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Correlation between Thermometers, Population Type, Time Since Diagnosis, andDBgt8Ssion
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Population Time since DASS DT AnxT DepT AngT HT CrushedUniT
Type diagnosis Depression

Population 1

Type

Time since 0.622** 1

Diagnosis

DASS 0.117 0.132 1

Depression

DT -0.036 0.000 0.515** 1

AnxT -0.066 0.017 0.432** 0.646** 1

DepT -0.032 -0.020 0.514** 0.667**  0.656** 1

AngT 0.375** 0.243** 0.428** 0.495**  0.401**  0.409** 1

HT 0.127 0.153 0.493** 0.598*  0.537**  0.595**  0.477** 1

CrushedUniT -0.006 -0.028 0.616** 0.652**  0.538**  0.690**  0.467**  0.540* 1

**p < .01 (2tailed); *p < .05 (2tailed)
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4.1.3BCombination of Thermometers in Predicting Anxiety

The first model showed that Population Type and Time Since Diagnosis contributed
significantly to the regression modEe{2, 158) = 4.034p < .05, accounting for 4.9% of the
variation in DASSAnxiety. When the original ET and HT were entered into the model
(Model 2), they resulted in a significant Bhange of 0.367(5,153) = 15.396p < .01. In
Model 3,the CrushedUniT appeared as a sigraht predictorfy = 0.305,p < .01) It
accounted for 4% of the variance in Model 3, which reflected a significactiddgeF (1,
152) = 10.288p < .01. Higher scores on the thermometers were associated with higher
DASSAnxiety scores. The final modéWipdel 3) showed that controlling for Population
Type and Time Since Diagnosis, the CrushedUniT represented the variance of the other

thermometers in accounting for DAS®ixiety. The results are presented in Table 10.

The correlations between the variab(@able 11) corresponded with the results of the
regression analysis. The CrushedUniT had the largest correlation with-BA8&y. The
DASS-Anxiety had medium to large correlations with all the thermometers. In addition, Time
Since Diagnosis had smallitsstatistically significant correlations with DASSxiety and

AngT, r = 0.205,p<.01 andr = 0.243,p<.01, respectively.
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Table10

Hierarchical Multiple Regression Analyses of Modified ET and HT on BXx&ety

5 ) - 2 Sig. of R
change
Model 1 0.049 0.049 0.020

Population type 0.104 0.297
Time since diagnosis 0.141 0.158

Model 2 0.367 0.318 <0.0001
Population type 0.075 0.411
Time since diagnosis 0.105 0.207
DT 0.144 0.155
AnxT 0.113 0.265
DepT 0.143 0.148
AngT 0.133 0.129
HT 0.169 0.061

Model 3 0.407 0.040 0.002

Population type 0.083 0.346
Time since diagnosis  0.121 0.133
DT 0.062 0.540
AnxT 0.117 0.236
DepT 0.022 0.834
AngT 0.070 0.422
HT 0.155 0.077

CrushedUniT 0.305 0.002
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Table 11
Correlation between Thermometers, Population Type, Time Since Diagnosis, andADA&SH
Population Time since DASS-Anxiety DT AnxT DepT AngT HT CrushedUniT
Type diagnosis
Population ype 1
Time since 0.622** 1
diagnosis
DASSAnxiety 0.183* 0.205** 1
DT -0.036 0.000 0.479** 1
AnxT -0.066 0.017 0.420** 0.646** 1
DepT -0.032 -0.020 0.471* 0.667**  0.656** 1
AngT 0.375** 0.243** 0.437** 0.495**  0.409**  0.409** 1
HT 0.127 0.153 0.502** 0.598**  0.595**  0.595**  0.477** 1
CrushedUniT -0.006 -0.028 0.560** 0.652**  0.690**  0.690**  0.467**  0.540** 1

**p< .01 (2tailed); *p < .05 (2tailed)
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4.1.3CCombination of Thermometers in Predicting Stress

Model 1 showed that Population Type and Time Since Diagnosis did not significantly
contribute to the regression mode{2, 158) = 0.871p > .05. They only accounted for 1.1%
of the variance in DASStress. Model 2 contributed 35.1% additional varian¢eeéanodel,
which was significanti-(5,153) = 18.157p < .01. In Model 2, the DT was a significant
predictor of DASSStress ) = 0.240,p < .05). However, the significance of DT disappeared
when the CrushedUniT was added in Model 3. Model 3 includedrih€dUniT, which did
not significantly contribute to the final modé{(1,152) = 3.197p > .05. The CrushedUniT
only contributed 1.3% of the variance to the final model. Higher scores on the thermometers
were associated with higher scores on DAR®ssThe final model showed that none of the
thermometers were significant independent predictors of DBiESs, suggesting that stress
can be collectively predicted by all the thermometers in Model 2. The resustsoavain

Table 12.

The correlations in dble 13 showed medium to large correlations between the
thermometers and DASStress. The correlation results corresponded with those of the
regression analysis in demonstrating that any of the thermometers can be used to predict
DASS-Stress. Time Since Bgnosis had a small but statistically significant correlation with

the AngT,r = 0.243,p<.01.
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Tablel2

Hierarchical Multiple Regression Analyses of Modified ET and HT on E&Ss

& ) - 2 Sig. of R
change
Model 1 0.011 0.011 0.420

Populationtype 0.022 0.830
Time since diagnosis 0.090 0.376

Model 2 0.379 0.368 <0.0001
Population type -0.012 0.893
Time since diagnosis 0.053 0.523
DT 0.240 0.017
AnxT 0.131 0.194
DepT 0.081 0.410
AngT 0.169 0.052
HT 0.131 0.142

Model 3 0.392 0.0134 0.076

Population type -0.007 0.935
Time since diagnosis 0.062 0.448
DT 0.194 0.059
AnxT 0.133 0.183
DepT 0.012 0.909
AngT 0.133 0.131
HT 0.123 0.165

CrushedUniT 0.172 0.076
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Table 13
Correlation between Thermometers, Population Type, Time Since Diagnosis, anbDésSS
Population Time since DASSStress DT AnxT DepT AngT HT CrushedUniT
Type diagnosis
Population 1
Type
Time since 0.622** 1
Diagnosis
DASS Stress 0.071 0.105 1
DT -0.036 0.000 0.538** 1
AnxT -0.066 0.017 0.456** 0.646** 1
DepT -0.032 -0.020 0.480** 0.667*  0.656** 1
AngT 0.375** 0.243** 0.441** 0.495**  0.401**  0.409** 1
HT 0.127 0.153 0.487** 0.598**  0.537**  0.595**  0.477** 1
CrushedUniT -0.006 -0.028 0.526** 0.652**  0.538**  0.690**  0.467**  0.540** 1

**p < .01 (2tailed); *p < .05 (2tailed)
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4.1.3DCombinationof Thermometers in PredictingOG13 Comprehensibility

In Model 1, Population Type and Time Since Diagnosis did not contribute
significantly to the regression mode{2, 158) = 0.841p > .05 (Table 14). They contributed
1.1% of the variance in SGL3 Comprehensibility. Model 2 contributed an additional 14.3%
towards the model [RchangeF(5,153) = 5.182p < .01]. The CrushedUniT was added in
Model 3. It did not contribute significantly towards SQ8 Comprehensibility (Rchange =
0.009,p > .05),F(1,152) = 1.658p>.05. Higher scores on the thermometeesenassociated
with lower SOCG13 Comprehensbility scores. The final model showed that none of the
thermometers were significant independent predictors of-B®Comprehensibility.
However, because Model 2 was significant, SCB3Comprehensibility could keollectively

predicted by all the thermometers. The results are presented in Table 14.

The correlations in Table 15 showed small to medium correlations between the
thermometers and SOGL3 Comprehensibility. The correlation results corresponded with
thoseof the regression analysis in demonstrating that any of the thermometers can be used to
predict SOG13 Comprehensibility. A small but statistically significant correlation was found

between Time Since Diagnosis with the Ang¥, 0.243,p<.01.
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Table14

Hierarchical Multiple Regression Analyses of Modified ET and HT on-$®C
Comprehensibility

; ) =2 2 Sig. of R
change
Model 1 0.011 0.011 0.433
Population type -0.122 0.228
Time Since Diagnosit 0.113 0.267
Model 2 0.154 0.143 <0.0001
Population type -0.102 0.331
Time since diagnosis 0.143 0.137
DT -0.045 0.700
AnxT -0.199 0.091
DepT -0.014 0.899
AngT -0.114 0.260
HT -0.093 0.372
Model 3 0.163 0.009 0.200
Population type -0.106 0.312

Time since diagnosis  0.135 0.160

DT -0.006 0.960
AnxT -0.201 0.088
DepT 0.044 0.722
AngT -0.084 0.418
HT -0.086 0.407

CrushedUniT -0.145 0.200
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Correlation between Thermometers, Population Type, Time Since Diagnosis, afiB &8 prehensibility
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Population Time SOG13 DT AnxT DepT AngT HT CrushedUniT
Type since Comprehensibility
diagnosis
Population Type 1
Time since 0.622** 1
diagnosis
SOGCG13 -0.066 0.033 1
Comprehensibility
DT -0.036 0.000 -0.312** 1
AnxT -0.066 0.017 -0.288** 0.646** 1
DepT -0.032 -0.020 -0.323** 0.667**  0.656** 1
AngT 0.375** 0.243** -0.281** 0.495**  0.401**  0.409** 1
HT 0.127 0.153 -0.321** 0.598**  0.537** 0.595** 0.477** 1
CrushedUniT -0.006 -0.028 -0.349** 0.652**  0.538* 0.690** 0.467** 0.540** 1

**p < .01 (2tailed); *p < .05 (2tailed)
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4.1.3ECombination of Thermometers in Predictin§OG 13 Manageability

In Model 1, Population Type aridme Since Diagnosis contributed significantly to
the regression model in contributing a significahtRange of 5.2%F(2,158) = 4.298p<.05,
towards SO€EL3 Manageability. In Model 2, the original ET and HT contributed an
additional 18.1% of variatiowhich was significant-(5,153) = 7.231p < .01. The final
model (Model 3) included the CrushedUniT, which contributed an additional variance of 0.6%
which was not a significant®R®hangeF(1,152) = 1.183p>.05. Higher scores on the
thermometers were saciated with lower scores on SEG Manageability. The final model
showed that the AngT was the optimal thermometer to predict BBO@anageabilityff = -

2.22,p<.05) The results are presented in Table 16.

The correlations in Table 17 showed small to medium correlations between the
thermometers and SOL3 Manageability. The AngT had the largest correlation with 8QC
Manageability, thus corresponding with the regression analysis in showing that the AngT is
the optimal thermometer to predict SAB Manageability. The AngT also had a small but

significant correlation with Time Since Diagnosis; 0.243,p<.01.



EXISTENTIAL DISTRESS AMONG PARENTS: SCREENING AND INTERVENTION 115

Table16

Hierarchical Multiple Regression Analyses of Modified ET and HT on-$®C
Manageability

; ) =2 2 Sig. of R
change
Model 1 0.052 0.052 0.015
Population type -0.248 0.013
Time Since Diagnosit 0.036 0.714
Model 2 0.233 0.181 <0.0001
Population type -0.169 0.092
Time since diagnosis 0.052 0.671
DT 0.009 0.936
AnxT -0.071 0.525
DepT -0.167 0.126
AngT -0.242 0.012
HT -0.065 0.512
Model 3 0.239 0.006 0.279
Population type -0.173 0.086

Time since diagnosis  0.045 0.620

DT 0.040 0.725
AnxT -0.073 0.516
DepT -0.120 0.305
AngT -0.218 0.028
HT -0.060 0.546

CrushedUniT -0.117 0.279
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Table 17
Correlation between Thermometers, Population Type, Time Biagaosis, and SOQ3 Manageability
Population Time SOG13 DT AnxT DepT AngT HT CrushedUniT
Type since Manageability
diagnosis
Population Type 1
Time since 0.622* 1
Diagnosis
SOG13 -0.221** -0.120 1
Manageability
DT -0.036 0.000 -0.294** 1
AnxT -0.066 0.017 -0.273** 0.646** 1
DepT -0.032 -0.020 -0.363** 0.667** 0.656** 1
AngT 0.375** 0.243** -0.411* 0.495** 0.401**  0.409** 1
HT 0.127 0.153 -0.355** 0.598** 0.537**  0.595** 0.477* 1
CrushedUniT -0.006 -0.028 -0.363** 0.652** 0.538**  0.690** 0.467** 0.540** 1

**p < .01 (2tailed); *p < .05 (2tailed)
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4.1.3F Combination of Thermometers in Predicting Overall Sense of Coherence

Model 1 showed that Population Type and Time Since Diagnosis contributed a
variance of 4.5% to SOC3 Total, which was a significanfRhangeF(2,158) = 3.748p
< .05. Model 2 included the original ET and HT, which contributed an additional 18.4% of
variation to the model. The inclusion of the original ET and HT resulted in a signifiéant R
changeF(5, 153) = 7.317p < .01.The final model (Mdel 3) included the CrushedUniT,
which contributed an additional variance of 2.4%, which was a significactiage,
F(1,152) = 4.834p<.05. Higher scores on the thermometers were associated with lower
scores on SOQ3 Total. The final model showed tlibe optimal thermometer for predicting
SOG13 Total was the CrushedUniT. The final model also showed that Population Type
remained a significant predictor of SAG ( =-0.216,p<.05). The results are presented in

Table 18.

The correlations in Table 19 support the findings from the regression analysis.
Population Type had a small but significant correlation with QT otal, and the
CrushedUniT had the largest correlation with the SK30 otal. Time Since Diagnosis had a

smadl but statistically significant correlation with AngT= 0.243,p<.01.

Overall, the different types of distress were each predicted by only one thermometer.
In particular, the CrushedUniT was the most representative predictor of most forms of
distressThis was with the exception of the S&G Manageability, which showed the
optimal thermometer to be the AngT. An interesting finding was the contribution of
Population Type to SOC3 Meaningfulness and SEL3 Total Scores. The results will be

discussed ithe next section.
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Table B

Hierarchical Multiple Regression Analyses of Modified ET and HT on-$®Total Score

5 ) - 2 Sig. of R
change
Model 1 0.045 0.045 0.026
Population type -0.252 0.012
Time Since Diagnosit 0.076 0.443
Model 2 0.230 0.184 <0.0001
Population type -0.209 0.038
Time since diagnosis 0.102 0.264
DT -0.009 0.937
AnxT -0.122 0.279
DepT -0.136 0.214
AngT -0.152 0.114
HT -0.122 0.221
Model 3 0.253 0.024 0.029
Population type -0.216 0.031

Time since diagnosis  0.089 0.324

DT 0.054 0.634
AnxT -0.124 0.262
DepT -0.042 0.716
AngT -0.104 0.287
HT -0.111 0.260

CrushedUniT -0.235 0.029
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Table 19

Correlation between Thermometers, Population Type, Time Since Diagnosis, afiBJ0tlScore

Population  Time SOGC13 DT AnxXT DepT  AngT HT CrushedUniT
Type since Manageability
diagnosis
Population Type 1
Time since 0.622** 1
diagnosis
SOG13 -0.205** -0.082 1
Manageability
DT -0.036 0.000 -0.328** 1
AnxT -0.066 0.017 -0.291** 0.646** 1
DepT -0.032 -0.020 -0.379** 0.667** 0.656** 1
AngT 0.375** 0.243** -0.375** 0.495** 0.401**  0.409** 1
HT 0.127 0.153 -0.386** 0.598** 0.537**  0.595** 0.477** 1
CrushedUniT -0.006 -0.028 -0.428** 0.652** 0.538**  0.690** 0.467** 0.540** 1

**p < .01 (2tailed); *p < .05 (2tailed)
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Chapter 5: Study 1 Discussion

Parents of children with cancer or chronic illness face significant distress. The current
studyhad three aims: to validatee modified Emotion and Help Thermometers (ET and HT)
among parents of children recently diagnoséti sancer or chronic illnessy test the ability
of the CrushedUniT to identify parents reporting PTSS and/or facing a crisis in their sense of
meaning in life and to explore the optimal combination of thermometers in predicting

various forms of distress

The results from the stydupported the hypotheses. Firstly, with the exception of the
SOG13 Total score, the thermometers showed reasonable to good sensitivity but low
specificity in identifying parents reporting distress (H1). Secondly, the Crushed Universe
Thermometer (Cruslad&niT) was found to predict IER Total score (measuring PTSS) and
SOG13 Meaningful ness ovVve({0l@originalasdi of ZneotioMand c h e | |
Help Thermometers (ET and HT), thus supporting H2 and H3. Lastly, each type of distress
had its optmal combination of thermometers, among which, the CrushedUniT was a
significant predictor for most of the types of distress. Together, the results indicate that the
CrushedUniT identified a different dimension of distress faced by parémas is, onehat

included an existential aspect that concerns

This section integrates the results from the diagnostic accuracy and regression
analyses of the modified ET and HT, and relates them to the various forms of distress parents

face, with a focus on their meaninglated distress.

5.1 Results from the Diagnostic Accuracy Analyses
TheDistressThermometer (DTyvas the optimal thermometer for detecting

depression. Theurrent study demonstrated that at aaffiof greater tham, the DT showed
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a greater ROC value, specificity and ruleaccuracy (PPV) than the Deplhhis result

departs from past research findings of the DepT and AnxT having better diagnostic accuracy
in the form of larger AUCs, higheensitivity and specifictover the DT(Beck et al., 2014;

Gil, Grassi, Travado, Tomamichel, & Gonzalez, 2005; Mitchell, B&denn, Granger, et al.,
2010; Mitchell, BakeiGlenn, Park, Granger, & Symonds, 20IMe results suggest that in

this sample, parents of ill children rhigexperience depression as a general form of distress
rather than as a disord&vidence from crossultural research supports that Asians may

report depression symptoms differently from their Western counterparts. Instead of reporting
psychological symioms such as feelings of guilt, worthlessness, or irritability, Asians

showed a tendency to report somatization symptoms such as headaches, sleeplessness, or
changes in appeti{&alibatseva & Leong, 2011; Kim, 2012)hus, parents might have
conceptualisg symptoms of depression as an overall emotional upset rather than specifically

as depression.

With regard to anxiety, findings were mixed. While the Anxiety Thermometer (AnxT)
had the best sensitivity at eoff of 4, its predictive accuracy in othespgects and according
to the ROC analysis was not as favourable as other thermometers. Instead, in terma of rule
accuracy, the CrushedUniT at the-ofitof 4, and the Help Thermometer (HT) at a-offt
greater than 5 were better screeners of DAS&Siety than the AnxT. While sensitivity and
specificity are important tools to understand the qualities of a screening tool, tireanbtk
rule-out accuracies (PPV and NPV) reflect the likelihood that individuals actually have the
difficulties (or not) whentte test shows a positive (or negative) result, and are thus more
applicable to ouuseof the thermometers in relation to the current populdiiatkhen &
McCluskey, 2008)The results with regard to detecting DASBXiety contrast with past
research finding the AnxT to be the optimal thermom@eck et al., 2014; Mitchell, Baker

Glenn, Granger, et al., 2010; Schubart, Mitchell, Dietrich, & Gusani, 26iding that the
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HT is the optimal thermometer for detecting anxi@nverges with theesults of the

regresion analysg, and suggests that when children are diagnosed with acareehronic

illness parentsd anxieties might be related mor
t han about theseMThehi lmpds tianlcere 9§ paEngour ces t
supports theories emphasising the buffering effects of resources againgi’straissvsky,

1987; Mak et al., 2007)

The CrushedUniT performed well in the detection of PTSS (measured Hy Tl
score) and overall orientation to life (measured by SGJ otal score)lt possessed the
strongest specificity and rula accuracy in detecting PTSS, and the strongest sensitivity and
rule-out accuracy in detecting overall orientation to life. Inipatar, the CrushedUniT was
identified by the ROC analysis to be the optimal thermometer in detecting these two
constructs. The performance of the CrusheddUn
worldviews and threatened perceptions of life when ttald is diagnosed with cancer or a
chronic illness. The resul t s cooréspondeckwittCtheu s h e d U

regression analyses that were subsequently run, and will be discussed in detail below.

5.2 Efficacy of Crushed Universe Thermoneter in Comparison with Original
Thermometers

The CrushedUniT was not only found to contribute increased predictive ability
beyond the original thermometers in predicting-lESotal and SO€L3 Meaningfulness, but

was also the optimal thermometer in peidg SOCGMeaningfulness and, to a smaller extent,

fal)

theIEST Total. The results support the use of
measure the presence of PTSS or crisis in meaning among parents of ill children. The results
are aligned withJaneBu | manés As s ump t(1992¢n thatoracéivithga Theor vy
di agnosis of <cancer, or living with a child

of the world as benevolent, meaningful, and that they are worthy. The diagnosis of a chronic
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and/orlife-threatening illness in a child represented a loss to parents on many fronts in not
just the potential physical death of their child, but perhaps may also be symbolic of their

hopes and expectations of the future and of their child.

Firstly, in suppa of H3, theCrushedUniThad overall greater predictive ability than
the original ET and HT in predicting SG@eaningfulness, andas theoptimal thermometer
indoingso. Theresusupport past research {Borkdtalngs of
2005,p.268) as wel lossafmeparagteapon their(Caolimng | dds ¢
et al., 2016; Grootenhuis & Last, 199The findings also support research among parents of
children with disabilities, where it was found that parents contmseek meaning for their
chil drendés disabiliti d¥%J.bea Park, & Reechijg2085) t er t he
Convergence of the current studyoés findings
experience of t helendsupporitdtbedaxe vdlidity of theterims al s o
ACrushed Universeo to describe the ther momet

understanding of the term ACrushed Universeo

(@]

hanged a | ot o, AMyrleiof eanids ArEontd tolfe tshaemewoan v

The prediction of SO@3 Meaningfulness was not only enhanced by the
CrushedUniT, but also the population type. Specifically, parents of children with chronic
illness reported lower levels of S@B Meaningfulness than parewtischildren with cancer.

This finding supports studies on the experience of parents of children with chronic illness. In

particular, past research demonstrated that given the nature of chronic illness as one that is

long-term and either not curableorpogy | i mi t ati ons in individual
parents faced egoingandlong er m stressors in terms of the
the familybés functioning, and their own adju

(Coffey, 2006) Two seemingly opposing yet complimentary implications arise from the on

going stressors and reminders of theiratbls 1 | | n e s s . chrodicgriefand st was
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sorrow were reported amongst pard@sorge, Vickers, Wilkes, & Barton, 2006; Gordon,

2009) and the second was that despite their distress, parents continuously sought to find
meaning from their chil doés (YlJlLeesesak, 2% each p
Nabors et al., 2013Yogether, these converging pieces of evidence suggegsh at par ent s
sense of meaning is dynamic, and can be test

highlighting the importance of regular screeningnonitortheir psychological welbeing.

Inherent in Population Type was the demographic ckeniatics for both populations.
These included parentsd age, marital status,
time since diagnosis. These differences could have been underlying factors influencing the
prediction of SOEL3 Meaningfulness antiOG13 Total. While the differences could have
been due to the discrepancy in sample sieeproportion of parents of children with chronic
illness was greater than that for parents of children with calReghermore, it was
interesting that these vahles predicted only SOC3 Meaningfulness and SGI3 Total,
and not the other forms of di s t2006)fnslings These r
above, and also be explained by Antonovskyods
generalisedesistanceresourcés . e. , strain on family functio
of difficulties, support from surrounding others, étcan lead to eventual reductions in their

SOC levels.

Secondly, the CrushedUniT was a significant predictor 8fRETotal over and above
the other thermometers, and was the optimal thermometer in combination with the
Depression Thermometer (DepThe results suggest that apart from experiencing shattered
assumptionsdPTSS among parents is experiencedrastional dstress in the form of
depression when their child is diagnosed with cancer or a chronic illness. Such a suggestion is
supported by research finding®oth within the field of paediatric oncology or in the general

populationi that PTSS is conorbid withemotional disorders such as depression and/or
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anxiety(Greening & Stoppelbein, 2007; Hynan, Mounts, & Vanderbilt, 20d8)ch can be
mai ntained through i ndi vi(dlems,ICkrk Hackmareayr pr et at i

McManus, & Fennell, 2005; Kleim,Hters, & Glucksman, 2012)

5.3 Optimal Combinations of Thermometers

The study also sought to identify the optimal combination of thermometers to predict
other forms of distress. Except for SQG Manageability, the CrushedUniT was the optimal
thermomeer in predicting the other forms of distress in parents. This suggests that at least
among parents of ill children, their distress contains a dimension of existential distress. This
perspective converges with the proposition by several researchersnieahexgmaking
field. Firstly, meaning researchers advocate that sense of meaning is a core, organising
construct in the maintenance of psychological Wweihg, the loss of which leads to
significant psychological distre¢srankl, 1963; Park & Folkman997; P. T. P. Wong,
2016) However, because it is such a fundament :
makeup, it is often not a prominent feature of psychological dis{i#ssvn, Roach, Irving,
& Joseph, 2008)While distress associated with meanmight be seen as an undercurrent of
other types of distress, the current research shows the pervasiveness of meaning distress
among parents. This thus underscores a need for future research to make measurement of

meaning distress a focus.

