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ABSTRACT 

 

Incidence of incurable disease and disability has been increasing in the Western world in 

recent years. Parallel to this increase, survival rates for adolescents and young adults with life 

threatening illness, specifically cancer, have not improved relative to younger and older age 

groups. Palliative care is a total care for patients, regardless the type and status of the illness, 

and aims to improve quality of life by controlling symptoms and alleviating physical social, 

psychological and spiritual suffering. The varying level of physical, emotional and 

psychological maturity makes palliative and supportive care needs of adolescents distinct and 

challenging.  

 

In this systematic review, the aim was to describe the experiences of palliative and supportive 

care for adolescents with life threatening illness, from the perspectives of adolescents, family 

and nurses as providers of palliative and supportive care.  

 

A systematic review of descriptive meta-synthesis was the appropriate method of choice 

concerning the aims focus on subjective experiences of palliative and supportive care for 

adolescents. PubMed and CINAHL were the two databases used for data sources of 

qualitative published articles between the years of 2006-2016.  

 

A total of 1066 qualitative published articles were identified, but only 16 articles have met the 

inclusion criteria. Nine articles were focusing on adolescents’ experiences, whereas five 

articles were focusing on families’ experiences and the remaining two were on the nurses’ 

experiences in providing palliative and supportive care to adolescents. A total of eleven 

themes have emerged. Four themes were from adolescent’s perspective: preserving self or 

identity, social support, acceptance and feeling positive and care setting. Another four themes 

were on family’s perspective: social support, information and decision making, care setting 

and perception of self-image. Whereas the remaining three themes were on nurse’s 

perspective: importance of family dynamics, reaching out to adolescents, balancing 

professional and personal involvement.  

 

In conclusion this systematic review meta-synthesis showed that social support, specifically 

peer’s support had an impact in enhancing coping with the altered body image and ordinary 

daily social activities of adolescents due to life threatening illnesses and their treatment. 

Nurses have a key professional role in facilitating the social network of social support to 

promote quality of life by maintaining the need for normality.         
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INTRODUCTION 
Incidence of incurable disease and disability has been increasing in the Western world in 

recent years (Benini, Spizzichino, Trapanotto & Ferrante, 2008; Rosenberg & Wolfe, 2013). 

In the last 30 years, survival rates for adolescents and young adult patients have not improved 

relative to younger and older age groups, and cancer is among the leading cause of disease-

related death in this population (Bleyer, Choi & Fuller, 2009; Donovan, Knight & Quinn, 

2015). This lack of improvement in survival has been attributed to numerous factors, 

including the unique biology of adolescents and young adult cancers, limited access to care, 

delays in diagnosis and treatment, lack of consistency in treatment approaches, patient 

nonadherence to treatment, and low rates of access to and participation in clinical trials, as 

well as the unique medical, psychosocial, and supportive care needs of this patient population 

(Donovan et al, 2015; Rosenberg &  Wolfe, 2013; Shaw, Reed & Yeager, 2015; Wein, Pery & 

Zer, 2010). The end of life support and palliative care experiences of teenage and young 

adults (TYAs) and their families are often poor and vary widely throughout the United 

Kingdom, because neither pediatric hospice and palliative care services nor their adult 

equivalent are equipped to meet the particular requirements of the adolescent or young adults 

group (Grinyer & Barbarachild, 2011). 

BACKGROUND 

Palliative care 

The World Health Organization (WHO, 2016) defines palliative care as an approach that 

improves the quality of life of patients and their families facing the problems associated with 

life threatening illness, through the prevention and relief of suffering by means of early 

identification and impeccable assessment and treatment of pain and other problems, physical, 

psychosocial and spiritual. The World Health Organization (WHO, 2016) also expands this 

definition for palliative care in children to ‘‘the active total care of the child’s body, mind, and 

spirit, and also involves giving support to the family.’’ Palliative care in patients with life 

threatening illness mainly cancer is appropriate at any age, any stage and can be provided 

along with curative treatment (Smith, Hough, Chi-Chi Cheung, Millington-Sanders, Sutton, 

Ross, Thick & Riley, 2012).   

 

Principle of palliative care  

According to the International Association for Hospice and Palliative care (IAHPC), the 

components of palliative care are symptom management, effective communication, 

rehabilitation, continuity of care, terminal care, support during bereavement, education and 

research (IAHPC, 2016). It also includes: 

 Attitude to care: a caring attitude, commitment, consideration of individuality, cultural 

considerations, consent and choice of place of care   

 Communication: among health care professionals and with patients and families  

 The care: appropriate to the stage of disease, comprehensive and multi-professional, 

consistent high standard, coordinated, continuity, crisis prevention, caregivers support 

and continued reassessment 

 Advance care plan: ongoing assessment, multi-professional meetings, gold standards 

framework, preferred priorities for care and Liverpool care path way. 
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Palliative care is also usually provided by two distinct categories of health and social care or 

support professionals, basically those providing the day-to-day care to patients and family or 

care givers in their home and hospitals and those who are specialized in palliative care, such 

as nurses and other significant professionals (IAHPC, 2016).   

