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Abstract

The aims of this study were 1) to clarify the factors associated with family functioning in 
cancer patient’s families with dependant children, 2) to examine children’ mental health 
when they are exposed to parental cancer, 3) to explore the subjective experience of 
having cancer during pregnancy, and finally, 4) to describe the implementation of a child-
centred family intervention for cancer patients’ families with dependant children in an 
adult oncology setting. 

The study groups were collected between May 1st 2002 and April 30th 2004. They 
consisted of one European group collected from six different countries (N = 381) and 
two Finnish clinical groups (N = 85 and N = 2). The first Finnish clinical group of 85 
cancer patient families with dependant children included a sub-sample of 54 families with 
children aged 11-17 years. The second Finnish clinical group consisted of two pregnant 
cancer patients. Additionally, a control group (N = 59) consisting of a sub-sample of 49 
families with children aged 11-17 years was used.

Quantitative methods (FAD, BDI, YSR, SOC, SF-8) and qualitative methods 
(observation, interviews, diaries, videotapes) were used exclusively and/or in 
combination.

The results can be summarised as follows: 1) cancer “per se “ did not impair family 
functioning, children’s mental health, early interaction between ill mothers and their 
infant, 2) maternal depression or the ill parent’s depression were significantly associated 
with impairment in family functioning, 3) the individual’s good sense of coherence 
was associated with improvement in family functioning, and 4) a child-centred family 
intervention, which aims to give space for elaborating on cancer in the family, validates 
the sense of coherence and children’s feelings, and  promotes open communication  was 
welcomed.  It is important to note that in the European study group, the prevalence of 
depression was 35 % (BDI > 16) among ill mothers, and 28% among healthy mothers, 
28% among ill fathers, and 13% among healthy fathers.

Early screening and effective treatment of depression in cancer patients and their 
partners is of paramount importance for the mental health of children and the well-being 
of the family. Pregnant cancer patients are in need of psychosocial support. 

Keywords: cancer, children of cancer patients, children’ mental health, counselling, 
depression, family functioning, pregnancy, psychosocial support.  
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Tiivistelmä

Tämän tutkimuksen tavoitteena oli: 1) selvittää lapsiperheiden toimintakykyyn ja 11–
17-vuotiaiden lasten mielenterveyteen yhteydessä olevia tekijöitä toisen vanhemman 
sairastuessa syöpään, 2) tutkia raskaana olevien syöpäpotilaiden subjektiivista kokemusta, 
sekä 3) tutkia lapsikeskeisen perheeseen kohdistuvan psykososiaalisen tuen tarjoamista 
lapsiperheille, joissa toinen vanhempi sairastaa syöpää. 

Tutkimusaineisto kerättiin 1.5.2002–30.4.2004 välisenä aikana. Se koostuu yhdestä 
kansainvälisestä tutkimusaineistosta kuudesta eri Euroopan maista (N= 381), ja kahdesta 
kotimaisesta aineistosta. Ensimmäinen suomalainen aineisto koostuu 85 lapsiperheestä; 
siihen sisältyy 54 perheen osa-aineisto, jossa on vain 11–17-vuotiaita lapsia. Toinen 
suomalainen aineisto koostuu kahdesta raskaana olevasta syöpäpotilaasta. Suomalaisiin 
analyyseihin liitettiin kontrolliryhmä, johon kuuluu 59 lapsiperhettä; tähän sisältyy 49 
perheen osa-aineisto, jossa on vain 11–17-vuotiaita lapsia. 

Analyyseissa käytettiin sekä kvantitatiivisia (FAD, BDI, YSR, SOC, SF-8) että 
kvalitatiivisia (havainnointi, haastattelu, videointi) menetelmiä erikseen ja/tai yhdessä. 

Tutkimuksen tulokset voidaan kiteyttää seuraavasti. 1) Syöpä sinänsä ei aiheuttanut 
häiriöitä perheen toimintakykyyn, lasten mielenterveyteen eikä raskaana olevien/
synnyttäneiden äitien ja heidän vauvansa väliseen varhaiseen vuorovaikutukseen. Sen 
sijaan äidin masennus tai sairaan vanhemman masennus olivat yhteydessä huonontuneeseen 
perhetoimintakykyyn. Perheenjäsenten hyvä koherenssintunne oli yhteydessä parempaan 
perhetoimintakykyyn, 2) Lapsikeskeinen perheeseen kohdistuva psykososiaalinen tuki, 
joka mahdollistaa syövän aiheuttaman stressin käsittelyn ja edistää perheenjäsenten välistä 
kommunikaatiota sekä tunnustaa lasten tunteiden oikeutuksen, vaikuttaa toimivalta. 
Kansainvälisessä aineistossa depression esiintyvyys oli 35 % äitisyöpäpotilailla, 28 % 
isäsyöpäpotilailla sekä 28 % terveillä äideillä ja 13 % terveillä isillä.

Johtopäätöksenä voidaan esittää, että syöpäpotilaiden depression varhainen seulonta 
ja hoito ovat ensisijainen toimenpide aikuissyöpäpotilaiden lasten mielenterveyden 
tukemisessa ja koko perheen hyvinvoinnin vaalimisessa. Raskaana olevat syöpäpotilaat 
tarvitsevat monipuolista tukea.

Avainsanat: lapset, perheen toimintakyky, psykososiaalinen tuki, raskaus, syöpä, 
syöpäpotilaiden lapset. 
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1 INTRODUCTION 

Cancer is a severe disease deeply affecting the patient’s own life, but also his/her family 
members’ lives. Cancer treatment impairs patients’ quality of life if surgery is mutilating, 
when chemotherapy and/or radiotherapy cause side-effects such as nausea, vomiting, 
allergic reactions, alopecia, loss or gain of weight and exhaustion. When the treatment 
is over, the patient lives in fear of relapse for years. Cancer casts a shadow over the 
family. While significant medical advances in the treatment of cancer have been made in 
recent decades, families and children of cancer patients have been neglected, although 
psychosocial care is advocated as a routine during the treatment of cancer patients 
(Brennan and Sheard, 1994). 

This study is a part of a European multi-site research project (COSIP - Children of 
Somatically Ill Parents) involving eight research centres in eight European cities: Athens 
(Greece), Basel (Switzerland), Bucharest (Romania), Hamburg (Germany), London & 
Sutton (United Kingdom), Turku (Finland), Vienna (Austria), and Århus (Denmark). 
Besides conducting research on the issue of children’s mental health, the European Union 
requested the implementation of preventive services for children of somatically ill patients. 
In Finland, the study was carried out in the Child Psychiatry Clinic, in collaboration with 
the Department of Oncology and Radiotherapy at Turku University Hospital. 

How does cancer affect the functioning of a family with children? What happens if the 
diagnosis is made in a critical life phase like pregnancy? What happens to the children? 
What kind of psychosocial services could alleviate family members’ anxiety and stress? 

To addressing these questions, this dissertation used triangulation of theories, data 
and methods. It combines analysis of data on a macro-level (a large sample of 381 cancer 
families from six different countries) and on a micro-level (two cases of cancer during 
pregnancy). It combines sophisticated statistical analysis and qualitative analysis with 
more clinically oriented considerations. This dissertation connects two very distinct and 
different worlds: adult oncology and child psychiatry.  In a more and more fragmentary 
medical world, where the disease and the patient, the body and the mind are split from each 
other, the present dissertation is an attempt to integrate different theoretical frameworks, 
data from research and clinical expertise for the benefit of the patients, their spouses and 
their children.
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2 REVIEW OF THE LITERATURE

2.1 Family and Family Functioning
In this study, family is defined as a system composed by at least two persons belonging to 
two generations, one parent and one child, who live together under the same roof, bound 
together by emotional, biological, social and juridical bonds, with a common history and 
a future as a group. 

The concept of family functioning has been developed from a systemic point of view, 
which considers families as systems. Families are more than the sum of their members, and 
the family’s functioning affects each member’s functioning. Family functioning is a complex 
network of relationships, interaction, norms, rules, communication skills and styles. The 
family as an entity affects each individual, and any phenomenon affects the individual and 
the family as a whole (Goldenberg and Goldenberg 2000; Palmer and Glass 2003). 

The McMaster Model of Family Functioning (Epstein et al. 1983) has been designed 
to describe family functioning more concretely in terms of observable behaviours. It was 
first designed to address the needs of clinicians and integrated the factors found in previous 
studies to be relevant for the good functioning of families.  The model describes structure 
and functions (Miller et al. 1994). The McMaster Model of the Family Functioning model 
presents six factors essential for the fulfilling of the three main tasks of a family, namely; 
1) providing food, protection, and everyday life, 2) providing for the development of each 
family member’s tasks, and 3) confronting adversity (Table 1).  The McMaster Model of 
Family Functioning was the basis for a measurement instrument, the Family Assessment 
Device, which is used in this study and described in the method section.  

Table 1. Factors of family functioning in the McMaster Model of Family Functioning 
(according to Epstein et al. 1983; Miller et al. 1994).
Problem-solving: Refers to the family’s ability to resolve issues which threaten the integrity and   

func�onal capacity of the family. 
Communica�on: Is defined as the exchange of informa�on among family members 
Roles: Refers to the pa�ern of behaviours aimed to deal with providing nurturance, 

support, resources, managing the family systems and providing sexual gra�fica�on  
Affec�ve responsiveness: Addresses the ability of family members to experience appropriate affect over 

a range of s�muli 
Affec�ve involvement: Evaluates how family members are interested in and place values on each 

other’s ac�vi�es and concerns 
Behaviour Control: Assesses the way in which a family expresses and maintains standards of 

behaviour of its members  

2.2 Family resilience and sense of coherence 
The family resilience approach means changing from seeing families as damaged to viewing 
them as challenged. The “problem-free” or “healthy” family concept is called into question 
and there is a need to understand how families face overwhelming situations (Hawley and 
DeHaan 1996; Patterson 2002; Walsh 1996, 2003). Elements of resilience include cohesion, 
flexibility, open communication, problem-solving skills and affirming belief systems (Walsh 
1996, 2003). Hawley and DeHaan (1996) described “family resilience as the path a family 
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follows as it adapts and prospers in the present and over time”. Walsh (1996) proposed that 
shared beliefs and narratives that foster a sense of coherence, competence and confidence 
are resources for withstanding painful crises and adversity. 

A core concept in family resilience is the “sense of coherence” of the family members, 
which means the capacity to make sense of the crisis situation by developing a narrative, 
in the light of previous experiences, and to use flexibility and creativity to predict the 
future and to face adversity. The world is perceived as coherent, fitting together with 
things making sense, and being predictable because, since very early childhood people are 
creating ever more complex representations of the physical and social world around them 
(Brennan 2004, pp 10 -13).

The concept of “sense of coherence” appears in the literature of family resilience as the 
main relevant feature of the individuals belonging to the family. The development of the “sense 
of coherence” has been described in various terms: Bowlby (1969) wrote of “internal working 
models of being with”, cognitive theorists used the term “schema” to refer to cognitive structures 
which “guide the screening, encoding, organizing, storing and retrieving of information (Beck 
and Clark 1988, p. 24). Brennan (2001) wrote in terms of “mental maps” which he defined as 
more dynamic and flexible. Memory and  “internal maps” allowed us to draw conclusions or 
assumptions from previous experiences, which are organised in life narratives with the aim of 
predicting the future (life trajectory) (Brennan, 2001). 

Moreover, Rolland (2005) emphasises how important is the family’s sense of mastery 
in facing cancer. Some families develop positive narrative as a ressource for facing disease 
and mastering painful situations. The strength of families has seldom been explored, albeit 
for instance, Pederson and Valanis (1988) called for research comparing families who cope 
well with those that were “dysfunctional”, while Brenman (2001, 2004), in his adjustment 
model, advocated  the positive role of empathic social support, which includes the family. 

In this study involving developing children, the concepts of family resilience and sense 
of coherence were found to be useful to describe and emphasize positive aspects of family 
functioning rather than psychopathology. 

2.3 The Family Systems Illness Model (FSI)
Clinicians and researchers have struggled to clarify the impact of psychosocial factors 
on the onset, course, and prognosis of somatic diseases (e.g. Kuper et al. 2002; Strike 
and Steptoe, 2004). To clarify a comprehensive model of the variables involved in the 
interplay between somatic disease and family, Rolland presented a psychosocial typology 
of chronic and life-threatening disease, which he developed for over twenty years. The 
Family Systems Illness (FSI) model provides a useful framework for mapping involved 
variables, assessing families and resources, designing psychosocial interventions for 
families and understanding the situation of a family confronted with severe somatic illness 
(Rolland, 1984, 1987a, 1987b, 1990, 1994a, 1994b, 1998, 2002, 2005).

The FSI model (Figure 1),  takes into consideration the ecological and cultural frame 
in which the families are operating. The individual’s illness is considered in the frame 
of 1) the family life stage within the family life cycle (e.g. early childrearing vs. family 
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with adolescents), 2) the history of the family across generations (previous traumatic 
situations, losses, suicides, illnesses, social breakdown like bankruptcy, unemployment, 
addictions), 3) the legacies (unspoken tasks over generations, coping systems, resilience, 
communication skills, pattern of replications, alliances, triangles etc.) and 4) the  belief 
systems (ethnic, religious and cultural beliefs, myths, family pride, taboos, etc.) (Carter 
and McGoldrick 1999; Rolland 2005). 

Belief systems - culture

Type of illness/disability/loss

Individual, family and illness
development

Figure 1. The Family Systems Illness Model (from Rolland JS. Families, illness 
and disability: an integrative treatment model. New-York: Basic Books, 1994a).

The FSI includes three dimensions: 1) the “psychosocial types” of illness, disability or loss, 
2) the developmental aspect, (individual and familial level), but also the development of the 
illness (acute, chronic and terminal phase, and 3) the family system variables (Rolland 2005). 

The “psychosocial types” of illness is a distinct concept from medical diagnosis; this 
typology has been designed to integrate the psychosocial demands for the patients (and 
his/her family) and the clinical manifestations of the illness. Illnesses can vary in terms 
of onset, course, and outcome, level of incapacitation and level of uncertainty. Onset can 
be divided into acute (e.g. a stroke) or gradual (e.g. Alzheimer disease). The course of a 
disease can be progressive, constant, or relapsing/episodic (Figure 2).  The outcomes can 
be very variable, but especially crucial are family members’ initial expectations, and their 
previous experiences of losses (Rolland 2004, 2005). 

Additionally, each phase of illness imposes its own developmental challenges for the 
individual and the family (Table 2).

Differences in level of incapacitation and level of uncertainty are essential from a 
family perspective. Incapacitation can include impairment of cognition (e.g. Alzheimer, 
brain tumour, stroke), sensation, locomotion, and changes in appearance (e.g. mastectomy) 
or social stigma (e.g. Aids). The nature, extent, timing and development of incapacitation 
have different consequences for the family members, especially from the role allocation 
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perspective. Coping with uncertainty is a challenge for family members, especially with 
highly unpredictable illnesses (e.g.non-Hodgkin lymphoma) and/or high risks of relapse. 
The risks for exhaustion and dysfunction are accentuated if the family is rigid and the 
communication among family members is poor (Rolland, 1984, 1987, 1998, 2005).

The FSI offers a psychosocial map to address the challenges of a family confronted 
with severe illness. It is a helpful model for the clinician dealing with psychosocial support 
of somatically ill people and useful for the researcher reviewing the areas of research. 

Death

Crisis           Chronic  TerminalPhases
Diagnosis

Pre-diagnostic Initial Treatment, day-to- Pre-terminal Grief and resolution
time/symptoms adjustment day living with of loss

period illness

Figure 2. Time line and phases of illness (from Rolland JS. Families, illness and disability: 
an integrative treatment model. New-York: Basic Books, 1994a).

Table 2. Developmental challenges of illness phases in families (Rolland JS. Families, illness 
and disability: an integrative treatment model. New-York: Basic Books, 1994 a).

Crisis phase
1. Family members understand themselves in terms of systems
2. Gain psychological understanding of illness

a) in prac�cal and emo�onal terms
b) in longitudinal and developmental terms

3. Gain apprecia�on of development perspec�ve (individual, family, illness life cycles)
4. Crisis reorganisa�on
5. Crea�ng meaning that promotes family mastery and competence
6. View challenge of illness as a shared one in “we” terms
7. Accept permanence of illness/disability
8. Grieve for loss of family iden�ty before chronic disorder
9. Acknowledge possibili�es of further loss while sustaining hope
10. Develop flexibility on ongoing psychosocial demands of illness
11. Learn to live with symptoms
12. Adapt to treatment and healthcare se�ngs
13. Establish func�onal collabora�ve rela�onship with healthcare providers

Chronic phase
1. Maximize autonomy for all family members given constraints of illness
2. Balance connectedness and separateness
3. Minimize rela�onship skews
4. Mindfulness of possible impact on current and future phases of family and individual life cycles
5. Live with an�cipatory loss(a) and uncertainty
6. Balance open communica�on (vs. avoidance, denial) and proac�ve planning with need to live a 

“normal” life, keeping threatened loss in perspec�ve

Terminal phase
1. Comple�ng process of an�cipatory grief and unresolved family issues
2. Support the terminally-ill member
3. Help survivors and dying member to live as fully as possible in the �me remaining
4. Begin the family reorganiza�on

 (a) for the concept of an�cipatory loss, see Rolland JS. An�cipatory loss: a family systems developmental 
framework. Family Process 1990; 29:229–244.
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2.4 The impact of cancer on family functioning
Family functioning is one essential aspect which has been studied in cancer patients’ families. 
It has been seen as deteriorating when a parent has cancer (Kissane et al. 1994, 1996a, b; 
Lewis and Hammond 1992, 1996a; Lewis et al. 1989, 1993, 1996b; Northouse et al. 1998, 
2000; Visser et al. 2004). The research has followed two main lines. The first line of studies 
has focused on family functioning as the explaining variable, and in the second line of 
studies, family functioning has been the variable explained by different factors. 

Family functioning has been seen as explaining family members’ well-being, and explanatory 
models or typologies have been proposed. Kissane and colleagues (1994, 1996a, b) proposed a 
five family type classification, which predicted variations in level of psychological distress and 
depression in family members. Individuals were clustered into five family types: supportive 
(high cohesion and no reported conflict), ordinary (high cohesion and negligible conflicts,  
resolvers (high cohesion and some conflicts), sullen (low cohesion and moderate conflict), 
and hostile (high conflict and low cohesion). For families of patients in palliative care, level 
of distress was highest in sullen and hostile classes (Kissane et al. 1994), while for bereaved 
families more depression and distress were reported in sullen families (Kissane et al. 1996b). 
The study of Edwards and Clarke (2004) corroborated the model proposed by Kissane and 
colleagues, and showed that good communication within the family was associated with lower 
level of anxiety. Additionally  the family members who acted openly, expressed feelings and 
had a good problem-solving ability were found to have a lower level of depression. 