The hierachical regression found the CrushedUniT to be the optimal predictor of
anxiety. This was a different finding from Mitchell et @010) who found that a
combination of the AnxT and DepT added to th
findingsalso differ fromotherresearch investigating the ET and (€Ig., Beck et al., 2014)
as well as th®T (e.g., Akizuki, Yamawaki, Akechi, Nakano, & Uchitomi, 2005; K. A.
Donovan, Grassi, McGinty, & Jacobsen, 2014; Grootenhuis et al., 2014; Haverman et al.,

2013) Particularly for the DT, studies have found reasonable sensitivity for the detection of
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anxiety, depression, and overall distr@§sA. Donovan et al., 2014There are several

possible reasons for the departure of the current findings from the literature. Firstly, as far as
we are aware, the current study is the first to implement the modified ET andthiHgarents

of children with cancer or a chronic illne§us far, studies have only been conducted on the
validity of the DT on parents of a chronically ill chile.g., Haverman et al., 2013 could

hence be possible thidte modified ET and HT are detecting distress that were not otherwise
reported by peents in previous studies. In this study, that the CrushedUniT predicted anxiety
among parents, suggeststhat e xi st enti al component wunder/|
Such an explanation is supported thegfutureesear ch
relapse, achieving milestones, the future, @ic,, Yeh, & Mishel, 2010; Santacroce, 2003)
Furthermore, meaning of life has also been found to partially mediate the relationship

between anxiety and mental health among actimical sampleof Taiwanese adults, further
supporting the important yet underlying role of meaning in maintaining psychological well
being(Shiah, Chang, Chiang, Lin, & Tam, 2015econdlyK. A Donov an(264) al . 6s
metaanalysis of the literature regarding the BXiggested that different translations of the

DT led to different levels of diagnostic accuracy of the instrument as well-a#f agbres. A
proportion of participants in the present study used the Mandarin version of the ET and HT,
which might have contouted to differences in the results. Thirdlye current study used the

DASS instead of the HADS because the population of interest were caregivers rather than
patientsLastly, given that the population of interagére parentand carersind not the

paients themselves, the findings might reflect inherent differences in the experiences of

parents from patients.

Withr egard to Manageability, orweiendi vi dual s
available to them to meet the demands of stressful situatiomsngiewas the optimal

predictor This suggestt hat parentsd6 perspectives of the
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element of angeSen and YurtsevéR007)found that families of children with chronic

illnesses reported anger related to acceptiagthr chi | dés il Il ness, as w
accessing emotional and social support from family members and frigrelexperience of

anger also has i mplicati ons Medema, damiitaant sé cho
Fortin, Easley, and Matthews (B0) found that parents of children with canceported

experiencing difficult emotions such as anger, yet coped with it through avoidance strategies,
which ultimately contributed further to stress within the famillgese convergent lines of
researchsuggst t hat parentsd experiengomnmgandf anger
anticipated future chal l en gmdshe @skof unbelpfalt ed wi t
choices of coping strategies as a result of their emotional distress, which alstedipair

perceptions of accessibility to resources and ability to harness them.

5.4 Limitations

While the current study shows interesting results that are worthy of deeper
investigation, it also faces some limitations. These limitations include the small sample size
particularly among parents of children with cancer, the lack of equivalence behgeen t
cancer and chronic illness sample in terms of time since diagnosis and the circumstances

under which they were recruited, and the choice of 33@ assessing meaning.

A small sample size from parents of children with cancer could &ffeeted the
statistical power needed for thenxxT and DepTto predict or beptimal thermometers of
depression and anxiety, and the lack of statistical significance of the AngT in its diagnostic
accuracyFurthermore, while finding that the CrushedUniT was a signifipegdictor of
almost all forms of distress was noteworthy and corresponds with theories on meaning, it was
also puzzling that the single AnxT and DepT did not independently predict anxiety and
depression respectivelyhe current study met with difficulty recruitment because of

firstly, thelow prevalence of paediatric cancer in the Singapore population, secondly, the
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apprehension of parents in taking part in research due to lack of time, having other
commitments, and lastly, the timeline of the redeaiee to its being a doctoral thesis. It is
highly recommended that future research includes a larger sample size to allow for greater

statistical power.

The current study also faced a limitation with regard to the equivalence of the sample
populationsThe current study recruited parents of children newly diagnosed with cancer and
parents whose children had been diagnosed with a chronic illness for a mean of 11 years, and
a minimum of 2 months. The large variation in time since diagnosis between thlesam
might have resulted in the differences in their reported distiessflected by the positive
and statistically significant correlations between time since diagnosis and the AngT and
DASSAnxi ety.ciPamuenstt adhces r el sstcodddalsdhavetedhte i r c hi
differences in reports of distresss the parents who were on active fologvat CRS tended
to be facing psychosocial issuasadditiontod i f f i cul ti es with their <c
their distress might have been similaptarents of children with cancer, the psychosocial
issues might have been possible confouNdsietheless, the impact of these differences were
only observed in SOQ3 Meaningfulness and SGL3 Total scores, thus suggesting that
while parents of children ih cancer or chronic iliness face largely the same types of distress,
thelongt er m i mpli cations of paediatric chronic

meaning in life and preparedness towards life stressors.

The use of the SOC3 might abo have been a limitation. Firstly, a necessary step in
determiningpredictiveaccuracy of tools is the establishment of getermined cubffs of
the test t ool an dHajtamTdaki2918)IHdoweset, thencdrieemt d 6 t o o |
consensusaboutSO@Ga i ts components is that being a |
outlook on life, they are continuous constructs that have noftsitAntonovsky, 1987)

Al t hough Ho (2618)suggested tuffahad adtheoretical bastbeir study and
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its suggested ctff pointis, as far as we know, the first of its kind, and¢bheparatively

poorer sensitivity and specificityf the thermometer® other types of distreds the current

study suggest that the eoffs may have either been unsuitablethat the SOC concept

really has no cubffs or demarcations of low, medium or high levels. In relation to this issue,

is also that one of the primary questions of this study was to investigate the accuracy of the
CrushedUniT in identifying parents faciagerisis in meaning. Without the availability of

cut-offs for the Meaningfulness subscale on the SI3Cthe closest the study got to

answering the question was through the regression analysis. Future research could thus look
into using other meaninelaed subscales with established-offt to test the utility of the

CrushedUniT.

Another limitation of the SOQ@3 pertains tats psychometric propertieowing lack
of construct validityand might banore stable as aifem questionnair@~erguson, Da,
Browne, & Taylor, 2015)Furthermore, given that a Mandarin version of the 9G@vas
used for the current study, there might have been differencéariiy of certain itemsDing,
Bao, Xu, Hu, and Hallberg (201®)und that although the Mandarin S&G was valid
among women with cervical cancer in Mainland China, there were cultural differences in
participantsd under st andThegtngstale oftteS@DB ns e s
has also been suggested to be problematic for respondentstleie difficulty in applyinga
sevenpoint rating scaléHolmefur et al., 2015)Holmefur and colleagues thus proposed a
five-point rating. The fourth reason for the drawback of the 83 the longstanding
debate in the field about whether the SOCusigary concept or a threactor construct
(Eriksson & Lindstrom, 2005)The implication of this debate on the current study is that it
might explainwhy the Comprehensibility subscale was collectively predicted by all the

thermometers, rather than bgiagle thermometer.

on
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5.5Implications

The overall results suggest that parents of children with cancer and chronic iliness
face distress related to their sense of meaning and overall SO@veahe potential to
continue many years after the initial girosis, and emotional distress that may be related to
their SOC. The results have implications in the care for parents, categorised intanslgrt

and longterm care.

In the short term, assistance for parents would be to firstly assist them in identifying
their distress, and this can be done through the screening process and a debrief session. A
screening process may be beneficial to parents in the sense that ihaeipsbtain the type
of assistance they require, such as access to resources in the case of parents in the paediatric
oncology population, or followaps with their social worker to discuss any emotional

difficulties, as with parents of children with chroriloess.

Mid-term care would comprise parents receiving assistance with their emotional
difficulties, such as in the form of psychotherapy or skewn interventions, as
recommended bpplebaum and Breitbart (2013ahler, Sahler, Dolgin, Phipps, and
Fairclough (2013)andKazak et al. (2007)As Hocking et al. (2014found, parents in the
paediatric oncology population were keen on receiving interventions within six months of
their childbés diagnosis, with a significant
of diagnosis, most particularly if it matchedthé¢ age of parentsd adj ustn
parents were acutely stressed, or if distress levels had stabilisesd results suggest that
parents require some time to adjust to their

them after the iniéil phase of emotional distress has stabilised would be beneficial.
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Longt er m care would then focus on parents |
approaching a new normal. In these cases, longer term interventions may be suitable for those

parents wha@ontinue to report high levels of distress.

5.6 Conclusiors

The overall results suggest that the CrushedUniT was the most optimal tool for
predicting various forms of distress among parents of children with cancer or a chronic iliness,
suggestingthatexst ent i al di stress underlies-parentsc¢
traumatic stress, etc. The AngT was predictive of SG@GAanageability, suggesting that
experiencing anger might reflect parentso pe
well as their ability to harness these resources. Furthermore, the results suggested that in the
current sample, parents of children with chronic illness appeared to face greater vulnerability
in their sense of meaning and overall preparedness forrifgssts as compared to parents of
children with cancer. The results demonstrate different patterns from those by past
researchers, and could imply that the distress faced by parents of ill children may be
qualitatively differenfrom those of cancer patien This warrants further researdrne
results also brought forth some implications in the form of comprehensive psychosocial care
for parents of ill children. To make the fisgep the next study (Study 2), using the modified
ET and HT, embarked on amvestigation of the efficacy of a meanibgsed interventiofor

mothersof children with cancemr with chronic illness.
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Chapter 6: Study 2 Introduction

The diagnosis of cancer or a chronic (and potentiallytfifeatening) illness in a
child brings distress in the form adhock and a gamut of other emotions to par&ittressis
multi-faceted, and covers psychological, social, and/or spiritual distress. Of particular interest
in this study is the psychological distress that parents face wherhiidiis diagnosed with
a serious paediatric illness, and what interventions can be implemented to resolve their
distress. This literature review will first describe the different facets of psychological distress
that parents face, particularly focusioig the existential distress that parents might
experienceNext, intervention models that have been implemented in the paediatric and adult
caregiving literature anttheir relevanceo parents of children with cancer or chronic illnesses
will be describedThe purpose of these discussions is to make a case for a mbaséety
intervention, ando assesthe feasibility of implementing such an intervention for parents of

children with cancer or chronic illness.

6.1 Facets of Psychological Distress

Psychdogical distress is a facet of distress identified by the National Comprehensive
Cancer Network (NCCN) as possessing three compondrgkavioural, emotional, and
cognitive distresgNCCN, 2014) In the paediatric illness literature, behavioural distress
refers to parentsd physiological reactions t
implications(Kazak & Baxt, 2007; Muscara et al., 2015) Par ent s6 physi ol ogi
mani fest as increased vigilance about the <ch
illness(Dunn et al., 2012; Perlesz, Kinsella, & Crowe, 1999; Wade, Taylor, et al.,.2006)
Emotional distress, on the otheartd, has often been described in terms of depression,
anxiety, and postraumatic stress symptoms, and has been linked to higher rates among

parents of children with cancer or chronic illnes$€ESS; Dolgin et al., 2007; Malpert et al.,
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2015; Pai et al2007; Poder et al., 2008; Vrijme¥tiersma et al., 2008levated emotional

distress is found in parents at the time of diagnosisdaorkasethree to sixno n t poss 6

diagnosis. However, a significant minority of parents remain emotionally distrg&seak

et al., 2003; Manne et al., 2004; Manne et al., 19@&)articular, between 20%nd 48% of

parents reported symptoms of PT8Iabizuca et al., 2009; Kazak et al., 200#)r example,

McCarthy, Ashley, Lee, and Anderson (201@)nd that out of 63%f mothers and 60% of

fathers of a child with cancer who met the criteria for Acute Stress Disorder (ASD) one week
after their childés cancer diagnosis, 48% an
criteria of PTSD. T symsoes weeetfoars to be highthanrfoe nt s 6 st
paediatric intensive care unit admission and traffic inju 3286 and 123% respectively;

Balluffi et al., 2004; Kassamddams, Fleisher, & Winston, 20Q9)

Parentsd distress o0V eaexacdibatedrby teelr cohtektbas 1 | | n
experi ences .(2013)stady enkhe eategivanf ex@edences of single parents of
children with cancer found that the theme of cumulative stressors in the form of a history of
family disruption or family traumand disease, financial and housing difficulties, and
physical and mental health problems, emerged for some parents. The authors proposed that
the occurrence of family disruption or family trauma and disease predisposed participants to
experience stressfalvents as more stressful and severe. Similarly, in a study of the
experiences of working parents of children with chronic iliness, ggeickers, Wilkes, and
Barton(2006)found that the chronic grief experienced by these parentsetasly bound
tothei r chil ddés diagnosis, but was triggered b
people, having to repeat their childbds histo
personnel. The authors postulated that for these parents, distress relatedgimgniaoth

work and caring for their chilkmagni fi ed. Such findings highl:i



EXISTENTIAL DISTRESS AMONG PARENTS: SCREENING AND INTERVENTION 134

illness distresses parents, contextual stressors also play a significaniesaeernbatingheir

distress.

Interestingly, while physiological and particular, emotional distress, have been
discussed extensively in paediatric caregiving literature, there are limited descriptions of
cognitive distress, or what (JaeoEBulmanel®92t er me d
Thistermreferstotheshatt i ng of parentsodé beliefs that th
child is safe. Bjork, Wiebe, and Hallstrgi2005)found reports of parents likening their
chil dbéstodi agnokikesa |ifeswggedbi (gp.tRBR&B)parent
were shattered or ruptureBor parents facing paediatric cancer or chronic (and potentially
life-threatening) iliness, it is not only the potential physical death of their child that they are
facing, but also the symbolic death of their cliiderms of the hopes and expectations of
the child being healthy ahisdeffingthd erpgcted ordem or ma |
of life eventsIn addition, with the feared loss of theirchidar ent s 6 i denti ti es
of their child are threatened, contributing to a crisis in meaftirfptenthal & Breitbart,
2015)These physical and symbolic deaths, and t
described as existential distr esdhlisforlbafought a

distress is the focus of the current study.

Somewhat related to the concept of a loss of meaning is the current discussion in the
psycheoncology fieldon theconstruct of demoralisatioft is a condition characterized by
hopelessness amglplessnesdn extremecasesit can lead to éoss of a sense of meaning
and purpose in liféRobinson, Kissane, Brooker, & Burney, 201Bgmoralisition has also
been associated with a desire for hastened deatmayd c c ur when anngi ndi vi
strategies and available resources are no longer effective to cope with the sfftextidn,

Tomba, Grandi, & Fava, 2015)Vhile there is an overlap betwedemoralizatiorandthe

distress parents face in terms of their threats to meaning, demavalizas been discussed
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much more in the medically ill population than among healthy;medically ill people such
as parents. It thus appears, at this point, that the experience of demoralization is specific to
the psychological state that the patienfgezienceand the applicability of the construct to

caregivers or parents requires further investigatfdesuta et al., 2015)

6.2 Intervention Models

In light of the various forms of distretisatparents face, there appsto be a need
forpsyco | ogi cal interventions that specifically
of their childds illness, and the meanings p
that target parentsod copi ngilesioftentaske@mad per ce
cognitivebehavioural approach (CBTM).nt er venti ons t hat target in
meaning have taken on the cognitive approach or the Logotherapeutic approach. This section

discusses each of these models in turn.

6.2.1 CBT Intervention Models

Amongthe CBT intervention modekre two widely citesnesi the Problem
Solving Skills Training PSST; Sahler et al., 200%nd the Surviving Cancer Competently
Intervention ProgrammBlewly DiagnosedSCCIRND; Kazak et al., 2005)These two
interventions target parentsé6é difficulties s
treatment, their childds behavioural issues,

treatment models and their efficacy will next ligcdssed at depth.

The PSSTSahler et al., 20033 a predominantly behavioural intervention focused on
buil di ng mo-solviagskilld relptedaokssuesimost commonly encountered in
paediatric cancer. It has been found to be efficacious irtirgglievels of depressive
symptoms and PTSS through enhancing or susta

stages of their cisiietadddnsised cbritroiled ¢rials (RATs) ofthevo mu | t
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PSST, the intervention consistently demonetiaeveral strengtt{Sahler et al., 2005; Sahler

et al., 2013)Firstly, mothers who received the PSST reported significantly reduced levels of
depression, anxiety, and PTSS, and increased levels of prsbleimg skills, in comparison

to mothers who werin the control group. These differences were maintained even at three

month followup. Secondly, the studies also compared treatment efficacy between English

and Spanistspeaking mothers, single and married mothers, and younger versus older

mothers. Spaish-speaking mothers, single mothers, and younger mothers reported more
significant improvements in their reported levels of depression, anxiety, and PTSS, as well as

in their problemsolving skills than their counterparts. The authors suggested thrastlits

were such because Spanggieaking, single, and younger mothers were more likely to have

been facing limitations in their access to resources, and the PSST had facilitated these

mot hersdé6 access to them. Thefocusingonprablem of t hes
solving is helpful in reducing mothersod dist
problemsolving orientation is particularly helpful for individuals with limited resources, as it

facilitates their abilities to resolve their diffitids through maximising available resources.

The SCCIPND (Kazak et al., 2005)pn the other hand, emphasises the identification
and restructuring of parentsd mal adaptive be
the family, in order to reducevels of PTSS. Thus far, three studies have been conducted on
its efficacywith mixed results. Kazak et al. (2005) reported encouraging results from the pilot
study, with parents receiving the intervention reporting declined levels of PTSS Siétfile
et d. (2009)reported no significant differences between the intervention and control groups.
War ner (2011)madificatiols of the SCCHND t o speci fically targe
and distress through a greater focus on cognitive restructfrm@ r ebeliefs about self
care and communication, found mixed results. Specifically, they found significant reductions

in reported distress, depressive symptoms, and the Burden subscale (i.e., deterioration of
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child, stress levels, guilt, future outloat®) the Caregiver Quality of Lif€ancer Scale
(CQOLC), but no significant changes in reported anxietyahdrsubscales ahe CQOLC,
such ag?ositive Adaptation (i.e., social support and spirituality), Disruption (i.e., impact on
schedules and routinegnd Financial (financial strain, concerns about the future finances)
War n er (2011)reaults.sidggestezfficacy of the SCCIMD in reducing mainly
emotional distresexcept for anxietyn parentsand that cognitive restructuring can modify

paremt s6 meanings around the future severity o

The differential effect of cognitive rest
suggedtt hat the effect of cognitive restructur.i
limited to a subset of their meaning distress, and that other forms of coping were needed to
reduce itWi e d e b u s ¢2010)study dd pareritssof children with chronic renal failure
found that although parents reported significant worries about the illnesnbthey also
engaged in meaniAipcused coping through religion and trying to accept the illness.

Wi edebusch et al . o6s f i ndi9owygisdings onhageviéswrob ot enhui
coping and adjustments among parents of children newly diagnosedancerGiven these

findings, the results froVa r n e r (201tl)stadl quéssonhe efficacy of cognitive
restructuring in reducing the discrepancy be

that is impacting their quality of life.

The findngs of the SCCIMD converge with metanalyses of interventions
implemented for parents of children with cangfai et al., 2006and chronic (and life
threatening) illneséeccleston, Palermo, Fisher, & Law, 2012; Law, Fisher, Fales, Noel, &
Eccleston2014) These metanalyses found modest to no significant effects of CBT
interventiongPai et al., 2006)as compared to problesolving based interventions such as
the PSST(Eccleston et al., 2012The differences in efficacy might be due to the natéire

CBT approaches.
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Coming from a tradition of objectivity, cognitive restructuring involves debunking
dysfunctional beliefs with evidence to the contrégtpfmann, Asmundson, & Beck, 2013)
However, when the reality continuesdifferf r o m i n destrugtuded lzeliets,dhe
believability of the restructured beligfsmain unconvincingLarsson et al., 2015)arsson
et dP158sggestion is also corroborated by But
(2006)review of metaanalyses of CBT. The audts found that while CBT was efficacious
for various psychological disorders such as unipolar depression, generalised anxiety disorder,
PTSD etc. (i.e., large effect sizes), moder a
reduce distress relateddontextual difficulties such as marital distress, childhood somatic
disorders and chronic pain. Thus, the limited efficacy of CBT interventions in reducing
parentsd distress mighdf bteh aiure dhi Itdcés ciolnltn en
inabiltyt o al l evi ate thei €CBTos | didmi prnecdntrastibtor i sa € § e
behavioural approaches such as the PSST that target specific problems and hence changes
parentsd I mmedi at e envi rbeingifnatedtinadcoritng r essor s .
p a r eahernatiGe beliefsvith theirlived experiences, the CBT approaches may have
overlooked the aspect of guiding participants to connect with their inner resources and
identify core values, aror restore a greater sense of purpose. Thip&ticular strength of
meaningbased approachéBrankl, 1967; Hutchinson & Chapman, 200Bterventions

utilising meaningbased approaches and their efficacy will next be discussapth.

6.2.2 MeaningBased Intervention Models

An intervention that targets personal meanings and engages individuals with their
values and their relationship with the world can help to address existential distress in parents
of children with cancer or a chronic illnesdven the lack of meaninbasedpsychological
intervention literature on parents, the current study turns to the adult chronic PTSD and

cancer patientsdé |iterature for knowledge pe
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meaning and values amidst situations that threatenwogidviews. Two interventions stand
out in this respect: Cognitive therapy for PT@&Mlers et al., 2005and the Meaning

Centred Group PsychotherafCGP; Breitbart et al., 2004)

Cognitive Therapy for PTSICT for PTSD; Ehlers & Clark, 200@rgets personal
meanings in traumatic situatioria.contrast to traditional exposure interventions that view
PTSD as gathological fear structure associated with the trauma memodyseeko
extinguish this fear through repeated exposure to the &raoimmcrease habituatigBrewin
& Holmes, 2003; Foa, Rothbaum, Riggs, & Murdock, 19&h)jersand Clarkargue that
individual s6 personal meanings of the most d
sequelae are central to maintaining PTSD. Tneat identifies and modifies these meanings,
then incorporates the modified meanings into the most distressing part of the trauma memory
(Ehlers et al., 200550 far, four RCTs have been carried out for CT for PTSD, and have
consistently shown reduced PDSymptoms in participan{(&hlers, Clark, Hackmann, & et
al., 2003; Ehlers et al., 2010; Ehlers et al., 2013; Ehlers et al.,.2biLdjdition, in a
systematic review and megaalysis of psychological treatments for chronic PTSD, Bisson et
al. (2007)reportedwo important findingsupportingCT for PTSD. The first was that
interventions specifically targeting the mos
and the personal meanings of the trauma received most support in showing significant
reductions in PTSD symptoms (i.e., tranfieused CBT, including CT for PTSD, and eye
movement desensitisation and reprocessing therapy; EMDR). The second finding was that
evidence in support of traurfacused CBT was stronger than EMDR in terms of the number

of studies undertaken and the certainty with which clinical benefit was established.