Nursing 

According to American Nursing Association [ANA], (2003) nursing was defined as: “the 

practical, promotion and optimization of health and abilities, prevention of illness and injury, 

alleviation of suffering through the diagnosis and treatment of human response, and advocacy 

in care of individuals, families, communities, and populations” (Meleis, 2012, p107). Nursing 

encompasses autonomous and collaborative care of individuals of all ages, families, groups 

and communities, persons in health and ill-health in all settings. Nursing includes the 

promotion of health, prevention of illness, and the care of persons who are ill, disabled or 

dying. Advocacy, promotion of a safe environment, research, participation in shaping health 

policy and in patient and health systems management, and education are also key nursing 

roles. (ICN, 2002) 

 

Palliative care Nursing 

Despite the fact that nursing has been an occupation for several hundred years, few authors or 

researchers have defined it successfully (Lugton & McIntyre, 2005). It could, however, be 

argued that no one definition encompasses all that nurses do, particularly when we bear in 

mind that nurses work in a variety of setting, adopting a variety of roles (Lugton & McIntyre, 

2005). According to Lugton and McIntyre (2005) from palliative care perspective, “Nursing is 

a complex activity, a practice based, eclectic discipline. Its very essence is concerned with 

human nature, professional caring and the building of therapeutic relationships, with the 

practice of nursing involving complex decision-making processes.” 

 

The role of palliative nursing is to assess the needs of patients and families facing life-

threatening illness and to plan, implement and evaluate appropriate interventions 

(Haraldsdottir, 2011; Lugton & McIntyre, 2005). Palliative nursing aims to improve quality of 

life and enable a dignified death (Johnston, 2005). Caring of the dying or patients with life-

threatening illness and the family in palliative perspective is primarily a nursing responsibility 

(Lugton & McIntyre, 2005). In transition of patients from the sick to the dying role, it is 

principally the nurse who deals with day-to-day task of supporting and helping them and their 

families to live with the psychological, social, physical and spiritual consequence of their 

illness (Lugton & McIntyre, 2005).   

Support  

According to Stoltz et al (2007) Support entails the provision of general tangibles such as 

information, education, economic aid, goods and external services. These are prerequisites for 

facilitating the family care givers competence and/or capacity in care (Stoltz, Andersson & 

Willman, 2007). Moreover, it entails necessary qualities such as individualization, 

adaptability, lastingness, room for verbalizing emotions as well as an idea of reciprocal 

symmetrical exchange between involved parties (Stoltz et al., 2007). The National Institution 

for Clinical Excellence  (NICE, 2004) stated that, supportive care is often used parallel to 

palliative care, it helps the patient and the families cope with the condition and its treatment 
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from the pre-diagnosis, through the process of diagnosis and treatment, to cure, continuing 

illness or death and into bereavement. It is also indicated by the institution as an umbrella 

term for generalist and specialist service of self-help and support, user involvement, giving 

information, psychological support, symptom control, rehabilitation, complimentary therapy, 

spiritual support, end-of-life care and bereavement care (NICE, 2004).  

 

Adolescents with cancer rely on different source of social support to cope with their diagnosis 

and treatment, Support is intertwined with psychosocial function and the importance of a peer 

in providing palliative care to adolescents (Abrams, Eric & Richard, 2007). Appraisal and 

emotion-focused coping depend upon support from family, friends and health professional 

(Woodgate, 2006). The emotional and social needs of adolescents and young adult patient 

with life threatening illness are complex and vary considerably, depending on the level of 

maturity of the patients and the extent to which adolescents have made the transition from 

complete dependence on parents and family to independence (Edwards, 2001). Life-

threatening illness in adolescence often results in loss of newly gained independence and the 

adolescents with life threatening illness again find themselves dependent on their parents for 

physical, financial and emotional needs (Pritchard, Cuvelier, Horlos & Barr, 2011).  

 

Peer support is critically important during adolescence period of life, for those with life-

threatening illness (Woodgate, 2006). Adolescents who are being treated for cancer or any 

other life threatening illness often feel isolated from their regular peers at school or any other 

life events because of their illness (Woodgate, 2006). Palliative care needs of adolescents with 

life-threatening illness and their families include physical, emotional, social and spiritual 

elements of support for adolescents with their families (Docherty, Thaxton, Allison, Barfield 

& Tamburro, 2012). To anticipate certain palliative-care issues, it is helpful to maintain an 

awareness of normal physical and psychological development in the adolescent (Freyer, 

2004). 

Adolescence  

The Centers for Disease Control and Prevention (CDC) and the World Health Organization 

define adolescence as young people between the ages of 10 and 19 years (Linebarger, Ajayi, 

& Jones, 2014). As the incidence of specific cancer in adolescents and young adults (AYA) 

varies across the age span, which is typically defined as between 15 and 39 years (Bleyer, 

O’Leary, Barr & Ries, 2006). The continuum of adolescents and young adult’s development 

is different across its age span, which consists many issues that distinguish adolescents and 

young adults from pediatric and adult population (Patterson, McDonald & Zebrack, 2015; 

Zebrack, Block & Hayes-Lattin, 2013). These issues include the transition away from parental 

dependence toward dependence on peers and social networks, concerns about future family 

and life plans, limited access to mental health services, social and peer support networks and 

disruptions in school or work life with the associated financial challenges (Zebrack et al, 

2013). Adolescence is the essential and inevitable period of development during which the 

adult identity is formed (Goldman, Hain & Liben, 2012). It is mainly recognized by physical 

change, by puberty and biological change, parallel alongside the emotional, physical and 

cognitive independence, as well as a deeper discovery of self and the development of a 

personal value and perspective (Goldman, Hain & Liben, 2012). 