In studies where family functioning was the variable to be explained, factors such as 
characteristics of the family members or characteristics of the disease, associated with 
family functioning have been focused on. Among factors related to the characteristics 
of adults, parents’ age (Murtonen et al. 1998), family structure (Hayden et al. 1998) 
and families’ social network and social support (Romer et al. 2002) were found to be 
associated with family functioning. Lewis and colleagues (1992, 1993, 1996a) suggested 
that the impact of individuals’ depression on family functioning is mediated through 
marital adjustment. Moreover, the quality of marital adjustment was affected by the level 
of depression in women and the experienced illness demands (Lewis et al. 1989, 1993; 
Lewis and Hammond 1992, 1996a).  However, one study suggested that depression had a 
direct effect on family functioning (Lewis et al. 1993). 

The theoretical model proposed by Northouse and colleagues (2000, 2002) includes 
cognitive appraisal as an important mediating variable having an impact on family 
functioning. By cognitive appraisal Northouse means the ability of the patient to give a 
meaning to the life events.  However, there was also a direct (not mediated) relationship 
between the mental health of relatives of patients with relapsing cancer and family 
functioning (Northouse et al. 2002). 

Among factors related to the disease, a high level of illness-related demands (treatment, 
exhaustion, and side-effects) was found to have a negative effect on family functioning 
(Lewis et al. 1989, 1993, 1996a). However, a longitudinal study revealed that, over time, 
the families experienced significantly lower levels of illness-related demands, and marital 
satisfaction improved (Lewis et al. 1992). In Lowdermilk and Germino (2000), the type 
of cancer and the changes in life induced by the diagnosis, as well as the timing of illness 
in the life cycle of women negatively affected family functioning. A summary of previous 
studies is presented in Tables 3 and 4.
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2.5 Mental health of children with a parent who has cancer
As the mean age for first childbearing has risen in Finland (28 years, www.stat.fi 2006) 
more children may be affected by parental cancer. In this dissertation, the word “child” 
has been used to refer to all children under eighteen

The youngest children exposed to parental cancer are pregnant cancer patient’s foetuses. 
However, available studies on the outcome of cancer patients’ offspring are exclusively 
medical and no study from a psychological and/or an early-relationship perspective could 
be found.

Children before school-age have not been included in studies exploring the mental 
health of children of cancer patients. For instance, in Osborn’s review (2007) the first 
time  the word “dependant child” is used,  a foot-note has been added stating that “the 
term child or children refers to children of cancer patients from 5 to18 years. The term 
“adolescent” is used to refer to children aged 11 and over. The term “younger children” is 
used to refer to children aged 10 and below” (Osborn 2007, p.123). Thus, pre-schoolers 
have been excluded, and no study concerning them could be found.

The effect of parental cancer on children’s and adolescent’s mental health has been 
explored mainly in the United States, but during the 21st century, studies have also been 
conducted in Europe (Osborn 2007). 

Across previous studies, connections have been found between children’s perception 
of their family functioning and their own mental health. Good family functioning and 
open communication between family members were associated with less distress among 
the children (Harris and Zakowski 2003; Huiziga et al. 2003; Visser et al. 2004, Osborn 
2007). Flexibility among family members was also important (Brennan 2004), due to the 
incapacity of the ill parent to engage in activities previously performed (Fitch et al. 1999; 
Elmberger et al. 2002). 

Previous studies are unanimous that girls were at increased risk of anxiety and 
depression when their mother was diagnosed with cancer (Osborn 2007). Less distress 
was experienced by boys when either parent had cancer (Huizinga et al. 2005a) and by 
girls when their father had cancer (Compas et al. 1994; Grant and Compas 1995; Welch et 
al. 1996). As a consequence of the illness of their mother, the distress in girls was directly 
due to increased family responsibilities (Grant and Compas 1995).

Children’s distress has been found to fluctuate with the phase of the parental illness. 
The adjustment period after the parent’s initial diagnosis was often particularly distressing 
(Huizinga et al. 2003; Welch et al. 1996). The period before the death of the ill parent is 
understandably highly stressful. Six months before the death of their ill parent, children 
aged 7–16 showed significantly higher levels of anxiety and depression, as well as 
behavioural problems, compared to children in a normative sample (Siegel et al. 1992, 
1996).

Children’s mental health has also been explored in relation to characteristics of the 
parent’s cancer. Children experienced increased distress in relation to a poorer prognosis, 
and to their perception of the severity and stressfulness of their parent’s cancer. Recurrent 
cancer (Huizinga et al. 2005a; Visser et al. 2006) and treatment-related complications 
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were also associated with increased distress (Huizinga et al. 2005a), as was decreased 
mental heath in the ill parent (Hoke 2001; Visser et al., 2005; Watson et al. 2006) and in 
the ill parent’s spouse (Visser et al. 2005). However, treatment, severity of cancer (Hoke 
2001), time since diagnosis (Compas et al. 1994; Watson et al. 2006), stage of cancer 
(Compas et al. 1994) and type of cancer (Welch et al. 1996; Hoke 2001) were not related 
to children’s adjustment. 

Findings regarding the connection between the level of physical impairment of the ill 
parent and the mental health of children are contradictory. One study reported a significant 
positive association between them (Visser et al. 2006), whereas another did not (Compas 
et al. 1994). As many studies have been conducted without a control group (e.g. Compas 
et al. 1994; Welch et al., 1996; Huizinga et al. 2005a), it is still uncertain whether children 
with an ill parent  actually differ in the amount of their symptoms compared to children 
of healthy parents. Some studies have suggested that children of ill parents were more 
distressed than controls (Siegel et al. 1992; Welch et al. 1996), whereas others reported 
similar levels of psychological distress in both groups (Harris and Zakowski 2003; 
Huizinga et al. 2003). 

Hoke (2001) found that children aged 8–16 actually experienced less anxiety and 
fewer behavioural problems than did children in a comparison sample. Similar results 
were reported by Harris and Zakowski (2003), as children of an ill parent showed fewer 
symptoms of post-traumatic stress disorder than the controls did. 

Cancer may sometimes serve a positive function in that it brings family members closer 
together (Brennan 2004; Huizinga et al. 2003). However, the apparent inconsistencies 
between different studies might suggest that some children are more vulnerable to 
psychological distress than others. Moreover, the latest study (Watson et al. 2006) 
suggested that the most relevant factor for the mental health of the children of cancer 
patients is parental depression. A summary of previous studies is presented in Tables 5 
and 6.
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2.6 Cancer during pregnancy
Cancer during pregnancy is not an uncommon problem. Approximately one per 1000 
pregnant women develops cancer. Several types of cancer have been observed during 
pregnancy (Antonelli et al. 1996 a, b; De Carolis et al. 2006).  The most frequent cancer 
during pregnancy is breast cancer, with an incidence of one in 3000 to one in 10.000 
(Eedarapalli and Jain, 2006) and, it is estimated that the incidence of breast carcinoma 
during pregnancy will increase as more women delay child-bearing (Loibl et al. 2006). 
Acute leukaemia (Chelghoum et al. 2005), Hodgkin disease (Woo et al. 1992; Korkontzelos 
et al. 2005), and lymphoma have been reported during pregnancy (Ward and Weiss 1989; 
Janov et al. 1992). Additionally, melanoma (Daryanani et al. 2003; Schwartz et al. 2003), 
colonic cancers adversely affecting pregnancy (Woods et al. 1992), and carcinoma of the 
cervix or of the ovary have also been reported (Antonelli et al. 1996a, b). 

When someone is diagnosed with cancer, he/she has to face the fear of imminent death, 
although, in the developed West, almost 50% of cancer patients can be cured: cancer is 
a crisis (Brennan 2004). Transition to parenthood, as a transformation process occurring 
with time, implying integration of new knowledge, changes in roles, changes in identity, 
and changes in patterns of behaviour is also a crisis (Benedek 1959; Anthony and Benedek 
1970; O’Neill and Ruddick 1979; Cohen and Slade, 2000).

2.6.1 The developmental tasks of pregnancy and early mother-infant relationship
For women, the first stage of this transition process is pregnancy. Pregnancy can be seen 
as a developmental task with maturational phases. Raphael-Leff (1991) describes three 
phases. In the first stage, before the movements of the foetus are perceived, the pregnant 
mother goes through several processes including changes in her body and strange bodily 
perceptions, changes in her self-image and readjustment of her identity, changes in 
emotional states like overreaction to minor incidents, inappropriate oversensitivity and 
heightened emotionality and anxiety. The second stage of pregnancy is initiated by the 
perception of foetal movements. The expectant mother’s concentration is divided between 
the demands of the external world and her growing attention toward what is happening 
within her. She elaborates fantasies and representations about the baby, sometimes 
communicating with him/her, and she reassesses her relationship toward her own mother. 
The third stage, during the last trimester is labelled by concerns for the growth of the baby 
and worries about labour and birth-giving (Raphael-Leff 1991). However, the process is 
always individual, unique and private enhancing the transition to motherhood. 

As a result of transition and adjustment, parenthood is seen as a new mental state totally 
affecting the self and the identity of the adult. The concept of maternal preoccupation by 
Winnicott (1956) implies a transformation in the mind of the mother, while Fonagy and 
Target (1996) argue that parenthood leads to a transformation in the mind and the mental 
state of an adult, which is occupied by “holding the baby in mind”. Stern (1995) described 
the concept of “motherhood constellation”, which emphasizes that the psychic structure 
of the mother-to-be is going through the process of total re-organization, which lasts from 
a few months to two years. 

Therefore, parenthood as a transformation and as a new state of inner life in the adult is 
related to the inner world of the newborn through emotional commitment to the foetus and 
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attachment. The concept of the attachment bond and the attachment system (which includes 
behavioural, exploratory and emotional systems) introduced by Bowlby (1969/1982) is 
central (Zeanah et al. 1993; Seifer et al. 1996). The mother’s representations of her unborn 
child (Benoit et al. 1997) or the mother’s representations towards her attachment figures 
(Fonagy et al. 1991) predict the quality of the infant’s attachment pattern. 

The representation of self as a mother or as a father, as well as the representation of 
the child in the adult’s mind, reflects, at the same time, the quality of flexibility, and of 
consistency of the parents (George and Solomon 1996). These representations are highly 
influenced by one’s own childhood experiences and mental health (Fraiberg 1980; Slade 
et al. 1999). Moreover, Fonagy and Target (1997) suggested that the relationship between 
attachment processes and the development of the capacity to envision mental states in 
self and others is a key determinant for the organization of the self. The development of  
“reflective functioning”, which emphasizes the  ability to anticipate and to mentalise,  starts 
in early infancy, and this function may develop through life and  later plays an important 
role in parents’ sensitivity to understand the needs of their developing children. 

The transition prepares the parents to adequately and sensitively meet the infant’s 
developmental needs within the relationship with the infant. During the first three years 
of life, the infant is going through tremendous developmental changes on a biological, 
emotional, cognitive and social level, including acquisition of new skills such as walking 
and speaking (Zeanah et al. 1997). According to Stern (1985), the infant is born with the 
capacities to be in a relationship; the capacities mature, become organized and structured 
into a sense of subjective self and of being in relation with others. Stern (1985) defines 
four senses of self; 1) the emergent self (0-2/3 months), 2) the sense of a core self (2/3 
months-7/9 months, 3) the sense of subjective self (7/9 months-18 months) and 4) the 
self of a verbal self (18 months onwards). To develop these senses of self and being-
with-others, the baby needs the caregiver’s emotional availability, the regulation of his/
her needs like hunger, sleep, state of arousal, affect intensity, the correct perception and 
interpretation of his/her signals, the appropriate timing in fulfilling the needs, affectionate 
behaviour, vigilance and protectiveness (Stern 1985;  Brockington 1996).

Moreover, the infant also has the resources to develop attachment relationships. This 
emotional bond between the caregiver and the infant develops during the first years of life 
and is seen as including four developmental stages: 1) around ten weeks of age the baby 
discriminates differences between caregivers and strange people, 2) in the second stage, 
around six months,  the baby shows more attention and preferential attachment behaviour 
toward the mother, 3) the third stage, in the second part of the first year,  is characterised 
by the development of motor skills, and the baby is able to approach the mother and to 
use language. This phase consolidated while the child’s skills increase until the last stage 
occurring approximately during the third year of life: the attachment figure is maintained 
in the child’s mind, in time and space, even when the attachment figure is not present. The 
attachment relationship is internalized as a model of-being- with, representations of others 
in the child’s mind and remaining there for the rest of his/her life (Bowlby 1969/1982; 
Lieberman and Zeanah 1999).  
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2.6.2 Management of cancer treatment during pregnancy
The first medical challenge when a woman is pregnant, and she is suspected to have 
cancer, is diagnostic imaging and other investigations. The effects on the baby of imaging 
procedures have not been studied much (Liberman et al. 1994; Ahn et al. 2003).  However, 
with adequate shielding, diagnostic imaging such as mammography should present few 
risks to the foetus, and fine-needle aspiration can be used (Loibl et al. 2006). 

The next step is treatment.  Ebert and colleagues reported (1997) 217 cases of 
cytotoxic therapy during pregnancy, for different malignant and rheumatologic diseases. 
In their review, 18 newborns (0. 06%) had multiple anomalies of variable severity, and 
miscarriages occurred in 15 cases (0. 06%), with the majority of them occurring after 
methotrexate administration. Chemotherapy for breast cancer during pregnancy has been 
reported without serious adverse consequences for the mothers or the babies (Ring et al. 
2005). In some studies, safe use of chemotherapy during the second and third trimester 
has been reported without definite neonatal harm, but chemotherapy exposure in utero 
can also lead to risks of foetal loss, neonatal death or malformations of the newborn. 
Nine of the 11 reported malformations occurred when chemotherapy was given in the 
first trimester (Cardonick and Iacobuci 2004). Gwyn (2005) reported on data including 
89 pregnancies that foetuses were exposed to chemotherapy in utero during the second 
and third trimesters; the pregnancies were carried to term without evidence of congenital 
abnormalities. Hahn and colleagues (2006) reported that all women in their study (n = 57) 
delivered live babies: one child had Down syndrome and two had congenital anomalies. 
At the time of their study, the children’s age ranged from 2 to 157 months and they 
were healthy (Hahn et al. 2006). More data on the children born to women undergoing 
treatment for cancer should be collected (Gwyn 2005). Results seem to be to some extend 
contradictory, which can be frightening for the oncologist when he/she tries to deliver 
good-enough information to the patient. 

The monitoring of the pregnancy and the timing of the delivery are optimized in relation to 
the cancer treatment of the mother. The mother and the baby can be monitored with standard 
prenatal care, but Doppler ultrasound of the cord vessels should be performed to screen any 
growth retardation, or oligohydramnios (Loibl et al. 2006). When the maturation of the foetus 
is sufficient, labour is induced. It is recommended that delivery could occur approximately 
three weeks after the last dose of chemotherapy (Loibl et al. 2006). Additionally, the delay 
of delivery for 3 weeks after chemotherapy allows foetal drug excretion via the placenta 
(Cardonick and Iacobucci 2004). Chemotherapy should not be given after 35 weeks’ gestation 
because spontaneous delivery may occur (Loibl et al. 2006). 

Minimizing the risk of maternal and foetal neutropenia and subsequent infection is of 
paramount importance. Additionally, the platelet count should be sufficient to avoid bleeding 
complications (Loibl et al. 2006).  The gestational age at delivery was in the range 30 to 
40 weeks, with a median of 37 weeks, in the studies of Ring and colleagues (2005) and of 
Hahn and colleagues (2006). Vaginal delivery is recommended, because, if it is planned to 
continue chemotherapy, the delay is shorter compared with a caesarean section. However, 
previous obstetric history and individual variations should be taken into consideration. 
Delivery should take place in a hospital with a neonatal unit, in case of complications (Loibl 
et al. 2006). Breast feeding is not possible if chemotherapy is continued.  
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2.7 The psychosocial support of cancer patient’s children

Although the results of the studies on families and children of cancer patients reviewed 
above are to some extent contradictory, mot authors of these studies agree that families 
and children are in need of support when confronted with parental cancer. Additionally, 
authors unanimously advocate family-centred psychosocial support, especially, if parental 
cancer is associated with depression in the ill or healthy parent, or in the case of single 
parenthood (Visser et al. 2004).

A few studies have focused on supporting the children of cancer patients (Greening 
1992; Lewandowski 1996; Heiney and Lesesne 1996; Lewis et al. 2006). Lewandowski 
(1996) emphasized primary and secondary prevention of psychosocial disturbances and 
psychological problems in children in a primary care setting. The nurse is seen as an 
educator, who broaches the subject of parental illness, and challenges the assumptions that 
children do not notice their parent’s illness. The nurse is also considered as a screener for 
specific stressors in families affected by parental cancer. Other ways to intervene included 
1) assisting parents in thinking through what information to give their children, and how 
and where to give it, 2) supporting parents’ parenting, 3) enhancing communication 
between family members, and 4) being a facilitator and “interpreter” between the systems 
involved with the family (school, health care, hospital, social welfare services). Finally, 
paediatric nurses working in a primary care setting are in a key position to identify and 
help children dealing with parental illness.  

The “Bear Essentials” programme by Greening (1992) aimed to help families to 
understand how children perceive illness, separation, and loss, to discuss the concerns 
of family members in an emotionally supportive environment, and finally, to develop 
strategies to cope with emotional difficulties linked with parental illness. In this programme, 
children and parents met separately in concurrent monthly support groups led by a team 
including a social worker, nurses and a chaplain. The groups met eight times, and had 
a theme for each meeting, including visiting the hospital, and explaining the medical 
equipment by giving the children the opportunity to experiment with it on a large teddy 
bear, who served as the patient. 

The “Quest” programme, by Heiney and Lesesne (1996) was designed to support 
children and adolescents whose parent or grandparent had cancer. After an initial parent 
interview, the children were allocated into age groups, and participated in one three-hour 
meeting including a dinner, a lecture and a tour of the different units of the cancer clinic 
(radiotherapy, laboratory, pharmacy, patient room) followed by a group discussion, and an 
evaluation. The “bear essentials” and “quest” have been carried out in the United State with 
a psycho-educative perspective, but the theoretical framework remained unspecified. 