Anot her way of assisting parents in seeki
through engaging their values. One such intervention that has been gaining increased

attention in the psychoncology field is the Meanin@entred Psychotherapy (Group and
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|l ndi vi dual ; MCP). The MCP used Frankl 6s Logo
a sense of meaning drives indivdogtedal sd moti v
Logotherapyo6s post ulatitadmal valses (i.e., ¢the stanairfidividualsa ni n g
take of their situation), experiential value
nature, love, etc), and creative values (i.e., indizilus 6 engagements with |
activities). The aim of the MCP was to help patients enhance or sustain their sense of

meaning and purpose in life through addressiagnse of meaninglessness brought about by

illness(Thomas, Meier, & Irwin, 20%4van der Spek, Vos, et al., 2014)

The MCP was originally developed by Breitbart and his collea(R6; 2012¥or
adult patients with advanced cancer, and later adapted for adult cancer swamater
Spek, van UdeiKraan, et al., 2014)rhree RC§ of the MCP were conducted, and
demonstrated mixed resul#/hile theyshared common findings that the MCP improved
participantsd sense of  theyaiffared i termns af reductiens a | | q
in depression levels (group MCP and indival MCP), and hopelessndswdividual MCP;
Breitbart et al., 2012; Breitbart et al., 201B)rthermore, at-2nonths followup, the
individual version showed that improvements during treatment in spirituabeigly, sense
of meaning, and quality of Bfhad disappeared, leaving insignificant differences between the
treatment group and control gro(reitbart et al., 2012)In relation to the current study,
would a meaningpased intervention similar to the MCP work with parents facing the
potential deth of their child? Breitbart and colleagues pl@nningto trial the MCP on
caregivers of cancer patierft®sychotherapy; Findings from Memorial Sleldattering
Cancer Center Broaden Understanding of Psychotherapy: Me@eimgred Psychotherapy
for Caner Caregivers (MCI): Rationale and Overview," 201@)ut there is stilaneed for

meaningbased intervention for parents of children with paediatric cancer or chronic ilinesses.
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Parentsd descripti Bporkethl, 2005fipb2§&Hertheir| i f e wo
child is diagnosed with cancer converges with literatufeat di scusses parent
through their search for meanit@rootenhuis & Last, 1997; Lister, 2005; Wiedebusch et al.,

2010) The search for meaningcluded drawing on their values, goals, beliefs, and religion
(Folkman & Moskowitz, 2004; Frankl, 1963; Gawronski, 201&)particular, values are seen
as guiding mechanisms to life, leading individuals to live meaningful {(M&kn & Piliavin,
2004) Two approaches, Acceptance and Commitment Thé€/py; Hayes et al., 2005)

and LogotherapyFrankl, 1963) stand out in their emphasis on values.

Acceptance and Commitment TherdCT; Hayes et al., 2008nd Logotherapy
(Frankl, 1963emphasisethatn di vi dual s6 behaviours and atti
their values to achieve a meaningful l{g&harp, Schulenberg, Wilson, & Murrell, 2004)
These approaches share similarities, yet are fundamentally different in terms of their
contextual framewrks. They view values as important and active ways of interacting with
|l ife, and motivate behaviours in ways that f
giving a smeassbd otf o otébdag, Me8; dayds,Pisterella, & Levi2Q12)
However, ACT takes on an individualised view of values, conceptualising them as a
construct that has personal importance and significance to the indi¢ithyads, Levin,
PlumbVilardaga, Villatte, & Pistorello, 2013 his means that values conmat because
they are personally rewarding. I n contrast,
(i.e., experiential, creative, and attitudinal values) suggestimdational relationship
between individuals and the values. That is, in engagitigtivese values, individuals are

engaging with life and what it has to offer; and in turn, contribute back to life.

The difference in perspectives of the function of values may be explained by the
context in which both the frameworks were developed. Llwgapy was borne out of

Frankl 6s experience from the Hothaonarbrowght, wher
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not only toindividual people, butlsot o t he qual ity of humanity.
explain individual differences between what madme people succumb to becoming

perpetrators or accomplices to mass violence, and what made others demonstrate their core
gualities of being human. Logotherapy was thus conceptualised in a context when questions

of life, death and existential distress w@aramount. In contrast, ACT, being developed in

the new millennium, emphasised pragmatism in the form of functional contextijbliégsres,

Strosahl, Bunting, Twohig, & Wilson, 2004)his means that instead of viewing the

i ndi vidual 6s aosgparatelyifronmtheenvirobhneehtdACT views the

individual as the agent actively interacting with his or her values to produce behaviours and
cognitions that influence his or her psychological veling(Hayes et al., 2005)n light of

the different catexts in which the two approaches were borne, and keeping in mind the

bal ance between | ife and de adnimterpsangg@uastion f ac e
woul d be whether Frankl|l és approacwihanid val ues

child than ACT

As outlined abovemnanyparentsof children with canceor chronic illnessufferfrom
disrupted personal meaningsdexistential distress. It is therefore argued that an
intervention that aim® redu@ meaning distressiay be benefial for parents of children
with cancer or chronic illness. Whether such an intervention is efficacious forms the

overarching inquiry of this study.

6.3 Present Study

The overarching research question of this study is to explore the efficacy of using a
meaningl and valuesbased treatment approactamed Meanindocused Therap{MFT) to
enhance or repair the sense of meaning in parents of children with a chronic illness (Case 1)
or cancer (Case 2). The study sought to answer the research quedstiaminidepth case

studiesthamap out parentsd experiences of their c
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assess the efficacy of the MFT through standardised outcome measures and qualitative
observations; and evaleghe fit of the MFT to the particgnts via its delivery and receipt by

the researcher and participants, respectively.
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Chapter 7: Study 2Methods

This section will describe how the study was carried out and analysed. To achieve this,
the foll owing aspe c ttheir solfsectioms avill Isetdiscdsged s detad: t h o d
(a) the studydés design; (b) the description

brief description of the participants; and (e) the procedure by whidiubtlg was carried out

7.1 Study Design

Given the paucity of research on the benefits of a medrarsgd approach in the
established context, the current research se
illness as they undertake a meaniagused treatment (i.e., the MFT). Fuetimore, to have a
full understanding of parentsé experiences,
the contextual reality of their lives, which includes their sense of meaning (current and
shattered meanings) and values, and the additimeaksts and challenges they face in their

daily lives.

To my knowledge, although there is research exploring the lived experiences of
parents of children with chronic illnesses or car{eay., AngstronBrannstrom et al., 2010;
Bateman, 2011; Bjork et.aR005) wunder standing parentsd careg
contextual reality through an intervention is the first of its klh thus worth exploring
parentsd caregiving expe tobuddtaovardsanamountedfii at i on
information that can allow generalisation to be drékvbjerg, 2006; Yin, 1981)As of
April 2016, electronic searches in the PsycINFO database using the keywords
Apsychol ogical o, fApsychotherapyo, #Aintervent
iill nesso, Acancero, Aqualitativeo, fAcontext
parentsod6 distress associated with their chil

Thus, there is a need to bridge this gap.



EXISTENTIAL DISTRESS AMONG PARENTS: SCREENING AND INTERVENTION 145

Thecurrent studyhusadoped a case study research desigre case study method is

an intensive approach that seeks to obtaibeipth knowledge about a particular case,

including the c¢as e(@idig, 2003) Whlethereadslunamnimity amomga t i o n

variouspespectiveghat the case study method requiregsé@pth, contextual information to
enhance comprehensive understanding of the gageus case study theoristverge in

their approach towards the conceptualisation of a case, and how a case studyeshould
carried oui(Baxter, 2008)Yin (2003)emphasisethe interaction between the case and its

natural contex(Barrett, 2014) Stake(1995) on the other hané&mphasises thaternal

dynamics of the case, viewiiga s an @i nt e g r Ainaly,dMersam@d®lé)mo ( p .

viewst he case sdeaptyh ade sar iiptni on and an,al ysi s

suggestindlexibility in studying cases.

2)

C

I n relation to the currenintheformofy, parti ci

availability and accssibility of resources, and background histgigy a role in their distress
associated wi t hGiventhatillmessavithin thel fansily had rippte effects
throughout the family system which could exacerbate or give rise to changesirt paré
distress or contextual situations, it is difficult to ascertain where the phenomenon starts or
blends with the context, aradsoimpossible to place or establish boundaries on the cases.

Thus t he current s(2003idgfiniten df the case study. se Yi nd s

Thenext components of the study design will be discussed: (aydatees; and (b)

data analysis

7.2 Data Sources
The benefits of the MFare explored from twperspectives. The first investigates the
impactoftheMF T on t he participant s §iegsnurcestofe nt i al

parentsd distress and ef f i c aaodthesdcond evaduatddF T

a

n
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theapplicability of theMFT. The specifiadata sources that will be used to (a)layas e par ent

distressand the efficacy of the METand (b) evaluating thig of the MFT will be discussed

7.21Sources Analysing Parentsd Distress

The data sources of interest in analysing
grouped accordintp their sources of distress ([a] to [d]), their provision of a context for
understanding participantsdé distress ([e]),
participantsod di st r e sapersdndl fheaningsT (b)eaues; (dat a sou
narrative of their experiences; (d) coping strategaesontext for understanding the
partici pant s @)thdiidsnograplscsnfotmatioroamdyrélevant histories; and (f)
standardised measures of their psychological outcomeaneosintervention, and 3

month followup to assess if their distress was reduced after participating in the MFT.

7.2.1APersonal Meanings

The purpose of including particwaséont sdé p
understand the meaningdostorgained par ti ci pants deri vdhefrom t
two specific areas of interedtue t o t hei r | mp acwerethewrupfuoft i ci p e
participantsd® meani ngs, sdhnodghmeaprgng wi th t hei
721BParti ci pantsdé Val ues

Anal ysi ng pserved tdelg uhderstand areas most closely held by them,
and the impaotvhen values clashed The anal ysis of parentsoé val
indicator s: (bal gxpressians of their pahes;(ky their expression of it
through their actions; and (c) observations of their emotional tone when they relate their
experiences.
721CNarrative of Parentsd Experiences

The purpose of anawss®undegstapddoweahey nsakbe senser r at i

of their world after their childthdéirs di agnosi s



EXISTENTIAL DISTRESS AMONG PARENTS: SCREENING AND INTERVENTION 147

descriptions of additional stressors, or other crises they miglebeenfacing. Thesén turn

influencad the meanings theypresasre t o t heir childds ill ness a

7.21DParent s®6 Coping Strategies

Parent so c owereimgprtastinuredérsgtagding their context and distress,
and what alleviatit. Given that the efficacy of coping strategies is dependent on the
flexibility by which individuals utilise them and whether these strategies are in line with their
values, understanding this relationship can shed light on how the fit between these two

variables might influence parentsod distress

7.2.1EDemographic Information and Relevant Histories

Following the rationale of a case study approach, inclugliagr t i ci pant sd6 denm
information and relevant historipsovided a context to undsand theiresponses to the
intervention.
7.2.1F Standardised Outcome Measures

Standardisedutcome measuregereused o o bt ain objective scort
distress before and after the intervention, and at fellpwA battery of standardisemitcome
measures was employed to assess participants
symptoms, general orientation to lilmdengagement in coping strategigsaddition,a
gualitative measure on parthicli p@gvasgdéd senns e o

The measures will be discussed in detail in the Measures section.

7.2.2Evaluation of the Fit of the MFT
Foll owing the argument that contextual re
evaluating the intervention includeavestigating whether, and how, the intervention fitted
within the contextual reality of these pareftiairt & Bagiella, 2012)To achieve this
evaluation, two broad areas of evaluation were used: (a) Delivery of Intervention; and (b)

Receipt of Interventio. The specific criteria for the evaluation of the M&€ presented in
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Tables 1 and 2, ardiscussedn detailin the Measures section. The reader is referred to

AppendixD for the full checklist.

7.2.2ADelivery of Intervention

Assessinghe researchérs adher ence t o t hdthevaliditgt ment p
and integrity of the treatmemt meeting its objective§’ he main constructs of the MRT
values and meaningswere assessed through the clarity and style of discusSdierdata
sources that we used to evaluate the delivery of the intervention were: (a) the values and
meanings that were identified during the MEhd(b) the process by which the values and

meanings were discussed and presented.

7.2.2BReceipt of MFT

The purpose of assesgin parti ci pantsd receipghe of the
interventionwas received and understood by the participants as intended by the objectives of
the intervention. Thus, data sources used to evaluate the receipt of the intervention were (a)
participmt s®6 engagement in the intervention; (b)
during the intervention; and (c) the applications of concepts learnt from the MFT in between

sessions.

7.3 Data Analysis

Two types of analysesereconducted in two areas. Firstly, qualitative analysas
used to analyse participantsd6 experiences of
the MFT in meeting participantsd contexts an
wasusedto analyse the scores on the standardised measures.
7.3.1Qualitative Analysis

Thematic analysis was chosen for its theoretical freedom, which allowed flexibility in

obtaining rich descripti ons Thermatigaaysisisani pant s o
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anal ytic method for fAidentifying, analysing
(Braun & Clarke, 2006,p.79) as comprehensively and as <cl os
possible(Guest, MacQueen, & Namey) has been recomended for studies that aim to

build knowledge for a specific phenomen@raun & Clarke, 2006)An inductivethematic
analysiswasusedtoddr ess t he parentds expressions of
wider context of their life experiences for thestParticular attention was paid to their values,

possible threats or ruptures to meaning, and methods of coping with difficihesesults

of theanalysisalso evaluagt he f it of the MFT with particip

7.3.1AThematicAnalysis of Sessions

Participantsdé responses regarding their e
analysed using the thematic analysis procedure described by Braun and Zll@fdnitial
codes were generated based on participantso
child, and 2) any changes (for better or worse) in their care of their child during the course of
the interventionNext, the codes were sorted into potentiedmes, and named as closely to
partici pant s 6 Thamegehsratea duriny the urde bf ¢he thematic analysis
al so served as a comparative guide to partic
researcher s del i v®respectioeratingbveere kdmparecdms ed on it

participants® responses in the respective th

7.3.1BAnalysis of MFT

The researcheros delivery and participant
set of criteria. The purpose of devdlupa set of criteria was to apply a structured approach
to evaluate the fit of the MFT with particip

section will discuss the two sets of criteria.
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7.3.1 BL Delivery of Intervention

Two criteria were devefmed to evaluate the delivery of the intervention (T&ifle
The first criterionevaluated whether tiresearcher kept to the objectives of the intervention.
It sought to assedke fidelity of the MFT and hence its internal validity. The second criterion
was the clarity by which meanings and values were presented to the participants. There were
threeobjectivesof the second criterior{1) to evaluate the accessibility of the MEgross the
participants(2) to assesthe way the concepts were presented to the particig@nts
assess if the researcherds presentations of
Thestudy utilised a frequency analysis to assess the aeuaikimes values and
meanings were identifiel determine if the researcher kept to the objectives of the
intervention To analyse the clarity by which meanings and values were discussed, two
analytic approaches were used. The first was a frequency aiilne clarity of the
presentation (assessed via-pdint Likert scale; discussed in detail in the Measures section),
and the second was an anal ysi s oJheapasist i ci pan
assessearticipant® e n g aigthenremention indicatedby the strength of their
responses, their tone of voice, and their emotional responses. A detailed description of the

evaluation checklist is provided in the Measures section.
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Table20

Criteria for Delivery of MFT

. ACt'Ye Criteria

ingredients
- Were values discussed?

Values - Clarity of discussion?
- Purpose of discussing values the way it was?
- Was meaning discussed?

Meaning

Clarity of discussiof

- Purpose of discussing meanings the way it was?

7.3.1 B2Receipt of Intervention

Fourcri teria were developed to evaluate par
(Table21). Criterion 1 was participariattendance for the sessions. Criterion 2 was
par t i completon bfshéexperiential exercisesheaccuracy and quality of responses
Criterak. 3 and 4 were participantsd engagement i
respectively. The criteria collectively asse
the constructs.

Criterion 1 was assesse@ frequency analysis for the number of times participants
attended the sessions. Crite2je8, and 4 werassessed using markers such as the length and
depth of part i cthegxpearienfiabexaicisesguesand neanmghe f
extent towhich their responses were in line with the topiake extent to which prompting or
clarifications neededtobemadgmdp ar t i ci pant sd6 feedback of the
exercises and their reports of their lives in between ses€idtexion 2 hacan additional
marker that utilised a frequency analysis for the number of times particquanfdeted their

experiential exercise$he transcriptions were analysed using the markers. A detailed
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description of the evaluation checklist with its respeatatang criteria is provided in the

Measures section.

Table21

Criteria for Receipt of the MFT

Criteria

Markers

Attendance

Did the participant attend each
session?

Completion of Experiential Exercises

Did the participant complete his/her
homework/experiential exercise?
Did the participant require promptin
for the homework/experiential
exercise?

Did the participant require
clarification for the
homework/experiential exercise?
Wer e t he p gonsesiai
line with the topic of the
homework/experiential exercise?

Engagement in Values Discussion

Length of partic
values?
Depth of partici
values?

Application of values outside of
session?

Engagement in Meanings Discussion

Length of partic
sense of meaning?
Depth of partici

sense of meaning?
Awareness of sense of meaning
outside of session?

7.3.2Quantitative Analysis

Quantitative analysis was usedmteasurgp ar t i ci pant s o

objective measur es.

due to the small sample size.

Sscores

on

Vi s u a Wereuseadih thescurrent sgudy t h e

P
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7.3.3Data Preparation

The intervention segms were first transcribed orthographically. However, as Case 1
was conducted predominantly in Mandarin, the sessions were translated and also edited for
grammar. Case 2 was also edited for grammar. Filler words were also removed to facilitate
ease of reding the quotations.

Each session was videotapddhe intervention was conducted in Singapore. Sending
the videos oveto ther e s e ar ¢ h e r i6 RPertts Western Yustsalkay for supervisjon
was not feasible due to ethical concerns of confidentidlliys each session was transcribed,
with as much description of the researcher and the participant as possible. Supervision for the
intervention was conducted before each session commenced.

Par ti ci pant s 6standardigecmeaser@esailbedntdétal below)
before and after the MFT, and ah®nth followup, were entered into a Microsoft Excel

spreadsheet.

7.4 Description of the Intervention
The section introdusghe Meaning-ocused Therapy (MFT). The overall objective
of the interventiowast o r educe meaning distress by rebuli
awareness of their values and sense of meaning, and use them as resources to cope with their
c hi | doé #was dchieaved shsough discussions and experiential exertisesgolloving
components will be discussed: (a) the conceptualisation of the MFT; (b) aims and objective

of each session; and (c) the measures used to assess efficacy and feasibility of the MFT.

7.4.1Conceptualisation of MFT

The underpinning position of the cant studywasthat parents face meanunglated
distress when their child is diagnosed with cancer or a chronic illhikseg distress coulbe
compounded or be predisposed by contextual is3iesneanings parentgainedfrom their

chil dbés ihé Vales shakepatheth going despite the threaisere considered
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essential ingredients of the MFT. Thus, the primary purposes of the Wéfd@to target
parentsd per sowead tmeramatngrsed haads a resul t of
identify areas of value to parentslence, an intenention that predominantly adapted
element§ r om Br ei t bar(201222010; 2016 C R,a gaureds 6Eh| er s and

(2000; 2005 ognitive Therapy for PTSD, was adopted.

Firstly, parentsod interpretations of t he
di stress. To target parentsd most di stressi
technique of targeting and modifying the personal meanings that were moserimga

through continued exploration of these meanings and alternative interpretations.

Secondly, thgossibility of losing the child, both physically and symbolically, also
chall enges pahelgparticpdnts beadma avare of their valtress MFT
adapted MCPO6s use of -éxpegeotialhceeatizepapdattitudinhlr e e v al
valuesin their experiential exercises. The goal was to help participants link the concepts with

their experiences.

7.4.2Content of MFT Sessions

The MFTwasa fourweek (1.5hour weekly sessions) group intervention. This
section provides an overview of each sessien t o pi ¢ .&hekkader s direated fov e
Table22for the content of each session, and TaBlgl2at lists the experiential and
homewok exercises for each session. The full protocol of the MFT is provided in Appendix

E.

7.4.2ASession 1: Overview of Intervention and Values Identification
The purpose of Session 1 was to identify
experiences f t heir childbés i1illness, their values,

This was done usingvo activities. The first activitywa s parti ci pant sdé6 i ntrc
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themselves, with a particular focus on thgarspectivesf life changesince thediagnosis,

what they found most difficult with the illn
diagnosis on them. The introduction was integral to Session 1 because it provided a non
threatening context for the researcher to identify two key afeastistressing interpretations

t hat participants had attached to their chil
challenged or fulfilled throughout their experience. $heond activity wathe introduction

of the experiential exercisehere paitipants were asked about a time when caring for their

child had been particularly meaningfiihe experiential exercise was chobesauseét

providal participants with a meaningful experience from their current life in order to build

hope for their futug. The participants were then encouraged to go home to think of more

examples and situations related to the exercise.

7.4.2BSession 2: Values and Attitude

Session@s puwaposteo i dentify participantsod val
theirchildds il Il ness. Three acti vi toratims ofwaueseandc h os en
attitudes The firstactivity discussedhow and what had kept participants going despite the
difficulties. Leading in from Session 1his activity provided a context txglore the values
that led to a sense of meaning. The second and third actutitisedthe experiential
exercise to identify areas in their lives where they had choice and control, and how they had
managed to keep going whiatedwith challenges in these areas. This experiential exercise
aimedtoidentiffp ar t i ci p a mhdsidthes discogenygfthbwsdijfferent attitudes

give strength and meaning.

7.4.2CSession 3: Experiential Sources of Meaning
Session 3 builtonpartc i pant s 6 v aThiseessioaexmoregraas wheres e .
life had shown promise or meaniagd, in turn exploreal the experiential sources of meaning,

particularly when caring for their child. To accomplish this purpose, the session utilised the
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experiential exercise of asking the participants to reflect on times when their lives appeared to
reinforce their sense of meaning. This experiential exercise allowed participants to learn that

a sense of meaning can be obtained through experiences witbrdeir surroundings.

A secondary reason for utilising this experiential exercise whasiltd participant®
awarenesthat there was more than one way to obtain a sense of meaning in life. Thus, a
transition was created towards introducing creative sources of meaning. Creative sources of
meaning were discussénlbuildo n p ar t i effigae throwgldthinkiegl alboytast
experiences where they had solved problems using alternative solutions. A homework
exercise was introduced, where participants identified an area where they could try a new
strategy and carry it outhis providedan opportunity for participants gpply the skills they
had learnt during the interventions, and also planted the seeds for thinking about the future,

the focus of Session 4.

7.4.2CSession 4: Creative Sources of Meaning and the Future
The purpose of Session 4 was for participants to expheir thoughts and plafsr
the future. The final session continued with the discussion of creative sources of meaning

through exploring the homework exercises the participants had done between sessions.
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Table22

Overview of Session Topics and Conhten

Session Topic

Content

1 Introduction to intervention

and values identification

Introduction to format of MFT

Introduction of participants and their

experiences in caring for child
Introduction of concept of meaning
Experiential exercise

Homework

2 Values and attitudinal sources

of meaning

Discussion of adversities and how they wei

overcome

Experiential exercise

3 Experiential sources of

meaning

Past experiences as a source of meaning

Values action as a prerequisite for building

meaning
Introduction to creative sources of meaning
Experiential exercise

Homework exercise

4 Creative sources of meaning

and the future

Review of homework exercise

Discussiorof plans for the future
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Table23

Experiential Exercises

Session Experiential Exercise Homework Exercise

1 Has there been any evemtile caring

for your child that made you think,

AAh, I know why |
more Thinking of other examples and
situations
2 - What are some areas where you ft

you have choice and control?
- What kept you going when you me

with difficulties in these areas?

3 In our first session, we talked abc

some of the challenges you face wr )
_ If you think about the everyday now,

managing your ch _

o . ~ how do you think you could use what
this time, | wonder if there were time _

_ you have discovered about your value:
when things seemed better/mc _ o
_ and apply it to your daily life?

hopeful /brighter/

is worth it!lidolcro-

7.5Measures

The assessment phase consists of psychological outcome measures for the participants
and an intervention feasibility checklist.
the same Emotion and Help Thermometers as well as the assessment battesyeadthini
Study 1 were useddditional selfreport questionnaires weadésoadministeredOnly the

English versions of the assessment battery were used and will be described in this section.



EXISTENTIAL DISTRESS AMONG PARENTS: SCREENING AND INTERVENTION 159

The intervention feasibility checklist meastditeeatment fideliy as well as how well the

participant understood or took on board the discussions during the intervention.

7.5.1Standardised Measures
7.5.1ADistress and Emotion Thermometers
The screening tool is a set of five emotion thermometers (Distress, Anxiety

Depression, Anger, Crushed Universe) and a Help thermometer that requires parents to rate

their levels of distress on a scale from 0 to 10, where O = No Distress, 10 = Extreme Distress.