 

Psychosocial development  

Erikson’s (1959) theory of psychosocial development has eight distinct stages. Like Freud, 

Erikson assumes that a crisis occurs at each stage of development. For Erikson (1963), these 
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crises are of a psychosocial nature because they involve psychological needs of the individual 

(i.e. psycho) conflicting with the needs of society (i.e. social) (Erikson, 1997; McLeod, 2008). 

According to the theory, successful completion of each stage results in a healthy personality 

and the acquisition of basic virtues. Basic virtues are characteristic strengths which the ego 

can use to resolve subsequent crises. Failure to successfully complete a stage can result in a 

reduced ability to complete further stages and therefore a more unhealthy personality and 

sense of self.  These stages, however, can be resolved successfully at a later time (Erikson, 

1997; McLeod, 2008). 

In period of adolescence basic patterns of identity must emerge from: the selective affirmation 

and repudiation of a person’s childhood identification. The way in which the social process of 

the times identifies young individuals, at best recognizing them as person who had to become 

the way they are (Erikson, 1997). 

Table-1 Erikson’s eight distinct stages of psychosocial development  

Stages  Psychosocial crisis  Basic virtue  Age  

1 Trust Vs Mistrust  Hope  Infancy (0-18 month) 

2 Autonomy Vs Shame  Will Early childhood (18 

month to 3 years)   

3 Initiative Vs Guilty  Purpose Paly age (3-5 years) 

4 Industry Vs Inferiority  Competency  School age (5-12 

years)  

5 Ego Identity Vs Role 

Confusion  

Fidelity  Adolescence (12-18 

years) 

6 Intimacy Vs Isolation  Love  Young adult (18-40 

years) 

7 Generativity Vs Stagnation  Care  Adult hood (40-65 

years) 

8 Ego Integrity Vs Despair  Wisdom  Maturity (65+ years) 
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Normal adolescent development accounts pubertal changes of rapid growth and mood swings, 

with cognitive skills starts to develop, adolescents abstract thought and a great ability to 

understand consequence and making plans for the future increases (Goldman, Hain & Liben, 

2012). Alongside the biological driven changes adolescents tend to socialize and seek for 

identity with a peer group they belong, which is essential process to identify who they are and 

what they want to be (Goldman, Hain & Liben, 2012). From the middle adolescence period 

autonomy become evident, as they start often to increase risk-taking behaviors by testing the 

limitations and boundaries imposed by parents and other authorities. It is also a period of 

sexual development by emergence of physical needs which they learn through discussion and 

changing of information with peers (Goldman, Hain & Liben, 2012). This normal 

development of adolescents could be affected by life threatening illness, as it has the potential 

to deteriorate the physical health of adolescence that can halt physical growth and mental 

ability of cognitive thoughts (Goldman, Hain & Liben, 2012).   

 

Adolescence with life threatening illness  

Adolescents with life threatening illness such as cancer may experience delay the onset of 

pubertal changes, including sexual development, and limits the potential of adolescence 

growth, which they seem to appear younger than their age that make them seem unique from 

their peers (Goldman, Hain & Liben, 2012). Adolescents autonomy and making independent 

decisions about education, employment, relationships and starting a family could be 

confounded by life threatening illness such us cancer and its treatment (Zebrack et al, 2013). 

According the nature of the life threatening illness the cognitive thinking of adolescence could 

also be affected, by limiting their ability to understand the consequences, which makes the 

adolescents less likely to achieve the freedom and responsibility of their peers (Goldman, 

Hain & Liben, 2012). This could impended the degree of freedom and socialization of this 

group which could change the relationship with their parents in the quest of independence, 

with the involvement of parents of physical limitation imposed by the life threatening illness 

and medical demands or services (Goldman, Hain & Liben, 2012).   

 

Adolescents are classically offered health services in pediatric setting, as pediatric services 

typically care for patients under the age of 17 to 18, whereas adult services care for all 

patients above this age (Pritchard et al, 2011). Based on the distinct oncological biology of 

adolescents and young adults (AYA) and type of cancers, the term adolescence and young 

adult primarily refers to groups with age range of 15-39 (Rosenberg & Wolfe, 2013). This 

uncertain and unspecific grouping of adolescence, who are in need of palliative care in 

relation with the findings of researchers that has recognized adolescence and young adults 

with terminal cancer have distinctive needs, which may not be met by either the pediatric 

services which focus on younger children or the adult services which are predominantly 

geared toward older adults and seniors (Pritchard et al, 2011).  

 

Palliative care is required for wide range of disease with life-threatening illness (WHO, 2016). 

Life-threatening illness or conditions are illness or conditions that pose a grave threat of 

mortality of all human beings, including adolescents, and for which medical treatment may 

result in a cure, but may fail (Goldman, Hain & Liben, 2012). It has been difficult to find 
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accurate epidemiological data on the numbers of adolescence with palliative care needs and 

range of life threatening illness (Goldman, Hain & Liben, 2012). Adolescent have wide 

spectrum of illnesses, some of which present in early child hood, whereas others occurs in late 

childhood or during this period (Goldman, Hain & Liben, 2012).  