Moreover, in the United State, Rauch and Muriel (2003) described a parent guidance 
programme in a general hospital to provide expert consultation for adults with cancer and 
their families. Two child psychiatrists and two child psychologists provided consultation 
on the needs of children in families in which a parent has cancer.  The families could be 
referred by any member of the cancer treatment team, and they were seen without assigning 
a psychiatric diagnosis. The focus of the consultation was to support parental competency, 
and children were seen in individual or family sessions. Some families needed only one 
to three sessions, while others required weekly sessions for several months. Children with 
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pre-existing psychiatric problems or in need of more intensive treatment were referred to 
child psychiatry clinics. In addition, the staff members were available to the parent and 
children surviving the loss of the other parent for some periodic consultations. Finally, 
in their recommendations for oncologists, Rauch and Muriel emphasized 1) up-dating 
the knowledge about children’s normal development, 2) supporting families to maintain 
children’s normal life routines, and allowing children to visit the sick parent, 3) protecting 
family time, and 4) enhancing communication within the family by promoting clear, 
appropriate and honest information. The guidelines for clinicians working with parents 
with cancer were comprehensive, and included recommendations about children, families, 
parents, social support, and communication (Rauch et al. 2003).

The Enhancing Connection Program by Lewis and colleagues has also been developed 
in the United States to reduce cancer-related distress and morbidity in children of cancer 
patients. The programme included five, one-hour educational counselling sessions delivered 
at 2-week intervals by trained clinicians. This intervention was found to be helpful both 
for ill mothers, whose mood became less depressed and whose self-confidence to assist 
the child improved, and for their children, who were found to present less anxiety and 
fewer behavioural problems (Lewis et al. 2006).  

In Europe, Altschuler and Dale (1999) recommended that professionals should pay 
more attention to the fact that their patients are also parents. They suggested verbal or 
written guidelines, and a parent’s room on adult wards, but, above all, they called for a 
change in mentality; being a parent deeply affects the individual, and the role of being a 
parent cannot be suspended by severe illness. 

In a study on the implementation of a child-centred consultation and counselling 
for cancer patient’s children in Germany some recommendations were set:  firstly, 
physicians need practical evidence of the value of a new mental health intervention, 
secondly if possible, child-centred interventions should not be offered too soon following 
the parent’s initial diagnosis, thirdly, in a high-risk treatment setting, the intervention 
should be offered prior to, and as a preparation for the critical phase of the treatment 
and should be implemented as a standard procedure. Furthermore, referrals to the child-
centred counselling service were better accepted if made by physicians, not by other staff 
members. Finally, unresolved family conflicts that existed prior to the onset of a parental 
disease must be carefully explored and considered (Romer et al. 2007).

In Denmark, within the COSIP project, a focused short-term and needs-based 
preventive counselling was offered to families with a cancer ill parent. The counselling 
comprised a maximum of 5–6 sessions in variable settings with the family members. As a 
standard, the first session was with the parents (both parents if two parents were available) 
where the setting for the following sessions was discussed. The counselling took place 
in the family home, unless the family preferred otherwise.  In addition to the family 
sessions, the children were offered group counselling with other children participating in 
the project. Parents who received counselling were significantly more depressed before 
the counselling than a nonrandomized control group who did not receive counselling, 
but participated in another part of the project. For the parents, there was a significant 
decrease in depression and increase in family functioning scores from before to after the 
intervention. For the children, a significant pre- to post-decrease in depression score was 
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found. Reasons for seeking counselling were insecurity in relation to the children, problems 
with communication, high level of conflict, and change of roles. Parents benefited from 
the counsellor’s feed-back, e.g. confirmation about being a ‘good-enough’ parent, while 
family members gained more understanding of the emotions and reactions of other family 
members, and validation of their own feelings (Thastum et al. 2006).

The interventions are mostly designed for school-age children and adolescents, and 
ignored the needs of pre-school children. 

Finally, to our knowledge, there is no specific model of psychosocial support for pregnant 
cancer patients and their infants. However, to be diagnosed with cancer during pregnancy 
might be the most painful and terrifying crisis a pregnant woman can encounter. As a 
consequence, all the aspects and features of crisis management are relevant in pregnant 
cancer patient’s psycho-social needs (Catherall 2004; Kendall-Tackett 2004). 

2.8 Summary of previous research
The results of studies on family functioning in cancer families present several problems, 
which make them difficult to review and to compare. Many studies concentrated on couples 
(Northouse et al. 1998, 2000, 2001, 2002) and the family view was secondary. In many 
other studies, where family members were involved, family members were often adults 
and not necessarily living under the same roof with the cancer patient. Family members 
were also patient’s siblings or friends, as in Northouse’s study (2002). In Kissane’s studies 
(1994, 1996a, b),  the children’s mean age was 28.2 years, and in Edwards and Clarke’s 
study (2004), the children’s mean age was about 44 years. However, Lewis and colleagues 
(1989, 1993) and Lewis and Hammond (1992, 1996) included latency-aged children and 
adolescents. The samples were of variable size and were described in various ways: data 
were provided on background characteristics quite differently (age, mean age, status of 
“relatives”, socioeconomic status, family structure, number of children). The instruments 
and the concepts used in the studies, like psychosocial adjustment, marital satisfaction, 
coping, family adjustment, appraisal, concurrent stress referred to very different theoretical 
frameworks, making the integration of results difficult. Moreover, children’ own opinion is 
neglected and, finally, the concept of family remains unspecified in all previous studies. 

The results of studies on children’ mental health showed, in conclusion, that 
overall, children and adolescents do not generally experience elevated levels of severe 
psychological problems, but they are at a slightly increased risk of internalising problems, 
especially adolescent daughters (Visser at al. 2004, Osborn 2007). Family variables like 
quality of communication, and parental functioning especially maternal depression or 
level of adjustment are consistently associated with child/adolescent mental health. These 
findings indicate that there is a need to identify families at risks. Moreover, Grabiak and 
colleagues (2007) advocate for conceptual clarity, which is missing in previous studies.

The process of adjustment to motherhood and to early mother-infant relationship can 
be affected by several risk factors such as maternal psychopathology (Zeanah et al. 1997), 
maternal depression (Glover et al. 1999; Rich-Edwards et al. 2006; Gjerdigen and Yawn 
2007), mother’s own childhood experiences (Fraiberg 1980), marital relationship, and 
social support (Belsky 1984). Women’s psychosocial needs have been only seldom studied, 
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and the few published references on the psychological aspect of cancer during pregnancy 
are, as Shover stated (2000, p. 699), “anecdotal”. Furthermore, cancer during pregnancy 
has not been examined from an infant psychiatric and early relationship perspective. 

In Finland, the family functioning of cancer patients with dependant children, the mental 
health of children who have a cancer ill parent compared to children of parents without 
cancer and cancer during pregnancy have not been studied before. Psychosocial support 
for cancer patient’ children may have been provided by the Finnish Cancer Association; 
however, to our knowledge, psychosocial support for children of cancer patients has not 
reported within a University Hospital setting. 
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3 AIMS OF THIS STUDY

The aims of the present study were:

1. To examine factors associated with family functioning in cancer patients’ families 
with dependant children:

a) in a sample of Finnish families compared to a community sample (Study I)

b) in a large sample of European families (Study II).

2. To examine 11-17-year old children’s mental health when they are exposed to 
parental cancer. More specifically the research questions were:

a) to examine the children’s perception of their family’s functioning, and the 
association between family functioning and children’s self-reported symptoms 
of psychological distress (Study III).

b) to examine the prevalence of self-reported symptoms and the factors associated 
with them in children of ill parents compared to a control group (Study III).

3. To explore the subjective experience of having cancer during pregnancy (Study 
V).

4. To explore the implementation of a child-centred family intervention for cancer 
patients’ families with dependant children, and the reception of such an intervention 
in an adult oncology setting (Study IV).
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4 PARTICIPANTS, METHODS AND ANALYSES

4.1 Procedure 

4.1.1 Recruitment procedure
The participants of this present study were simultaneously recruited in six of the 
eight European centres involved in the COSIP project: Basel (Switzerland), Hamburg 
(Germany), London and Sutton (United Kingdom), Turku (Finland), Vienna (Austria), and 
Århus (Denmark) between May 1st 2002 and April 30th 2004. Each country independently 
collected its own sample, which, at the end of the project, was pooled together (Figure 3). 
Study II is based on this compilation and, thus, includes the Finnish sample. 

The participants of studies I, III and IV (Finnish sample), were recruited from the 
Department of Oncology and Radiotherapy of the Turku University Central Hospital as 
follows: eligible patients were asked by their oncologists for permission to be contacted 
by the author of this thesis, who had personal face-to-face contact with every patient 
meeting the inclusion criteria (Appendix 1). 

The common inclusion criteria for all samples, both international and Finnish were: 

- A new or relapsed cancer diagnosed within 12 months (for studies I, III, IV in 
Finland), and at least two months but not more than 60 months (for the multi-site 
study II) before the start of the study.

- At least one biological child, between 4 and 17 years living with the cancer 
patient.

- Fluency in own mother tongue.

The patients for study V were included after the end of the formal data collection via 
the clinical work provided for the oncology clinic as a continuation of the COSIP project 
and no specific inclusion criteria were set.  

Patients with haematological and gynaecological cancers were not included, because 
they belonged to other clinics, and the available resources for providing counselling did 
not extend to them. 

The Finnish studies included a control group which was collected during autumn 
2003. Six classes (three third-grade classes and three eighth-grade classes) of six different 
schools in Turku were randomly chosen. Pupils were given the same set of questionnaires,   
return-stamped envelopes and instructions as the clinical sample. For ethical reasons, 
collection of the pupils’ addresses was not allowed. Therefore, the main teacher of each 
class was called twice to remind the children to send the completed set of questionnaires 
to the researcher. 
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+ ++ ++Austria Denmark Finland Germany Switzer- United-
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N = 85 group
N = 134 N = 120 N = 59

Drop-outs Drop-outs
N = 14 N = 35

Sub- Sub-
sample sample

 N = 54
Study III

Study VN = 2

N = 49

Studies

Study II
N = 381

I and IV

Figure 3. Flow-Chart of data collection (N = number of families)

4.1.2 Procedure for proposing and delivering counselling (Study IV)
The COSIP project included he implementation of services for children of cancer patients. 
Therefore, counselling was offered to all successive new or relapsed cancer patients who 
had at least one dependant child living with the patient (Appendix 2). The sessions were 
briefly summarized in the hospital files of the cancer patient, and an ICD-10 diagnosis 
Z71.8 ‘Other specified counselling’ was used.

Previous research and descriptions of interventions for cancer patients’ children, clinical 
experience as a family therapist working with children and expertise in child psychiatry were 
used for designing a model of counselling for cancer patients and their family members. It 
was designed to be child-centred. Two theoretical moves were made: 1) a move from the 
individual approach to the family approach, and 2) a move from the patient perspective to 
the parent perspective, i.e. the cancer patients were seen primarily as parents.

The purpose of the therapeutic intervention was to provide time and space for each 
family member individually, for the couple, the siblings, and for them all together as a 
family. The principles were these of the need-specific approach developed by Alanen and 
colleagues, which are: 1) the therapeutic activities are planned and carried out flexibly and 
individually in each case so that they meet the real and changing needs of the patients as well 
as of their family members. 2) the psychotherapeutic attitude is emphasized, 3) the different 
therapeutic activities should support and not impair each other, 4) the process quality of 
therapy is clearly perceived (Alanen 1975, 1997; Alanen et al. 1990; Alanen et al. 1991).
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The main goals of the model were defined as follows: 

(1)  Establishing a strong therapeutic working alliance between the therapist(s) and all 
family members (Minuchin and Fishmann 1981).

(2)  Supporting parenthood and parenting by alleviating parents’ concern about the 
children, and children’s worries about their parents. This was mainly achieved by 
providing parents, children and the whole family with space and time to elaborate 
on cancer: how it felt to be informed about the diagnosis, how it felt to have to deal 
with the “bad news”, how every family member was able to cope during the time 
of the treatment, and finally, how it was when the treatment ended. 

(3)  Helping parents to see the emotions and needs of their children by emphasizing 
the uniqueness of the experience of each family member, and by validating the 
children’s feelings and thoughts. If parents had difficulties understanding their 
children’s reactions, the therapist acted as an interpreter. Children’s feelings and 
thoughts were validated. 

(4)  Reducing feelings of guilt and promoting hope by facilitating communication 
among family members.

(5)  Assessing the need of family members for more help in the case of psychological 
distress (if the counselling intervention was insufficient).

(6)  In the case of a fatal prognosis, accompanying the family members in their process 
through loss and grief.  

Technically, the counselling model consisted of 5-6 different sessions including 1-2 
family sessions, 1-2 couple sessions, one sibling session, and an individual session for 
each child (Appendix 3).  Additionally, one follow-up session was scheduled if the family 
wished it, or if the therapists wanted to check the development of the situation. Families 
could choose how (with the whole family or with a couple session), and when they wanted 
to start. Each session took about 50-60 minutes and was conducted by two experienced 
family therapists, with special competences to work with children (one therapist had 
experience in somatic treatment of cancer patients; one was a child psychiatrist). The 
counselling sessions took place in a cosy, friendly room, especially equipped for working 
even with small children with a doll’s house, toys, drawing paper and pencils. However, 
if the cancer patient’s situation required it, the counselling sessions could take place at the 
parent’s bedside. Clinical supervision for the therapists was provided twice a month.

4.2 Participants in the European multi-site study (study II)
The European multi-site sample consisted of 381 families making 1128 participants in total.  
Details about possible bias in data collection and drop-outs are provided, besides Finland, 
only for Germany and the UK. Families were included if all eligible family members 
participated and at least 80% of the questionnaires were properly completed. Return rates 
are only known for Germany: 55%, Finland: 70% and the UK: 63% (COSIP Final report, 
2005). A summary of the sample characteristics is presented in Tables 7 and 8.
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Table7.  Participants in study II
N (%) Mean (SD)

Family structure
Two-Parents Families 276 72
Single-Parent Families 79 20
Missing data 26 7
Number of children
One child 60 16
Two children 192 50
Three or more children 114 30
Missing data 15 4
School educa�on (years of school*)
Low ( < 9 ) 127 33
Middle (> 9 and < 13 ) 125 33
High ( > 13) 87 23
Missing data 42 11
Family members
Healthy fathers 184 29
Age 44.4 (6.3)
Cancer  fathers 85 13
Age 45.3 (7.5)
Healthy mothers 74 12
Age 41.3 (5.9)
Cancer  mothers 287 45
Age 43.4 (6)

Missing data 9 2

Boys 228 47
Age 10.8 (3.1)
<11v. 107
> 11v. 121

Girls 261 53
Age 11.7 (3.4)
<11v. 94
> 11v. 167

* The socio-economic status of the family was expressed by choosing the educa�onal level of the more 
educated parent

Table  8.  Characteristics of the disease of the patients in study II
N (%) Mean (SD)

Diagnosis 381
Breast cancer 235 62
Hodgkin disease and leukemia 45 12
Others 101 27
  
Time since diagnosis (months) 25.2 (69.4)
Lower quar�le 4.8
Median 10.7
Upper quar�le 24.5
  
Number of pa�ents diagnosed
< 12 months 185 49
> 12months 159 41
Missing data 37 9
  
Quality of life (SF-8 PCS)
Cancer pa�ent mother 43.9 (10)
Cancer pa�ent father 42.3 (11.6)
Cancer pa�ents 41.9 (10.2)
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4.3 Participants in the Finnish studies

4.3.1 The participants of the clinical sample in studies I, III and IV
During the data collection period, 2063 cancer patients visited the Oncology Clinic for 
the first time and 134 patients fulfilled the inclusion criteria (6.4%). However, fourteen 
patients refused to be contacted. Data on age, gender, diagnosis and occupation were 
collected from files about these patients.  These were seven women and seven men (mean 
age 45.8) and they had 19 children (mean age 12.7 years). This group did not differ 
significantly from the study group with regard to diagnosis, gender, age or occupation. 
Finally, the questionnaires were given to 120 patients and their family members, and 85 
families returned the set of completed questionnaires (71 %). Data on the drop-out group 
(29%) are not available. 

A summary of the sample characteristics is presented in Table 9. 

Table 9. Participants in the Finnish studies I and IV
Clinical sample
N (%) 

Control group
N (%) 

p-values

Families N = 85 N = 59  
Two-parent families 69 (81) 47 (79)  
Single-parent families 16  (19) 12  (20) p = 0.83*
    
Number of children in the family    
One 16 (18) 13 (22)  
Two 36 (42) 33 (56)  
Three or more 33 (38) 13 (22) p = 0.10***
    
Adults 146 105  
Mothers 82 (56) 58  
Fathers 64 (43) 47 p =  0.80*
mean age (SD) 42.97 (6.77) 43.6 (6.09) P = 0.45**
    
Ill Parents 85   
Mothers 63 (74)   
Fathers 22 (25)   
mean age (SD) 43.2 (6.53)   
    
Healthy parents 61 105  
Mothers 19 (31) 58 (55)  
Fathers 42 (68) 47 (45)  
mean age (SD) 42.60 (7.17) 43.6 (6.09)  
    
Children all 143 104 p = 0.12* 
Girls 73 (51) 49 (47)
Boys 70 (49) 55 (52)
mean age (SD) 10.7 (3.9) 10.6 (3.8) p = 0.18 **
Children > 11 year
Girls > 11y. 41 (28) 30 (28)  
Boys > 11y. 27 (19) 35 (33)
mean age (SD) 13.76 (1.99) 14.17 (1.47)

* Fishers Exact-test
** T-test
*** Cochran-Mantel-Haenzel test
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For study III a sub-sample was segmented consisting of 54 families. A summary of the 
sample characteristics is presented in Table 10.  

In studies I and III a control group was used. A sub-sample of the control group was 
segmented for study III. The questionnaires were given to 172 control group families and 
were returned by 59 families (32%). A summary of the sample characteristics is presented 
in Tables 9 and 10. The control group did not differ statistically from the clinical sample 
(Table 9).

Table 10. Sub-samples of study III
Clinical sample
N (%)

Mean age (SD) Control group
N (%)

Mean age (SD)

Female
All mothers 52 44.8 (5.9) 48 43.3 (4.6)
Ill mothers 41 (76)
Girls 30 (56) 13.5 (1.8) 19 (39) 13.7 (1.5)
Male
All fathers 39 45.7 (6.9) 40 46.3 (7.1)
Ill fathers 13 (24)
Boys 24 (44) 14. (2.)  30  (61) 14.1 (1.3)
Illness-related variables
Diagnosis
Breast cancer 33
Others 21
First diagnosis 48
Recurrence 6
Treatment on-going
Chemotherapy 33
Radiotherapy 15
Treatment finished 5
Data missing 1

4.3.2 The participants of study V
Study V is a qualitative study on two pregnant cancer patients’ subjective experiences and 
their psychotherapy. 