The emotion thermometers (with the exception of the Crushed Unibhenssometer) and

help thermometers were adapted from Mitchell, Bakkmn, Granger et al2010) while the
Crushed Universe thermometer was created for the present study to test for the presence of
meaningrelated distresamong participants. Based dretrecommendation by the National
Comprehensive Cancer Network (NCCN) in 2QRTCN, 2007; as cited by Mitchell et al.,
2010)a cutoff of 4 and above was used to indicate moderate levels of distress and higher in

this study to recruit participants for threervention phase

7.5.1BDepression, Anxiety and Stress Scalé Items (DAS&21)
The DASS21 (Lovibond & Lovibond, 1993)s a 2%item selfreport measure that

contains three subscaleslepression, anxiety, and stress. Participantsl reie oftenthey

hade x peri enced each symptom over the past wee

experience any positive feeling at all o;
Stress: fAl found it hard t-@lisvatedda4panivn o) .
Likert scale, ranging from O (did not apply to me at all) to 3 (applied to nyenwech, or

most of the time)The total scores of each subscale indicate the sevepiyrotipantd

levels of depression, anxiety and stress from normal terexly severe.

An X

Eac
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7.5.1CSense of Coherence Scal8 Items (SOEL13)

The SOC13 (Antonovsky, 1987)s a 13item selfreport questionnaire that comprises
three dimensiosii comprehensibility (i.e., how events around the individual make sense to
him/her); managability (i.e., whether the individual has the resources to meet the demands
posed by the events); and meaningfulness (i.e., whether the event is a challenge that is worthy
of investment and engagement). The STBomprises five items measuring
comprehensility (e.g., "Do you have the feeling that you are in an unfamiliar situation and
don't know what to do?"), four items measuring manageability (e.g., "How often do you have
feelings that you're not sure you can keep under control?") and four items ingpaseaning
(e.g., "How often do you have the feeling that there's little meaning in the things you do in
your daily life?"). Each item on the SGI3 is rated on a-point Likert scale, with two
anchoring phrases with 7 representing strongest SOC andeseapng weakest SOC. Thus,
possible SO€13 scors ranged from 13 to 91, where lower scores indicated weaker SOC,

and higher scores indicated stronger SOC.

7.5.1DImpact of Events Scal&kevised (IESR)

The IESR (Weiss & Marmar, 1997(Weiss & Marmar,1997) is a 2dtem
guestionnaire that was developed to assess the subjective effects of stressful life events on
individuals (McDonald, 1997). The IEB scale comprisghree subscalésintrusion (e.qg.,
Al thought about it wbten(é.didnidt aeaindeéedol e
upset when | thought about-ainouoal was. gemiiide
and easily st aweredskedtorate how distréssing €éaphaoithie symptoms
was over the past seven day®tirer agreed time period. Each item on the-FESS rated on
a scale of 0 (not at all), 1 (a little bit), 2 (moderately), 3 (quite a bit), and 4 (extremely). The

individual subscale scores are obtained by averaging the total subscale score, reaching a

highest possible score 88, and a lowest possible score of 0.
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7.5.1EBrief COPE Questionnaire

The Brief COPHCarver, 1997)s a theoreticalidriven 28item questionnaire that
measures individual sd copi ng isattivexopmg i e s . | t
planning, positive reframing, acceptance, humour, religion, using emotional support, using
instrumental supporself-distraction, denial, venting, substance use, behavioural
disengagement and sdélfame. Each scale is made up of two items rated on gfont

Likert scale, where 1 = | havenodét been doing

7.5.1F Operended Meaning @estionnaire

This questionnaire aetlas a process measure to access the level of meaning parents

attach to their childds illness and their <cu
assessing the meaning participants attach r ecei ving their chil dods
management of their childbés illness. More sp

hadmade sense of their situation and what sense they had made, and if anything has changed,
for the worse or bettefor them
7.5.2Feasibility Assessment
7.5.2ADelivery of MFT
Frequency counts of the times values and meanwegsidentifiedwererated on a 5
point Likert scale thatrangd r om 1 (fAYeso) to 5 (ANoo) with

A Y e s 0 tthatehe malues were addressed or identified explicitly (i.e., values were named);

1]

S o me wh attthiat the evadlues were brought up in an indirect fashion (i.e., tentative
refl ections or questions ab otthatthe msegherdid pant s ¢
not address or identify values orvaluea d en mo ment s, or when the r

reflections did not name the values.
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The ratingf the clarity by which values amdeaningsverepresented to
participantsveregraded on afpoint Likert scale. Thenarkersanged froml. ( A Di r ect 0)
(AVagueo) with a midpoi nthattbefreséarcherrh&dunitiatdde o) . i
the discussion with a direct discussion of t
meartthatque t i ons or reflections of the participa
underl ying moti vat iredtoshe reseaachdr lsing indifed mepnsordo r e f e

examples to explore the participantsdéd values

7.5.2BReceipt of MFT
Theparticipantsd receipt of the MFT in ter

exercisesvasalsoratedonapoi nt Li kert scale that ranged

a midpoint of 3 (ASomewhato). @AYepedentaeant t h
exercises, ASomewhat o meant that the partici
experiential and homework exercises. fANOO me

applied the concepts learnt in the MFT, or did not completexiperiential and homework

exercises.

Markers(explained on Page 1phassessing the length and depth of the discussion
utilised a 5point Likert scaleranginfr om 1 (ALong/ Thorougho) to ¢
with a midpoint ofon3 ((bfuAt tderddedtt el dhibooa g £io)
participants®é behaviours outside of session,
5 (AabDid not Mentiono), with a midpoint of 3
assessing the exteoit prompting or clarification to the participants had the scale ranging
from 1 (AAII the exerciseso) to 5 (ALIittl e t

(ASome prompting/clarificationo).
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7.6 Participants
A brief, overall description ohie participants will be provided in this sectidine
Results section wild./ provide detailed outlin
demographic background, presentation in sessions and relevant histories.
Two patrticipants, botimothers were recrugd from Study 1. One participant was a
mother of a child diagnosed with a chronic illness recruited from Club Rainbow Singapore
(CRS; Case 1, Angie), and the other was a mother of a child diagnosed with cancer recruited
from the National University Hospitaf Singapore (NUH; Case 2, Tina). Both of them had
reported scores above the-oifit of 4 on the Emotion and Help Thermometers, particularly
on the Crushed Universe Thermometer, and also reported elevated levels of distress on the

assessment battery.

7.7 Procedures

In this section, the following will be described: @lics approval; (b) recruitment
process; (cjormat of the MFT(d) completion of standardised measueeg]j(e) assurance
of data integrity.
7.7.1Ethics Approval

This study was appwed by three Ethics Committeedlur doch Uni ver sity¢
Research Ethics Committee (for CRS), Nati ona
Review Board (DSRB; for NUH), and the Singhealth Centralised Institutional Review Board

(CIRB; for KKH).

7.7.2Recruitment

Participants were recruited from Study 1. Specifically, participants who reported
elevated levels of distress (i.e., scores abov@ffuf 4 on Emotion and Help Thermometers,
or elevated levels on the assessment battery) in Study 1 wesglittviparticipate in the

MFT after they were debriefed of their scores. The potential participants were given an
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information sheet describing the MFT, as well as its risks and benefits (refer to Appendix
for Information Sheet for NUH, and Appends«for Information Sheet for CRS), and these

were also verbally explaineB.a r t i dnitigd @uastiomsdwere also answered, and consent

was sought to cal |l t-bpghone calsveerewade to answet i me . Fo
guestions and secure enrolment a week le r . Parti ci pwastakenatthe or ma l C
startof the firstinterventions e s si on . Participantsdé social wol

Cancer Foundation (CCF) were notified when participants agreed to participate in the study.

No participah s wer e recruited from KK Womenés al
the study asll of the approached paremtsclined to take part. Reasons for declining
participation were: not having time to attend the sessions, not being able to find carers for the
child, and having other commitments apart from caring for the ill child. The recruitment for
the current study at KKH was thus stopped as the recruitment deadline approached. The
CIRB was notifiedbf the change via am@&ndment, and approved.

It was initidly intended that the MFT would be compared against a CBT intervention,
and implemented in a betwesnbjects design with 60 participants. However, due to the low
recruitment rate, a case study design was utilised. The respective Ethics boards wede notifie
of the possibility of such an occurrence during the initial application process, and the study

was approved.

7.7.3Intervention

The intervention was initially intended to be a fovgek (1.5hour weekly sessions)
group intervention. However, dueltow recruitment rates ardifficulties in scheduling
common days because of differences in medica
schedules and difficulties finding carers for their child, the intervention became an
individualisedone There vas no change in the content and flow of the intervention. The time

bet ween each intervention session was modi fi
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arranging the meeting toiceidewi t h t he c¢chi |l dés medical appoi
day 6spaseddiyat(ric oncology population), or wit
worker (chronic illness population). The sessions for the paediatric oncology population were
held in a consultation room at the hospital, and for the chronic illness populatan

available meeting room at CRS.

7.7.4Completion of Standardised Measures

Participants completed the standardised measures. The measures were administered
before and after the MFT, and ah®nth followup.

At the 3month period, participastwere contacted via phone calls to meet.
Appoint ments were made to coincide with thei
reduce travelling time. The researcher met A
appointment at KKH, and Tinawhehe attended her daughter 6s mi

NUH. Both participants completed the measunes quiet room at the hospitals

7.7.5Assurance of Data Integrity
As this was part of a doctoral reseapthgrammethere were limited resources to
accessndependent raters to code data and rate treatment fidelity. Thus, the researcher herself
coded the data for the thematic analyarsjused the transcript to rate treatment fidelity.
Trustworthiness of the data was assured through two methods. Fausdiamwas
conducted by the researcheros supervisor. Th
20% of the coded and rated data. Differences
and the ratings were resolved through discussion. Sec@npatticipants were engaged in
the proofreading of the data analyses done to ensure the authenticity of the data to them.
Objections by the participants were taken into account and changed accordingly. All

intervention sessions were conducted by the reBeg and supervised by her supervisor.
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Chapter 8: Study 2 Results

The results are presented in accordance to the two broad aims of the study: (a) the
efficacy of the MFT, assessed through analys
evaluat on of the MFTO6s feasibility, assessed th
intervention.

The findings of the casese presenteith a case study formathepar t i ci pant s 6
description will be presented in more dethllowed by their pe-test scores on the
standardised measures previously describedings of the thematic analysis will be
presented next, f ol-tésbanmkfallombpyscogar t i ci pantsd po

Thecase studieserealso about gaining an-depth understanding of hative
participants engaged in the interventidhe evaluation of the MFT also increased our
understanding of their experiences and their engagement with the intervention.

Reflections

During the research process, | became aware of the dynamics betwdanlmle as
both scientist and practitioner. While Psychology students are encouraged to adopt a
scientistpractitioner approach, during the process, there were times when there were
conflicts between the roles, particularly during the intervention pspges also times where
the roles facilitated each other, most notably during the data analytic process. The conflict
between scientist and practitioner roles had the potential to bias the way the intervention was
run. This was most evidém making adedsion for how strictly to bllow the intervention
protocoli n favour of participants6é undelrstanding
utilised both the transcribing of intervention sessions and supervision to manage this conflict
Firstly, transcibing provided a reflective process of each session. Secondly, supervision not
only was a way to identify the conflict arisen from the transcribing process, but also, even

before the intervention started, a way to reflect and discuss on the potentialofithact
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conflict on the research process. The following paragraphs will explain the dynamics in more

detail.

The conflict between scientist and practitioner was most salient in terms of how
closely or loosely the intervention protocol was foléalv This was particularly notable in
twoinstancesadj usting the intervention to match
cognitive style, and when participants expressed a high level of psychological distress. The
former instance was a challenggrticularly when the two participants in the study differed
so much in terms of ethnicity, life experiencesgnitive styleand age. Transcription firstly
helped to raise my awareness of how the participants differentially responded to the

intervention,and supervision helped to improve my ability to identify the nuances in each

P

participantodos expression of wvalues and meani

guestioning.
In the case where participants were experiencing high levels of pegataldistress,

as with Tina (explained in detail in Case

safety and consequent ability to care for her ill daughter was called into question, and thus the

call to focus on her distress rather than théiqdar goals of the intervention session.

It was interesting that while adjustments were made to the intervention protocol to
match the abovementioned situations, the participants were able to maintain engagement in
the intervention, and themes of vaueeaning ruptures, and narratives of their experiences
were able to be explored. It thus highlighted to me th#itgrcontext of conducting an
exploration of an intervention, i$ neither the activities nor keeping to specific goals of each
session thiadetermine the applicability or efficacy of the intervention. Rather, it is more
important that the principles of the intervention are followed, and that reflections and queries
are made in the way participants understand; activities and session gdaitstasds and

guidelines.

2)
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Where scientist and practitioner facilitated each other was in the development of the
feasibility template of the intervention. While the scientist in me demanded that fidelity be
assessed, the practitioner also wantedtosssgsar t i ci pantsé receptivit
and whether there was a qualitative difference in the way each participant understood and
processed the intervention. Interestingly, it was arop@ning and humbling experience to
realise that howeverlite change there was in participant :
measures, their presentations and reports subtly changed. It was thus through this process that
| realised fidelity is only half the story; explorations of intervention efficacy radsal to
account for participantsdé receptivity to it.

Furthermore, the use of feedback between therapist and participant in each subsequent

session also reconciled the role of scientist and practitioner. While the scientist takes
feedback as a tool to atiethe trustworthiness of the data the practitioner used feedback to
check for understanding of intervention content and rapport between participant and therapist.
It was heartening to note that participants had reflected on certain aspects of thetioterven
and also applied skills learnt in session outside of it. These suggested that however short a
time the therapist had spent with the participant, certain aspects of the intervention had
resonated within them.

It is thus with this hope and heart thanove forward in my role as both scientist and

practitioner, to marry the two more than divide them.

8.1Case 1
8.1.1Case Description
8.1.1A Demographic Information
AANngi e0 wa sspeakindi@Ghimabea 4¢darold single mother of three, with
two of her younger children diagnosed with a chronic illness. Hereabold daughter was

diagnosed with hypothyroidism when she was two years old (i.e. 2003), and-rearsotd
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son had frequent episodes of rectal bl eedin
broad diagnosis of gastintestinal issues when he was three years old (i.e., 2013) as the

doctors were unable to find a medical basis for his condition.

Angie reported that she worried more about her youngest son due to the uncertainty of
his illness which was exacerbated by her negative experiences with the hospital staff, and

them not including her in their investigations of her son.

Additional potentialstressors Angie faced at the time of the intervention were her
accommodatiorand marital status, and financial difficulties. Angie was residing with her
soonto-be exhusband with whom she shared the deed to their apartment, and her three
children, agd 19, 15, and six. Angie had also been undergoing complicated divorce

procedures prior to the intervention.

Angie and her family were also facing financial difficulties. She had been working
parttime at a baking programme for women from {meome familiesd learn baking and
sel l their product s, for the | ast four year
bills from the h o s p i Medidal6S®cial Work department, and also received financial

assistance and food ratiomerh CRS

However, Angie di not report significant stress from these areas during the
intervention. Rather, she reported that time spent with her children, giving back to society,
and behaving with integrity were more important titaa difficulties mentioned above
An gi e 0 sthregard o these potential stressors and her values will be discussed in detalil

in the findings of the thematic analysis.
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8.1.1B Presentation

Angie presented to the intervention as an energetic and outspoken lady. She was
articulate in expressing her we on her values and principles in life, as well as in describing
her past experiences. However, she found it challenging to accept praise and validation of her
experiences. She reacted to these by talking about others who had undergone worse

circumstancesby making jokes of the praise, or by changing the topic.

Angie participated actively in the intervention, and was diligent in completing the
experiential exercises. It was observed, however, when it came to questions about her

personal strengths, Argitended to relate examples of what others had said about her.

8.1.1C Relevant History
Aspects oA n g i histong relevant to the analysigereof her overcoming difficulties
in childhood and present potential stressors. Also of relevaas@ n g i e@ss to soarces

of social support important to her.

Angi eds growing up years were marked by ¢
support. Her parents separated when she was young, and she was estranged from them. Angie
was left under the care o€hpaternal grandparertswhom she was not close. At the age of
10, due to financial difficulties, Angie almost had doop out ofschool. However, she
managed to find a shapwvner (after going through a few blocks of industrial estates) who
decided to py for her school fees and meals in exchange for simple work at hiscsttbop
nextsixyearsAngi eds marriage was conflictual and r
family. Her husband was a compulsive gambler, and had racked up enormousvittebts
illegal moneylenders several times, which he depended on Angie to pay off. He went into
hiding for a year once, when Angie finally decided that she could not pay off his debts to the

moneylenders angrovidefor her children at the same time. Whegr Inusband went into



EXISTENTIAL DISTRESS AMONG PARENTS: SCREENING AND INTERVENTION 171

hiding, Angie had to negotiate with the modegders to reduce the interest ratasd also

found a job distributing flyers that allowed her simultaneously work and care fbter

children. In addition to his gambling addiction, Aegp s husband al so expr e:
accused her several times of having ertaxital affairs, and had also gone to her workplace

to accuse her boss of seducing her. As a result, Angie was not able to go back to her

workplace for a year.

When Angie gentually decided to divorce, she met with unhelpful legal counsels

who required that she pay their fees before commencing the divorce procedures.

While Angie did not receive social support from her husband, she had supportive
children, particularly heeldest son, and her niece. She also received financial support and

food rations fronthe abovementioneagencies.

8.1.1DPre-test Scores
This section pr es en ttestseores Thememkdgwn ofher Angi e 6

scores are presented together il posttest and followup test scores in Tabl@gd and25.

On the preest, Angie scored in the mild to high distress levels on all five of the
emotion and help ther momet er s ,-offbfddned on t he
particular, Angie reported ¢in levels of distress on the Distress, Anxiety, Depression and
Help Thermometers (scores of 7 oistiess and Depressidimermometersd on Anxety
and Help Thermometérdollowed bymoderate levels of distress on the Anger Thermometer
and Crushed UniveesThermometer (scores of 6 and 5 on theekramdCrushedJniverse

Thermometersrespectively).

The DASS21 scores indicatedepressivasymptoms in the Severe rangaxeety

symptoms in the Extremely Severe range, siress symptoms in the Moderate range. On the
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IES-R, A nogearairépsrtedposttraumatic stress symptoms measured onERSeR Total

scorewasi n t he Moderate range. Wi t herrepertghr d t o A
levels of Comprehensibility @Manageability were in the Low range, while her reported

level of Meaningfulness was in the Moderate range. Her reported level on théS0xtal

subscale was in the Leioderate range-or the SOEL3, higher scores indicate better

preparedness for lifehallenges, while lower scores indicate difficulties in preparedness.

The Brief COPE measured Angiebds wutilisati
frequent use of Active Coping, Acceptance, Seeking Instrumental Support, Venting, Positive
Reframing, andPlanning (reported in descending order of frequency of utilisation). An
interesting finding was a predominant use of -®&ime, which corresponded with her

response on the op@mded meaning questionnaire.

On the operended meaning questionnaire, thermegrged relating to seltfiame,
uncertainty, and worry about Angiebds sonds i
the question of the sense shedma f her chi | d éeadwithhdrstca@essntheor r e s p
standardised measures on the DARSBrief COPE, and her Meaningfulness scokésr.
responssgreflected the extreme stress that she experigaeal the uncertainty and threat to
her expectations of a medical system that shelfaceen her soréll sick. However, despite
the stressthat Angi expressed, she persisted in follow
to Afind out \dhhymto[lzgdesd cwléa tc healkks eviwele doct or 0.
interesting findings that might be better explained through the analysis of the content of

Angie 6s sessions bel ow.

8.1.2Findings of Thematic Analysis
Themes r el aexpedendeowerd argundeméeaning rupturén not being

able to act on her core value of being a good mpthsourcesand choice of coping
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strategiegFig. 1) Thesehemes alsgieldedsubthemes. For Angie, themes around the
narrative of her experiences did not emeage were therefore not included in the ensuing
paragraphsAlthough she faced stressors in the areas of her marriage and finances, to Angie,
these stresors were firstly not expressed as significant sources of distress, and secondly did

not lead to any other significant stressors in her lif
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8.1.2AMeaning Rupture

The rupture to Angiebs sense of meaning o
quality of care that she expected from the doctors. This meaning rupture brought about
feelings of powerlessness and not being in control, which was in direct contrast Amgiew
conducts her daily life.

Angieds reaction of feeling dall over the
represented a rupture to her understanding of a medical systemchshe had placed her

faith. That the doctornsls @i damodtathbivtetudad mbo e

effort in investigating her sondés ill ness, w
should be 1ike. I n identifying that she had
for informatioon, aaddinueel esgofilwhen doctors n

consulting her, it seems that this meaning rupture was not only experienced on a meaning
|l evel, but also on an emotional l evel . Angi e
passivity that shedd to take up, which was at oddih her sense of agencgn important
resource that will be discussed later

Angi edbs response to the rupture of her se
was in sharp contrast to how she solved challenges in hgdi&ilTwo occasions are
noteworthy. The first was when Angieasleft alone to raise her children and pay off the
moneylenders, and the second was wherpshgsted in maintaining her work ethics despite
a conflictual relationship with her bods.bothsituationswhile Angie acknowledged that
the situations, in particular being a single parent, \iiedei f f theg wekei o the end of
[heql i fedo. The difference between Angi ebds r esfg
her life further higplight the additional distregbat the rupture of meaning bringgsAngie,

over and above the original di stress from he
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812BAngi ebs Core Value

8.1.2 B1Being a Committed Mothdr If They Are Good, then | am Good

Being a committed ntber was a central theme and emerged as a core value for Angie.

Underpinning this value was a desire to bring up healthy and responsible citizens of the world

where she saw it as an i mperative to fitake ¢
lead theil i f e0, and her dedication to placing the
played an active role in expressing her commitment, antitad A own way of | oo

[hejchi l drendo. This included maridingaljothereeedsc hi | dr
such as financial stability and other commitments.

Angie manifested hatore value of being a committed mother in three ways, and that
formedthreesub hemes. These wer e: 1) Carticularber f or her
youngest son)and 2) giding children in life.

Caring for Her Childrends Health

Caring for her children emerged as a priofdyAngie. During the intervention, this
was mainly expressed in the context of her sick son. Caring for her children provided Angie
with a deep sense of meaning, and was at times, a source of anxiety. She demonstrated her
deep commitment to her childrenlayk i ng on an active role in he
in a variety of ways. One of the ways was to seek as much information as she could about her
sonds illness and its management, and anothe

To Angie, caringfoher chi |l drends health meant sett)
preventthemfrom falling sick, or to maintain their health. This included Angie being an
active partner with the medicalteami her sono6s theppartrecerdingl pl an fio
how many time$ie has taken the medicine, and during the course of the fever whether he had

di arrhoea or vomiting, or whether he had cou
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shoul d her sonds c oAmgileiwasialsometicuiausiin eihforcingheh e wor s

chil drenbés daily dietary needs, and punctual
Conversely, caring for her childrenbés hea
She identified that the Auncertaintyo of her

the cause of the illness or their treatment ptanssed her the most distredsgie expressed
t hat seeing her son Asufferd and being unabl
illnessforherltpl aced her in a postetitondwohangtdhegwa
Aseeing him suffero. The helplessness that ¢
her usual active and proactive mode of caring for her childidotb ei ng abl e t o do
l ed Angie to persessesimethersel andshaniieswhses a
her meaning system of being a good mother. An interesting point of mention was also that
Angi edbs view of herself as a fAuseless mother
suffering, converged wither pretest report on the Brief COPE of utilising the SRldme
coping strategy. The convergence of the results suggested that, to Angie, being an effective
mother meant being able to care for her children, failure of which resulted in a threat or
rupture to her sense of meaning

Guiding Children in Life

Guiding her children in life provided Angie with a strong core purpose. Despite being

a single mother and facing financi al di fficu
that[her childenfgr ow saf el y, andé bdsheaijad e pveenod e natnod fisae:
examples for her children as to fAiwhat is rig
what should not be doneodo. Angie carried this
involve ment in her childrendés |ives. She wused t

discipline her children and, at the same time, provide a safe and supportive environment for
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her children to share their di frunicatonwiti es. An
her children and be involved in their lives seem to have a reciprocal impact on each other.

Open CommunicationOpen communication was a key means for Angie to guide her
children. It meant transparent and structured means of conveyirxpertations and needs
to her children and their teachers, respectively. Communication was also an important tool
for her to know how her children were faring in school, as well as to facilitate their learning
there. It had a reciprocal impact on hertielaship with her children and their teachers.