 

The main support strategies of adolescents with life threatening illness are mainly related to 

the developmental change, which are: facilitating peer group interaction and independency, 

independence in decision making, support of sexual development, psychological support and 

end-of-life care (Goldman, Hain & Liben, 2012). Adolescents form a distinct population 

whose palliative care needs to be different from those of adults and children (Rosenberg & 

Wolfe, 2013). Adolescence is a stage of continual evolution from childhood to adulthood 

where they have different physical, emotional, psychological, and social needs (Thomas, 

Seymour, O’Brien, Sawyer & Ashely, 2006; Bleyer, 2005). During this period adolescents 

develop own identity, attains independence from parents, develops own personal value 

system, modifies behavior, and takes responsibility for one’s own actions (Wein et al., 2010; 

Kazak, Derosa & Schwartz, 2010). Among the adolescent population there is a varying level 

of physical, emotional, and psychological maturity making adolescent in need of palliative 

care very distinct and challenging (Kazak et al., 2010). 

Family 

Family is the basic unit of society, and the word family refers to two or more people related 

biologically, legally or emotionally (Denham, Eggenberger, Krumwiede & Young, 2016). 

Family has long been recognized as “a group of people, connected emotionally and/or by 

blood, who have lived together long enough to have developed patterns of interaction and 

stories that justify and explain these patterns” (Minuchin, Lee, &Simon, 1996, p 29). 

However, according to Coontz (1992) there is no traditional family arrangement that provides 

a workable model for how family are organized in relation to the modern world. For 

generations, families followed what was considered a traditional pattern, two parents who 

reared and launched children, a nuclear family (Denham, Eggenberger, Krumwiede & Young, 

2016). It’s been argued that families should never have been characterized this way (Coontz, 

1992, 1997), that this ideal comes from white middle-class American families and that would 

not represent the diversity in defining families (Coontz, 2006). There are different types of 

families with their different dynamics and structure, Families come in all shapes and sizes and 

each one is just as valid and just as much of a family as the next (Hirst, 2011). Family models 

are constantly changing and evolving but that does not mean that there is one model that is 

better than another (Hirst, 2011). 

Family structure (types of family) 

One aspect of family health model is the structural domain of family (Denham, 2003). It is 

important to learn about the many structures of families and to realize that different families 

may have quite different issues, needs, strengths and values (Edwards, 2009). The following 

terms may help in a need to think carefully and respectfully about each family, these terms are 

not exclusive - several terms may apply to any family at the same time (Edwards, 2009). The 

general terms used to determine the structure or classification of family types are: nuclear 
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family, extended family, blended family, single parent family, same sex (homosexual) parent 

family, bi-racial or multi-racial family, trans-racial family, foster family and co-custody 

family (Edwards, 2009, Hirst, 2011). These mostly emphasized classification or terms in 

types of family are: nuclear family, extended family, blended family, single parent family and 

same sex or homosexual family. 

Nuclear family is a family consisting of a married man & woman and their biological 

children. In other side single parent family is a family that can be either a father or a mother 

who is singly responsible for the raising of a child due to different circumstances. Blended 

family is a family that consists of members from two (or more) previous families. Extended 

family is a family where Grandparents or Aunts and Uncles play major roles in the children’s 

upbringing and finally in case of same sex or homosexual parent family is a family where one 

or both of the parents’ sexual orientation is similar as a form of adoptive family or extended 

family (Edwards, 2009, Hirst, 2011). These different family structures or types have to be 

acknowledged for nurses and other health care professionals to plan the way in which it can 

be approached for clinical care, in involving families in the plan of care with the adolescents.   

Problem statement 

During adolescence variety levels of change occurs, such as physical, emotional and 

psychological maturity that makes palliative care for adolescence distinctive and challenging. 

Adolescent’s requires specialized palliative care support with a multidisciplinary approach. In 

recent years, survival rates for adolescents and young adult patients have not improved in 

comparison to persons in younger and older age groups. Cancer is among the leading cause of 

disease-related death in adolescence and young adults. Life-threatening illness may halt the 

normal pubertal growth of adolescence, which could lead to different demanding supportive 

needs based on their development stages with their families. According to several research 

findings, lack of the end of life support and palliative care experiences of teenage and young 

adults and their families were evident.  

AIM 

To describe the experiences of supportive and palliative care for adolescents with life-

threatening illness 

 

Research question  

1. What are the adolescent’s with life threatening illness experiences of supportive and 

palliative care? 

2. What is the family’s to adolescents with life threatening illness experiences of 

supportive and palliative care? 

3. What are the nurse’s experiences in providing supportive and palliative care to 

adolescents with life-threatening illness and their family? 
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METHOD 

Design 

A systematic review of qualitative researches was a method of choice, specifically on the base 

of descriptive meta-synthesis of qualitative researches that emphasizes on the experience or 

perception of adolescents and their families as well as nurses with in palliative care. A 

systematic literature review is a review that methodologically integrates research evidence 

about a specific research question using carefully developed sampling and data collection 

procedures that had spelled out in advanced in a protocol (Polit & Beck, 2012). In integrating 

the findings of qualitative research, from all the techniques developed by the qualitative 

researchers, the one that appears to be emerging as a leading term among nurse researchers is 

meta-synthesis (Polit & Beck, 2012).  

 

Like other types of systematic review meta-synthesis is a systematic approach to review and 

integrate findings from a completed qualitative studies (Polit & Beck, 2012). A meta-

synthesis is a specific methodology used to find, interpret, and transform data into common 

elements across a series of related qualitative studies (Sandelowski et al., 2006). Meta-

analysis is a process of determining the effect size numerically with mathematical precision 

(Sandelowski, 2008). A meta-synthesis is the equivalent methodology for determining, 

describing, interpreting, and transforming data to explain a phenomenon (Sandelowski, 

2008).Three types of meta-synthesis have been proposed: theory building, theory explication, 

and descriptive study (Finfgeld, 2003). As the nature of this review was qualitative approach 

in describing the experiences based on the perception of adolescents with life threatening 

illness, their family and the nurses who provide support with in palliative care, descriptive 

meta-synthesis was a design of choice in this systematic review. Descriptive meta-synthesis 

involves the synthesis of qualitative findings or results in a comprehensive analysis of 

phenomena (Schreiber et al., 1997). 