Lisa
Lisa was a 35-year-old pregnant woman. During week 25 of pregnancy she was diagnosed 
with a Hodgkin disease (mixed cellularity stage II). She was given two courses (course 
1A, 1B, 2A and 2B) of chemotherapy before the delivery. The pregnancy was monitored 
at the gynecologic clinic at weeks 25, 29+1, 31+2, 33+2 and 35+2. Each time the patient 
underwent an ultra-sound examination. At pregnancy week 37 +2, the labour was induced, 
and she gave birth (vaginal delivery) to a healthy infant girl: 2925 gr, 49 cm, and apgar 
point 9/9/9. Two weeks after the delivery, the chemotherapy was continued and she was 
given six more chemotherapy courses within five months. The infant was seen in the 
pediatric clinic and her heart was examined, because the medication which was given 
to her mother could have been toxic for the foetus. However, the infant was healthy. At 
the end of chemotherapy, the patient was given 23 days of consolidating radiotherapy on 
the mediastinum. The patient was seen in the oncology clinic two, six, ten, fourteen and 
eighteen months after the termination of the treatment for a follow-up control. The mother 
was in remission, and the child was found to be healthy. 
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Helen
Helen, a 28-year-old healthy mother was diagnosed with a T-cell lymphoma (lymphoma 
malignum non-Hodgkin anaplastic large T-cell stage IIB, IPI 0).  At that time she was in 
the 24th week of pregnancy.  She was given four courses of “lightened” chemotherapy 
before the delivery, which was planned to happen at week 37 of pregnancy. The pregnancy 
was monitored almost weekly and the foetus was examined by ultra-sound. At week 
37 of pregnancy, the patient entered hospital for induction of the delivery. Despite one 
week of effort, first with vaginal preparations (five days and one day rest), and then with 
intravenous oxitosin, the delivery did not start. Pregnancy was at 38 +5. Finally, the 
obstetrician decided to proceed to an emergency caesarean, eight days after the process of 
induction of the delivery had started. A healthy infant boy was born, 3090 gr, 51 cm, apgar 
points 9/10/10. Breast feeding was not allowed, but the infant was immediately given to 
his mother. 

Helen was given more chemotherapy. After chemotherapy, she was admitted to the 
haematological ward for autologic cell transplantation. At the end of the treatment the 
baby was three months and two weeks old. Helen was seen in the oncology clinic for 
follow-up visits: she was in remission, and the baby was found to be healthy. 

4.4 Methods
Quantitative and qualitative methods were used separately and/or in combination in the 
studies of this dissertation. Only quantitative methods were used in studies I, II, and III. 
Quantitative and qualitative methods were used in study IV, and qualitative methods were 
exclusively used in study V. 

Study IV examined the use of services, and study V the experience of having cancer 
during pregnancy in a naturalistic clinical setting over a period of one year. The naturalistic 
setting allowed the examination of the medical practice in the broadest sense within the 
actual clinical context of patients’ cancer treatment.

Triangulation was used. Triangulation is the use of multiple methods, theories, data sets 
in the study of a common phenomenon (Jick 1983; Ely 1991). Theoretical triangulation 
involves the use of several frames of reference or perspectives (theories on family, 
individual development, early infancy, mental health etc.), data triangulation attempts to 
gather data through various methods (self-report, interviews, observations, counselling) 
from different participants (patient, spouse, children, staff of the oncology clinic) and, 
finally, methodological triangulation which analyses the same set of data with different 
methods (Eskola and Suoranta 1998, p. 69-70). The goal is to increase reliability (Tuomi 
and Saajärvi 2002, p.141-142).

4.4.1 Quantitative methods: questionnaires used
The instruments were chosen within the European multi-site consortium before the project 
started. Some instruments were commonly used in Finland and Finnish translations were 
available.
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Background information and demographic data were collected using a questionnaire 
designed for this purpose by the coordinator of the project. This background questionnaire 
was a set of modules modified to fit the specific composition of each family involved in 
the study (Appendix 5 – 8). The author of this thesis translated these questionnaires from 
German and English into Finnish and they were pre-tested during the spring 2002, but not 
back-translated. One module was designed for the oncologist in charge, and was delivered 
in English (Appendix 9). These questionnaires were used in studies I, II, III, and IV. 

Family functioning measure
Family functioning was measured by the Family Assessment Device (FAD, Epstein et al. 
1983).  A Finnish translation of the instrument was available (Appendix 10). The FAD is a 
self-report questionnaire constructed to collect information on the various dimensions of 
the family system as a whole. The FAD was used in studies I, II, and III.  FAD is made up 
of seven scales measuring Problem Solving, Roles, Behaviour Control, Communication, 
Affective Responsiveness, Affective Involvement, and General Functioning. There is no 
cut-off score but higher scores (>2) indicate greater family dysfunction. The reliability 
and validity of the instrument have been assessed in several studies, also in an oncology 
setting (Epstein et al. 1983; Byles et al. 1988; Miller et al. 1985; Kabacoff et al. 1990; 
Miller et al. 1994). Kabacoff and colleagues (1990) investigated the FAD using data from 
large psychiatric, medical and non-clinical samples, and they showed that six out of seven 
FAD scales demonstrated adequate internal reliabilities with alpha coefficients ranging 
from .57 to .86. The FAD was completed by both parents and children 11 years and older. 
In studies I and III, the Cronbach alphas ranged between .67 and .90, and for the European 
multi-site study (study II) .89. 

Depression measure 
Parental depression was assessed by the Beck Depression Inventory (BDI-IA, Beck and 
Steer 1993). The BDI is a 21-item self-report questionnaire used to measure depressive 
attitudes. An official translation of the instrument was available. The BDI was used 
in studies I and II (Appendix 11).  There are four possible responses to each of the 21 
items (symptoms and attitudes), which could be rated from 0 to 3 in terms of intensity of 
depression.  The total range is thus 0-63, and usually the sum score of the total scale is 
used. The instrument is widely used in Finland (Hintikka et al. 2001; Korkeila et al. 2005) 
and internationally (Beck et al. 1988). In their review article, Beck and colleagues (1988) 
indicated that the BDI has high internal consistency in psychiatric and non-psychiatric 
samples. The Cronbach alpha for all samples used (clinical and control) was .90. 

Family resilience 
Family resilience as a family resource was measured by the Sense of Coherence (SOC, 
Antonovsky 1983) questionnaire which measures the perception of family members of 
their capacity to deal with the challenge of their life situation (Appendix 12). An official 
translation of the instrument was available. The sense of coherence (SOC) was used only in 
study I, as a descriptor of resilience seemed meaningful in the context of psycho-oncology. 
The SOC is a questionnaire consisting of 13 multiple-choice questions developed and 
validated by Antonovsky (1983). It is the shorter version of a 29-item semantic differentials 
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questionnaire. The components of SOC are Comprehensibility, Manageability and 
Meaningfulness. The subjects are asked to select a response, on a seven-point semantic 
differential scale: the higher the sum score, the higher the sense of coherence. Individuals 
with a strong SOC perceive their lives as comprehensible, manageable, and meaningful. 
The questionnaire is designed to be applicable cross-culturally and it has been used by 
research teams in at least in 33 languages and in 32 countries (Erikson and Lindström 
2005). The SOC measure has previously been used in Finnish studies (Suominen et al. 
2001, Suominen et al. 2004). High internal consistency has been found in a considerable 
variety of populations (Antonovsky 1993). The SOC was completed both by parents and 
children aged 11 years and over. The Cronbach alpha for the SOC of all participants was 
.57 and this was considered moderate. 

Quality of life
Patient’s quality of life was measured by the short-form questionnaire of the Medical 
Outcomes Health Survey, SF-8 (Ware et al. 2001), which assesses the perception of health 
status of the respondent (Appendix 13). The questionnaire was translated into Finnish 
by the researcher, but not back-translated. Only the ill parents filled in the forms. The 
questionnaire was used in studies II and III. The SF-8 consists of a physical component 
summary (PCS) and a mental component summary (MCS). The PCS measures physical 
functioning, physical role and bodily pain, whereas the MCS measures mental health, 
emotional role and social functioning. When analysing the data, the items are reversely 
scored so that high scores indicate better functioning (Ware et al. 2001). In study II, only 
the PCS scale was used, because the MCS correlated highly with the BDI. In study III, 
Cronbach alpha was .87 for the PCS, and .77 for the MCS, and in study II, the Cronbach 
alpha for the PCS was .88.

Children’ mental health measure 
The children’ (age 11 to 17 years) mental health was measured by the Youth Self-Report 
(YSR, Achenbach and Rescorla 2001) and was used only in study III (Appendix 14).  The 
YSR is a questionnaire on psychological symptoms for children aged 11-18 (Achenbach 
and Rescorla 2001). The YSR measures the following symptoms: 1) internalizing problems 
(anxiousness, withdrawal, depressive and somatic symptoms), 2) externalizing problems 
(rule-breaking and aggressive behaviour), and 3) the total score of all the symptoms 
mentioned above (Achenbach and Rescorla 2001). The reliability and validity of YSR 
have been found to be high (Belter and Foster 1996; Achenbach and Rescorla 2001). In 
study III, the Cronbach alphas ranged between .85 and .89.

4.4.2  Qualitative data collection methods

Methods for assessing the use of counselling (Study IV)
The use of counselling was assessed both by quantitative and qualitative methods. 

To assess the use of the service, data were collected on patients who did not want 
to participate in counselling and more data were gathered by phone interviews which 
were documented in memos. Quantitative data about the types and the timing of sessions 
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provided for the patients who participated were collected. Opinions about the counselling 
were asked for during the last session and the follow-up session and were recorded on 
videotapes. Finally, the steps of the implementation process were documented in project 
memos.

Method for assessing the impact of the COSIP-project among the staff of the Oncology 
Clinic
In order to explore the level of connectedness with and attitudes to the COSIP - project 
among the staff of the Oncology Clinic, a one-page questionnaire was distributed (n = 148) 
(Appendix 15). Background information and information about experiences concerning 
the COSIP project were gathered.

Data collection methods used in study V
Data for study V were collected during psychotherapy sessions and mother-infant 
interaction observation, using the Ester Bick method. Bick developed, in Tavistock Clinic, 
her method of infant observation, which encouraged observers to watch and listen to 
infants during their early development, and focused on in-depth analysis of the capacity 
for attention and psychic transformation (Bick 1964, 1968; Haag and Haag 1995). The 
collected material consisted of sessions’ memos, mother-infant observation memos, 
personal reflective diaries, memos used for supervision, and patient’s files.

4.5 Analyses 

4.5.1 Analyses used in studies I and II
The data for the Finnish studies were stored and analysed with SPSS for Windows 12.0.1, 
and the data of study II were analysed with SAS for Windows, release 9.1.3/2004. For 
study I, differences between the clinical sample and the control group regarding the 
gender and age of the ill parent, family structure and number of children were examined 
by Fishers Exact test for gender and family structure, T-test for age, and the Cochran-
Mantel-Haenzel test for comparing the number of children in the families (Table 9). For 
Study II, descriptive statistics were used to describe the participants.

The statistical method used for studies I and II was a multilevel analysis model 
formulated for use with the SAS® mixed procedures applied to family functioning (FAD, 
Family Assessment Device, Epstein et al. 1983). Family Functioning (FAD) was the 
outcome variable. This procedure requires a normal distribution which was verified. The 
multi-level approach is appropriate for data with nested sources of variability, which 
means involving units at a lower level or micro-units (in this case individuals) nested 
within units at a higher level or macro-units (in this case, families). This multilevel 
analysing technique allows the simultaneous examination of the effects of group level 
and individual level variables on individual level outcomes, while accounting for the 
non-independence of observations within groups (Singer 1998; Roux 2002). Multilevel 
analysis also allows the examination of both between-group and within-group variability, 
as well as how family level and individual level variables are related to variability on both 
levels (Singer 1998; Roux 2002).  The procedure allows a mixture of fixed effects (or 
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fixed coefficients) and random effects (or random coefficients). In mixed models, some of 
the regression coefficients are allowed to vary randomly across the higher level but others 
are not. The term, mixed, is also related to the fact that it is a correlation between lower 
level units (individuals) within higher level units (families). This procedure is an answer 
to the problem of analysing data from multiple informants. The models were tested in 
two master theses in statistics before they were used (Saanisto 2004, Saarelainen 2008, 
in press).

The explanatory variables used in the analysis were the same for studies I and II with 
some differences, which are presented along with the variables concerned. 

The explanatory variables were included on two level; individual and familial. 

On the individual level, the explanatory variables involved in the analysis were: 

1. The role of the respondent, which was coded into two categories parent (1) and 
child (2). 

2. The age of the respondent was included as a categorical variable in study I (adult/
child) and as a continuous variable in study II. 

3. The gender of the respondent was coded into two categories, male and female. 

4. The score of the SOC, (sum variable), was used as a continuous variable, and only 
in study I. 

The variables used on the family level were: 

1. The BDI score for the ill parent, for the mother, and for the father. The BDI score 
was selected as a family level variable, because the data were collected only from 
the parents, and therefore, the score discriminates between families affected by 
parental depression or not. The variable was used as a continuous variable in study 
I, and as a categorical variable in study II. In study II, the caseness of depression 
was defined according to Berard et al., (1998) who confirmed that a score of > 16 
discriminated “true” cases of depression in cancer patients.  The non-depressed 
were coded (0) and the depressed (1). 

2. The SF-8 PCS for the ill parent was used as a continuous variable in study II. 

3. The family structure was coded into two categories: (0) two-parent family, (1) 
single-parent family 

4. The number of children in the family was coded into three categories: (1) one child, 
(2) two children, (3) three or more children. 

5. The gender of the ill parent (1) male and (2) female. 

6. The state of the disease was coded into two categories (1) new cancer and (2) 
relapsed cancer, for study I. This dichotomy was not possible for study II due to the 
large amount of missing data, and another solution had to be found. Therefore, the 



46 Participants, Methods and Analyses

diagnosis was used as a categorical variable and coded: (1) for breast cancer, (2) for 
Hodgkin disease and leukaemia, and (3) for other cancers.

7. In study II, the time since diagnosis was used and was coded: (1) < 12 months from 
diagnosis, and (2) > 12 months (at the time the study was conducted). This variable 
was included to give some knowledge about the effect of longstanding exposure to 
cancer.

8. Because the data were larger in study II, it was possible to include socio-economic 
status (SES) of the family (1) low, (2) middle, and (3) high defined by choosing the 
level of education of the more educated parent; this was a pragmatic solution given 
the diversity of the six countries involved in the study. 

The restricted maximum likelihood method was used for estimating parameters of 
models using the statistical program SAS 9.1. At baseline a model without any explanatory 
variables was used in order to obtain the ratio of between-respondent to within-respondent 
variability. After that, the main effects of all theoretically important variables, as defined 
above, were added. The model was further refined in an exploratory way by excluding 
non-significant effects. The aim of this procedure was to extract the variables significantly 
associated with perceived general family functioning and, additionally, with each separate 
subscale. 

4.5.2 Analyses for study III
For the sample of study III, descriptive analyses were used for the clinical and control 
groups. The group comparisons between the clinical and control group were performed 
using T-tests (variables normally distributed), and Mann Whitney U-tests (not normal 
distribution).  Depending on the particular research aim, data from the YSR, FAD, SF-8 
and the demographic questionnaires were analyzed. The seven subscales of FAD were 
included in the analyses. When analyzing SF-8, the scores of each subscale were used. 
Children with missing values on any of the subscales in the FAD or YSR (n = 5 in the 
clinical group; n = 4 in the control group) were left out of every analysis. When analyzing 
the effects of disease characteristics and SF-8, families with missing values on any of 
these variables were also left out of the analyses (n = 1). Due to the small size of some 
categories describing the onset and prognosis of the patient’s illness, some of the original 
categories were added together. Onset was divided into acute and sub-acute/lingering, and 
prognosis was divided into curable/static and progressing/uncertain/lethal.

Before conducting correlation analyses, the distributions of the variables were explored. 
Depending on whether the variables were normally distributed or not, Pearson’s or 
Spearman’s correlations (two-tailed) were computed for YSR, SF-8, FAD and evaluations 
of illness. In the clinical group, regression analyses (stepwise) were performed to find 
out which FAD scales were able to independently contribute to the correlations with the 
YSR scales. The subscale, general functioning, was removed, as it is compiled of all 
other subscales in FAD, and therefore correlates highly with them (r > 0.60). Other scales 
showing a high inter-correlation (problem solving, communication and roles, all r > 0.60) 
were in turn included in the regression analyses, and the one subscale making the most 
significant prediction was finally included in the results. In order to explore the interaction 
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between the symptoms in daughters/sons and the sex of the ill parent, two-way analysis 
of variance (ANOVA) was performed. Since the YSR variables in this study were not 
normally distributed, non-parametric Mann– Whitney U-tests were computed to confirm 
the results of the ANOVA. Group comparisons were conducted between the clinical 
group and the control group, to determine whether the two groups differed significantly 
from each other with regard to the children’ mental health and family functioning. If the 
variables were normally distributed, t-tests for two independent samples were used, and 
if they were not, non-parametric tests for two independent samples (Mann–Whitney U-
tests) were computed.

A summary of the use of the variables used in studies I, II, III, IV is presented in Table 11.

Table 11. Summary of variables used in studies I, II, III and IV
Study I Study II Study III Study IV

Explanatory variables

Family structure:  
Two-parent family 
Single parent family

x x x two-parent/ single/
recomposed

Number of children: 
1/ 2 or  3+

x x x x

Role in the family: parent/
child

x x x x

Gender: male/female x x x -
Age of the respondent child/adult con�nuous - -
Socio-economic status: 
high/middle/low

- x x x

Depression (BDI) of the 
mother, the father, the ill 
parent

con�nuous BDI < 16 and 
BDI > 16

- -

Sense of Coherence con�nuous - - -
Quality of life (SF-8) - PCS scale  

con�nuous 
PCS and 
MCS scales 
con�nuous

-

Onset and prognosis of 
the pa�ent’s illness

Time since diagnosis

new/relapse

con�nuous

-

<12m/>12m

new/relapse

-

-

Diagnosis: breast cancer/
Hodgkin-leukaemia/other

- Breast cancer/
Hodgkin/other 

breast cancer/
other

breast cancer /other

Pa�ent/control x - x comparisons 
between the group 
who par�cipated in 
counselling vs. the group 
who did not

Country - x - -

4.5.3 Analyses for study IV
In study IV, descriptive statistics were used to describe the participants’ characteristics 
and the quantitative aspect of the counselling. The statistical significance of differences 
between variables in the groups of all patients, the group of patients who participated in 
counselling, and the group of patients who did not participate was examined. Variables 
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such as gender, diagnosis and occupation were compared using the Pearson chi-square, 
and age was compared using ANOVA variance analysis.