Angie was open in expressing her expectations and emotions to her children. Her
emphasis on open communication with her children was:

Né regardless of what happens,ethpgspahd or b a

we wi || have to share. Donét just keep i

you keep it inside yourself you will suffer, and feel very uncomfortable, like how

come my family members donét understand n

This statement from Angie waspresentative of her view of famitiesi to have
open communicatiorAngi edés open communication with her
They shared witi\ngie their vocational choices, late assignment submissions, first foray into
smoking and evenhte i r pl ans for Airevengeo, all owing
encourage them.

Angi eds open communication also extended
teachers. She sought help from the teachers
a so regularly communicated with the teacher:
school . It was interesting to note that Angi
reciprocal effect on her childrérngeachers. Angieescribed her relationship withem as

Al i ke friendso, keeping heraboutparat ehdi Ivd rae pdhho n
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activities and their progress in school. The

increased involvement in her childrends | i
InvolvementinCh i | dr e rAdgge wasideeglyscommitted to her children, and

being deeply involved in her childrenbés |

extent to which Angi e wavgasdemonstated wadwoi n her
incidents. Theifst was when Angie took immediate action to prevent her daughter from

exacting firevengeo on her friend when her

never, never | et me see you break this fri
Angieal so i nformed her daughterdés teacher to
incident, and occasionally checked in with
incident was when Angie noted chanaqets i n h

suspected bullying in his extaurricular activities. Once Angie understood the
circumstances her son was facing, she made the decision to contact his school coach, and
Al went] down to solve the probl emo.

Angie alsoset an example for her childrevith regard to valuing family ties,
overcoming challenges and leading a valdegen life. She considered setting an example
for her children to be of utmost i mportanc
well, [the childrehpd o n 6t hav e akat ®kamipmh. gheywdl Il ®s e t hei
directiono.

It was also interesting to note here ag
lives wasreciprocated, particularly by her eldest son, who made it a priority tsisket time
for family outings, and showed concern for her viigling through messages and
Awillinglyé follow [her] down. Then whatev

sure [she is] not carrying the thingsé |ik
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Thus, throgh open communication, Angie was able to build the rapport

needed to allow herself to be involved in he
reinforced the value of open communicatienablingAngie to continue guiding her children.
This wasalso demonstrated through the reciprocation shown by her children and their
teachers.
8.1.2CResources

Two themes related to Angi flegserveéasour ces e
protective factors, or gener @aanagdmentafr t her r es
difficulties. These resourcegereher sense of agency, and her openness to learning,

experiences, and alternative solutions.

8.1.2 C1Sense of Agency Nothing Can Be Too Difficult, If | Dare to Face It

Angi eds sense yshlen\@laethatwaswmatsnlya gwdeg principle
in her life to overcome challenges and fulfil other values as demonstrated above, but was also
a resource to engage in effective coping strategies.

Apart from agency in caring for her children, Angiscadisplayed sense of agency
when dealing with challenges in her personal life. Despite the challenges to her physical,
emotional and financial resources, Angie maintained her stance to pursue a better
environment for herself and her children, and @@at current status quo where she felt
Arel easedd and fAfreed. She shusbandpaythre alimgny o u n d
of fAat Il east $100é better than nothingo, and
for longer grace periods, whigmultaneously working and looking after her children.
Angieds behaviour of directl y ¢tighscoresonthee ng c h
Active Copingsubscale on thBrief COPE during the postest and followup sessions.

Angi e 0s gsneywssalsmdemonstrated in her decision to give back to society

through volunteeringti ndi cated Angiebs ability to prior
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to their significance to hé@rnot in terms of their utility in her survival, but in termishow
they valueadd to her life in terms of meaningfulness. Despite facing financial constraints,
Angie was willing to compromise her work to
not with theinglbtemtt e olf tidiédepsglfjwitlotne teaers, n gr a
but to dihteémp,tedchemns ® Ilguwvee Hhexa kelfadod t i w mmo
inthepast i n contrast to work being fAifor the mon
Throughher sense of agency, Angie creali@dherresources. Firstly, by
demonstrating agency in her personal life and in caring for her children, Angie had created a
family environment that demonstrated her love and support to her children, that could also
exist despite being a singparent family. The commitment that Angjave to her family
created strong family support fber, as evidenced by the interest and care her eldest son
shows Angie. Secondly, although Angie did not intend for her acts of volunteering to be
beneficial in a tangible wayt, also proviegdherwith assistance in maintaining involvement
i n her chiTlhdrre n @bssgdf @agénsysna enly indicatadstrong sense of the
value, but also that this providedresourcehe translateohto clear and effective action.
When Angie was able to assber sense of agency, she was also able to create other
resources. However, when Angie was unable to assert this agency andcaordance with
her values aswhen she interacted with the medical team, she experienced meaning distress,
anger and anxiety which she interpreted as h
that agency was keyresource for Angie, and aided her in pursuing her core valueraf he

good mother.

8.1.2 C20penness$ | Can Learn from Each Experience

Angi edbs openness to experiences was anoth

various difficulties in her life. It was also a quality that she passed on to her childréneAdgs
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openness was associated with her sense of agency. It was manifested thropgh her
attitude towards learningnd searching for alternatives.

Openness to Learning

Taking on a learning attitude aided Angie in gaining resources as she gained new
knowledge in managing difficilte s, such as dpdewnnagddomgjé e fisett | e
things step by stepo, thus reinforcing her s
opportunity to learn, and thatitaspossible to learn something from anyone. She \ielney
relationship with her children as a mutually benefitgy one, seeinnhgmit as @n
learr{ing] things from[her], instead,ghei$al so | ear ni ng ltwdsithisgs f r om
underlying attitude of learning, the willingness to absorb atedjiate information, that drove
Angi edbs pursuit to gain as much knowl edge of

her frustration when not gaining it.

Openness to Alternative Solutions

Angie was also open to trying different methods to solvefraslems, a salient
example being in her seeking financial assistance from a Member of Parliament (MP) for her
divorce proceedings, then deciding to try other methods instead of depending on the
assistance even when she had obtainddhis behaviounotonly demonstrated her sense of
agency in solving her problems independently, but also indicated an inquisitive mind that was
open to possibilities. With regard to caring for her children, Angie was flexible in refining her
strategies in balancing carelwdr children with her work, finding ways to help her son to
learn both at home and in schddkr openness in trying out alternative solutions reflects
cognitive flexibility and a wide and adaptive coping repertoire, further underscoring the

significance dher sense of agency.
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8.1.2DCoping
Angie described using a variety of coping strategies to overcome her difficulties. In
this section, we will first describe coping in the light of coping strategies that were beneficial

to Angie, and second in termswihelpful coping strategies.

8.1.2 D1Helpful Coping Style$ | Need to Solve this to Prevent Future Problems

Active Coping

I n I'ine with Angieds sense of agency and
committed mother, her approach to challenges wasob active coping. Angie often
combined active coping strategies with her values and resolifeesetook the form of her
being strategic in her planning, being assertive, and obtaining information.

Being StrategicBeing strategic about her time apldns enabled Angie to focus on
the problems at hand, thus allowing her to masgnmer resources and fulfil her value of
being a committed mother. This was played ou

Angie showed the ability torganiseher time between work and her children. This
was particularly notable when Angie waimultaneouslyayingoffhner husbandods ga
debtsand providing for her familginglehandedly Angie strategied her time by arranging
to distribute flyers betweeihé¢ times her children were at school or sleeping, while
maximizing the amount of money she could earn from the job.

Angie also implemented strategies to ensure her children were able to keep up with
their school wor k. K n eawming apility was dlowdr,&mgiey ounge st
thought of methods to increase his ability 1t
such aieglo fipnafsotr mati on such as t handdiefihg er enc e
him repeatedly him about daily activities in
i mpl ementation of str at egngaighlightotheentesaatione her ¢

between values, resources and coping style. Her commitmbat children, combined with
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her sense of agency and openness to alternatives, facilitated her ability to think out of the box
to i mplement various methods to allow her to
lives.
Angi e ds ac monsetmate that choice of copingdteategies aecwith the
facilitation of her inherent values and available resources, and secondly, indicate a high level
of processing skills and effective emotion regulatiespite her facing difficulties on several
fronts

Obtaining Information. Obtaining information was a critical form of coping for

Angie in her daily |ife and, to a | arge exte
illness.Withr egard t o her sonds i lohlymeansknowiagtheai ni ng
cause, prevention, anf nrggd dyc tbiudn ad fs oh ere amnd n &

any treatment decisions the doctors had mideer daily life, obtaining information

pertained more to her vocation of bakiktpwever the difference irA n g i reagdtien to

being denied access to the necessary infor ma
stark. Angiedescribed being mor e conf usedo when i nsufficien
by instructorsat work. Incontras s he expressed feeling fAangry.

her sel f whendhavaenhbie sohap her somhus,obtaining information served

the function of fulfilling Angi e0fbeingal ues of
blockedinthae ndeavour resulted in significant di st
Angi eds responses with r e gthattte rdsdtant disteesseof t wo s
not obtaining information was a manifestation of her value frustration moreligteess

related to the inability to cope.

8.1.2 D2Unhelpful Coping Styles He is Out to Get Me

Angi eds engagement I was cauntd¥peodyctiveuih maocagipgi n g S |

the challenges in her life. They took the form of passaggressive i ponses and
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confrontationsand tended to occur predominantly in her workplace contdyd differential
occurrence of these strategies in different contexts reflected important ways in which other

situations meant to Angie as compared to her

Passiveaggressive RRsponses

Passiveaggressive responsesa ni f est ed maoteractions witmherhosg, i e 60 S
which might have led to escalations in conflict between them. This involved her making
comments in front of her boss about the qualityiosh per sonal ity as a Aji
her coll eagues shoul d ° famdefadwingphisgnstructiond i & gi e s 0
manner that conveyed herdisple ur e t o wa r dbsfinglimore [badtlascohwatars  fi

at one goé andtd slheegv ewo[nhoetr |h awoer K hal f way to

Confrontational approaches

Angi eds confrontational dhpepr diaacshs dit ruadlewd e
making personal remar ks about his personal it
towards her boss was, while effective in keeping her boss in his place, detrimental in her
relationship with him and ultimately to her sense of belonging to her workplace. It was also
interesting to note that Angi el sdfeemfromont at i
her assertive manner when it comes to matters related to her children.
Although Angie did not specifically report being confrontational with the medical team, her
descriptions of her experience during the intervention sessions, angtreedeeedback to
certain doctors, suggested a degree of <confr
son several times to have certain medications prescribed to him, and also feeding back to
particular attentive doctors about how other parenésr e fanxi ous or so di s
have so many complaintso due to doctors who

patients or their caregivershus although Angie was not as directly confrontational towards

Sibeati ng p a pseperstiioh dniongithe saditionakSingaporean Chinese that bad luck was caused
by jinxes, and they needed to be O6beatend to be taugh
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the medical team as she was towdreisboss, the distress she faced as a result of her value

frustration might have led to expressions of displeasure.

8.1.3Assessment

Angi eds scores on t he aX)slowes emdowriwardh att er y
trend in her distress on the DA% and IESR, and an upward trend on the SQ& The
trend of Awagn the predicteccdoectiers Of noteereher scores on the DASS
21andtheSOQ 3 questionnaires. RARbhygbsalesshosvedalarges o0 n
reducton in her levels of depressivamxietyand stressymptomsWith regard to the SOC
13, Angi e 0s nsncreasing gend Heo @omprehensibility score increased from
14 during the preest to 17 and 31 in thmosttest andollow-up respectivelyThe scores
corresponded with her reflective behaviour during the sessions, and her subsequent
willingness to accept suggestions of her strengths in Sessfon4 i eds Manageabil.
increased from 11 in the prand postests to 26 in the followp. Lastly, her
Meaningfulness score showed a generally increasing trend, from 16 during-tbstpre 23
and 20 in the pogest and followup respectivelyThe increasing trend of her
Meaningfulness score also correspedaith her reported changeinmamag g her chi | d
illness. From sharing that shesva A a | | over the shopodo when her
Angi e said that she would now Acalm down and
Session2T he change in Angi e 0 ow-gpeon heoopaeehdedv e per si s
meaning questionnaire, where she responded t

stressful situations.

Il n addition, it was noticed from Angi ebs
general downward trend in her useuahelpful coping strategies such as S&tdme and
Denial, and a maintenance of scores for helpful coping strategies such as Active Coping and

Positive Reframing.
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Of mention as well i's the cidErdaedgVieaningh Angi e
Questionnake (Table25). Across the questions, Angie expressed a predominantly approach
coping style. Nonetheless, the general trend of her responsesiteentline towards an
outward perspective, rather than an inward-Bkliming perspective. This means tHat,
example, for the question that asked what se
test answer was focused on the stress she experiences, and her inner confusion and meaning
rupture. However, her responses on the-pestand followup werefocused on resolving her
sonds illness and getting him well, rather t
guestiononwhatlitbeen di fficult about-testesponseonds il I n
suggested selflame and a focus on herown distress er e s he coul d Aonly
Her posttest and followup response$iowever, vere focused on broader issues, such as
communicating with her son, and a preparation for future times when her son fallkhgick.

use of emoti ve |dinfgfuiaogwel tsau,c hi vacsr rilwce,r yivery s
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Table24

A n g iSeoges on Psychological Outcomes

Measure PreTest PostTest Follow-up

Emotion and Help Thermometers

Distress 7 4 2
Anxiety 8 3 2
Depression 7 3 1
Anger 6 5 1
Crushed Universe 5 2 1
Help 8 4 2

Depression, Anxiety and Stress Se2ale(DASS?21)

Depression 22 8 0
Anxiety 24 8 0
Stress 24 16 2

Impact of Events ScalRevised (IESR)
Total 56 17 12

Sense of Coherence Scdlg (SOCG13)

Comprehensibility 14 17 31

Manageability 11 11 26

Meaningfulness 16 23 20

Total 41 51 77
Brief COPE

Self-Distraction 3 3 3

Active Coping 8 5 8

(continued)
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Table 24. Continued

Measure PreTest PostTest Follow-up
Brief COPE
Denial 5 3 2
Substance Use 2 2 2
Emotional Support 4 3 3
Instrumental Support 6 3 5
Behavioural Disengagement 3 3 2
Venting 6 2 4
Positive Reframing 6 6 6
Planning 6 5 6
Humour 3 2 2
Acceptance 7 3 5
Religion 3 2 2

Self-blame 7 3 3
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Table25

A n g iRespases on Opé&inded Meaning Questionnaire

Questions

PreTest

PostTest

Follow-up

ifnWhen a

event occurs, many

people make sense of

it in different ways.
What sense do you

s t fAvery stressfulwher i Tal k

my sonis very ill.
Cos don't know
what happen to him
if he fever (sic)

t

hi

i T a kdeep a
breath. Try to
relax. Try to solve

it sl owl)y

make of your continue more than

situati on ? aweek. And doctor
cannot tell me what
happen (sic). | will
want to find out
why, and what
caused him to sick
(sic). I will check

with doct

nSol ve t}
step by step. If
really cannot, then
| will ask for

hel p. o

AWhen a st iaWorry,
event occurs, some C
people find that
certain things change.
What do you think has
changed for the worse
for you, i

(continued)
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Table 25. Continued

PreTest PostTest Follow-up

When a stressfulever A No n e 0 AMore reliANone. O
occurs, some people

find that certain things

change. What do you

think has changed for

the better for you, if

anything?o

AHas therefiYes, ver AHard to ARThe causc
anything in particular when he sick or communicate with illness for my son
that has been difficult restless, (she) my little son, whom | is still unknown,
for you to deal with  cannot help him, find is still not doctors ¢

since learningabout only see mature. o0 me what is going
your child on, only tell me

probl em?o0. they need to

observe. ¢

8.1.4Evaluation of Intervention with Angie

Thecurrent sectionlescribes the evaluation thie MFT in terms of its fit with
participantsdé contextual reality. To assess
perspectives: (a) Delivery of Intervention; and (b) Receipt of the Intervention.
8.1.4ADelivery of Intervention

Inthis &ctiont he r esearcherds adherence to the t
in the events of deviations, whether the objectives of the intervention and/or the sessions

were met.
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The frequency of identification of values or meanings will be presenmtdféllowed
by the clarity of their presentation, and lastly, the alignment of session contents with the
objectives and purpose of the intervention. The discussion of values and meanings within

each of these sections will be presented separately.

8.14 Al Facilitating Identification of Values

Identification of Values

Throughout the four sessions, valwues, or
been identified, occurred 68 times. Out of t
AYes60% of the time. Angieds values were A0S

values were not identified the remaining 9% of the time.

|l denti fications of Angieds values that me
researcher naming the valuesorvae c¢cl ashes. Explicit identifi
occurred in situations where there were repeated patterns of values expressions or when
Angie appeared more emotional when discussing her experiences. The researcher identified
Angi e0s v aelyofavays. Ome was tovmake icomments explicitly referring to her
values, such as fAyou value using your heart
Angieds frequent use of the word fhearto to
reflectt he value in her own words. The second wa
behaviour, such as -Miérydbaudé@ryow! wondtui i a&s e@dp eyn

experiences with your previous experiences?o.

clshes particularly in the context of her son
seems | i ke when you dondét have thoseé knowl e
Angi edbs values were indirectly idantified

underlying motivations. The researcher tended to do this via tentative questioning or relating
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Angieds actions to the researcherds observat
responses were expressed through reflections of her prefefenceacc t i on t o Aexper

things first, before [she uses her] experien

During the remaining 9% of the time, Angi
occurred largely in the second session, when the researcher asked questions that did not
identify values. For example, the researcher teidegk questions that attempted ttate
Angi eds actions to her sense of self, by ask
The researcher s questi on ingtanseswhereshelmp onse t o
exercised her agency in her personal life, or behaved consistentlyerifalues. However,
that it met with Al dondt knowo on Angieds p
have been unsuitable for Angie, and possibly might have worked more efficiently with

guestions specifically pertaining to her actions.

Clarity of Presentation of Values
The clarity by which values were presentegkrated 45 times. Out of these times
when values were presented, 62% met the ADIT

and 11% met the AVagueo criteria.

ADi rectonprefsenmtnbtuese involved the researc
explaining the impact of her behaving consistently with them. Discussions around the impact
of Angiebs values wusually occurred in the co
asmm Angi eds ebrimgtForexample, teenipact of Angie keeping to her
commi t ment to be a good mot her was presented
the reason why [her youngest son] is willing to apologise to you is because he koiowidl yo
sti |l | accept him, you wil/ sti |l | dote on hin

that she A[feel s] more relaxedodo when she is
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ASubtl ed presentati on of onthelesion betweemo k t he
Angieds values, or queries of the i mpact of
tended to occur in the contextdibcussindngi eds care for her young
Atrying to balance wanti ngyetto wlainstciinpgl itnoe b[eh e

approachabl e mothero, and querying dAwhat eff

AVagueo presentations occurred in situat:i
Angi eds words without r el atngent@lrefeteecestot o Angi e
Angi eds values. An example was when the rese
herself at the same | evel with you, try to wu
who attended to herf lInecetdison Tdied rrecste aatctheerr d st
this particular instance, the medical system had lived up to her expectations and had helped

her to feel reassured with regard to her son

Alignment of Session Content with Purpose

Valueswereidnt i fi ed and presented with the pur
awareness, in order to explore using them to overcome future challenges, or to enhance her
sense of meaning. It was observed that regar
respnses were often valdaden in content. For example, a reflection of Angie (rated
ASomewhat 6) making the choice to Atake out t
her being fAalready so busyo | ed tedshewasi eds e
to her children, and to put them as her Afir
unf ol ded, Angiebs pludmposendm thdé depigubastelei mer

[volunteering to help other peophill go on, thus concurringvith hercommitment to being

a good mother
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However, it was also noted that there were some points when the conversation did not
devel op further. I n these cases, Angiebs res
to Al donoét kool specific examplest Roythe hatier example, it was noted

t hat Angiebs responses tended to stay at the

chronol ogi cal accounts of her sonbés behaviou
overarchiy val ues similar to Al will stick to mys
children to get hurto. I't appeared that thes
researcherds delivery styl e. I n themwme cases,
specific examples of fiso it sounds | i ke you
when you go back, you wil/| prepare him for p
although it seemed | i ke Ailaden dedpdthe carstypobtiles es we

guestions, howloselythe questions and reflections related to the issue of values influenced

the depth of her responses.

8.1.4 A2Facilitating Identification of Meaning

Identification of Meanings

Throughout the four sessionsepa ni ngs, or moments where An
meanings were identified, occurred 11 ti mes.
meanings (i .e., AYeso) 55% of the time. Angi

ASomewhat 60) t h ethertimemdenithe nesgarches 86ugbtto explore potential

meanings Angie could have formed from particular experiences.

The researcher identified Angieb6bs meaning
reflecting the signifiecainecg tolie wamalsogwychf als
tree (that) will fl ower and bear fruitsé [ pa

remar king that #Ayour children are the centre
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(@}

Angi eds over aflhdrlifaimréladion pother thigdtem. Direct identifications of
Angieds values took place when Angieds respo
sense of satisfactiono in the case of her wo

orashaving Asinnedo during a conversation abou

illnesses.
Indirect identifications oAngie6 s meani ngs took the form of in
moreo, or directly queryi ngieWwaspayticularlyand occur

emotional as when she started tearing while talking about her youngest son, or when she

expressed that volunteasmong dadmebheirnghul dr €pnd

Clarity of Presentation of Meanings
Ratings of the clarity afhe presentation & n g i mednimg occurred eight times.

Out of these times when values were discusse

1]

Subtled criteria, and 13% met the fAVagueo c

Presentations that me thereseacheiidplicilg ct 0 cr it e
expressing the significance of the eventds n

Achil dren are t hred ctematr eh eorf Wdijreknp Il alae eios, fal i

ASubtl ed present at i oedthrougt questorsithatisayght wer e e
Angieb s el adbmrwhatonshe had said, such as fAWhat
affect you?0 These questions were asked foll

content of her words. For example, towards leenrtmi t ment t o her younges

Angie had teared as she expressed, fAPer haps
birth to him, so you feel you will havefeeli ng] . You wondét watch him
or be sick. So anything you willefinitely you will do for him(sico . Thi s was a mea

moment for Angie, and the researchero6s respo



EXISTENTIAL DISTRESS AMONG PARENTS: SCREENING AND INTERVENTION 197

squeezed a little. It is very touching. | was wondering if you could tell me more about this
feel wag?@abl e to draw out Angiebs el aboration

children.

Alignment of Session Content with Purpose

As discussegbreviously the majority of discussions around meanvgye delivered
in an indirect manner . Di scussions of Angi
effective under two conditions: when indirect approaches were used, and when the researcher

made queries that were related to her meanings.

Situations where indect approaches were more effective than direct approaches were
particularly notable during times when Angie rdabcribecher experiences with her children
or with difficulties she had managing their illnessdslength A particular exchange in

Session2z2 ef l ected the efficacy of wusing a subtl e

Researcher (R) Then when these things happen and you feel anxious, hel
er mé what do you think of
you think you are?

Angie (A): Useless. Cannot help anyone, cannot help him out.
R: Ok, Ok, I see. Useless. That is a very serious word to use!

A: Yes. This mother is really very useless, the child is so seric
sick and she cannot do anything. So | find [that | am] \
useless.

The above exchange demonstrated that a subtle appwoachr e f | ect i ng Ang
of herselfgr adual | y u npersohall medning whgsheewas unable to fulfil her
commitment to her son. Furthermotater in the sessioran acknowledgement of Angi6 s
coping strattagneoofl eds edgdlordliongol mdasingssneadief after
joining Club Rainbow Singapore. In that instance, Angie was able to look beyond her distress

to acknowledge that At hose mot PAergd edisf frmeera nmi
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suggests that an indirect reference to Ang

illnesses was sufficient to move towards making meaning of her experiences.

Angi eds responses ap ptgpa ofquestionscaskédee mbre p end e n
closely related they were to her values, the more articulate she was in expressing her
meanings. The difference between Angi eds art
dondét knowo seemed t o dependinagvaldehiwdth phr asi ng
gueries of their personal rel evance to Angi e
What would happen then?06 resulted in a clear
|l i kened to fAguinea pi @ado.quEmits omass oif n AiMhratt r a

about youo, which resulted in respowties of A

the session

8.1.4BReceipt of Intervention
This sectiondescribes thextent to which the MFT was received and underskyod
Angie in a manner as intended by the interven#os.s e s s me n treceiptofthen gi e 6 s
intervention was based avhether and how well she completed beperiential exercises
(i.e., indicating she understood the instructions to the exeresdd)er prticipation in

discussions of her values and her meanings.