 

Based on several commentators regards of meta-synthesis holds exciting promise for those 

concerned about generalizability and transferability of findings from individual studies (Polit 

& Beck, 2012). Recent trends of qualitative researchers have indicated that meta-synthesis to 

be the highest level of evidence that can be attained for application of qualitative studies to 

evidence base practice (EBP) (Rice, 2008). 

Inclusion criteria  

Primary sources of peer reviewed qualitative research articles which were published in 

English with in the past ten years (2006 to 2016) were included. According to Sophiahemmet 

University classification guide of academic articles and studies regarding quality in both 

quantitative and qualitative research, modified from Willman, Stoltz and Bahtsevani (2006) 

and Berg, Dencker and Skärsäter (1999). Only articles with grade (I) as high academic quality 

and grade (II) as moderate academic quality articles were included. Since there were only few 

studies that were specifically focused on the adolescents with in the age range of 10-19, the 

age range is widened from early childhood to late adolescents or mid adolescents to young 

adults. Beside the adolescents as a focus participant of the study, studies that also focuses on 

families or nurses who are involved in supporting adolescents with life threatening illness 
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were also included. The findings of the studies were well supported by orginal participants 

quotes. According to Finfgeld, (2003), one of the fundamental selection criteria to conduct 

meta-synthesis, the findings of the qualitative studies should appear to be supported by 

original quotations of study participant’s data.   

Exclusion criteria 

Qualitative articles which are not peer reviewed and published in other language other than 

English and earlier than the past ten years were excluded from data collection. Those articles 

with low academic quality of grade (III) also were excluded of this systematic review. 

Data collection 

Two main nursing and health related electronic database and manual search were used to 

search for literatures of data collection; these electronic databases used were PubMed and 

CINAHL. Based on the nature of the systematic literature reviews emphasis of this study to 

look for qualitative articles for data collection, this two main databases were chosen because 

of the improvements in recent years of these databases indexing by methodology (Polit & 

Beck, 2012), “qualitative research” was added as MeSH term in PubMed (MEDLINE) in 

2003 and “qualitative studies” also can be used in the controlled vocabulary of CINAHL 

(Polit & Beck, 2012). 

 

Table-2: Database search in CINAHL 2006-2016 

Date of search Key words  Identified 

articles (hits) 

Abstract 

reviewed  

Article 

examined  

Article included  

2016-03-05 Palliative care 

AND adolescent 

AND support 

 

      23 

 

19 

 

10 

 

1 

2016-03-05 Palliative care 

AND adolescent 

AND nurses 

 

18 

 

10 

 

6 

 

2 

2016-03-07 Palliative care 

AND adolescent 

AND nursing 

 

25 

 

12 

 

7 

 

1 

2016-03-07 Palliative care 

OR terminal care 

AND adolescent 

AND nursing 

OR NURSES 

OR NURSE 

 

 

38 

 

 

8 

 

 

4 

 

 

1 

 

2016-03-10 

Palliative care OR 

terminal care 

AND adolescent 

AND support  

 

 

9 

 

 

 

3 

 

 

2 

 

 

0 
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Table-3: Database search in PubMed 2006-2016 

Date of search Key words  Identified 

articles (hits) 

Abstract 

reviewed  

Article 

examined  

Article included  

2016-03-06 Palliative care 

AND adolescents 

AND (nurse OR 

nursing OR 

nurses   

 

 

336 

 

 

25 

 

 

11 

 

 

3 

2016-03-06 Palliative care 

AND adolescents 

AND  support 

AND (nurse OR 

nursing OR 

nurses) 

 

 

 

201 

 

 

 

13 

 

 

 

6 

 

 

 

2 

2016-03-08 Palliative care 

AND adolescents 

AND support 

 

416 

 

13 

 

6 

 

1 

2016-03-08 Palliative care 

AND support 

AND (nurse OR 

nurses OR 

nursing) 

 

 

132  

 

 

10 

 

 

4 

 

 

1 

 

Four articles were also included from a manual search of a systematic review, of meta-

synthesis approach published research, exploring teenage and young adult experience of 

cancer to inform the development of a patient-reported outcome survey intended to explore if 

a correlation exists between specialist cancer care and quality of life for young people with 

cancer by Taylor et al, (2013).  