Likewise, descriptive analyses were used to examine the variables of the questionnaire 
addressed to the staffs of the oncology clinic. To evaluate the connectedness with the 
project, the answers to questions 1-3 were pooled. The answers to questions 4-6 were 
combined to describe the attitude toward the project. Cross-tabulations were used to 
examine associations between variables.

4.5.4 Qualitative analyses for studies IV and V
The material collected for studies IV and V consisted of memos of phone interviews, 
memos of psychotherapy sessions, memos of the content of sessions and videotaped 
sessions, memos of observed interaction between mothers and their infants, diaries 
of conversations with the staff of the Oncology Clinic, and personal memos used in 
supervision. Memos were analysed using content analysis. Content analysis is a process 
used to systematically analyse documents with the aim of describing a phenomenon in 
a conceptual form (Cavanagh 1997).  Content analysis aims to classify and describe 
phenomena within a process involving several steps: firstly, the units of analysis were 
defined according to the research question to be answered, secondly the material was read 
or viewed (for videos) several times asking specific questions: who is involved, when, 
how, how many times, where, what is happening and why? New memos were generated. 
Observations were reduced, simplified and grouped, exploring similarities and differences. 
The classifications and the observations were abstracted into new categories. Reliability 
was checked by another researcher. 

4.6 Ethical considerations
This study and the implementation of the clinical work with cancer patients were approved 
by the Ethical Committee of Turku University Hospital and Turku city (for the collection 
of the control group). Written informed consent was required from parents and children 
(Appendix 4).  The patients of study V provided written consent for describing their 
cases. 

For the European multi-site sample, the ethics review boards of each locally involved 
hospital approved the study and the coordinator of the COSIP project guaranteed the EU 
commission compliance with ethical requirements. 
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5 RESULTS

5.1 Family functioning in cancer patients’ families with dependant 
children (I, II and III)

In the studies included in this thesis, families were well functioning: the FAD mean scores 
of each sub-scale were not on a clinical level (< 2). When focusing on differences between 
groups, there were no differences between the clinical sample and the control group in 
study I, and no significant differences among the six countries in study II. The main results 
are summarized in Table 12. 

Table 12. Summary of results: Factors associated with Family Functioning sub-scales in 
studies I and II

Behaviour 
Control 

p < 0.001 (II) 

p < 0.01 (I) 

p < 0.05 (II) 

p < 0.05 (II) 

p <.0001 (I) 

p < 0.05 (II) 

Affective
involvement

p < 0.001 (II) 

p < 0.01 (I) 

p <.0001 (I) 

Affective
responsiveness 

p < 0.01 (study I) 

p < 0.01 (II) 
p < 0.01 (I) 

p <.0001 (I and II) 

p < 0.01 (II) 

p < 0.01 

p <.0001 (I) 

Rol es

p < 0.01 (I)  
p < 0.01 (II) 

p < 0.05 (I) 

p < .001 (II) 

p <.0001 (I) 

p< 0.05 (II) 

Communication 

p < 0.001 (II) 
p < 0.01 (I) 

p <.0001 (I) 
p < 0.05 (II) 

p < .001 (II) 

p <.0001 (I) 

Problem-solving

p < 0.001 (II) 
p < 0.01 (I) 

p < 0.01 (I) 

p < 0.05 (I) 

p < .001 (II) 

p <.0001 (I) 

General 
Functioning 

p <.0001 (I) 

p < 0.05 (II) 

p < 0.01 (I) 

p < .001 (II) 

p <.0001 (I) 

Variables 

Family structure:  
- two-parent family  
- single-parent family 

Role in the family:  
- Child 
- Parent 

Gender:  
- Male 
- Female 

Age of the respondent 
- Child 
- Parent 

BDI of the:  
- Mother 
- Father 
- Ill parent 

SOC 

SF-8 - PCS 

Time since diagnosis 

Diagnosis 
- Breast cancer 
- Hodgkin –leukaemia 
- Other cancers 

5.1.1 Depression
In study I, the BDI score of the mother was associated with FAD General Functioning, 
with FAD Problem Solving, and FAD Roles. The scores of FAD scales increased as the 
maternal BDI score increased, indicating increasing impairment in family functioning. 
This was true for the clinical sample, as well as for the control group. 

In study II, where depression was categorised, each FAD subscale except Affective 
Responsiveness was significantly associated with the ill parent’s depression: General 
Functioning, Problem Solving, Behaviour Control, Roles, Communication, Affective 
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Involvement. The depression of the ill parent was the most significant variable associated 
with impairment of family functioning in study II (Table 12). 

The prevalence of depression in the sample of study II is presented in Table 13. Among 
cancer patients, 35% of the mothers and 28% of the fathers were depressed. Among healthy 
parents, 28% of the mothers and 13% of the fathers were depressed. 

Table 13. Prevalence of depression in parents of study II
Depression (BDI score)      N              % Mean (SD)
Healthy mothers

BDI < 16 49 71
BDI >16 20 28
Mean (SD) 12.4 (8.9)
missing data 2 2

Healthy  fathers
BDI < 16 153 86
BDI > 16 24 13
Mean (SD) 7.7 (7.1)
missing data 7 4

Cancer mothers
BDI < 16 182 68
BDI > 16 95 35
Mean (SD) 13.4 (8.9)
missing data 10 3

Cancer fathers
BDI < 16 43 71
BDI > 16 16 28
Mean (SD) 9 (7.8)
missing data 8 11

5.1.2 Other factors
No associations with FAD scores were found with the number of children, the socioeconomic 
status or the time since diagnosis (Studies I and II). 

Family structure was found to be associated with FAD Affective Responsiveness, but 
only in study I. Belonging to a two-parent family was significantly associated with better 
FAD Affective Responsiveness (p<0.01). 

Significant associations were found with gender. Males (fathers and sons) perceived 
impairment in family functioning on all subscales in study I while, in study II, males 
perceived impairment in family functioning on FAD Role (p<0.01), FAD Communication 
(p <0.05) and FAD Affective Responsiveness (p <0.001).

Significant associations were found with roles in the family. Parents perceived more 
impairment in FAD Problem Solving (p<0.01), FAD Communication (p<0.01) and FAD 
Affective Responsiveness (p<0.01), as did children in study I, but in study II, children, 
more than parents, perceived significant impairment of family functioning on five 
subscales: FAD Problem Solving (p<0.001), FAD Behaviour Control (p< 0.001), FAD 
Communication (p <0.001), FAD Affective Responsiveness (p <0.01), and FAD Affective 
Involvement (p <0.001). 
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Age was significant for adults and children on some subscales in study II: the age of 
the parents was associated with FAD General Functioning (p <0.05) and FAD Affective 
Responsiveness (p <0.01). The older the parents were, the stronger the association with 
impairment of family functioning; 5-year coefficient 0.048 (SE 0.020), and 10-year 
coefficient 0.096 (SE 0.040). The same result was observable for children on the FAD 
Behaviour Control subscale (p< 0.05): coefficient for 5 years was 0.067 (SE 0.026).  

Two variables related to the disease were found to be significantly associated with 
family functioning in study II: the physical status of the patient (SF8-PCS) was associated 
with impairment on the FAD Roles subscale (p <0.05) and Hodgkin disease or leukaemia 
was associated with impairment on the FAD Behaviour Control subscale (p < 0.05).

Finally, in study I where the Sense of Coherence (SOC) was included, SOC was 
associated with FAD General Functioning, as well as with each FAD subscale (p <.0001).  
A strong Sense of Coherence was associated with improvement in family functioning in 
the clinical group, as well as in the control group. 

Family functioning was also studied in study III where children of both groups, clinical 
and control, reported healthy and unhealthy family functioning to the same extent. All 
correlations indicated that healthy family functioning (FAD < 2) was associated with 
fewer symptoms in the children (Table 14).

Table 14. Correlations between Family Assessment Device and Youth Self -Report in the ill 
parent group (1) and the control group (2)

Internalizing
Problems

Externalizing
problems Total score

Problem solving (1)
(2)

.371**

.256
.442**
.277

.457**

.281
Communica�on (1)

(2)
.446**
.415**

.394**

.361*
.465**
.394**

Roles (1)
(2)

.280

.373*
.383**
.318*

.387**

.377*
Affec�ve

Responsiveness
(1)
(2)

.252

.083
.257
.241

.313*

.157
Affec�ve

Involvement
(1)
(2)

.285*

.275
.511**
.443

.435**

.372*
Behaviour

Control
(1)
(2)

.173

.265
.362*
.226

.288*

.290
General

Func�oning
(1)
(2)

.404**

.203
.474**
.386**

.502**

.271

*  Correla�on significant at .05 level
**  Correla�on significant at .01 level

The regression analyses (stepwise) showed that the most significant predictors for 
children’s symptoms were FAD Communication for internalizing problems (p <0.001), 
FAD Affective Involvement for externalizing problems (p <0.001), and FAD Problem 
Solving for the total score of symptoms (p < 0.001) (Table 15).
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Table 15. Regression analysis (stepwise) of family functioning and symptoms in children of 
ill parents (n = 49) 
FAD variable B SE B β t

Internalizing problems
Communica�on 1.024 .299 .446 3.419***

Externalizing problems
Affec�ve involvement 1.116 .274 .511 4.076***

Total score
Problem solving 3.429 .973 .457 3.523***

R² = .21 for problem solving; R² = .22 for communica�on; R² = .15 for roles; R² = .10 for affec�ve responsiveness; 
R² = .19 for affec�ve involvement; R² = .08 for behaviour control; R² = .25 for general func�oning
* p < .05,  ** p < .01, *** p < .001

5.2 The children exposed to parental cancer (III)
There were no significant differences in the levels of symptoms between the clinical 
and control group: both groups reported equal levels of internalizing and externalizing 
problems, as well the same total score of symptoms.

The effects on the three YSR scales with regard to (1) the gender of the child, (2) the 
gender of the ill parent, and (3) the interaction between the gender of the child and the 
gender of the ill parent were measured with two-way ANOVA. All effects were statistically 
non-significant. Neither boys as a group nor girls as a group showed more symptoms of 
distress compared to the other, regardless of the sex of the ill parent. The non-parametric 
Mann–Whitney test confirmed the results of ANOVA. Further, it showed that daughters (n 
= 27) did not react more strongly when a parent of a specific gender was diagnosed with 
cancer. Sons (n = 22) did not react differently when their mother or father was diagnosed 
with cancer either.

Spearman correlation coefficients were computed for evaluations of illness and the 
YSR variables (n = 48). No correlation between onset and prognosis of illness and the 
symptoms of children was found. Nor was correlation found between first or recurrent 
cancer and YSR. Spearman correlation coefficients were computed for SF- 8 and YSR. 
The only significant correlation found was that between the SF-8 physical component 
summary and the YSR total score (n = 48, r = 0.288, p < 0.05). The results indicated that 
a lack of physical incapacitation in the ill parent was associated with increased symptoms 
in the children.

5.3 The subjective experience of having cancer during pregnancy (V)
The findings of the qualitative analyses have been clustered around the following themes, 
(which are developed in the original paper), and a synopsis of the events during treatment 
are presented in Table 1 and 2 of article V.

The main topics processed by the two mothers during pregnancy were: 

1.  The experience of spending their pregnancy in the hospital. Being diagnosed with 
cancer and being in intensive treatment constitute an overwhelming situation for 
the pregnant mother, and the shadow of cancer extended to the beginning of the 
pregnancy although the diagnosis was made during the second trimester. 
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2.  The worries about their bodily perceptions. Mothers had difficulties to make 
a distinction between bodily changes deriving from pregnancy, cancer or/and 
treatment and this may complicate the developing mother-infant relationship.

3.  The lack of fantasies related to the baby-to-be. Mothers did not report fantasies 
about their baby. 

4.  The intensive fears during pregnancy. Mothers reported how they tried to protect 
their baby by strong fighting fantasies. These statements disclosed how life and 
death really are competing within the body of a pregnant cancer patient, and this is 
not only a subjective experience but a very concrete and unavoidable reality.

5.  Childbearing and the experiences related to provoke delivery were an important 
topic. Delivery was a culmination of two concurrent but contradictory processes of 
life and death within the body of the mothers.

After childbirth, the main topics were:

1.  The discrepancy between taking care for herself and nurturing an infant. After the 
infant was born the painful contradiction of taking care of the infant and of herself 
is a core question in the mind of the mother. After the delivery the mother, still in 
the middle of a psychic crisis, will face many concrete challenges in dealing with 
the everyday routines.

2.  The emergent early relationship with the infant. The breast-feeding prohibition is 
one obstacle to ensuring the relationship with the infant; the other is the cancer 
treatment, requiring long hospital stays at frequent intervals. However, the early 
mutual mother-infant relationship seemed to be developing successfully. The 
mothers were not depressed and the new-borns were well regulated.

3.  The relationship with the other family members. Pregnancy and cancer rouse 
different kinds of feelings, positive and negative, in the mind of the mother towards 
the family members. 

4.  The termination of the treatment. The termination of the treatment was as well a 
crisis. The possibility of a relapse – on an experienced and existential level – for 
the mother, the father, the new-born and the other children in the family means that 
they have to live in the shadow of cancer for the rest of their life.

5.4 Clinical work with cancer patients and their dependant children (IV 
and V)

5.4.1 The implementation process of the COSIP project and the outcomes at present
Before the COSIP project, no psychosocial support was given in the Oncology Clinic for 
cancer patients and their dependent children and co-operation with the Child Psychiatry 
Clinic was non-existent. The identification of patients with children was laborious because 
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no information on cancer patients’ families was available. During spring 2003, the Oncology 
Clinic amended the questionnaire given to each new patient starting his/her treatment. 
Questions concerning spouse and children were added, and through this simple procedure, 
the staff got a clear picture of the family situation of their patients (Appendix 16).

Pre-existing ideas in the Oncology Clinic about providing psychosocial support for the 
patients were strengthened. On the request of the Oncology Clinic a series of training seminars 
on psychosocial issues (five seminars, each four hours) was carried out by the author of this 
thesis for the whole oncology staff (12 physicians, 105 nurses) during autumn 2004. During 
2005, financial and staffing resources were investigated in order to set up a psychosocial 
team on a regular basis, which led also to the work presented in study V. In 2006, a multi-
professional psychosocial team, including some of the Oncology Clinic’s oncologists and 
nurses, the physiotherapist, the social worker and the chaplain, met on a regular basis about 
once a month for a case conference. The author of this thesis was invited to be a permanent 
member of this team. Presently, the author of this thesis is able to devote one day a week to 
clinical work with cancer patients and their children (Schmitt et al. 2007). 

5.4.2 The experiences among the staff of the Oncology Clinic
At the end of the COSIP project, 74 % of the staff members responded to the questionnaire, 
(44 % physicians, 78 % nurses and 76 % of auxiliary staff members). On average, they 
had 16.5 years (SD 10.6) of experience in the profession and had been working in the 
Oncology Clinic about 13.3 years (SD 9.9). The staff members of the Clinic were slightly 
younger (43.4 years, SD 10.3) than the patients in counselling.

About 52 % of the oncology staff had personal contact with the family therapists 
working in the project. Most of the staff members, who had no contacts or had not referred 
patients, were radiotherapists or were working in the radiotherapy unit. Half of the staff 
members thought the patient benefited from the counselling. Negative feed-back has not 
been reported. 

About 39 % of staff members considered that they are now more aware of the children 
of the patients than before, while 53 %  thought about the children of their patients as 
much as before. 

Personal contacts (informal discussion, coffee breaks) with the therapists were 
described as an experience of being nurtured, and were beneficial for  professional life as 
well as for personal life.

5.4.3 Participation in counselling 
Between May 1st 2002 and April 30th 2004, 2063 new patients were admitted to the 
Oncology Clinic, of whom 134 (6.5 %) were found to have children. Fourteen patients 
(10 %) did not want any information about the counselling. This group consisted of seven 
women and seven men (mean age 45.8 years) who had 19 children between 4 and17 years 
of age (mean age 12.7 years). With regard to diagnosis, gender, age and occupation, this 
group did not differ significantly from the patients who gave permission to be contacted 
by the researcher/psychotherapist.
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Altogether 120 patients gave permission to be contacted personally, of whom 83 
(69 %) did not want to participate in the counselling. However, 48 of them gave the 
background information and could be interviewed by phone on the reasons for not 
wanting counselling. These 48 patients (31 mothers, 17 fathers) had 39 healthy spouses 
(25 husbands, 14 wives) and 73 children (34 girls, 40 boys). The main reason (11 cases, 
23 %) was the accumulation of at least three obstacles such as travelling difficulties, 
exhaustion, and small children. The resistance of the healthy spouse or child (ren) was the 
reason in 11 cases. Two patients said they were not in need of psychological support and 
two patients were already in psychiatric care. 

Altogether 37 patients, 23 healthy spouses and 69 children were seen in counselling. 
Comparing the 37 counselled families and  the 48 families refusing counselling,  the 
parents in the counselled group were significantly older (45.8 years, SD 6.7, versus 40.9 
years, SD 5.8, p <0.0001), while in the counselled group there were significantly more 
single parents (32 % versus 2 %, p <0.0001). There were many recomposed families 
(29 %) among those who did not participate in counselling. There were no significant 
differences between the groups in gender or cancer type of the patient, socioeconomic 
status of the parents, or gender and age of the children (Tables 16 and 17). 