8.1.4 B1Experiential Exercises

Experiential exercises wemaplemented o f aci |l i tate participan
their values and sense of meaning. Hence, an evaluation of the extenthtdAwhie had
completedhe exercisesand whether she had completed them correctly, would provide

information about her receipt of the MFT.
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8.1.4 B2Completion of Exercises

Angie completed all three experiential exercises in Sessidnd lie experientia
exercises were: (a) her thinking of a particularly meaningful moment in the course of her
sonds illness (Sessi ons oterwhitlshe®adchoieland r ef | ec
control (Session 2), and (c) her strengths (Session 3). She was graackkmonstrating that
she had completed the exercises, and always had them ready for discussion. In Session 3,

Angie also shared that she had sought her co

8.1.4 B3Accuracy in Completing Experiential Exercises

Angi eds responses on most of the exercise
objectives of enhancing her awareness of her values and meanings. However, some exercises

seemedaonfusing for her.

Angi eds response t o Seirgisdedtmatshehdersteadtp er i en't
clearly. This was evidenced through her pron
childreno. Angiebs continuation of the topic
Af orgivenesso and dhloiw ea wiatrhe ntth eisrh ocuhlid ]d rleena
between sessionshe had reflected on her life with her children in relation to her past, and
had realised values (i.e., fAforgivenesso) an
be) inthe process.’Agi ebs response reflected her core
and her sense of agency, further suggesting that she had understood the exercise and was

engaged with it.

The experienti al exercises on ahsas of <c¢h
seemed more challenging for her, imgtrecompleted correctly after clarifications and
discussions. Angie had originally misunderstood the instructions, and reported circumstances

where she had been unable to fulfil her value of being a good mottexaarblocked from
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hersenseofagendn t he exerci se regarding Angieds st
related to pragmatiday-to-daysituations such a&®njoyffi ng] ¢ eatingo. Angi ebo
took on a more valudsased content after the resgreer clarified the instructions and walked

through the exercise with her. Inparteul , Angi e r a pracegog] whiatrsken gt hs ¢
preacliedo ,[doiighefbe st 6, and her &aeasobvaloeftoherammiponsi bi
which she reported wishg to pass down to her children. It was also interesting to note that in

rai sing Angi eds a wheraBsmbecanmvacefthattmer childen race n gt h s,
emulatecher spirit of doing her best. This was significant because in previous sessions,

Angie had appeared hesitant when the possibility that her childrearhalhted hepositive

gualitieswas raisedthus suggesting that she had been reflecting on her role as a mother

within the family.

8.1.4 B4Observations

Another way of accessing how Amgieceived the intervention was through
observations of her behaviour and discourse across the intervention sessions. The
observations yielded two overall themes. The
her level of engagement in the interventidVithin these two themes were siiemes, as

will be further discussed below.

Depth of Answering

The depth of Angiebdbs answers was toound to
which Angie understood the concepts of values and sense of meBejpit). of answering
was measured based on #mountof detailinAngi eds r epl i etleegrealet was n
the depth of detail, the more significant the issppearedtobe o Angi e. Angi ebs
understanding implied that she understoodctiveepts of values andeaningn the

intervention
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Angieds values of commitment to her chil d
interaction with her world were demonstrated throughstgeificantdepth of detail she went
into during the interventiaThis was an indicator dheir relevance to her sense of meaning,
or obstacles to her following her values, suggesting that the intervention was relevant to the

di stress she was facing particularly with re

Abroad question such as fAWhat 1is it about
was able to bring the researcher into her world of caring for her son, and her meaning rupture
surrounding the medical system revealed the unpredictability and uncertai of her son
il Il ness, threat to her sendendft meam ngp dwre re
help [hell understand what the problem is and what is going on[\Wwéghsofd , and al so &
stephby-st ep descripti on of iliedseahe pupply@frmedicationrohe of h e
received, and how many times they entered the hospitalgi e6s response demo
reflective nature, such that she was able to associate the question to various aspects of her

experience with her sonds illness.

I n contrast, Angieds responses tended to
uncertain or had not given much thought to. These pertained more to situations where she
was asked to answer questions about herself in her own words. The analysid gtadwt
was easier for Angie to describe herself in
terms of the things that she did rather than her personal characteristics. It appeared difficult
for her to take ownership of her strengths and camidhs, as evidenced by her response of
Al dondt knowo. Thus, while Angiebs replies

and sense of meaning, a part of the interventiormthatchallenging for heavas her

acknowledging these qualities of hdfse
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Level of Engagement in Experiential Exercises
Angie completeevery experiential exercise before each sesslowever, her level

of engagement seemed to depend on the relevance of the exercises to her values.

Firstly, thinking of a meaningful encounter appeared to be an exercise that engaged
Angi e best due to its resonance with Angieos
response that giving birth to her children had provided her with a sense of puarpiesand
she attended Session 2 with a more reflective perspective on how her childhood influenced

her perspective on parenthood:

AGrandfather would very seldom speak to n

Sheds not t he k iHahdattalks withcPaohablyifathereish e ar t

somet hing she would remind you, |ike ADon
I myself got married and had chil dren, I
parentg , lead a life with their children,theannt i | you can al so f eel
just gave birth to them, so they wonét go

Angie alsocontinuedtorefleabn t he fipros and conso of ha
what she had learnt from them. The depth of reflection whiakie engaged in after the
exercise suggested, firstly, that the idea of children as her sense of purpose resonated deeply
within Angie such that it triggered further reflections of how and why they therevay they

were secondly, that the exercise hagkh relatable and relevant to Angie.

Secondly, inviting Angie to list areas in which she had choice and control, and her
strengths, appeared to be more challenging for her as they required that Angie reflect on her
personal qualities. However, upon clexdtion of the purpose of the exercises and explicit
identification of Angieds strengths, her sub

values, such as, dalf I want 1 will do my bes
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and her fMoersseidfi tryds Angieds difficulty in
strengthwasconsistent with her difficulty in identifying her qualities in session as to the

Atype of per s o redthastheexercise mayafirstlly, net hayefie hertpace of
recognising her strengths and qualities; secondly, not have been engaged in enough detalil

prior to her completing it; and lastly, require other ways of identifying her stiength

8.2Case 2
8.2.1Case Description
8.2.1ADemographic Information
fiTinad was a 2iyearold married Malay lady, and a mother of one. Her-pearold
daughter was diagnosed with Acute Lymphoblastic Leukaemia (ALL) when she just turned

one. Tinabs daughter had been given a good p

Tina was living in crowded conditiong the beginning of the intervention. She and
her family resided in a thrdgedroom apartment with her -laws, together with her
husbandds three younger siblings, a girlfri
apartment, Tina and her family g&l in the living room. These conditions were not
conducive to the child undergoing chemotherapy. For example, the cat also stayed in the
l' iving room while Tinabés daughter was underg
Tina and her family moved andent ed a room from one of Ti
reported was Areally goodo, and helped her ¢
unable to apply for government rental flats as her husband was still in the midst of finalising
the sale of Is previous apartment with his-exfe before they could be eligible to purchase a
government flat. Private rental fl ats were

budget, whereas government rental fexesheavily subsidised.
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Tina also faced fiancial difficulties. Her husband had only just started his new
permanent job after taking on a few freelancesjob six months. Tina herself had not been
working since the birth of her daughter. They were thus relying on monthly financial

assistanceoffeed by the CCF and her husbandds mont h

8.2.1BPresentation

Tina participated actively in the intervention, but seemed to find it challenging to
complete the experiential exercises and answer questions about her values and self. She
explainecthat this was due to her not knowing what her identity was. However, Tina was

forthcoming in describing her experiences

8.2.1CRelevant History
This section describes aspects of Ti nads
understanding of her. Thesecluded ongoing stressors and lack of social support that

predisposed her to her distress during the MFT.

Tina reported the situation when her parents found out about her pregnancy as
Achaoti co. Tinads daught er wa sbrooghtrforciblyoe d o u't
the hospital for an abortion by her parents and aunt. This was despite Tina refusing to do so,
and the doctor telling them that the pregn
withdrew their insistence on an abortion when thaatdet them hear theirgrardtla u g ht er 6 s
heartbeat. Tina reported that since the birth of her daughter, her parents had been very
supportive towards her. Nonetheless, Tina expressed anger towards them for changing their
stance towards her daughter so sudtley , and towards her aunt f ol
al so expressed shock and confusi on at her

pregnancy, and verbalised it as a Obetrayal
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they were both mothers. Sheported that she had been having flashbacks of her parents and

aunt forcing her to undergo an abortion ever since.

Tina reported she lived in an open marriage with her husband, which later led to
marital di fficulties whewas filinghia @w with wasother n d
woman he had met. This had several implications for Tina. Firstly, it impacted on Tina

emotionally; she said she felt Acrushedo,

a |

future without h i mnd s®medoprodding finandial supporsto theu s b a

family, only paying the rent for their room. This thus left Tina with having to cover the

fami |l ybs expenses based on the | imited finan

Tina also had limited social and enwotal support that decreased further over the
course of the intervention. She reported aroffrrelationship with her best friend. Later,
with her husbanavhen hespen more time with his girlfriend, Tina reported that there was
less instrumental and enmmal support at home in caring for her daughter. Tina did not
mention support from her siblings or siblinigslaw. However, there was some support,

albeit limited, from her mother who sometimes helped Tina to care for her daughter while she

attended thentervention sessions. Nonetheless, this was only when the sessions coincided

wi th her -daydflom wdrls Altbough Tina mentioned other friends, she also

reported that she met them only sporadically.

8.2.1DPre-test Scores
This section preasnt s a s u mma r-tgst soofes. The mraakdown pof her
scoreds presented together with the paosst and followup test scores in Tables 7 and 8, in

the Assessment section.

On the pretest, Tina scored in the high distress levels on all fivthefemotion and

help ther mometers, based ffiof 4 Hneparid@al, Nidas r e c C
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reported the highest level of distress on tledpH hermometescore of 10), followed by on
the DepessionThermometeandAnger Thermometeis€ore of 9)the Anxiety Thermometer
(score of 8), and finally thBistress ThermometendCrushed Universe Thermometscére

of 7).

The DASS21 scores indicated depressive symptoms in the Moderate range, and
anxiety andstress symptoms in the Extremely Severe ear@n the IESR , Tinads repc
overallposttraumatic stress symptoms the IES-R Total scoravasin the High range. With
regard to Tinads sense of coher ed®sebscalesi x ed
and SOCL13 Total subscale. Her reportézlrel on the SOE3 Total was in the Moderate
range, Comprehensibility was in the Low range, Manageability in the High range, and
Meaningfulness was in the Moderate range. For the-$8igher scores indicate better

preparedness for life challenges, wHibwer scores indicate difficulties in preparedness.

Regarding Tinaés wutilisation of coping s
reported almost equal utilisation of different coping strategies. While she reported frequent
usage of Instrumental Bport, Planning, Active Coping, Humour, and Religion, there was
al so a corresponding frequent usage of Deni
of Active Coping and Planning corresponded with her respansthe Operended Meaning

Questionnaire.

On the operended meaning questionnaire, themes emerged of not being able to make

sense of her situation, and a lack of support in her home environment. On the question of how

shemads ense of her daughter ds[diolelprmadyg s, Ti nabds
understand what is going ono, yet continuing
suggested perseverance on Tinabs side, and n

daughterHer response correspondedh her reported frequentilisation of the Active
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Coping and Planning strategies on the Brief COPE, and her High score on tHEBSOC
Manageability subscal e. I n &cediptsioom,yr THicra @S C
reflectedthe lack of social and instrumental suppegported abovieyet wasn contrast to her

reported high utilisation of the Instrumental Support coping strategy. Weesenteresting
findingsthawil be better explained through the qual.

sessionsutlined belav.

8.2.2Findings of Thematic Analysis

This section presentstken al ysi s of the contents of the
experiences of her childdos illness and conte
meaning ruptures around hemomitment to motherhood and her marriage, values, and
choice of coping strategies, emerdedy. 2) These themes alsteldedsubthemesin
Tinab s ,d¢he sagative of her experience was an important data source that erthance
reader 6s whhdresubseduant rdeaning ruptures and other core themes lland wi

therefore be discussed first
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Themes

Coping

Core Themes

Narrative of Core values
experiences \ Meaning ruptures

Helpful coping

Being committed Meaningfocused

Being a good wife _ strategies
SubThemes to motherhood coping °
Less effective
Search for Additional coping strategies
identity stressors Commitment to Meaning of
motherhood marriage

Figure2.Themati c map of Tinads experience sgbithemes ng r el ati onsh
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822ANarrative of Tinads Experiences
The narrative of Tinads experiences provi
distress and difficulties. Her experiences included her search for her identity, and the

additional stressors thateslfaced.

8.2.2 AlSearch for Identity Who Am |

ABecause | dondét know who am I, so you Kkr
what | am, and do what | amé what | am su
like doing things, you know, ah justdpou know, and survive, ju

cook, wash, clean, coak

Tinads search for her identity asoaer ged as
source of energy when she engaged in behaviours in line with who she wanted to be.
Throughout the itervention, Tina questi@di Who am | 0 mul ti ple ti mes.
who she was meant that she had structure and direction in life, and there was meaning in the
activities that she engaged in. Tin@dents | ack
enough to be independento or to questition doc
possibly had an impact on her marriage. Tina reported Ifielnd r ai d disaussibna n d |1 e 0
with the doctors a nd b e i nwpuldigvé theawirodg irffosdti@n about the
medi cineo.ofHefi alsdtrfr iahtugsghya nd] t o appealecttplach i | dc ar
additionalstress on her husband, who eventually engaged in anreatital relationship as it
hel ped him to Afeel daeudghetrerobust]s i cdecemd idtuieo rnt,0 Wi

stressing him outo.

Nonetheless, it was observed that when Tina behaved in accordance to who she
believed she wantedtobean fAi ndependent 0 TJashedepdrteddeeling dent 0O

Astronger® adwdr gl sgcfekdo. Such instances oc
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for Tina, such as when she insisted on changing her replacement doctor due to concerns of

her daughterdés care under this doctor, and d
Tinads tone of voice changed when she descri
tone when relaying that she Adon't want [ the
shefought forhermarriage Ti na al so descr iilBénd nhemrgofistimong
accordance to that description, she was observed to sit straighter and speak with more energy
when she related these incidents. Her demeanour also changed, particularly thevinitident

the doctor. She was observed to smile widely, ancksigsger in her excitement.

8.2.2 A2Additional Stressor§ Changes and Fighting for What She Wants

Addi ti onal stressors in Tinab6s | ife and h
Stressors occurred on several fronts, both before and afterhedchis di agnosi s, na
financial, situational, and environment, as well as personal and relational stressors. These
stretched Tinads financial, physical and emo

adjustment. This section presefiti nadés stressors and her adj us:

As outlined above, Tina faced a variety o
daughter, Tinads husband had been the sole b
gross income of SGD$2,100, of whic92 was placed in a compulsory comprehensive

savings plan created by the Singapore government. After paying the monthly household

expenditures (i.e., bills, rent, childrenoés
each month, without the monttdyu b si di es from CCF. This creat
familyéds finances, which was a source of str
the Afinanci al assistanto, Aevery dayé count

h u s b a n diénsf fisaacklssapport, Tina was under considerable financial pressure with

the main income being the subsidies provided by the CCF.
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Tinads physical energy and emoti onal reso
stressors, particularly the environmental stressors while living with Hawiy and a lack of
social supportLiving in crowded conditions with a cat in the living room madeecessary
for Tina to constantly clean the surroundings to make it physically safe for her daughter. She
reported being Abusy with this and thateée was
with no support to car ebodtdbhourjustofindhalallth@t er , A
housework]o for tasks that would wusually tak
lack of social support combined with a challenging living environnveimich also did not
provide emotional refuge for Tina,wasa x i ng on her . Tinadés frustr
social support was echoed in her responses on theempe meaning questionnafieable
8), regarding what has changed for the worse for her (Question 2), and what has been difficult
forhertodealwti h since | earning about Shestatedc iPedpbep
surroundng no one really helpsd and APeople at ho
Tinads responses not only suggestedoa | ack o

perception that she was isolated.

Lastly, the various stressors that Tina faced, particularly her marital difficulties, were
emotionally taxing for Tina. There was a sense of helplessness as she reported that the
relationship diifnfgi ¢ hletrij]e ®uwe f eaniddrsdierf coul dr
reported a | ack of confidence in moving forw
enougho. Despite knowing that she fA[needed]
coul dndét dooutanytt.hi[ngghealb coul dndét stop thinki
Tinads marriage difficulties posed a signifi
purpose in life, which might have implications on her experience of meaning rupture

(discussd in the meaning rupture sectjon
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In sum, the contextual stressors Tina experieapgearednore distressing for her
than her daughterdés illness. The contextual
threatened her sense of meaning arounddmh er hood and marri age. Ho w
difficulties, themes relating to her core values and her coping strategies also dhitiaate

she was living her life as best as she knew how.

8.2.2BValues
Anal ysis of Tinaos chinglthemes Theyevere:¢a) Beidg t wo ov

committed to motherhood; and (b) being a good wife. These themes yielddtemds.

8.2.2 B1Being Committed to MotherhoddJust Think About the Baby

A core theme which emerged fromirdshe da:
motherhood. An example of a statement demonstrating this was:

Alf anything happens to her, I bl ame mys e

you know. It really makes me feel better to actually make options. Because before |

got pregnant, you knw , | dondt make any options. The

I dod. You know? é But now i s, ol f 1 do

daughter) 0éo

Tinads statement showed a deep commit men
change in hebehaviourThe change saw her p-bemg and theirh er d
relationship above hersef,| ect i ng to Atie [her] stomacho a
of being able to afford the instalmentofan@io ndi t i oner f ofotther daugh

Tinads value of being committed to mothe
engaged inan affair. It contributed significantly to her distress. Tina reported that her
daughter would Al ose [ her] tHowaveralthough fima | o st
was distressed about | osing her husband, par

daughter] to know that sheés from a broken f
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first and only ti me wheg nasshbk mainsaaditik top prierkye N [ h
now becomesé not hiHogevet Dina pl$o esubdequantlyraekaowlgdged

t hat Ano matter what, [ she woul d] still be
somet hi ng she fneedu thisJaloe through domtinuing to drind hev e d
daughter for each appointment despite finding difficulty getting herself out of bed, and
withholding from smoking in front of her da
may therefore have beexaerbated by it unsettling her value base and thus threatening her
commitmento motherhood.

In addition, while trying to repair her relationship with her husband, Tina was also
cognizant of a father s i nf [herduslcadd sdn ptrh e ra iy
thechidre@m, and pl aci ng -dau g hdtaewidher basbaredeasda st e p
priority. Ti na 6 s wvee focbeth hersdaughter and stigughter, indicatinghat her

commitment to motherhood was an encompassing value.

8.2.2 B Being a good wifé Giving him a good life

The second core value that emerged for Tina was to be a good wife to her husband.
Tinads way of demonstrating hertandthisgawe htror her
a sense of purpose. Doing somethingr her husband was a fArequi
job of a wifeodo, for a few r easaomtlsesecoddiwas f i r st
that Tinasaw herroleaa fAvery big responsibility to the
Aitéds nt mpaer taa wi fe and as a mother toé to ma

home, feel that someone [cares] for them. o

Tinaods value of being a good wife was !
challenged when her husband engaged in the-exdrdal afair. It was most evident in the
way she continued Adoing the job of a wife.

t he water o and helping him to return to bei
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husbandé the soiml aowo.[ h@mr Jt hmeot ditelrer hand, Ti
husbandvas rejected as fhe [did not] want [ Tina] to h
Her husbandbés rejection of her help was met
expressed a signifioat s t r uwagtingd to leave liim, but at the same time [she]

coul dndét | eave hi mtobnucka.usTei nasbhse sl torvuegsg ! ehis ug

between being true to her value of being a good wife, and leaving her husband.

8.2.2 B3 MeaningFoaused Coping

As meaningfocused coping refers to the use of values and goals in managing stressful

situations, it is discussed here.

Tina drew strength from her core values of being a committed mother and wife to

Apul I [ her] through the | ifeodo she saw as fim

facilitated her coping with the additional stressors in her life.

Tinads K ercusdawogibeing wassonevokHeld ways to cope with the
di fficulties in her 1ife. Her conceptuali sa
strength to persevere and keep her daughter despite pressures to abort. Furthermore, Tina
describedhe birth of her daughter as a particularly meaningful event that suggested life was
worth living. Herdecision to look forward antb not let her surrounding stressors affect her

was borne from her desire to encourage healthy emotional developmentaubbter.

Tinads |l ove for her husband al so provideoc
of his efforts to fimake [her] happyo Tas her
Tina,filje i n g] alscenteantbeing more giving towarde @& r s . Her hwsbandd
Amake [ her] happy to feel bettero made her

husband] € to give to another | ife inside of
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ot her peopl eo, which [lBdlepedeteo tmecmgsgdpe tama

closer relationships with her colleagues.

Tinads commitment towards her daughter an

regulation. She chose to engage in eating and video gaming to distract herself when her

fasbbacks occurred in order to avoid Aventing
husbandd. This choice reflected her commit me
(as opposed to an fAangry childo), aer well as

husband. Although such behaviours might be seen as a form-dfstediction, the function

of Tinabs behaviour was to uphold her values

8.2.2CMeaning Rupture
Therewere two ruptures td i n seidss of meaning. The first was the obstacles that
presented to Tinabs core value of her commit

Tina encount er e dnartadaffairhus bandbds extr a

8.2.2 C1Rupture to Commitment to Motherhood

Ti nads metherhaod rumtured when she was pressured to abort her daughter.

To Tina, having a child was not only fAGod [ g
deci de Awhat she wants to do with ito. That
withoutTi nad6s consent, t hreatened her rol e as a

Tinads expectation that her mother and pater
to carry a baby insideo was not fmaherhood he ex't
corresponded with a serious meaning rupture related to that value. The severity of this impact
was evident through her experiencing flashbacks related to her being forced to have the

abortion.
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8.2.2 C2Rupture to Meaning of Marriage

Ti nad&dd am d-dnaritakafair rutured her sense of meaning around marriage
as an institution built on commitment and fl
upholding their Apromi seso to each other, an
descriptims of feelings of defeat, weariness, and anger with regard to marriage after the affair

were in direct contrast to her descriptions

ot herso before the affair took place.

Tina described defichushiamgds amdat he aexpe
marri age as A dhemews of thegextfatardat gffair and hed husband telling
her that fAwhatever promises and whateveré pr
threatened hertrustn hi m and the marriageds stability
was also reflected in her pestst scores on the CrushiddiverseThermometeand the
openended meaning quest i on-tesscoreeof7 o8 heeCrusifed cal | vy,
UniverseThermometehad increased by the pésist and followup to the maximum level of
distress of 10. Furthermore, on the question about what has changed for the worse for Tina as
a result of her daught e restandifollo-up eespensesWwezer r e s p
that Athe relationship [she] had wigth her hu

respectively.

Tinads descrfimpobhonyodft behenry musband and n
to the point that hegr sujgestgghattthenneaning rgptute ofi | os e |
hermarriage was hlow to her seHefficacy. Herreports of a loss of social support and being
drained of strength corroborated with her Manageability subscale score on tHEBSOC
which saw a decrease to thew range in her pogest and followup sessions. Furthermore,
it was also noted that Tinabs reported use o0

during her postest and followup session, as compared with her{@ast scores.
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8.2.2DCoping

Tina utilised a variety of coping skills that ranged from being helpful to less effective.

8.2.2 D1Helpful Coping Strategies Planning

Tinaengaged in activeoping strategies in the form of planning, thus demonstrating
her ability to make decisionadependently. Although it appeared that Tina tended to utilise
these strategies in structured or pragmatic situations such as budgeting or seeking help, she
was also behaving consistently with her values to provide the best environment for her

daughter andamily.

Planning was a theme that was predominantly present in the first three sessions of the
intervention. Tinaoswasaviildemtt iiom mdn adiemsge hsd
financial limitations or seeking help to care for her daughter. Engatyategies to address
these challenges gave Tina a sense ofefitfacy, purpose and energy, which were

manifested in her tone of voice and presentation in the sessions.