Data analysis 

The included qualitative articles of primary data sources were extracted and encoded in a 

matrix protocol based on the data source (year of publication and country), characteristics of 

sample (number of participants) and methodological features (research traditions) (Polit and 

Beck, 2012). Unlike quantitative studies, there are no any strictly defined methods for 

synthesising evidence in qualitative research such as used for example in meta-analyses of 

clinical trial (Polit and Beck, 2012). Depending on the reviews aim was to describe 

adolescents with life threatening illnesses, their families and nurse’s experience or perception 

in supporting the adolescents with in palliative care. Maintaining the qualitative nature of 

study finding was important, as the variable of interest to be described was a subjective 

experience which was not easily quantifiable (Rice, 2008). The synthesis of results therefore 

drew on the principle of meta-synthesis to interpret and transform data in to common 

elements across a series of inter-related qualitative studies (Rice, 2008; Sandelowaki et al., 

2006).  
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The recorded findings from each study had been gradually moved to word the synthesis and 

translation of findings across studies, which of these studies that focus on descriptive analyses 

by a constant comparison of phenomenology (Finfgeld, 2003). This involved deconstructing 

and decontextualizing findings, through developing a preliminary synthesis of findings and 

tabulating results in to similar themes; and direct comparability or reciprocal relationships 

between studies was explored (Finfgeld, 2003). The themes and subthemes was initially 

developed from the themes and subthemes of the included qualitative researches, based on 

similarities and common patterns. Which then the results was coded based on the themes that 

have been developed already and in the process of reading and rereading the results of 

qualitative researches included and decontextualizing, the themes were modified.  Themes 

emerging from recorded findings needed to be present in at least two studies to be included in 

the synthesis.     

Ethical considerations 

Ethics in research involves not only the protection of human and animal subjects, but also 

protection of the public trust (Polit and Beck, 2012). In this systematic review maximum 

effort was taken to maintain the integrity of research and avoid research misconduct. Research 

misconduct is defined as fabrication, falsification or plagiarism in proposing, performing and 

reviewing researches or in reporting research results (Polit and Beck, 2012; AACN, 2013). 

Therefore the researcher in this systematic review did not intentionally departure or deviate 

from the accepted practice by research community, by avoiding fabrication or making up data 

and study result, omitting falsification or manipulating research materials or equipment’s and 

process as well as plagiarism. 

 

Ethical consideration was carried out in every qualitative research that met the inclusion 

criteria in this systematic review. All the included studies have gained approval from either a 

national or institutional research ethics committee or board in conducting the researches. As 

the data collection method of most of the studies was through an in depth semi-structured 

interview that includes those who were below the age of 18. Informed consent was obtained 

from both the adolescents and their family to proceed with the data collection method used in 

each study and confidentiality were assured.  
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RESULTS 

A total of eleven themes have emerged. Four themes were from adolescent’s perspective: 

preserving self or identity, social support, acceptance and feeling positive and care setting. 

Another four themes were on family’s perspective: social support, information and decision 

making, care setting and perception of self-image. Whereas the remaining three themes were 

on nurse’s perspective: importance of family dynamics, reaching out adolescents, balancing 

professional and personal involvement. 

Adolescent perspective  

Table-4, Themes and sub-themes of the meta-synthesised finding of adolescents perspective   

Adolescents perspective  

Themes  Sub-themes  

 Preserving self (identity)  Appearance  

 Maintaining normality 

 Independence and autonomy   

 Social support   Family support  

 Peer support (health peers and peers 

with similar situation) 

 Professional support   

 Acceptance and feeling positive   Confidence  

 Appreciation of life  

 Feeling of personal growth  

 Care setting   

 

Majority of the studies were focusing on adolescents experience in the life threatening 

illnesses trajectory (Olsen & Harder, 2009; Larouche & Chin-Peuckert, 2006; Wallace et al., 

2007; Grinyer, 2007; Ramini et al, 2008; Cassano et al., 2008; Berntsson et al., 2007; Jones et 

al., 2011; Wicks & Mitchell, 2010). Based on the themes identified in each study four themes 

were developed: preserving self or identity, social support, acceptance or feeling positive and 

care setting. 

 

Preserving self or identity 

Adolescents were concerned about preserving their place and role in a society (Olsen & 

Harder, 2009). This depends upon continuing interaction with people from their everyday 

world (Olsen & Harder, 2009). Adolescents occasionally reported having noticeable physical 

change that modified the way they perceived their body image; they found that they look 

different than other adolescents (Larouche & Chin-Peuckert, 2006). Adolescents attributed 

their body image perceptions as not looking normal to different physical factors such as hair 

loss, scaring, bloating, rapid weight changes and resultant stretch marks (Wallace et al., 2007; 

Larouche & Chin-Peuckert, 2006). Body image as main concern due to the illness trajectory 

and treatment, with the intention in preserving self or identity three subthemes have occurred: 

appearance, feeling of normality and independence.  

 

“Losing your hair it changes your general look, your face, the whole person, the 

image you display.”  (Larouche & Chin-Peuckert, 2006, p203) 
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Appearance  

Appearance concerns were an important part of the illness process and were of high concern. 

Losing hair as a result of chemotherapy were described by several adolescents on how it 

caused them high degree of anxiety and was the worst part of the treatment, despite 

experiencing numerous other extremely painful and uncomfortable side-effects (Wallace et 

al., 2007; Grinyer, 2007). Altered perceived appearance of adolescents affected the desire of 

involving in social situations, the desire to see friends and part take in leisure activities 

(Wallace et al., 2007; Larouche & Chin-Peuckert, 2006; Grinyer, 2007). The loss of desire in 

social activity was mediated by changes in self-esteem and perceptions and expectations of 

others responses to their appearance (Larouche & Chin-Peuckert, 2006). 

 

“I thought more about my hair than you know, am I going to get through this.” 

(Wallace et al., 2007, p1021) 

 

“Losing my hair … has knocked my confidence… people say I used to have a 

big head…but now it’s like [I’m] small headed, I don’t think much of myself.” 