Table 16. Background characteristics of cancer patients and their spouses in counselling and 
those not in counselling 

Counselled group 
n = 37

Non-counselled group 
n = 48

Cancer pa�ent
n=37

Healthy spouse
n=22

Cancer pa�ent
n=48

Healthy spouse
n=39

n % n % n % n % p-value
Gender 0.233
Female 32 86 5 23 31 65 14 36
Male 5 14 17 77 17 35 25 64
Type of cancer
Breast 22 59 22 46
Other 15 41 26 54
Socioeconomic status 0.572
High 6 16 4 18 6 13 8 21
Medium 23 62 7 32 22 46 13 33
Low 7 19 10 45 16 33 14 36
Data missing 1 3 1 5 4 8 4 10
Family structure <0.0001
Nuclear 23 62 33 69
Recomposed 2 0,5 14 29
Single 12 32 1 2
Mean age, years (sd) 45.2 (6.9) 45.6 (6.8) 41.4 (5.7) 40.0 (6.0) <0.0001
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Table 17. Background characteristics of children (4-17 years) of cancer patients in counselling 
and those not in counselling

Children in counselling
Children not seen

in counselling
n = 69 n = 74

n % n % p-value
Gender 0.206
Girl 39 57 34 46
Boy 30 43 40 54
School status 0.849
Day care 14 20 14 19
Elementary school
(children 7-13 years) 30 43 33 45

Secondary school
(children 13-15 years) 16 23 18 24

College or professional school
(children 16-19 years) 6 9 8 11

Data missing 3 4 1 1
Mean age, years (sd) 10.7 (3.9) 10.6 (3.8) 0.925

During the two years, 239 sessions and 21 follow-up family sessions were provided. 
Half of the families chose to start with a whole family session. About a third of the sessions 
were family sessions (n = 75) and a third were individual adult sessions for the ill parent 
(n = 81), while couple sessions were provided 34 times. Individual sessions for adults are 
explained by the rate of single parents in the counselled group. Sibling sessions accounted 
for 8 % (n = 20), and child individual sessions 12 % (n = 29). Individual sessions for 
children were not wanted in six families. 

The most usual time to start the counselling was around 3 months after the diagnosis 
(N = 11, 29%), while 30 families (81 %) started between 1 to 7 months (range 1-19 
months) after diagnosis.  Twenty-one patients out of 37 (56%) considered the timing of 
counselling to be right. One patient felt that the support came too late because information 
about counselling was given when the treatment was already over. Two patients would 
have liked to have had some counselling just after they were told the diagnosis. The 
remaining 13 patients had no preferences for the timing of the intervention. 

Twenty-eight patients out of 37(75%) expressed the wish (6 in the last counselling 
session and 21 in the follow-up session) that at least one whole family counselling session 
should be included in the treatment routine of each new cancer patient with children. The 
family session should be scheduled by the physician in charge of the patient. 

5.4.4 Clinical work with pregnant patients
The type and number of psychotherapy provided for both pregnant cancer patients are 
summarized in Table 18. Several theoretical frameworks and several types of sessions 
(individual, couple, mother-infant, family, and extended family) were provided by the 
same psychotherapist, the author of this thesis. The starting point for psychotherapeutic 
work was the current situation, the location and the persons who were present. 
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Table 18. Psychotherapy (number of sessions) provided during pregnancy and after 
childbirth.
Type of sessions Lisa Helen
Psychotherapy during pregnancy Pregnancy weeks 22- 37

(15 weeks)
Pregnancy weeks 22-38 

(16 weeks)
Individual sessions 16 14
Couple sessions - 3
Family sessions 4 2

Psychotherapy a�er childbirth Within 18 months a�er 
child birth

Within 13 months a�er 
childbirth

Individual sessions (father at home with baby) - 1
Family sessions: pa�ent - husband – children/
member of family of origin

2 8 (all at home)

Mother-infant sessions 30 11
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6 DISCUSSION

The aim of this dissertation was to capture a contextual view of the phenomenon: “families 
affected by cancer”. The interpretation of the present study findings requires considering 
first the limitations and the strengths regarding design, samples, methods and analyses. 

6.1 Methodology

6.1.1 Design
This study included quantitative analyses in a cross-sectional design (studies I, II, III) and 
qualitative analyses, where the same patients were followed for almost one year (studies 
IV and V). The cross-sectional design was imposed by the multi-site collaboration and 
the specific dead-line imposed by the European Union financing the project. The cross-
sectional design allowed the collection of a larger sample, but one of the major limitations 
was that it was not possible to grasp the later effects of cancer on family functioning or 
children’s mental health. Likewise, cross-sectional designs have been used in previous 
studies; therefore, further studies should be longitudinal. There was an attempt in Finland 
to collect follow-up data, but the drop-out rate was too high to continue. However, the 
qualitative data used in this present dissertation provided a limited overview on what can 
happen in a family during the first year after a cancer diagnosis, but nothing can be stated 
about the later outcome of families and children.

6.1.2 Samples
The samples of this study were good in size but varied in quality. To our knowledge, the 
multi-site EU sample was the largest sample ever collected on cancer patients with dependant 
children. However, nothing can be stated about the quality of the sub-samples of the EU 
multi-site sample, except for Finland. No data have been collected about how representative 
and from what population it had been produced in each country. The response rates were 
only known for three countries. Therefore, at the beginning of a multi-site collaboration, it 
is recommended to ensure a set of rules for reporting data collection bias. 

In Finland, great attention was paid to data collection. At the beginning, no data were 
available on the prevalence of cancer patients with dependant children. The collection 
of 85 families took two years and 6.5% of cancer patients in Turku University Hospital 
were found to have dependant children. However, the department of gynaecology and 
haematology were excluded, since resources for providing counselling were too limited 
and this may affect the final rate. The rate in Turku was low compared to estimations in 
the USA, where the prevalence of cancer patients with dependant children was estimated 
to be 24% (Muriel and Rauch, 2003).So far, the rate for Finland as a whole remains 
unknown (personal communication from leader of cancer registry centre in Finland, Eero 
Puukkala), and a research project could be set up to clarify this question. 

In Finland, the drop-out rate was 30% (vs. 57% in Huiziga et al. 2005 and Visser 
et al. 2006). This was due to the fact that the author of this dissertation had a personal 
face-to-face contact with each eligible family through the cancer patient to whom the 
possibility of counselling was offered. However, the personal contact may have helped to 
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get a good response rate, but it could also have had some negative effects such as, people 
participating in the research to please the researcher. No data are available on the group of 
patients who did not answer. The response rate of the control group was poor, only 32%, 
despite the efforts to motivate people. 

For study IV, the sample consisted of data from 37 families, and this was a large sample 
for qualitative studies. However, the material collected was only superficially examined to 
answer a few very specific questions. In study V, there were two cases of pregnant women: 
this kind of sample and design is adequate for deep qualitative analysis.

6.1.3 Methods

The methods were imposed by the EU multi-site consortium. The general background 
questionnaires were quite extensive including too many items, which led to missing data 
even on important issues. Some questionnaires were translated from German or English 
to Finnish by the author of this thesis and they were pre-tested but not back-translated. 
Although the questions were simple and the translations were checked, this was not the 
optimal procedure. 

The Family Assessment Device (FAD) as a measure instrument for family functioning 
was available in each country’s language, also in Finnish. The FAD has been previously 
used in Finnish studies (Räihä et al. 1997) and the quality of the instrument was to some 
extent confirmed by the results of study II: there was no difference between countries 
(which means that the instrument was working in almost the same way in the different 
countries). Moreover, only on the FAD Behaviour Control subscale, was the difference 
close to significance, which reflects the differences in discipline in each country. However, 
self-report procedures reflect the individual’s perceptions – perceptions, which can be 
biased by several factors (Jacob and Tennenbaum 1988). Furthermore, reports were 
given by several different family members. However, this handicap was compensated by 
sophisticated statistical analysis.

Although the evaluation of depression was based only on a self-report questionnaire, the 
scale of the Beck Depression Inventory (BDI) has been assessed as a valid measurement 
of depressiveness in a population (Lasa et al. 2000). The concurrent validities of BDI with 
a clinical diagnosis have been found to be good (Beck et al. 1961). In study II, the cut-off 
point of depression was set at a level whose reliability and validity for cancer patients has 
been studied (Berard et al.1998).  

The Sense of Coherence (SOC) is a valuable descriptor of resilience. From a systemic 
perspective, the individual’s resilience is relevant for the whole family. Antonovsky (1988) 
designed a study to demonstrate that such a construction as “family sense of coherence” is 
meaningful, since the SOC of disabled husbands and their healthy wives, taken separately 
and taken together, was significantly associated with the level of satisfaction with family 
life. 

Qualitative methods were appropriate to answer the research questions about the 
implementation and the reception of the counselling, and for the exploration of a topic like 
cancer during pregnancy which has not previously been studied from an early relationship 
perspective. 



60 Discussion

6.1.4 Analyses
Besides classical descriptive analyses and conventional analyses like ANOVA, correlations 
or regression analysis, a sophisticated statistical method was used in studies I and II.   The 
use of this analysis method was challenging, and allowed the simultanous use of data from 
different members of the same family belonging to different groups. Thus, it was possible to 
give a voice and space to the children in a way which  has not been used in previous studies. 
However, only children over 11 were able to complete the questionnaires as this required 
sufficient cognitive skills. There is a need to develop adequate methods to integrate younger 
children into the analysis to gain knowledge about pre-schoolers’ mental health or  their 
perception of family functioning, when they are exposed to parental cancer. The qualititative 
analysis extended the knowledge gained from the quantitative analysis.

6.1.5 Combining research and psychotherapy
One of the main strength and limitation of this dissertation was linked with the identity 
of the author: a psychotherapist carrying out research. The psychotherapeutic training 
included psychoanalytic adult individual psychotherapy (3 years), child-centred family 
therapy (5 years), and mother-infant psychotherapy (4 years).  The role of researcher 
required standing back and recording objectively what occurred, while the role of 
psychotherapist required being inside the events.

The author of this thesis had the opportunity of being involved in all the steps of the 
COSIP project, including application for the participation, preparatory phase, research 
design, data collection, recording, saving, cleaning, analysing the data and writing the 
reports. To ensure more reliability quantitative data was always gathered before counselling 
could start.

This dual role, being a psychotherapist carrying out research, of course had an impact 
on the collection and the analysis of the qualitative data. The researcher was not a neutral 
and outsider observer of some phenomenon, but an active participant involved in the 
process of “being in the shadow of cancer”.  This was the background to the exploration of 
the counter- and complementary feelings but this process has not been reported and some 
data have voluntary not been disclosed to respect confidentiality. 

For study V, the naturalistic perspective was predominant. Nevertheless, this kind 
of combination is called participant observation research (Ely 1991; May 2002). The 
researcher-psychotherapist may feel pulled in two directions, in the precarious balance 
of the two very different demands of two roles. However, a psychotherapist’s memory is 
trained to hold conversations long enough to make reasonably good notes, to keep diaries, 
to process analyses from a theoretical point of view, while the data collection was still 
ongoing. Moreover, the trusting relationship with the participants may have contributed 
to getting deeper information. On the other hand, reliability and objectivity had to be 
maintained by triangulation with quantitative methods, verification in peer groups and 
supervision (Tuomi and Saarajärvi, 2002). 

This situation of being a psychotherapist and a researcher, of being at the same time 
outside and inside the study object, of moving “between” two worlds (research and 
psychotherapy) and two cultures (oncology and child psychiatry) required flexibility and 
multicultural proficiency, but as such, is common in qualitative studies (May 2002). 
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6.2 Results

6.2.1 Family functioning in cancer patients families with dependant children
The purpose of studies I and II was to identify factors associated with family functioning 
in cancer patients’ families with dependent children. The purpose was to identify families 
at risk of dysfunction, to provide adequate psycho-social services and/or to identify the 
resources of the families. 

Overall, the families were functioning well and in study I, there was no difference 
between cancer families and families belonging to the control group. However, many 
studies show that family functioning is vulnerable and susceptible to risk: for instance, 
Lewis and colleagues (1996b) showed that single mothers compared to married mothers 
reported a significantly higher number of illness-related pressures on their family and 
lower quality in parenting their children. 

In studies I and II, family structure, number of children, and additionally in study II, 
socio-economic status, were not associated with impairment in family functioning. Single 
parenthood, and lack of economic resources are traditionally associated with family 
dysfunction and children’s mental health (Conger et al. 1994; Luoma et al. 1999; Leinonen 
et al. 2003; Taanila et al. 2004), but in the families of the clinical sample (Finnish and 
multi-site sample) and the control group,  this was not the case.

The gender issue was relevant: in study I , males (fathers and sons) perceived more 
dysfunction in family functioning on all subscales than females, and in study II, fathers 
and sons perceived impairment in FAD Roles, FAD Communication and FAD Affective 
Responsiveness.  As the majority of the patients in both studies were mothers, it is 
not surprising that males found it difficult to adjust to new roles, and had problems in 
communication and affective responsiveness. However, this can also be interpreted as a 
sign of male sensitivity to the gravity of the situation. The gender of the ill parent was 
not found to be associated with impairment of family functioning. However, in study 
II, children perceived more impairment in FAD Affective Responsiveness when the 
father was the cancer patient. This could be interpreted as a consequence of crisis in the 
family; the ill father is requiring more attention, and the mother may be overwhelmed by 
the father’s illness, everyday duties, work and worries. Additionally, the prevalence of 
depression in study II showed that when the father was ill, in almost 30% of the families 
the mother was depressed. It is not surprising that children perceived impairment in 
Affective Responsiveness. 

Among variables related to the disease, stage of cancer (new/relapse) in study I, and 
time since diagnosis in study II were not associated with family functioning. However, 
the groups were too small: there were only nine patients in study I whose cancer was 
relapsed, and this information was missing for the patients in study II.  In study II, the 
group “Hodgkin disease or leukaemia” was associated with impairment in Behaviour 
Control. Compared to breast cancer or other cancers, Hodgkin disease or leukaemia 
usually requires longer hospitalisations, and sometimes even barrier nursing in isolation 
that restricts family contacts (cell or marrow transplantations) and makes family life very 
demanding for several months; this could explain impairment in Behaviour Control, but 
then again, it could be interpreted as a strategy of adaptation to the situation. Nevertheless, 
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sometimes cancer treatments last for many years: the effects of this long-lasting and 
burdensome cancer on family functioning need to be assessed using a longitudinal design 
which was outside the scope of the present study. 

In the multi-site sample of study II, the prevalence of depression was high: 35% for 
the ill mothers, 28% for the healthy mothers, 28% for the ill fathers and 13 % for the 
healthy fathers. The prevalence rates in the literature vary from 20 to 50% (Pasquini 
and Biondi 2007).  In the multi-site sample, the depression of the ill parent was the most 
significant factor associated with impairment in family functioning, while in the Finnish 
study, it was the mother’s depression rather than the ill parent’s depression. However, 
in the multi-site sample most of the patients were mothers (287 ill mothers - 77% of all 
patients - vs. 85 ill fathers) and in the analysis of study I, all mothers (including control 
mothers) were included. This could explain this slight difference. The “ill parent” and 
the “mother” in these samples were often one and the same person. However, the results 
suggest, that cancer “per se” was not associated with impairment of family functioning, 
but that depression in the family, and specifically the mother’s depression, was decisive. 
The mother’s mental health seems to be the most meaningful resource of the family, and 
additionally, mothers are more likely to be depressed when the father has cancer than 
fathers when the mother is ill. 

Miller and colleagues (1986) and Keitner and colleagues (1987) showed that depression 
significantly discriminates healthy and unhealthy functioning in families between samples 
of psychiatric patients and non-clinical families. Furthermore, the impact of parental 
depression on children’s mental health has been described in numerous studies. Parental 
depression affects family functioning, which in turn is likely to impact adversely on the 
children. According to Beardslee and colleagues (1998), almost 40% of children of severely 
depressed parents are likely to develop a psychiatric disorder before age 20, and the risk 
grows to 60% by age 25. In a 20-year follow-up study, the risk of anxiety disorders, major 
depression, and substance dependence was approximately three times as high in the children 
of depressed parents as in the children of non-depressed parents. The children of depressed 
parents constitute a high-risk group for psychiatric and medical problems, which begin early 
and continue through adulthood (Weissman et al. 2006). Furthermore, a recent study on 
cancer families showed that maternal depression and poor family communication, rather 
than mother’s treatment stage or time since diagnosis were associated with their school-aged 
children’s behavioural and emotional problems (Watson et al. 2006).

Overall, children in the multi-site sample perceived more impairment than parents 
on five of the seven subscales in the multilevel analysis. Children were sensitive to 
dysfunction in their family. These results are new because children’s opinion has not 
been registered before. Nevertheless, the mothers’ depression may affect their capacity to 
perceive impairment in their families. Furthermore, it seems that the perception and the 
identification of distress are not only problems for the patients themselves, but also for 
their oncologists and nurses (Söllner at al. 2001; Piha and Virtanen 2003). More analyses 
and further studies are required to identify the profile of those families in which the parents 
are more likely to become depressed. 

In the Finnish study, the Sense of Coherence (SOC) was used and the results are worth 
commenting on. The SOC is a reflection of the quality of a person’s mind and his/her 



 Discussion 63

ability to master the life situation, and a valuable descriptor of resilience. From a systemic 
perspective, the individual’s resilience is relevant for the whole family. According to Bednar 
and colleagues (1988), family functioning is the classic model of a social system, where 
family members receive and give reciprocally, continually affecting each other. In the 
Finnish study, SOC was associated with improvement in family functioning, and was also 
found to be associated with improvement on each FAD sub-scale in the clinical group, as 
well as in the control group.  Antonovsky (1988) designed a study to demonstrate that such 
a construction as “family sense of coherence” is meaningful, since the SOC of disabled 
husbands and their healthy wives, taken separately and taken together, was significantly 
associated with the level of satisfaction with family life.  Additionally, a Chinese study 
showed that SOC significantly correlated with quality of life and coping ability after a 
critical illness (Fok et al. 2005). Moreover, Gustavsson-Lilius and colleagues (2007) 
confirmed, in a longitudinal design including couples where one partner was diagnosed 
with cancer, that a strong SOC at diagnosis predicted significantly lower levels of anxiety 
and depression at 14-month follow-up, even when the baseline levels of distress were 
controlled for.  

In a large Finnish study (Suominen et al. 2001) a strong SOC predicted good health in 
both women and men, and was interpreted as an autonomous internal resource contributing 
to the favourable development of a subjective state of health. Furthermore, the study 
by Volanen et al. (2004) showed that among both genders, psycho-emotional resources 
rather than socio-economic factors were associated with SOC. These resources included 
the quality of the partner relationship, social support, the quality of work and previous 
experiences of one’s own childhood living conditions. However, childhood adversities 
(including severe illness of a family member) have an impact on later depressiveness 
in adults. Combined with recent life events, childhood adversities were associated with 
depressiveness in an additive manner (Korkeila et al. 2005). 