Tina called hersel f t hepldhed thahousella | assist
budgetwithh e r  h u salarg. Fultlesnore, in trying to provide a comfortable
environment for her daughter, Tina also planned and modified the household expenditure
according to her daughterds needs. ortRhler ex amp
air conditioner for her daughter, Tina took the lead to solve the dilemma she and her husband
sharedby keeping n mi nd the familyds financi al I i mi t
t heir daught er 06 singdor aternativg to provide tha bedt optian &or thein
daughter. This demonstrated use of elaborate thought processes, suggesting that her
commitment to her family as a wife and mother facilitated flexibility of thought and coping

approaches. It was observed that wheraBihared her role in the family, her tone of voice

was excited, more confident and authoritative. She also sat up straighter in her seat. These
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observations of Tina suggested that having a role within the family energisaadhgave

her a sense of purpes

8.2.2 D2Less Effective Coping StrategiefBehavioural Disengagement

Behavioural disengagement from threatening situations emerged as a theme in
contexts that pertained to Tina asserting
disengagement had piications for her engagement in experiential exercises and the way she

referred to herself. These had links to her sense of identity.

According to Tina, her tendency to disengage from situations that required her to

assert herself or be firm reflectediiates opposite pathways. Her general tendency was to

di sengage or to not question or challenge.

where she had to nAnbe fir mo, to the extent

he

t

Tinatendingt gi ve the doctors the benefit of the

h

wi || |l i sten to [them]o wlithatusd diuesngaomne mgnt

making decisions thus required her husband to take \bitgle herbehaviour reflected

dependence on her husband, other perspectives should also be considered. Existential issues

such as Ti na 6kkelcantibtutedtd hei agpeehension ig questioning the
doctors or make decisions. Furthermore, given the lack of financial antiresociarces
available to Tina, making treatment decisions or questioning treatment procedures may have

been a big challenge that was beyond her ability to provide.

However, as described above, in situations where the consequences of a situation
could be deimental to her daughter, Tinappednto her value of committed motherhood,

which enabled her to engage in assertive action.

Similarly, with regard to challenging topics such as giving her opinion on herself,

Tina reported thatosbeméahwangsebsdeotTanksde
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experiences of perceived rejection made her

the intervention, Tina was reluctant to write down or draw out her responses to the

experiential exeéedcinped keoausdé $hdenhdd done
al so declined to write or draw in activities
not my thingo, she was fAbad in mind mapo, an

8.2.3Assessment
Ti n a otest gnafslibwup test scores and responses showed mixed outcomes of

the intervention. The reader is referred to TaB®and27 for a breakdown of her responses.

Tinads scores on the assessdsteenstontheat t ery s
DASS21 and IESR, and agenerallystable trendonthe SGC3. The trend of Ti
were opposite of the predicted direction, which could be due to the marital difficulties that
had arisen at the end of the intervention and contibegdnd. Of particularly notis the
decrease in Tinabds score o0n-13bbteecerVpatestbagde abi | it

follow-u p .  TpietesaMasageability subscale score of 21 had reduced to 11 and 14 on

the posttest and followup assessments r especti vely. This coincid
being fAplanlesso and finding it Aso hardo to
relationship.

Il n addition, it was noticed from Tinabs s

general downwal trend in her use of helpful coping strategies such as Active Coping,

Instrumental Support, Planning, and Use of Humour. Instead, there was a general increase of
unhelpful coping strategies such as &#fme, Ventingand Se®i st racti on. Ti na:
on the Brief COPE corroborated with her SO& Manageability scores as her tendency to

cope actively and constructively with difficult situaticshscreasednd she engaged in more

avoidance coping strategies.
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Tinads r es po4ktsdeddvieaning Gestiomnnaif@spggested changes in
Tinads perspective of her stressors, which t
Specifically, the depth and specificity of T
pretest and followup stages. For example,the question about what sense Tina makes of
her situat-i est Tesnpdss@ereuggested confusion
what i1 s going ono, and seemingly searching i
adapt tposttestand folldwapranswers suggested having made meaning, with her

attributing the situation to A(happening) fo

1]

strategy was to adapto to it. Jdestweeenot her ex
generalw ague and broad, such as attributing her
il Il ness to pe oebteuther redpansesah the gest and fellovp e
were more specific, which was her relationship with her husband, and that sinealvkesto
receive fiemotional supporto from her husband
di fficulties suggested that the confusion sh

initially had shifted to a more conceptualized and discrete diffisthe was facing, which

made it possible for her to seek help from her best friend and her social worker.

Thus, the study of Tinads response to the
assessment scores seemed to indloatted efficacy her actons and qualitative responses
seenedt o i ndi cate otherwise. This might be due
crises rather than prioritize difficulties, as well as her preference to act on her values rather
than verbalising them, suggesting ttia intervention mighthave beesuccessful in certain

areas in creating change in Tina. These will be discussed in the Discussion section.
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Table26

T i n &cores on Psychological Outcomes

Measure PreTest PostTest Follow-up

Emotion and Help Thermometers

Distress 7 8 7
Anxiety 8 10 9
Depression 9 10 9
Anger 9 10 9
Crushed Universe 7 10 9
Help 10 6 10

Depression, Anxiety and Stress Seale
21 (DASS21)

Depression 14 34 32
Anxiety 26 32 30
Stress 38 34 36

Impact of Events ScalRevised (IESR)
Total 71 74 67

Sense of Coherence Scdlg (SOCG13)

Comprehensibility 12 12 12

Manageability 21 11 14

Meaningfulness 16 16 16

Total 49 39 42
Brief COPE

Self-Distraction 2 4 4

Active Coping 6 4 4

(continued)
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Table 26. Continued

Measure PreTest PostTest Follow-up
Brief COPE
Denial 6 6 5
Substance Use 4 6 4
Emotional Support 2 4 4
Instrumental Support 8 5 4
Behavioural Disengagement 8 6 6
Venting 3 5 7
Positive Reframing 5 6 6
Planning 7 5 7
Humour 6 2 4
Acceptance 5 3 4
Religion 6 4 3

Self-blame 4 5 7
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Table27

T i n ReS8ponses on Opd&inded Meaning Questionnaire

Questions PreTest PostTest Follow-up

AWhen a stiAiDon't reafiSituati o AiHappens
occurs, many people understand whatis foragoodreason; r eason. 0O
make sensef it in going on. | just use th try to adapt to the

different ways. What informationgivenand si t uat i on
sensedoyoumakeof I adapt to

your situat

AWhen a stiiPeople suiiThe reladnlntol erce
occurs,somepeople no one r e a hadwith myhusban

find that certain things drastically

change. What do you changed. o

think has changed for

the worse for you, if

anything?o

~

AWhen a stitiAiNoneo Al am exp ANot hi ng.
occurs, some people i nner sel

find that certain things

change. What do you

think has changed for

the better for you, if

anything?bo9

AHas there APeopl e at fiThe r el a i Nomotonal

anything in particular one r eal | y with myhusband support from the
that has been difficult after 6 months of father. o
for you to deal with learning about her
since learning about condi tion

your chil di




EXISTENTIAL DISTRESS AMONG PARENTS: SCREENING AND INTERVENTION 224

8.2.4Evaluation of Intervention with Tina
8.2.4ADelivery of Intervention

8.2.4 AlFacilitating Identification of Values

Identification of Values

Throughout the four sessions, valwues, or
been identified, occurred 74 times. Out of t
explicitly (i.e., AYeso) 66% of the ti me. He
ASomewhat 6) 32% of the ti me. For the remaini
identified.

Explicit identifications of valwues took t
take your responsibilities wetrlye seentoues | gfo J[a
The researcher identified Tinads values expl
Session 4. Upon closer investigation, 36% of

Session 4 alone, with the purpose of remigdiima that she had behaved in accordamte
hervalues. Theet ook t he form of reminders that she T
value clashes between Tina and her husband,
througho. It was noted that the condseswoft of S
the session due to its exclusive focus on ma
objectives were to consolidate the values and experiential techniques that Tina had engaged

in, to make plans for the future. However, because Tina had bekstressed over her
husbanddés affair to the point of expressing
[ daughter] anymoreo, and that her daughter w
di vorced, Session 4 f eandlsriegthgtbem bacletetiesi ng Ti na

awareness. It was observed that when Tina was reminded through several examples that she

was still Afoll owing [her] valueé a good mot
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Ai ndependent s el ftheconthtefher warde shenged.&Epecifecally, Bina d
started to smile and express that she is fdac
should come out . Shleurthermore; Tirh alboackrsowledged thhaj n o w o

identifying thesevalueSc oul d hel p [her]é in handling thi

Tinads values were indirectly addressed w

underlying motivations. Indirect identifications of her values occurred mostly in Session 1,

and were exploratoryinant ur e, taking the form of questior
you to make breakfast for hi mo. Furthermore,
action, the researcher also sometimes ident.
refled i ng that Tina is Atrying to change [ her ¢

hersel f o.

During the remaining 2% of the time, Tina
when the researcher was too focused on particular issues, suchasthera of Ti nads
flashbacks, that her value of protecting her family from her emotional dysregulation was not

explored.

Clarity of Presentation of Values

The method of presentation of values (i.e., clarity) by which values were presented

were rated 58mhe s . Out of these times when values we
criteria, 31% met the ASubtl edo criteri a, and
ADi recto presentations of valwues involved

several ways. Onewastrg h nami ng them as statements suc
[ your daughter] o. Values were discussed in a

purposes of reminding Tina of her core value
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howshehadfolowed her value of being Aindependent

expressed wanting to possess from the earlier sessions.

Anot her way of directly naming Tinaods val
clashes that led to meaning rupture. Therasr c her j uxt aposed Tinads |
motherhood against her forced abortipnnotingi € you see [your- daught et
given to you. Secondly is youé you want to u

own rights as a mothero.

Athirdway of directly presenting Tinads val ue
used to explain the roles of values in her daily life. Tina was reminded of how her values
Aactually helped [her] to decide the person

values of] wanting to be a good motherd helop

Presentations of Tinadbds values rated as f
to get Tina to express her values herself. Subtle presentationssedreviien Tina had raised
areas which were important to her, as suggested by the tone of her voice, the emotional and
verbalised content of her words. An exampl e
matter how hard things are, you guys will stilhtiaue on, just for the sake of [your
daughter] o in response to Tinabs conviction

t hen, ok o.

AVagueodo presentations of Tinads values oc
did not clearly indicate thatwl ues wer e being discussed, such
person do you think you areo and what Tina t
when Tina talked about things that she woul d

motherto(he) daughter 6, but were not explicitly s
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Alignment of Session Content with Purpose

Values were identified and discussed across all the sessions, and although the
researcher and Tina engaged in these discussions, it was obbkatuee tiscussions often
meandered into Tinabs fl ashbacks, existenti a
i ssue, husbandés infidelity), more than her
through these events. Although Tina ofteparted being unaware that she had been

expressing her values, her behaviour between sessions seemed to suggest otherwise.

Whil e towards the end of Session 1, Tina
had actually t al ke dvedahatdthroughautthatutsessian andint was ob
subsequent ones, she had voluntarily identified the areas that were important to her, such as
preserving the marriage by fiserving the husb
mot her to (theiirt)h dabgHteerpd.ompuen swwch as A Wl
about (the divorce)o, Tina was able to gradu
family for her daughter, suggesting that she was able to respond well to questions pertaining

to her values.

Furthermore, in the situations where her values had been tested, such as the incident
with the replacement doctor and keeping her marriage together, Tinaedé@haecordnce
with her valuesWhile Tina could have engaged in these behaviours independbet T,
the situations occurred while the MFT was on
identified and presented in very direct ways. Thus, there was a possibility that Tina had

internalised some of the discussions during the sessions.

WhenTha was reminded through sever al examp
valueé a good mother o, and that she had been

presentation and content of her words changed. Specifically, Tina started to smile and express
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that she is Aactwually still strongo, and decl
should be shining nowo. Furthermore, Tina al
Acould help [her]é in handl i ng predentaionandt uati o
content of her words suggested thatoanecting her to her values served as resources that

gave strength to face her difficulties.

8.2.4 A2Facilitating Identification of Meaning

Identification of Meaning

Throughout the foursessics , t he i dentification of Tina
OQut of these, the researchexplctiyenei fi é&¥e88 W
remaining 11% of the ti mes, Tinads meanings
Ti n a 6 mgs mereexplicitly identified in the following areas: (a) her role as a mother or a
wife; (b) her actions in preserving her marriage; and (c) her search for her identity. With
regard to ASomewhat o identifying wWheraBinas meart

expressed a change in perspective or appraisal about heffisalfy.

Tinads meanings of being a mother were i

statements and questions. Examples of these
i feo, and fAican you tel]l me mor e abmrantt why
ones?0. These statements were reflected back

In Session 4, Tina was also reminded of her commitment to motherhood through the
researcherds reflection that f[hsehre diasu]g hkesapit
purpose of such statememtasto remind Tina that even though she was distressed over the
potential dissolution of her marriage, a part of her distress was due to not being able to fulfil

her duty to her daughter. Through associaling n a 6 s albuttsetdisrapsion to a larger
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meaningi providing the best for her daughtet he obj ecti ve of enhanci

of meanings was met.

Tinads meanings for persevering in the n
statements uch as fthe part of (her) that is figh
l' i ke, having faith that the persoThswastost i | |

remind Tina of her purpose, or the meaning she placed in her marriagenastatian bound

by promi ses. Agai n, in Session 4, the pursu
and persevering in her marriage, particularly the latter, did not align with the objectives of the
session. It was compromised in favour of retugnifina to a less distressed state. Yet, in
reduci ng Ti na 0 scondectsg hergosher valuesrandungednings,eas evidenced
through her belief that she could use the r

researcher also kept to tbheerall principles of the intervention.

A prominent part of Tinads di stBxgigts was
identification of Tinabds sense of self was
replacement doctor. The exploratioto®k the form offi wh a t di fference doe:
[ Ti madboought up Tinabds own acknowl edgement o

after the incident.

With regard to ASomewhato identifying Ti
when Tina idatified changes in her perspective, or when her relaying of experiences hinted
at an existential crisis. When identifications took a tentative approach and used hypothetical
guestions such as A Wh at happens i f dhfTi na d
di screpancies in Tinabs appraisal s, the ens

and search for identity.
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Clarity of Presentation of Meaning
The identification of Tinads meanings | ec
instane s of di scussions, 48% met the nADirecto

NnSubtl eo criteria.

Statements that met the fADirecto criterie
the significance of the evernthtas mganinmg st a af
the centre of (her) worldo, or when the rese
significance of meani ngf ul moment s, such as
moments, then what 6s sttdndedtp loeiused i? Stuatiobsiwheeeche st a
researcher was summarising Tinads experienc

sense of meaning.

Subtle statements tended to be made when particularly meaningful moments were
identified by the researchbut not yet recognised by Tin&hese subtle statements sought to
get Tina to reflect more on what she had sai
exploring characteristics of distressing situations for TiHae researchgghrasedheseas

qguestions in order to obtain Tinabs perspect.i

Alignment of Session Content with Purpose

Meanings were identified and presented in a direct manner for the purposes of
bringing Tinabds attention t o mean iughtgrfandl ar ece
her marriage. For example, inthedent i f i cat i o9 totéha part dihena A wa
daughtieef ég, and g setpf relation8hipk yau wdnt o make ® your
relationship with vyour p ar ea to anake seteslofether es e ar
purpose of her actions. Tmme s ponded t hat A Wh at my parent s

change to my relationshi pHewittelr amy odha wd h theerr é f
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to build a close relationship with her daughter veas expression of the meaning her
relationship with her daughter held for her. It also therefore suggested that the objective of

aligning Tina to her sense of meaning had been achieved.

The purpose of presenting Ti nnaodragehee ani ngs
own exploration. It had mixed results. Upon

choice of words made a difference towards Ti

andactombased, such as ndef fna dty®, af diofwfeedr € mae & ,e s
to meaning. For exampl e, i[focusingéniher daughferna @A wh a
make to[Tingldo, her response of ATo focus on someth

associated with positive changes she noticed about herself. In contrast, when the question was
phrased as fAwhat does this mean to yobeo, Tin
rooted in descriptions of her actions. Such differences suggested that Tina might have been

more responsive to concrete, actimsed questions than abstract words.

8.2.4BReceipt of Intervention

Assessment of how well Tina received the interigmivas based on whether and
how well she completed her experiential exercises (i.e., indicating she understood the
instructions to the exercises), and observations of instances where Tina reported encounters
in between session that were consistent withvakies and meanings, or related to the

constructs of values and meanings during the intervention.

8.2.4 B1Experiential Exercises

Experienti al exercises were Iimplemented t
experiential exercises were not cometein session, Tina was asked to complete them as
homework. To assess the extent to which Tina understood the exercises and the constructs

inherent in them, two aspects were considered. The first was whether or not Tina completed
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the exercises when sheohghtthemhome. The second was whether she had completed them
correctly. Although subjective, these provid

intervention, as well as whether she had understood what was discussed during the sessions.

Completion of Exercises

Tina engaged in three experiential exercises across Sessions 1 to 3. These were: (a)
thinking of a particularly meaningful moment in the course oftheru g hillness (8ession
1); (b) reflecting on the areas she had choice and coi@esis{on 2); and (c) her strengths
(Session 3). Tina engaged in verbal discussions of the experiential exercises during the
sessions, but reported difficulties in completing such tasks in writing or through drawing. As
such, Tina did not complete the exeas at home, stating that she had tried, but had ended up

Astaringodo at the paper.

Overall, however, Tina engaged in the experiential exercises through discussions,
rather than writing or drawing. Tine X pr es s ed t hdacte Enlowr ifitree aml ¢ h
becaise[sheislaf rai d that it wil/ be wrong, and peo
a nfear of rejectiono. Nonet hel ess, gui danc

feedback facilitated her engagement with the exercises.

In Sessions 1ral 2, Tina expressed resistance in engaging with the exercise on
brainstorming her personal qualities, stating thatfsijel no] even know how to express
[herself6 and was -mhpd ewemytlhkdi ngo. She declined

open to spaking about areas important to her, such as her husband, daughter, and respect.

In Session 3, Tina reported that she had tried to complete the exerciseics &tub
Control, bdpatt htahda th sptaapreer[ f or one houdid But é
not understand what to write. She had alsoespeesl concer n aldidjut whet he

correcfly] or not 0, an #&now ihshetcoukl hctually gnsiverdbecalsie i
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reall yé not the person t o t hinamadtiveljnpadidipated Ho we v

in discussions about the exercise during the session.

Accuracy of Experiential Exercises
Given that Tina did not complete the exercises at home, there would not have been
any measure of the quality of her responses. Neteth, during sessions, particularly in

Session 3, time was used to complete the exercises.

|t was o0bser v eadpraitals dendedlto imcding sowasde thé negative
such alkinghtaoa <dSipend moneyo, At o go Ideuseld , or
appraisals suggested that she viewed herself as a passive participanNonigtheless, with
gui dance, Tinads r espons ecping sucheas entisting her n | i
mot her6s help to care for mer tda uegahsteert, h ewh
financial burden. Such a resporseas contrary to Tinadbds previo
mi serabl eo and that H@Anobody careso about hert

to solve her issues.

Thus, it seems thaliscussingexperiential exercises within sessions were more

effective in engaging Tina and facilitating change than reinforcing them through homework.

8.2.4 B20Observations

Obsevations of her behaviour across the intervention sessigre especially
importantinTi naés case due to her tendency to exprt
it was also interesting to note that alt hot
accordance to her values) unti|l Q domgsome s ear
situations where her values had been tested. Specific evidence that supported the intervention
were when she insisted on changing her daug

coping strategy to cope \extrgnarital &ffair. Whatswas e s s ¢
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significant about Tinads behaviours in thes:
individual who fAkeep(s) quieto and is dnafrai

values and her needs.

Firstly, betwea Sessions 2 and 3, Tina 1insiste
repl acement doctor as she felt t hat the do
patientés parent andé dondt have any emoti on
stood up for herdkeand her daughtanotivated byher value of being a good mothand she
was decisive in her choiceéler behaviour was a change from her ustehce oflefering to
doct or s § and elsoiuslikedher usuaddecisivenessTi nadés shi fwas i n be

not ed to come after Session 20s exclusi ve 1

mother and wife, and areas of strength.

Secondl vy, Session 4 indicated a departur
avoidance and neediklhwt thcsnoomeloenfeo rteo sphues hw ot uhl ed
Tina acknowledged the fineed to talk to som
suicidal o, despite knowing that she was HfAsh
researcher was n csocialfworked aftdr yhe intervergi@ansthatCTé& had
sought her help to be referred to a psychiatrist and other avenues of financial help. It was
noted that Tina seeking help came after Ses
(Ti na) 0 biyngdnpfroorgr(etsesr sel f ), and of explorin
excitedo at A(maki ng) t hat own choice by (I
Tinads independence in seeking help after S
engagemen i n feedback and education with regat

foll owing the nAReal (Tina)o within Session 4
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Thus, itappeadt hat Ti n a dvere algeol iadicatar of passible changes
resulting from the intervention, possibly due to having a more concrete and pragmatic
approach to managing difficultieBvaluating her actions and indirect value expressions

of fered a different di mension to assess Tina
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Chapter 9: Study 2Discussion

The currenstudy sought to answer the research question of whether a meaning
focused intervention (i.e., KT) can reduce the distress of motharshildren with cancer or
a chronic illness. This research question was answered through-aribmged approach: (a)
to map out the subjective experiences of par e
reality; (b) to assess the efficacy of the MFT; and (c) to evaluate the fit of the MFT to the
participants via its delivery by the researcher and its receightebparticipants. In the
discussion, | will integrate the information presented in the findings, including descriptions of
the participants and their test scores, as well as findings of the thematic analysis related to

themes of meaning ruptures, valuesratives of their experiences, coping, and resources.

Next, the efficacy of the MFT will be discussed, followed by the findings from the

evaluation of the MFT. The limitations and implications of this study will also be presented.

9.1Contextual Influences on Parentsé Distress

The overall findings of thecasestesis uggest ed t hat the partic
experiences such #seirrelationship with the medical personnel, and marital issues had a
bearing on their perceived distress, psychologiyapgoms, and how they coped, over and

above their experiences of their childés il

The study had a particular interest in the meaning distress experienced by parents.

What was | earnt from the findiwagnstreesessariyt hat p
directly caused by their childés illness, bu
interaction between contextual factors and t

The thematic analysis revealed three common core themes of meaning ruptures,

values, andaping for both participants, in addition to the factor of additional stressors for
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Tina, and resources for Angiethese t hemes wi | | be discussed i

contextual experiences.

Meaning ruptures emerged as a core theme for both Andidiaa. These meaning
ruptures were not specific to their children
theirwellbei ng. Angi eds meaning rupture was assoc
system in including her as an active partner nmggfor her son. The obstacle to actively
caring for her soformeda threat to her sense of agency, that in turn prevented her from
being aligned with her value of being a good
ruptures were firstly around beifgrcedto do something against her values (i.e., abort her
daughter) by people she trusted and thought would suppodrttthe collapse of her beliefs
of marriage as an institution of trudtler meaning ruptures and existing challenges
associated withh e r  d a u g hit needidalosts, llatkofea £aducive accommodation,
and, although not explicitly stated, her marital difficuliese i ght ened Ti nads di
current state of knowledge is that contextual stressors such as financial and marital
difficulties, and relationships with medical personnel, predispose parents to greater distress
when caring for their childrefAlaee, Shahboulaghi, Khankeh, & Mohammad Khan
Kermanshahi, 2014; Bayat, Erdem, & Gul Kuzucu, 2008k finding that contextual
stressors had a greater impact on Angie and
their meanings, r at h extendthexurrent kmaviedgetoeh i | dr en o s
impact ofcontextual stressorsn  p acaregivingstresy f i rst showing t ha
core values may be threatened by events that
and second that prior meaning ruptures may create vulnerabilities in parents, thus
predisposing them to higher distress wheir tttald is diagnosed with a chronic and/or dife

threatening illness.
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I n support of the impact of contextual st
George, Vickers, Wilkes and Bart¢2006)found that poor relationships between parents
and medicalpes onnel , and insensitive remarks from
grief over their childrends chronasc il l nesse
predisposg parents tdiigherdistress when their child is diagnosed with cancer or anahro
illness,is supported bsr a n e k (261¢¥)stady thad psior unresolved, difficult life

circumstances predisposed parents to higher levels of perceived stress.