(Grinyer, 2007, p271) 

 

Maintaining normality 

Adolescents expressed that, the physical changes they had experienced made them feel 

exposed and more vulnerable, especially those physical changes that were not easily 

concealable (Larouche & Chin-Peuckert, 2006). The physical changes they experienced 

placed them at risk of becoming noticed by others (Larouche & Chin-Peuckert, 2006), 

however it was very important for adolescents to feel that they were able to remain ‘normal’ 

and unchanged in the eyes of those around them, and this was evident in their relationships 

with family, friends and healthcare professionals (Wallace et al., 2007). It was important to 

uphold their integrity and self-image and have people recognize them as the same person they 

knew before the illness (Olsen & Harder, 2009). Adolescents tend to maintain their altered 

appearance by using practical strategies or minimizing the changes including wearing caps 

and scarves, wigs and hair extensions and would not go out public without covering their hair 

(Wallace et al., 2007; Larouche & Chin-Peuckert, 2006). Sometimes also adolescents have 

used enhancers to help them look more acceptable and attractive (Larouche & Chin-Peuckert, 

2006). 

 

 “You just buy a wig so some people won’t really notice if you lose your hair … 

looking normal … like, I don’t want no one to know what’s wrong with me.” 

(Larouche & Chin-Peuckert, 2006, p205) 

 

“…I said I’d rather you be open and I said I don’t want anybody treating me 

different, because I am the same person inside you know, I just look a bit 

different for the minute you know, and I, I will be willing to talk to anybody, so, 

I, I made it clear.” (Wallace et al., 2007, p1022)  

  

The desire to be perceived as ‘normal’ and unchanged was indicated as stronger during 

interaction with friends and peers (Wallace et al., 2007; Ramini et al, 2008), it was achieved 

when they felt or remained connected with friends (Olsen & Harder, 2009; Ramini et al., 

2008; Cassano et al., 2008). Fostering a continued connection to youth culture and the 

‘normal’ activities undertaken by adolescents was valuable (Grinyer, 2007; Cassano et al., 

2008). Cancer camp provides a positive strategy for adapting and feeling normal (Ramini et 

al., 2008).     
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“I realize that everyone there had something in common with me, and that I 

could talk to them, and I could just mess around and be a kid again; and so… it 

definitely helped me break out of my shell again.” (Ramini et al, 2008, p75) 

 

“It is like you need the opportunities just to be able to be 16 or be 18 or just 

hang out with people and like pretend like you don’t have cancer and just hang 

out and be a teenager and that’s what you can do at the teen group.” (Cassano et 

al., 2008, p196) 

 

Independence and autonomy  

A significant effect of life threatening illness on adolescents was their loss of independence 

and concomitant disruption to their living arrangements (Grinyer, 2007). Even though 

adolescent starts to assert their individuality and make independent relationship, yet any 

degree of independence already gained may be fragile and not be either stable or secure 

enough to be sustained in the face of life threatening illness (Grinyer, 2007). Adolescents 

appreciated being confronted directly, rather than discussions about treatment being directed 

at their parents. This had enabled them to feel informed as well as allowed them to feel some 

control over a very uncontrollable situation (Wallace et al., 2007). This was especially 

important at a phase of development associated with seeking further independence and 

influence over their lives (Wallace et al., 2007).  

 

“at a time in adolescence when one is actually aware of one’s body, it was very 

upsetting to have to be totally reliant on my parents and the nurses for even the 

most basic washing, toileting, and feeding- and without much privacy!” 

(Grinyer, 2007, p272)  

 

Social support  

The mobilization of the social network (social support resources) made a key contribution to 

the adolescents ability to bridge the trajectory of life threatening illness and treatment. Life 

threatening illness impacted their ordinary life as a young and healthy person, and separated 

them from that life but with the hope of remaining connected and returning to that life again 

(Olsen & Harder, 2009). Social support from family, friends or peers and health professional 

was shown to be essential in adolescent’s experiences to return to ordinary life (Olsen & 

Harder, 2009; Berntsson et al., 2007). Feeling good in daily lives meant stand-by service but 

also encouragement and consideration. In this context, support also meant fellowship and joy; 

to be a part, to be acknowledged and to feel confidence (Berntsson et al., 2007). In a network 

focused nursing for adolescents, seeing people gathered at the network meeting and 

participating by asking questions made the adolescents realize how many cared and were 

willing to stand up for them (Olsen & Harder, 2009). Some adolescents experienced how 

disruption of their education was sorted out and how the right helps from social support was 

provided. Joining the school class was made easier because their study coordinator, their 

employer, the community health nurse, the community social worker, or their school teachers 

had joined the network meeting (Olsen & Harder, 2009). Social support as conceptual them 

consists three aspects: family support, peer support (health peers and peers with similar 

situation) and professional support.      
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Family support  

Family were identified to be the major support system among adolescents with life 

threatening illness of the illness and treatment trajectory through their experience (Berntsson 

et al., 2007; Jones et al., 2011; Olsen & Harder, 2009; Ramini et al., 2008). The prerequisites 

for feeling good were a good relationship with family and families’ capacity for support 

(Berntsson et al., 2007). A strong family support and an increase in communication among all 

family members after the adolescents diagnosis with life threatening illness (Berntsson et al., 

2007; Ramini et al., 2008). Adolescents described the improvement and the realization of 

increasing of close relationship with family members and among the family members after the 

diagnosis with life threatening illness and the treatment period (Berntsson et al., 2007; Jones 

et al., 2011; Olsen & Harder, 2009; Ramini et al., 2008; Wicks & Mitchell, 2010). 