Nevertheless, the family resilience perspective might shed light on why the results of 
so many studies on family functioning in cancer families are in some cases contradictory 
or difficult to interpret. Adults and children are active, developing and thinking beings 
who are assessing their life: the same risk factor (having a family member with cancer) 
may have a totally different meaning and totally different consequences for individuals 
according to his/her coping strategies, previous experiences and/or environmental factors 
(Rutter, 1999).  Moreover, the Family Resilience Perspective should be further explored 
in order to gain information about how to screen families at risk. Therefore, SOC seems to 
be a good instrument for screening strengths in the family with parental cancer.

6.2.2 Children exposed to parental cancer 
As stated above, this dissertation failed to include pre-school children in the analysis. 
However, the results of study III about the mental health of children exposed to parental 
cancer were in line with previous studies, and in line with the conclusions summarised 
in the reviews presented above. In a cross-sectional design, it seems that cancer does 
not affect the mental health of children. The family is a resource for the children: open 
communication, flexible problem-solving skills and an appropriate amount of affective 
involvement were found to be significantly associated with better mental health both in 
the group of children with ill parents and in the children of the control group. Although 
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this study was the first in Nordic countries, longitudinal studies should be preferred to the 
duplication of cross-sectional designs using the same measures.

The results of study V showed that both babies were physically and mentally healthy. 
However, the long-term outcomes have not been assessed and only a longitudinal design 
could provide more information on this issue. 

6.2.3 Cancer during pregnancy
Keeping the cancer patient alive, successfully providing a delicate treatment, carrying on 
the pregnancy and protecting the foetus, giving safe birth to the infant, keeping both the 
mother and the infant alive after childbirth while cancer treatment is in its most intensive 
phase, and finally, carrying out the treatment to defeat cancer, are extremely challenging 
issues for oncologists, obstetricians, neonatologists, and all the professionals involved 
in the medical system. This is the context in which the mother has to start to establish a 
relationship with her baby-to-be.

Both of the mothers involved were exposed to very high and long-standing anxiety. Data 
by Glover and colleagues (1999) suggest that maternal prenatal anxiety and depression 
may have different effects on the foetus and may operate by different mechanisms. 
Research supports the notion that adverse early experiences, including prenatal maternal 
stress have an influence on the developing foetus that may persist after birth, as assessed 
by measures of temperament and behavioural reactivity in the first years of post-natal life. 
The findings of these studies suggest that maternal distress compromises the regulation 
of hormonal activity and increases the amount of free corticotrophin-releasing hormone 
(CRH). Excess CRH and other hormones (cortical and met-encephalin) that pass through 
the placenta have been associated with impairment in foetal habituation to stimuli and 
temperamental difficulties in infants (Wadhwa et al. 2001; Wadhwa 2005; Weinstock 
2005). Moreover, distressed women have shown elevated cortisol levels during the middle 
of their pregnancy, and this was related to lower foetal weight as showed in a study by 
Diego and colleagues (2006).

Depression in cancer patients is quite common, ranging from 20 to 50% (Pasquini 
and Biondi 2007). Additionally, postpartum depression occurs in 10 to 20% of women 
who have given birth, although fewer than half of such cases are diagnosed (Gjerdigen 
and Yawn 2007).  The strongest risk for postpartum depression was depressive symptoms 
during pregnancy or a history of depression before pregnancy (Rich-Edwards et al. 
2006). Two or more stressful life events in the year prior to pregnancy, (Ruberstsson et 
al. 2005), financial hardship and unwanted pregnancy (Rich-Edwards et al. 2006), were 
significant risk factors for the development of post-partum depression. In study V, both 
mothers had experienced several risk factors, the accumulation of which could have led 
to depression. But they were not depressed. Grote and Bledsoe (2007) found that when 
mothers experienced high frequencies of financial, spousal, and physical stress during 
pregnancy, those who were optimistic were much less at risk of developing clinically 
significant depression at six months and 12 months postpartum compared with the 
pessimistic mothers. Validating resilience and enhancing optimism were recommended 
(Grote and Bledsoe 2007). 
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In conclusion, anxiety and depression should be considered when working with pregnant 
cancer patients, but at the same time, the validation of resilience should not be neglected. 
These findings of these two cases were in line with the results of the statistical analysis of 
the others studies: depression and sense of coherence are central. However, the preventive 
effect of the compassionate and empathic presence of the psychotherapist/researcher 
on the mother’s mental health cannot be evaluated. Nevertheless, respectfulness of the 
patient’s own coping systems, the timing and the nature of psychotherapeutic intervention 
should be carefully assessed. 

6.2.4 Clinical work with cancer patients and their dependant children 
The collaboration between the clinics of oncology and child psychiatry was friendly despite 
the earlier sparse co-operation. However, only 52% of the oncology clinic staff had a 
personal contact with the author of this thesis. About half of the staff thought that counselling 
was helpful. However, being more aware of cancer patients’ families and children might 
complicate the work of doctors and nurses and be a burden to them (Piha and Virtanen 
2003). Nevertheless, some COSIP project imprint was left: the author of this thesis has been 
invited to provide clinical work for the oncology clinic (Schmitt et al. 2007). 

Although Rolland (2005) mentions some features of the relationship between families 
and health professionals (pp. 2591-2592), his model fails to address explicitly  the issue 
of the interaction between the family system and the medical system (Imber-Black 
1988), including different professionals with their belief systems, myths, taboos, and 
communication skills (Figure 4). The medical system is always in interaction with the 
patient and the family members (Baile et al. 2000, 2002; Maguire et al. 2002; Burkitt 
Wright et al. 2004; Fallowfield 2004; Oh et al. 2004).  

Belief systems - culture

Individual, family

Type of illness/

and Illness development

disability/loss

Belief systems – culture-

Individual development

Organisation culture

Quality of

Family System

communication

Medical System

of the health professional

Figure 4. The FSI and the interaction with the medical system

However, the present study failed to address the issue of communication between the 
medical system (physicians, nurses, radiologists and other staff) and the family members. 
Every patient, and almost every family member described fragment of conversations 



66 Discussion

with the medical system’s members, for instance, how the patient was informed about 
diagnosis, procedures and treatments. The quality of communication between the patients 
and the medical system’s members (doctors etc.) is an important factor for coping with 
cancer (Brennan, pp. 295-355, 2004; Katainen et al 2005).

According to the literature in the field of psychosocial support for cancer patients, 
family-oriented support is uncommon (Newell et al. 2002).  The Turku Model of 
counselling (see procedure section 4.1.2) was designed to be family-oriented and child-
centred aiming to be helpful for all family members, but especially children. It was not 
designed to be psycho-educational like the interventions described in the review, although 
some elements of education were perceptible, as when a child asked questions related to 
the location of the cancer or to the parent’s treatment. The spirit of the model was more 
to offer a safe space and empathic compassionate listening to families’ experiences. This 
form of counselling combining family, parental couple, siblings and individual sessions 
was flexible and feasible, easily adjustable to the specific needs of families. Furthermore, 
it seems that this kind of clinical work enhanced a sense of coherence; family members 
created meanings for what happened to them by developing shared narratives about their 
experiences (Freeman et al. 1997) 

According to Beardlsee and McMillan (1993), a preventive intervention is meaningful 
for children whose parents are depressed. The literature underlined the psychological 
distress of the cancer patients (e.g. Ritterband and Spielberger 2001) and the results of 
studies I and II confirmed that depression is a core issue. In a parallel Danish study, 
Thastum et al. (2006) found that parents seeking counselling were significantly more 
depressed than those who did not want counselling.

During the preparation phase of the COSIP project, it was expected that a large proportion 
of parents would want counselling (cf. Rauch and Muriel 2004). In fact, this was not the 
case. In the group of 120 cancer patients with children at home, 30 % participated in the 
counselling, while most of the patients refused it. However, the phone interviews showed 
that distances, accumulation of at least three obstacles, and the resistance of the spouse or 
the children should be considered. In a geographically large country, the services should 
be available closer to the domicile of the patients, and the timing should better fit the 
needs of families. Otherwise support can become just an additional burden. 

The counselling was offered by the child psychiatry clinic. Prejudices towards 
psychiatry, and the fears of possible stigmatization make it difficult to be perceived as 
support providers, and this may explain the poor participation in counselling. The families 
seen in counselling found it important to get psychological support in the cancer clinic 
itself. The establishment of a psychosocial team within the oncology clinic, and the 
integration of child psychiatry as a discipline focusing on children’s mental health in the 
oncology clinic team could be a useful solution. 

Some families might legitimately baulk at what they see as an unwanted intrusion into 
their efforts to cope with a difficult situation, although others welcomed the counselling 
as a response to their needs. Studies should focus on clarifying the sub-groups of patients 
who need psychological support. Furthermore, the timing of offering services should 
coincide with the time of seeking for help, and the proposed help should meet the need of 
the help-seekers. 
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The proportion of single parents among cancer patients (15 %) was the same as among 
Finnish families in general in 2003 (13 %, Statistics Finland, http://www.stat.fi/til/perh/
index.html). However, single parents were very significantly over-represented in the 
group of counselled families (32 %) compared to families who refused the counselling (2 
%).  Single parenthood is a risk both for the parent (often the mother), and for the children 
(Ringbäck et al. 2000; Ringbäck et al. 2003; Taanila et al. 2004). Awareness of their own 
vulnerability may have led the single mothers to seek counselling.  

Female cancer patients were over-represented: this is in line with the epidemiologic 
reality. In 2005, in the  age group 20-64 years, 5499 females were found to have cancer,  
which is 44% of all women diagnosed with cancer (N = 12415). Among males of the age 
group 20-64 years, 4828 developed cancer, which represents 34% of all male cancer patients 
from 0-85 years (N = 14046) (Finnish Cancer Registry, Table 3, 4, 7, 8 p. 12-19).

The patients and family members who participated in the counselling were extremely 
positive, and they suggested that at least one family session should be included in 
the routine of every cancer patient seen in the oncology clinic. This procedure could 
have several benefits. By proposing a family-oriented and child-centred approach 
to psychosocial counselling for cancer patients, the needs of each family member are 
validated. Additionally, Martire and colleagues (2004) confirmed this idea, and showed 
that family interventions are not associated with psychological negative outcomes for 
either the patient or family members. Moreover, patients and family members in need of 
psychiatric consultation and/or social support could be easily identified, and routine family 
session could lower the threshold for asking for further help by providing a nurturing 
experience of being understood.  Given and colleagues (2001) advocated a periodical 
assessment of family members in order to identify specific sources of distress. Finally, 
standard practice protects from fears of stigmatization. Trief and Schiller (2001) stated 
that “they chose to see all patients, rather than only those at risk, because it is hard to 
define “at risk” patients” (p. 340). However, the disadvantages should also be considered. 
Families are in special need of support, but also of protection from intrusive practices. 

It should also be remembered that children should be informed in an age-appropriate 
way about their parents’ illnesses and their treatments (Kroll et al. 1998; Muriel et al. 
2003). Moreover, children need the help and support provided by parents or other adults 
to cope with the information about the illness. 

However, looking at the intervention from a clinically oriented perspective is not in 
itself enough; the usefulness and efficiency of the intervention should be studied using 
an intervention study design. Owen’s and colleagues’ (2001) review of outcomes in 
psycho-oncology interventions emphasized that,  although there is a substantial body of 
literature, it remains difficult to define what should be the focus of improvement. Should 
the focus of this kind of psychosocial intervention be the mental status or quality of life 
of the cancer patient, the well-being of the children and the prevention of mental health 
problems in the children, the quality of family life, the coping of the healthy spouse, or the 
functioning of the family? For instance, Thastum and colleagues (2006) showed that, in 
Denmark, a similar kind of intervention was useful: the parent’s and children’s depression 
decreased significantly after the intervention, and family functioning (also measured by 
FAD) improved.
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As a consequence of the collaboration between the oncology and the child psychiatry 
clinics, the oncologist in charge of the pregnant patients sought psychosocial help for 
them. Besides ethical delicacy, psychotherapy with pregnant cancer patients requires 
mastering several theories and clinical techniques to be used with the patients, the family 
members, significant others, the helping system, and finally, the mother-infant dyad. The 
attitude was of compassionate curiosity, an attitude of learning from the patients and their 
babies, and also of “watching, waiting and wondering” (Muir 1992). 

There was no model available for psychotherapy with pregnant cancer patients. The 
following procedures were found to be useful: first, the psychotherapist joined the patient 
when she was in the hospital for examination, treatment or some other reason. The first 
contact was short (20-30 minutes), emotionally intensive, and led to an appointment for a 
further session (see the concept of joining, Minuchin and Fishmann 1981, pp 28-49). Stern 
suggests that a therapeutic alliance-transference framework will “permit the therapist to 
become a special form of supporting matrix that can validate, support, and appreciate the 
mother and thus “hold” her so that her maternal functions are liberated, discovered and 
facilitated” (1995, p.188). 

The psychotherapist visited the patient wherever she was when she was in the hospital. 
As a result, the psychotherapeutic session took place in the waiting room of the radiology 
ward, or just after the ultra-sound examination in the hospital café, or on the ward when the 
patient was being given chemotherapy, where nurses or doctors could at any time interrupt 
the conversation. Consequently, the time-frame within which the sessions occurred was 
difficult to regulate, and the duration of the sessions was very flexible within a range of 
10 minutes to 50 minutes. The sessions were always scheduled according to the routine 
of other medical procedures. There were several practical reasons for this procedure; 
firstly, the patients often had one or two different appointments every week, secondly, the 
geographical distances between home and hospital were great, and finally, psychotherapy 
should not be an additional burden. 

The psychotherapist’s starting point was to use all these settings, conditions and 
environments as resources rather than as a handicap. Additionally, the timetables were 
sometimes modified because, in the case of leucopoenia, the treatment was delayed from 
one to seven days. For Lisa only one home visit was possible, and for Helen, it was possible 
(her home was close to the hospital) to implement eight home visits, which enabled working 
with all family members and with the mother-infant dyad. Home visits were helpful to 
emphasize “normality” and the well-being of family members (Stern 2006). Additionally, 
it was possible for the parents to bring up more intimate issues because there was no risk 
that a nurse or another staff member would suddenly interrupt the conversation. 

Often, when the psychotherapist came to see the patient, it was almost impossible to 
know in advance who would be present. This very special setting imposed flexibility, 
creativity and tolerance of anxiety and vicissitudes. It also required a correct balance 
between being available and keeping a non-intrusive stance. Technically, when the patient 
was alone, intra-psychic phenomena, like the mother’s representations, fears or fantasies, 
perceptions and trauma of delivery were focused on. 

When other people were present (family members, friends, staff), the psychotherapeutic 
approach shifted to family therapy and network therapy. On the systemic level, theories 
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on couple relationship and family’s development and functioning, on communication and 
larger systems (relatives, friends, relations with the nursing staff and medical system) were 
used. However, the starting point was always the present situation, and what was currently 
active in the mother’s mind. Outside and concrete help from relatives and authorities was 
very important. 

However, the main work was mainly to be the container of very intensive anxiety, 
to listen to the suffering and the fears of the family members, but also to enhance the 
pleasure and joy of having a baby. Despite the worries and difficulties, there were also 
joyful and playful times with the mothers and their infants and other children. 

6.3 Ethical aspects of this study
This study required specific ethical sensitivity; patients and their family members were 
in a vulnerable phase of their life and overwhelmed by the crisis, the treatment and many 
other life events, which have not been reported within the frame of this study. This is the 
first study in Finland devoted to clarifying the functioning of families of cancer patients 
with dependant children, and the first study to present a model of psychosocial support for 
children of cancer patients.  However, raising the issue of children’s coping with parental 
disease may have had an adverse effect on the patients and the children: the patients, 
spouses, children, medical staff members may have experienced more anxiety since the 
study raised threatening questions. Therefore, it was important to provide psychotherapeutic 
support in parallel with the research. Although, the data collection finished in May 2004, 
the author of this thesis continued to be available to the patients requesting help as long as 
was necessary. Furthermore, the emphatic interest of the researcher may also have been 
also therapeutic for the patients and their family members. However, concern remains 
concerning the 14 patients and their 19 children who never gave permission to be contacted 
by the researcher, the 30% of patients who were too ill or too overwhelmed to participate 
in the study, and the patients who declined counselling. They may have been more in need 
of help than other patients, but this is difficult to state and impossible to prove. Finally, this 
study suggested that screening depression in cancer patients is of paramount importance 
for the well-being of their family and their children. However, one should remember the 
recommendations of the World Health Organisation (Wilson and Junger 1968) concerning 
the screening of diseases: the harms and the benefits of screening should be considered, 
the principles of voluntariness and equality should be respected also for children, and 
finally, resources should be provided for adequate treatment. 

6.4 Implications and conclusion 
In the studies included in this dissertation, it has been possible to demonstrate the following:

1. In the Finnish sample from Turku, the prevalence of cancer patients with dependant 
children was around 6. 5 %. Data on a national level are missing. 

2. In the studies of this dissertation, cancer “per se” did not impair family functioning, 
children’ mental health or the early relationship between cancer ill mothers and 
their baby. 
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3. Maternal depression or the ill parent’s depression and the individual’s sense of 
coherence are the main factors associated with family functioning in a cancer 
patient’s family with dependant children, as well as in the families of the control 
group: depression was associated with impairment in family functioning and sense 
of coherence with the improvement of family functioning. 

4. In the European multi-site sample (N = 381), the prevalence of depression was 35% 
for ill mothers and 28% for ill fathers, compared with 28% for healthy mothers and 
13% for healthy fathers. 

5. A child-centred family intervention which aims to give space for elaborating on 
cancer in the family, to validate the sense of coherence in family members, and to 
promote open communication among them, was positively welcomed by 30% of the 
patients. At least one family session conducted by an experienced clinician could be 
useful for early detection of depression in adults and/or children. Comprehensive 
psychotherapy of pregnant cancer patients should involve, besides the patient, her 
partner, her other children, the members of her family of origin and the significant 
others.

Clinical implications and recommendations for further studies can be summarized as 
follows:

1. On a national level, the prevalence of cancer patients with dependant children 
should be clarified.

2. Early screening and effective treatment of depression in cancer patients is of 
paramount importance for   the well-being of their family and the mental health of 
their children.

3. In further studies, the sense of coherence and resilience should be focused on. More 
studies are required to discriminate the families who are in need of support from the 
families who can cope without the help of mental health professionals. 

4. More studies are required to identify the cancer patients and the families where the 
patients are likely to become depressed. 

5. Further studies should be longitudinal and should focus on identifying the children 
and adolescents for whom parental cancer is an unbearable life-event and, thus, are 
in need of the support of mental health professionals. 

6. The effectiveness of a child-centred family intervention for the support of cancer 
patients and the prevention of children’s psychopathology should be studied within 
an appropriate design.