It wasfurthernoted that both Angie and Tina reported marital difficulties. For Angie,
they led to divorce, while for Tina, they were associated with high psychological distress. In
Tinads case, while it was not clear i f her d
problems, it was interesting to note that the marital difficultieesazurred with her
daughtero6s il Il ness. Angieds case was similar
been brought on by other issues, it was noted that she had two children with chronic illnesses.
Research has often documented the impact of sepaediatric illnesses on the quality of
marital relationships and marital satisfaction due to changes in intimacy and role strain
(Quittner et al., 1998; SilvRodrigues, Pan, Pacciulio, de Andrade, & Nascimento, 2016)
and on marital qualities predictimgot her s 6 p s ybeihgfBersani& Kexdh, we | |

2011)

A common core theme for both Angie and Tina was their valued commitment
being a good mother. They expressed this value repeatesttgsion$ Angie was more
reflective in her expressions, eft relating her ideas of what a good parent should be and her
desire for her children to be responsible citizens, while Tina used more concrete expressions,
such as frequently talking about sacrificing
This difference between reflective and concrete expressions of values and measngs

reflected in their SO@Q3 Comprehensibility and Manageability subscale scores. Specifically,
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Angieds Comprehensibility scores weirneadhsi gher
Manageability scores were higher than her Comprehensibility scores. The variability of their
scores in correspondence to their expression of values implied a relationship between
individual sd6 expression of v anentefsesomces.h t hei r
The pattern of Angiebds and Tinadbds expression
correspond with research on values suggestin

both cognitive and behaviour@fayes et al., 2013; Hitlin &iliavin, 2004)

Angie and Tinabs deep commitment to mot he
cultural perspective. Singapore adopts a Confucian perspective that emphasises the family as
a bedrock of a successful sociétliing, 2004) What happens to a gjie mother, or, more

fundamentally, to traditional values in the face of globalisation?

For Angie, being a single mother in Singapore went against the implicit cultural
norms that stillviewsaduglar ent f ami ly as ideal ng Angi ebs
character building in her children, and placing them as a priority above her own needs, echo

Wo n gZe4)finding that single parents in Singapore turn to redefining the concept of

family Al ess in terms of it msoffunctioncas aispacd c har
for I ove and caredo (p. 48), which Wong sugge
Singapore. Against Singapore culturebés frown

commitment to motherhood becomes more remarkable, apitamises her desire to make
up to her children for the loss of firstly, a second parental figure in the family, and, also, for

the way society would view her children coming from a shpgleent family.

On the other hand, for Tina, her oscillation betwdgstress at losing her main form
of support who is her husband, and desire to be independent to care for her family, reflects an

ethnicity that is stildl caught between tradi
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(1998)finding that while M#&ay/Muslim women continue to accept their traditional roles of
dutiful wife and loving mother, at the same time, with globalisation, they also face

possibilities of other roles they could assume outside of the family. Thus, while it could be

seen that embacing motherhood was a core value for Tina, this value sometimes came under

threat when other competing values, such as her marriage, or more pertinently, her seeking an

identity (discussed later). The conflict between values also reinforce the posgiatlity
di stress in parents of il chil dren may

contexts.

Angie and Tinabs common core value of
in their coping strategies. Even in their most challenging peribés,central concerwas

t hei r c¢ h tbeiryrTheir bebaviaues Isupport caregiver research tisat ha

al so

con

demonstrated that parentsdé commitment to ful
to pursue alternative courses of action that have led to reductions in distaeszer, Jones,
& Nicol, 2010; M. Y. F. Wong & Chan, 20069r persevering in proging the best care for
their child(Maciver et al., 2010)Reduction in distress through alternative courses of action
was seen in Angieds case through her steadi/|
However, this was Iwhesreported sallebahdehigh levelstof nads cas
psychological distress.

Whil e Angiebs and Tinabs coping strategie

choices of coping strategies differed. Angie coped predominantly with a préddesed
approach, althodgan interesting finding was her high ratings of-tddime on the Brief
COPE. On the other hand, Tina coped with a mix of active coping, mefamunged coping,
and avoidance coping thoughbstance use and behavioural disengagement. Angie and

T i n a 0css ofchpmg strategies corroborated with their reports on the Brief COPE and

psychological distress on the outcome scales, as elaborated below. Their choices of coping



EXISTENTIAL DISTRESS AMONG PARENTS: SCREENING AND INTERVENTION 241

strategies also had implicatiofts their resources, which will be discussed witthe

resource theme.

Angieds active coping strategies remained
herreportsofselb | ame around being a Auseless mot her
distress levels on the DASA and IESR decreased, while h@omprehensibility and SGC
13 Total scores increased. Angieds results t
about by meaning ruptures or threats to core vdhresoping strategies aimed at resolving
practical problems; and secondilyere neds to be a match betweenn di vi dual s6 cho
coping needandthesituation These suggestions might be explained by the literature on
coping flexibility, where coping strategies that fit the demands of the situation, or where the
individual modifies s or her coping goals to adapt to stressful events, are associated with
lower psychological distreg€. Cheng, Lau, & Chan,2014) | ndeed, whil e Angi
coping strategies were adaptive in managing the practical challenges associated with her
c h isllimks$s, they were not successful in her management of her relationship with the

medical personnel.

Ti nads enga g efotasedcopingcomespanded with her stable and
moderate scores on the Meaningfulness subscale on thel SATbnsistent wit these scores,
Tina engagdin meaningfocused coping even in the most challenging periods of her life (i.e.,
thethreatened abortion h e r  h u sraatal dffailg, wheen she cansidered her
d a u g ht ebeiigsn aherlattions. Tidasontinuedncrease in distress and
corresponding decrease in Manageability scores despite stable and moderate levels of
Meaningfulness scores on the ptestit and followup phases suggest that the meaning rupture
surrounding her marriage hadversely impacted on heoping and managing her remaining

resources. The pwetesemnl|l af TonBbHsei(Wa20l®;sand ¢
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2014)f i ndi ngs that the MCP handietyllevetsbut immoveslf f e c t

their sense of meaning and overall quality of life.

The presence or absence of resources for Angie andnfimencedtheir choice of
coping strategied heir coping decisionsupported two aspectsdfo b f ol | 6 s Conser v
Resources Téory(COR Theory; 1989)The first was that the possession of kesources
can enhance coping to generate furtiespurces, anthe second wathe effect of resource
lossonanindividudls c.opAmgi ed6s sense of agenchgr create
familyds support and allbwing ltertefollonwsherivadue af beeng s 6 a s
a good mother, and follow through with her divorcel n contrast, Tinads ¢
reflected a combination of proactive and defensive coipitige face of resource loss
Echoing the findings bjAngstromBrannstrom et al. (2010Yina engaged in proactive
coping throughncreased seeking of emotional support from her fioesid. Her defensive
coping strategies reflected avoidance of the stressor gindrawal of resources. They took
the form of smoking, selbflame, and contemplations to stop caring for her daughter. The loss
of, and constant threat on Tinads resources

and her search for identity.

Tnads difficulties with the additional st
search for her identity. Studies on identity development found that a search for identity was
associated with psychological symptoms and distress, thus suggesting thdtiaigiwith a
lack of stable identity could create vulnerabilities within individuals, particularly if they were
also facing other stressors in their lif€shwartz et al., 2011; Wangqvist & Frisén, 2014)
Tinads case, s he hapbssessinga stable ideotity;che tack f wbicher n o
had likely contributed to her apprehension in asserting her opinions and questions during
doctorsé appointments and participating in t

dependence on herhusdant o make deci si ons. Il n contrast,
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life she wants with her family, her reflectivity and insight into her values and sense of
meaning are indicative of having established
achievementfoa stable identity are supported by research demonstrating an association of

identity achievement with sefsteem, possessing meaning and purpose in life, and having a

sense of agend¥ichas, Meca, Montgomery, & Kurtines, 2014)

In sum, contextual expences appeadt o pl ay signi ficant rol e
distress, and also hathinfluence on their meaning ruptures, values, coping, and resources.
The parti cigxaerdatediheicdistiesseagsocatadt h t hei r chi |l dr e
resuting in heightened distress and predisposing them to further threats to their coping and

resources.

9.2 Efficacy of MFT

The overall findi ng-spostdnd félonwp tesbssorea ondhe Ti na 6
standardised outcome measures suggesteednafticacy of the MFT. However, findings
from the thematic analysis and evaluation of the MFTcarsistent witrefficacyof the

MFT. The results are discussed in this section.

In terms of the standardised outcome measures, the MFT was effective ingeduc
Angi eds distress and, of particular menti on,
' imited in reducing Tinadés distress. Angi eods
distress scores on the Emotion and Help Thermometers, R2AS&Sd IESR, and an
increasingtrendinherSGLC3 scores. Angieds reports on t h.
correspondetith the content of her narratives during the sessions, expressing agency,
confidence to cope, and a general lack of distress in heDliféhe other hand, Tina reported
generally high and stable trends of distress throughout the intervention, anttievate

levels ofasense of coherenceontheSOG@ i ndi vi dual subscal es ano
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scores thus suggested that the MFT was néelitbigxful in reducing her psychological distress,

nor in enhancing or rebuilding her sense of meaning in life.

However, when the findings from the thematic analysis and evaluation of the MFT
wereconsideredogether a different picture emerddor Tina. The content ol i n r@pbrss
within the sessions, particularly Session 4, differed from her reports on the standardised
measures. Specifically, when Tina wasoanected with her values of identity and her
commitment to being a good mothbkerexpresson of her perception of her marital crisis
and daughterodés illness changed from one wher

was an opportunity for her to Ashineo.

The mixed findings from standardised outcome measures and the qualitative analyses
highlight the value of triangulation of approaches in a case study research {¥athod
2003) The findings from the thematic analysis provided a qualitative accountaférs
changes throughout the course of the intervention, whicmatasaptured byhe
standardised outcome measures. This haaxe been due thhe dependence of standardised
outcome measures on generalised data scores in terms of established normsfémdrat

also theidimited application to crossultural variationgFlyvbjerg, 2006)

9.3Is the MFT a Good Fit?

The findings from the evaluation of the MFT (including delivery and receipt of the
intervention) suggested that it largely fited withthar t i ci pant sé context ua
their behaviour outside of sessions appeared to correspond with topics of discussion in
sessions. There weteo aspects of the findings that deserve discussion. TheseAngie
and Tinabs di f fthe claity byiwhidh the resegrchen resented values and

meanings within the sessicandt he devi ati on i n protocol in Ti
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Angie and Tina had differential responses to the style by which the researcher
identified and presented vakiand meanings in session, and engaged with experiential
exercisesTina required more explicit and direct identifications and presentations of values
and meanings than Angie, possibly due to differences in their style of expression. Angie was
more refleawve, while Tina was more concrete. Thisding calls for a more flexible
approach in the delivery of the intervention. For example, with regard to the presentation of
values and meanings, Angie responded well to subtle prompts, while Tina responded better
explicit prompts, particularly when they were actimased. Furthermore, with regard to the
experienti al ecompleton sfthem mightihankeen slue marato other
reasons such deer tendency to disengage, her fear of rejection, aviddpéo care for her
daughter alondhannore ngagement . This assertion is furt
engagement in discussiowithin the sessions. These findings implied that while the content
of the intervention might remain the same, the researchgmeed to alter their delivery
depending on the patientds presentation and
to the needs of different participants, tail
intellectual abilities. This isupported by researchers in various fields in psychotherapy, such
as treatment of complex and atypical presentations of RWsikowitz, Kaplowitz, Suh, &
Meehan, 2012)elderly persons with and without demerfflames, 2010and engaging
individuals wih concrete cognitive styl¢s. Donovan, 2015) Together, the cu
and these researchersod6 findings support call

future studies on the MFT or other meanbrased interventions.

The next aspedf the discussion is the deviation in treatment protocol in Session 4.
Pertinent to the discussion here is that although the content of Session 4 changed, the focus
remained on the values and meanings that had been discussed with Tina in the preeious thre

sessions. These were used to anchor Tinabs d
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di stress, but also meeting the overall objec
enhanced or rebuilt values and meanings as resources to cope withthei i | dds i |l | ne:
re-connection with her values and sense of meaning not only gave her strength to continue

caring for her daughter, but also to manage her distress over her marital issues. The decision

to focus on Ti nao freaverall ginciple af the istarventiopechoedp ur s u e
by the principles of Dialectical Behaviour Therapy (DBT) that incorporate crisis intervention

for selfinjurious and suicidal behaviours within its overall treatment appr@éaimpton,

1997) In DBT, individuals are taugtgkills and strategies to manage thisestheyface.

When crises occur, patients and researchers return to the skills discussed, to minimise the

impact of the crisefran Goetham, Mulders, de Jong, Arntz, & Egger, 203&hilarly, re
dscussing Tinabs val ues araddressiagaarciiseand ser ved
reducingelevatedlistressby utilising established valués changeherperspectiveo her

statingt hat 1t was time for her Ai ndae@dthabvdleeat 0 s i
and meaning play a role in ameliorating pare
and meaning serve important functions in providing directions to accessing resources

(Antonovsky, 1987)

9.4 Limitations
The current study lasdy met its objectives. However, there were some shortcomings
of the research that will now be discussed. These pertained to aspects such as the analysis of

the data, delivery of the intervention, and its conceptualisation.

The analysis of the data dejplexl largely on qualitative observations and a rating
scale used on the part of the reseawax her . I n
rated on a point Likert scale, against markers that assessed their engagement in the
discussions, the acaay of their completed experiential exercises, and understanding of the

constructs and skills learnt in the MFT. Howewehjle the assessment was based on
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scrutinising the transcripts of the sessidhey can beconsideregssecondary impressions

by theresearchemwho was also the therapiiuture researcbanconsider administering
selfreport questionnaires to the participants, to assess their perception or understanding of
the constructs and skills learnt, in order to obtain a more accurate undergtaf the fit of

the interventior(Bellg et al., 2004; Gearing et al., 2011)

With regard to its delivery, the MFT was primarily cognitively focused in its approach.
Discussions focused heavily on reflections of past experiences and how participants
perceived their experiences or changes. The findings indicated better suitability for reflective
individuals than those who were more concrete. While the MFT is backed by theoretical
findings that meaning is primarily a cognitive constridetnoffBulman,1992; Park, 2010;

Park & Folkman, 1997; M. F. Steger, Kashdan, Sullivan, & Lorentz, 2808&)e of these
researcherg Steger and colleagues, Breitbart and colleagues, Frankl, and Ehlers and Clarke,

also emphasiska component of action in order to eitieinforce or tduild extended

meani ng. | ndeed/(201i; 28018 20e0MCPHh expetiential exeraides 0 s
incorpor atloady hFeanklodis ces of meaning were us
knowledge of abstract concepts of meaninthér daily lives. Similarly, SteggR012)

postulated that meaning in life consists of two dimensioc@mprehension (i.e., making

sense of | ife and oneds place in the world),
towards fulfilling the selcooc e pt ) , suggesting that action is

sense of meaning. These studies thus support the suggestion that future research explore a

meaningfocused intervention tham¢ludedmore behaviourabasedcomponents

The third and fourthimitations were related to the conceptualisation of the MFT,

such as its duration, and the length of time between sessions.
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The duration of the intervention sessions was shortireord improvementshight
havebeen achievedith moresessions instead @ur. This was particularly notable in
Session 3, where both Angie and Tina expressed difficulty in completing the experiential
exercise on Choice and Control, resulting in a significant amount of time spent on clarifying
and engaging in the exercise vitithihe sessionf moretime wasallocated, the exercise
couldmoref ul I'y expl or e ualatressorghusmlbowirig $obgreaternt e x t
opportunities to apply their skills to outside of the intervention. However, while it is
definitely recommendefbr future research to increase the number of sessions, it is also just
as important to keep in mind the burden to parents to attend the sessions. A common reason
for declining participation in paediatric illness research has been a lack of time duerto oth
commitments, feeling overwhelmed, and wanting to focus on the ill @fdldak et al., 2005;
Landolt, Ystrom, Sennhauser, Gnehm, & Vollrath, 20TRus, ifmoresessions pose too
heavy a commitment to parents, future researawrsonsider other opthns such as two
hafday sessions instead of four 1.5 hour sess

multiple commitments.

Lastly, the sessions were held based on t
irregular time lapses betwesassionsk-or example,he sessions had to be rescheduled a few
times for Angie due to work commitments such as rushing deadlines to complete
consignments, or family commitments such as paeather meetings. For Tina, the sessions
were spaced aparttot i n with her daughterds medical a
caregiverso schedules so that Tina could att
daughter. The reasons for the irregular time lapses between sessions thus further demonstra
the influences of contextual evhemdrancedfomot onl vy
parents seekg support.lrregular sessions coufdean that progress from the MFT might

have been slower to surface.
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9.5Future Research
Inlightofthewir r ent studyés findings, there are
investigating meaninfased approaches may wish to consider. Firstly, given the difference
in Angie and Tinabs cognitive styles and exp
approachd identifying and presenting the skills and concepts should be considered.
Secondly, future studies should also consider incorporating coghgivavioural approaches
such as problersolving strategies and cognitivestructuring techniques to target degsive
and anxiety symptoms. Lastly, future reseasicbulda | so consi der the i mpa

contextual realities when investigating their distress and its sources.

9.6 Conclusions
Overall,the findings suggested that a mearaged approadargetingp ar ent s 6
meaning distress while considering their contextual reality was efficadibaparticipants
derived strength from their values to overcome their distfdes MFT thusmerits further
research and exploration. Lastly, the case studsoappallowed for an irdepth
investigation of two different cases in the context of their full contextual livethancurrent
study built on knowledge about the inftluence
also demonstrated the shortcomings of solely using standardised objective medbkeres in

capacitytodetectc hanges i n participantsd presentatior
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Chapter 10: General Discussion

Parents face a range of distress when their chifliaignosed with a chronic or life
threatening illness, and when caring for their child. Among the types of distress they face,
meaningrelated, or existential distress, has been described by resedBjbétst al., 2005;
Whiting, 2013)but not exclusiely studied The aim of this thesis was to investigate the
existential distress reported by parents of children with chronic and/dhigatening
illnesses. It sought to address two issues within the paediatric illnesk fieddralidation of
a shortscreening tool that detects meannetated distress on top of psychological distress
among parents (Study 1), and the applicability and efficacy of a metounged
intervention to enhance parentsd sense of

values (Study 2).

10.1 Pervasiveness of MeaninBelated Distress

The key findings of Study 1 included the overall diagnostic accuracy of the
thermometers, the incremental predictive ability of the Crushed Universe Thermometer
(CrushedUniT) beyond Mitchlel e t(20&0)origiha set of Emotion and Help
Thermometers (ET and HT) in predicting HRSTotal and SO€13 Meaningfulness, and the
optimal combination of thermometers to predict different forms of distress. The most
noteworthy finding of Study 1 wdhat the CrushedUniT not only showed promising
diagnostic accuracy but was the optimal thermometer for most forms of psychological
distress and protective factors, with the exception of 3@®anageability. What this
finding suggest steksswassinderglaged at pestibyean elesmént af a
disrupted worldview or at worst, full meaning ruptures that manifested itself as more
prominent forms of psychological distress such as depression, anxiety,-tnaposatic

stress disorder (PTSD). Thissastion on meaning loss underpinning distress is supported by
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proponents of meaning research from the cognitive and existential perspectives. Cognitive
theorists such as Park and colleagi2€4.0; 1997)iew meaning as the overarching

framework by which idividuals organise their knowledge of the world and their place in it.

Ehl er s a(@080)cCd nacrekpdtsual i sat i I®97mndPdgnofRumlemd rsd6 P ar
(1992)vi ew in that individual sé prescribed mean
their overall understanding of the world, which can significantly influence psychological

well-being. Similarly, existential theorists such as FrgbhR63) Yalom(1980)and P. T. P

Wong(2016) vi ew meaning as individwgthesrd basi c m
potentials in |ife, the | ack of which can be

triadd of depressi ofranklale78)i cti on, and aggress

Study 2 was an extension of Study 1 in its provision of a medrasgd intervention
after a process of screening. Two key findings arose from the study. The first was that the
meaningf ocused therapy (MFT) was applicable and
awareness of their values, thereby enabling them to confront their stredduragh the
MFT showed limited efficacy when assessed via standardisedmgostest measures,
gualitative observations and reports by the participants, particularly Case 2 (Tina), suggested
otherwise. Beyond the efficacy of the MFT, Study 2 alscceteid the benefits of using a
meaningb ased approach, and of tailoring the int
Currently, available intervention models for parents of ill children favour the cognitive
behavioural (CBT) approach, which is hig structured and has an emphasis on addressing
parentsd unhel pful ¢ ogn$Sahlaretal.s200b;0Stehl eétalt 20@0) r ¢ h
Study 2, however, offered a different treatn
how to harnesthem to reinstate a sense of meaning and purpose. It also tailored the
practitionerodés style of questions and refl ec

style of thinking and communication.
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A second key finding of Study 2 was that conteat!| st ressors that th
core values were the causes of meaning ruptures or meatatgd distress. This finding
added another dimension to the findrelategds i n S
distress reported by parents itu@y 1 might be due more to contextual stressors surrounding
t h e c hibkingdhan the é&i$ dr her actual iliness. Together, Studies 1 and 2 suggest that
par ent s gelaraedistnessrisgnore complex than originally thought. Notably,
participantsn Study 2 reported past unresolved difficulties, difficulties with healthcare
personnel, marital and financial difficulties that were linked to meaning ruptures and

subsequent significant distress rather than

The complementaritydt udy 1 and 206s findings have i
understanding of the Sense of Coherence ThE&®LC; Antonovsky, 1979, 198AVhether
the SOC is a multifactorial or unitary construct remains unres@bsekisson & Lindstrom,
2005; Holmefur eal., 2015) The findings of this study provide some evidence for it being a
multifactorial construct. Study 1 firstly found that different thermometers predicted different
components of SOC (i.e., Comprehensibility, Manageability, and Meaningfulness),
suggesting that challenges to each component manifests in different types of distress. Study 2
furthered Study 16s findings by -tkatedonstratin
distress, that it was the challenge to their values, resource loss, andehainty of their
situations’ marital relationships, financial difficulty,etti n r el ati on to their
being that triggered the distress. In contrast, if the SOC was taken as a unitary construct, a
subset of types of distress such as angeérdepression associated with difficulties in
accessing resources would not have been detected, thus limiting our full appreciation of
parentsdé6 challenges. Thus, the results sugge
of the SOC construct affds medical personnel with relevant information, and hence allows

for targeted help to be given to parents.
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10.2 Limitations

The limitations of each study were discussed in their respective sections and will not
be repeated here. This section insteaeks to address the overall limitations of the thesis in
terms of addressing the questions that still remain in the paediatric illness research and within
theoretical frameworks. These gaps include the investigation of and measurement of
meaningrelateddistress among parents of ill children, the efficacy of structured versus
processoriented, or deficitversus strengthfocused interventions for these parents, and the

structure of the SOC construct.

The thesis indicated the pervasiveness of meamated distress in parents of ill
children, and suggested that sources of distress were from contextual stresdatsmigrand
surroundi ng t-bemg. doweverdhese asSestions eduire more rigorous
validation, which could be achieved thghutwo aspects. First, we suggest the use of
specialised meaning questionnaires, preferably with establishedf paints, either alone or
in conjunction with measures of other forms of psychological distress such as depression,
anxiety, and PTSD. Meltoand Schulenber2008)summarised a list of measures of
meaning, and found that the measures had promising psychometric properties in measuring
the presence of life meaning. Second, we recommend that a different step to validating the
outcomes of this sty is to replicate the research with a larger sample size and a more

homogenous sample of parents of children with cancer and of children with chronic iliness.

Secondly, a randomised controlled trial is required to explore the comparative
efficacy of tre MFT against more standardised, structured interventions based on the CBT

model.
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Thirdly, future research may consider comparing the incremental value of using a
multifactorial approach against a unitary approach towards investigating the SOC camstruct

the context of parentso6 distress.

10.3 Conclusions

The present research is the first of its kind to pay particular attention to screening for
existential distress among parents of children with cancer or chronic iliness, and to address
this distreswia a meaningased therapy. Support was found for the use of short screening
tools to assess various aspects of psychological distress faced by parents, and that the
meaningfocused therapy (MFT) implemented was efficacious in subtle ways. The findings
aso furthered knowledge in understanding par
adopting a multifactorial understanding of the SOC construct. Although the research faced
several limitations, it nonetheless represents a good start to furtheringdmrstanding of

parentsod6 distress when caring for a child wi
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