7. More knowledge is required about the psycho-social development of infants born 
during their mother’s cancer treatment.

8. A child-centred family intervention seems to be suitable in an oncology setting.
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9 APPENDICES

Appendix 1 

SUOSTUMUS YHTEYDENOTTOON

Minulle on kerrottu EU:n rahoituksella toteutettavasta syöpään sairastuneita vanhempia 
ja heidän lapsiaan koskevasta tutkimuksesta ja neuvontakokeilusta. 

Annan suostumukseni siihen, että tutkimusryhmä voi ottaa yhteyttä minuun kertoakseen 
asiasta lisää.

Turussa ____/____ 2003

____________________________________________________
Suostumuksen antajan allekirjoitus ja nimikirjoituksen selvennys

____________________________________________________
Suostumuksen antajan syntymäaika

____________________________________________________
Suostumuksen antajan osoite ja puhelin numero (puhelin numerot)
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Appendix 2

                                                                                            KEVÄT 2003

Hyvä vanhempi

Olet juuri saanut tietoa sairaudestasi ja sen hoidosta. Tällainen tieto herättää monenlaisia 
tunteita ja huolia mm. perheen ja lasten selviytymisestä. 

Vuoden 2002 alussa on TYKS:n lastenpsykiatrian yksikössä  käynnistynyt  EU:n 
rahoittama kahdeksan eurooppalaisen tutkimuskeskuksen yhteinen tutkimushanke, 
jonka kohteena on vanhemmuus vakavan sairauden aikana. Tutkimuksen yhteydessä 
aloitamme onkologian klinikan kanssa neuvontakokeilun. Neuvonnalla tarkoitetaan 
perheille ja perheenjäsenille tarjottavia keskustelumahdollisuuksia. Tutkimus koskee  
sellaisia syöpään sairastuneita vanhempia, joilla on alle 18-vuotiaita kotona asuvia 
lapsia. 

Tutkimuksena tavoitteena on:

− tutkia vanhemmuutta eri näkökulmista silloin, kun perheessä on syöpään sairastunut 
vanhempi

− saada tietoa perheen ja perheenjäsenten hyvinvoinnista ja selviytymisestä tällaisessa 
tilanteessa

− arvioida perheille antamamme neuvonnan hyödyllisyyttä

Tietoa kerätään lomakkeilla ja neuvonnan yhteydessä. Saamamme luvan perusteella 
tulemme ottamaan Teihin puhelimitse yhteyttä lähiaikoina, noin kahden viikon sisällä. 

Tutkimuksesta vastaa lastenpsykiatrian professori Jorma Piha.

Kohteliain terveisin  

Hanna Manninen Florence Schmitt 
Tutkija Tutkija, erikoissairaanhoitaja 
Lastenpsykiatrian erikoislääkäri Valtiotieteen maisteri
040-734 56 56  040-734 50 51
hanna.manninen@tyks.fi florence.schmitt@tyks.fi
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Appendix 3

Hyvä vanhempi

Kerroimme puhelimessa tutkimuksestamme ja siihen liittyvästä neuvontakokeilusta. 
Keskustelussamme sovimme, että lähetämme teille tutkimukseen liittyviä 
kyselylomakkeita ja ohjeet niiden täyttämisestä.  Lisäksi toivomme perheenne osallistuvan 
neuvontakokeiluun, johon kuuluu kuusi keskustelukäyntiä.

Neuvontakeskusteluissa mukana olevilla tutkijoilla on perheterapeuttinen koulutus ja 
Terveydenhuollon oikeusturvakeskuksen antama oikeus psykoterapeutin ammattinimikkeen 
käyttöön. Perheenjäsenet osallistuvat keskusteluihin eri kokoonpanoilla:

1. tapaaminen: vanhemmat/koko perhe (kaksi tutkijaa)
2. tapaaminen: koko perhe (kaksi tutkijaa)
3. tapaaminen: samanaikaisesti vanhemmat (yksi tutkija) ja lapset (yksi tutkija)
4. tapaaminen: perheen yksi lapsi (yksi tutkija)
5. tapaaminen: koko perhe (kaksi tutkijaa)
6. tapaaminen  6 kk:n kuluttua: koko perhe (kaksi tutkijaa)

Neljäs tapaaminen on tarkoitettu perheen yhden lapsen tutkimiseen.  Kansainvälisen 
tutkimussuunnitelman mukaan kyseeseen tulee se lapsi, jonka syntymäpäivä on 
lähinnä tutkimuslomakkeiden täyttämispäivää. Neuvontakeskustelut videoidaan. 
Kaikkia tietoja käsitellään luottamuksellisesti. Videonauhat ja muu tutkimusmateriaali ovat 
vain tutkimus-ryhmän käytössä  ja niitä säilytetään tietosuojalain edellyttämällä tavalla. 
Voitte luonnollisesti keskeyttää neuvontakäynnit milloin tahansa eikä keskeyttäminen 
vaikuta TYKS:n onkologian klinikan antamaan hoitoon eikä muuhun hoitoon, johon Te 
olette tai perheenne jäsenet ovat oikeutettuja. Tässä tapauksessa teillä on myös oikeus 
pyytää videonauhoitteiden hävittämistä.

Kiitämme etukäteen osallistumisestanne, joka antaa meille arvokasta tietoa hyvin vähän 
tutkitusta alueesta. Se auttaa meitä ymmärtämään paremmin perheitä, niiden tarpeita ja 
kehittämään parempia lapsiperheille suunnattuja palveluja tulevaisuudessa.

Tutkimuksesta vastaa lastenpsykiatrian professori Jorma Piha. Lisätietoja tutkimuksesta 
antavat:

Hanna Manninen Florence Schmitt
Tutkija Tutkija, erikoissairaanhoitaja
Lastenpsykiatrian erikoislääkäri Valtiotieteen maisteri
040-734 56 56 040-734 50 51
hanna.manninen@tyks.fi florence.schmitt@tyks.fi
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Appendix 4

SUOSTUMUSLOMAKE LAPSI JA VANHEMMAN VAKAVA SAIRAUS –
TUTKIMUKSEEN

Lapsi ja vanhemman vakava sairaus tutkimukseen osallistuminen on  vapaaehtoista, ja 
voitte keskeyttää osallistumisenne milloin tahansa ilman, että se millään tavalla vaikuttaa 
TYKS:n onkologian klinikan antamaan hoitoon tai muuhun hoitoon, johon te olette tai 
perheenne jäsenet ovat oikeutettuja. 

Suostumme osallistumaan Lapsi ja vanhemman vakava sairaus tutkimukseen, joka on osa 
laajempaa eurooppalaista EU:n tukemaa hanketta. Olemme saaneet sekä suullisesti että 
kirjallisesti tietoa tutkimuksesta ja neuvontakokeilusta.

Annan myös luvan sairauskertomustietojen käyttöön.

Turussa ____/____ 2003

____________________________________________________
Suostumuksen antajan allekirjoitus ja nimikirjoituksen selvennys

____________________________________________________
Suostumuksen antajan syntymäaika

____________________________________________________
Suostumuksen antajan osoite

_________________________________________
Puolison allekirjoitus ja nimikirjoituksen selvennys

_________________________________________

_________________________________________

_________________________________________

_________________________________________
Lasten nimet ja allekirjoitukset

________________________________
Tutkimusryhmän edustajan allekirjoitus 
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KYSELY ÄIDILLE

PERHETTÄ  KOSKEVAT  TIEDOT

__________________________________________
Äidin nimi

01 Kumpi vanhempi on tällä hetkellä sairas
Äiti (1)
Isä (2)
Molemmat …………………………………………………….(3)

Jos vain äiti on sairas täytä lomakkeen vasen sarake. Jos vain isä on sairas täytä
lomakkeen oikea sarake. Jos molemmat ovat sairaita täytä molemmat sarakkeet.
Äidin sairautta koskevat tiedot Isän sairautta koskevat tiedot
7a Mitä diagnooseja sinulle on tässä
yhteydessä tehty?

__________________________________

__________________________________

__________________________________

7b Mitä diagnooseja  on hänelle tässä
yhteydessä tehty?

__________________________________

__________________________________

__________________________________
8a  Milloin päädiagnoosi tehtiin?

Kk/vuosi____  ____ / ____  ____
Ei tietoa………………………..(88/88)

8b Milloin päädiagnoosi tehtiin?

Kk/vuosi:____  ____ / ____  ____
Ei tietoa………………………..(88/88)

9a Oletko ollut nykyisen sairauden
vuoksi sairaalahoidossa?
Ei  (1)
Kyllä (2)

9b Onko hän ollut nykyisen sairauden
vuoksi sairaalahoidossa?
Ei (1)
Kyllä (2)

Jos sairaalahoitoja ei ole ollut merkitse
(98) ja siirry kysymykseen 70

Jos sairaalahoitoja ei ole ollut merkitse
(98) ja siirry kysymykseen 70

10a Kuinka monta kertaa olet ollut
sairaalahoidossa?
1 (1)
2-4 (2)
5enemmän (3)

10b Kuinka monta kertaa hän on ollut
sairaalahoidossa?
1 (1)
2-4 (2)
5enemmän (3)

� kirja esim.
toukokuu 2001: 05/01

11a Milloin ensimmäinen sairaalahoito
oli?
Kk/vuosi:____  ____ / ____  ____

Ei tietoa (88/88)

11b Milloin ensimmäinen sairaalahoito
oli?
Kk/vuosi:____  ____ / ____  ____

Ei tietoa (88/88)
12a Kuka silloin huolehti
lapsesta/lapsista?

(Esim. isovanhempi,
naapuri)___________________________
__________________________________

12b Kuka silloin huolehti
lapsesta/lapsista?

(Esim. isovanhempi,
naapuri)___________________________
___________________________________
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KYSELYLOMAKE ISÄLLE

ISÄÄ  KOSKEVAT  TIEDOT

__________________________________________
isän nimi

COSIP-ID numero (tutkijat täyttävät tämän kohdan)

� Tässä tarkoitetaan isänä toimivaa miestä tai
muuta aikuista

01 Isän syntymävuosi ___  ___  ___  ___

Ei tietoa ………………………………………………………(8888)

02   Korkein koulutaso
Keskeytynyt kansa-,perus- tai
keskikoulu……………………………………………………….(98)
Kansakoulu. ……………………………………………………(401)
Perus- tai keskikoulu …………………………………………...(402)
Ylioppilas ………………………………………………………(403)

Ammatillinen koulutus:
Ei ammattikoulutusta ….………………………………………(411)
Ammattikurssi/kursseja ……………………………………….( 412)
Ammattikoulu, kauppakoulu tai
muu kouluasteen oppilaitos ……………………………………(413)
Opistoasteen koulutus…………………………………………..(414)
Korkeakoulu ...…………………………………………………( 415)
Muu, mikä?……………………………………………………(416)

Ei tietoa………………………………………………………...(88)
03   Työllisyystilanne
Täysipäiväisessä työssä………………………………………….(1)
Vuorotyössä……………………………….……………………..(2)
Säännöllinen osa-aika työ…………….………………………….(3)
Yrittäjä/free-lance työ……………………………………………(4)
Työtön………………………..………………….……………….(5)
Työtön mutta koulutuksessa.…………………..…………………(6)
Eläkeläinen.………………………………………………………(7)
Koti-isä……………………………………………………………(8)
Opiskelija…………………………………………………………(9)
Ei tietoa…………………………………………………………..(88)

Vasta tähän kysymykseen vaikka olet sairaslomalla,
se on tilapäinen poissaolo.

04 Mihin ammattiin olet saanut koulutuksen?

 05 Missä työssä työskentelet tällä hetkellä?
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KYSELYLOMAKE ÄIDILLE

 ÄITIÄ  KOSKEVAT  TIEDOT

__________________________________________
Äidin nimi

COSIP-ID numero (tutkijat täyttävät tämän kohdan)

� Tässä tarkoitetaan äitinä toimivaa naista tai
muuta aikuista

01 Äidin syntymävuosi ___  ___  ___  ___

Ei tietoa ………………………………………………………(8888)

02   Korkein koulutaso
Keskeytynyt kansa-,perus- tai
keskikoulu……………………………………………………….(98)
Kansakoulu. ……………………………………………………(401)
Perus- tai keskikoulu …………………………………………...(402)
Ylioppilas ………………………………………………………(403)

Ammatillinen koulutus:
Ei ammattikoulutusta ….………………………………………(411)
Ammattikurssi/kursseja ……………………………………….( 412)
Ammattikoulu, kauppakoulu tai
muu kouluasteen oppilaitos ……………………………………(413)
Opistoasteen koulutus…………………………………………..(414)
Korkeakoulu ...…………………………………………………( 415)
Muu, mikä?……………………………………………………(416)

Ei tietoa………………………………………………………...(88)
03   Työllisyystilanne
Täysipäiväisessä työssä………………………………………….(1)
Vuorotyössä……………………………….……………………..(2)
Säännöllinen osa-aika työ…………….………………………….(3)
Yrittäjä/free-lance työ……………………………………………(4)
Työtön………………………..………………….……………….(5)
Työtön mutta koulutuksessa.…………………..…………………(6)
Eläkeläinen.………………………………………………………(7)
Kotiäiti……………………………………………………………(8)
Opiskelija…………………………………………………………(9)
Ei tietoa…………………………………………………………..(88)

Vasta tähän kysymykseen vaikka olet sairaslomalla,
se on tilapäinen poissaolo.

04 Mihin ammattiin olet saanut koulutuksen?

 05 Missä työssä työskentelet tällä hetkellä?
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Appendix 13  SF-8

KYSELYLOMAKE SAIRASTAVALLE VANHEMMALLE

COSIP ID-numero (tutkijat täyttävät)

Rastita oikea vaihtoehto

1. Miten arvioisit terveydentilaasi yleisesti ottaen kuluneen 4 viikon aikana?
Erinomainen       Oikein hyvä      Hyvä        Menettelee         Huono        Erittäin huono

2. Kun ajattelet 4 viimeistä viikkoa, miten paljon sairauteesi liittyvät ongelmat ovat rajoittaneet
liikuntakykyäsi, esim. kävelyä tai rappujen nousemista?
Ei yhtään         Hyvin vähän        Jonkin verran        Aika paljon        En voinut liikkua yhtään

3. Kun ajattelet 4 viimeistä viikkoa, miten paljon sairautesi on vaikuttanut toimintakykyysi sekä
kotona että työssä?
Ei yhtään        Vain vähän         Jonkin verran        Aika paljon        En voinut tehdä mitään

4. Kun ajattelet 4 viimeistä viikkoa, kuinka paljon sinulla on ollut fyysisiä kipuja?
Ei yhtään        Hyvin lieviä           Lieviä        Siedettäviä        Vaikeita        Hyvin vaikeita

5. Kun ajattelet 4 viimeistä viikkoa, kuinka paljon energiaa sinulla on ollut?
Hyvinkin paljon    Aika paljon             Jonkin verran       Vain vähän         Ei yhtään

6. Kun ajattelet 4 viimeistä viikkoa, kuinka paljon fyysinen tai psyykkinen kuntosi on
rajoittanut sosiaalista kanssakäymistä ystävien tai sukulaisten kanssa?
Ei ollenkaan        Hyvin vähän        Jonkin verran        Aika paljon        Täysin

7. Kun ajattelet 4 viimeistä viikkoa, kuinka paljon koet olleesi vaikeiden tunteiden (kuten
ahdistuneisuus, masentuneisuus, ärtyneisyys) kuormittamana?
Ei yhtään        Hyvin vähän        Keskinkertaisesti        Aika paljon        Erittäin paljon

8.   Kun ajattelet 4 viimeistä viikkoa, kuinka paljon henkilökohtaiset tai tunnepuolen ongelmat
ovat estäneet sinua tekemästä  tavallisia jokapäiväisiä asioita työssä/koulussa tai kotona?
Ei yhtään        Hyvin vähän        Jonkin verran        Aika paljon        En voinut tehdä mitään

SF-8th 4-week Recall Version 1999-2001 –  QualityMetric, Inc  -  All Rights Reserved. Suomenkielinen käännös
on tehty Turun yliopiston lastenpsykiatrian klinikalla 2002 Lapsi ja vanhemman vakava sairaus  tutkimusta
varten (Florence Schmitt, Jorma Piha).
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Appendix 15
Hyvä syöpätautien klinikan henkilökunta –  huhtikuu 2004 -

Toukokuun alussa vuonna 2002 aloitimme Lapsi ja vanhemman vakava sairaus-projektin eli COSIP-
projektin aineiston keruun ja samalla käynnistimme syöpään sairastuneiden potilaiden ja heidän lastensa ja
perheidensä neuvontakokeilun klinikallanne. Aineiston keruu päättyy nyt tämän kuun lopussa. Projektin
raportointia varten kartoitamme myös teidän kokemuksianne ja mielipiteitänne. Olisimme kiitollisia, jos
voisitte täyttää tämän lyhyen, yhden sivun kyselyn ja palauttaa sen viikon sisällä.

Vastauksista etukäteen kiittäen
Jorma Piha
Professori, ylilääkäri

Sukupuoli  nainen  mies   Ikä

Ammatti           Osasto (rengasta)  810 –  811 –  816 –  820 –  821

Kuinka monta vuotta olet
toiminut ammatissasi

 Kuinka monta vuotta olet
työskennellyt TYKSin syöpäklinikalla

Onko COSIP-projekti mielestäsi ensisijaisesti    tieteelliseen tutkimukseen
painottunut    psykososiaaliseen neuvontaan
                  molempiin  yhtä  paljon

Olen osallistunut COSIP-projektia koskeneeseen infotilaisuuteen  kyllä  ei

Olen henkilökohtaisesti ollut tekemisissä COSIP-projektin
terapeuttien kanssa (Florence Schmitt, Hanna Manninen)  kyllä  ei

Potilaat ovat kertoneet COSIP-terapeuttien antamasta neuvonnasta  kyllä  ei

Olen ohjannut potilaita COSIP-projektin terapeuttien neuvontaan   kyllä  ei

Onko COSIP-projektin terapeuttien antamasta neuvonnasta   kyllä
mielestäsi ollut hyötyä  potilaille   ei
                      en  osaa  sanoa

Nykyisin työssäni ajattelen potilaiden perheitä ja lapsia    enemmän kuin aikaisemmin
                    yhtä  paljon  kuin  aikaisemmin
                    vähemmän  kuin  aikaisemmin
                    en  osaa  sanoa

Jos olet ollut tekemisissä COSIP-projektin terapeuttien kanssa, niin minkälaista kanssakäyminen on ollut?

Tarvittaessa jatka kääntöpuolelle
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