 

“Well as for the chemo part, you know, I had my mom, my sister, my ex-sister-

in-law and my friend. They would basically make the trip with me and stay four 

days in the little hospital rooms with me.” (Jones et al., 2011, p7) 

 

“We all sing together a lot. My dad and I are in a band, and we sing, and we are 

all in the church choir, and we all go to church together, and we started doing 

family devotion in the mornings. We definitely become much closer. My 

younger sister appreciates me more, and she looks up to me more now. We 

become one of the strongest families ever.” (Ramini et al., 2008). 

 

Peer support (health peers and peers with similar situation) 

The importance and benefit of peer support for adolescents with life threatening illness were 

described in several of the studies (Berntsson et al., 2007; Cassano et al., 2008; Larouche & 

Chin-Peuckert, 2006; Olsen & Harder, 2009; Wallace et al., 2007; Wicks & Mitchell, 2010). 

Peer support was experienced as important source of support, especially in promoting the 

young people’s feeling of joy and affirmation as an equal adolescent (Berntsson et al., 2007). 

Adolescents relied heavily on their friends (peer) to act as protective agent against what others 

might say about their body image (Cassano et al., 2008; Larouche & Chin-Peuckert, 2006; 

Wallace et al., 2007).  

 

“My friends are not like nerds; they are not rejects; when I am with them we are 

10-15 people together… my friends, it’s like my mental shield, like a bubble on 

top of me, if somebody will say something about me, they won’t be scared to 

defend me.” (Larouche & Chin-Peuckert, 2006, p205)    

 

Adolescents gained support from peers with similar situation, peers with life threatening 

illness, in discussing illness related issues (Cassano et al., 2008; Olsen & Harder, 2009; Wicks 

& Mitchell, 2010). For adolescents, it was helpful to be connected with others who were their 

age, who also had life threatening illness and the same experience (Cassano et al., 2008). 

Adolescents also acknowledged that there was an immediate comfort level established when 

put together with adolescents with life threatening illness (Cassano et al., 2008; Olsen and 

Harder, 2009). They expressed of sharing knowledge and experiences about the illness and 

adverse effect of the treatment, but they stressed that what was just as important was joking 

and sharing ordinary life events and interests such as sport, girlfriends, music, school and 

other things as teenagers do (Cassano et al., 2008; Olsen & Harder, 2009).       
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“The first day- it was hard- and I thought ‘shit’ until you start talking, then it 

was good because you could use all that the other young one had done. You 

could think about it and may be use it for something, so in that way it was good 

to be in a ‘young room’ compared with being with an old one.” (Olsen & 

Harder, 2009, p499)  

 

“I think just socializing with other kids, getting to see what they went through, 

kind of get the feel for what they liked. We talked about music, we talked about 

our high schools or schools, it was just yeah kind of fun.” (Cassano et al., 2008, 

p196) 

 

Professional support  

Professional support were one aspects of social support identified in several studies 

(Berntsson et al., 2007; Jones et al., 2011; Olsen & Harder, 2009; Ramini et al., 2008). 

Adolescents reported having a great amount of respect for their nurses, doctors and teachers 

(Berntsson et al., 2007; Ramini et al., 2008). Interdependent relationship with health care 

providers even rivaled relationships with family members in some instances (Ramini et al., 

2008). From the first day, the nurses’ concern and ability to be there for adolescents and the 

whole family made a huge impression and provided the foundation for the development 

trusting relationship (Olsen & Harder, 2009). Adolescents had indicated that the staff 

members were very important (Jones et al., 2011).  

 

“Doctors, nurses, the social workers …. They were always so positive. Always. 

They always talked to me very comfortably, and even if it was a bad situation, 

they still put it in a very good way. They were there to comfort me and there 

was always a bunch of doctors around. So they were very helpful. And there 

were a bunch of good people. They were my second family.” (Jones et al., 2011, 

p8)     

 

Acceptance or feeling positive 

Adolescents have expressed the positive perspective of experienced through their life 

threatening illness trajectory and treatment period (Berntsson et al., 2007; Jones et al., 2011; 

Ramini et al., 2008; Wallace et al., 2007; Wicks & Mitchell, 2010). For adolescents, it was 

important to accept the illness or disabilities as a natural part of their life (Berntsson et al., 

2007). The experience of facing a life threatening illness resulted in feeling more focused and 

motivated since completing treatment (Wicks & Mitchell, 2010). In addition adolescents view 

of life had been altered in a way that enabled them to see things in a more positive light 

(Wallace et al., 2007). They indicated that life threatening illness changed their perspective, 

attitudes or behaviors for better (Jones et al., 2011). Three aspects have emerged based on the 

expression of adolescents on acceptance and feeling positive in their journey with life 

threatening illness: these were confidence, appreciation of life and feeling of personal growth. 

 

Confidence      

To feel good and confident, adolescents felt that their own knowledge was important. It gave 

them more opportunity to handle the different situations that life threatening illness creates, in 

holding back anxiety, stress and fear (Berntsson et al., 2007). The feeling of increased level of 

confidence of adolescents were evident, which the felt stronger through having experienced 

the life threatening illness trajectory (Ramini et al., 2008; Walace et al., 2007; Wicks & 

Mitchell, 2010). In many instances they felt the experience had equipped them with the 

confidence and the belief that they could deal with other stressful situations more effectively 
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as a result (Wallace et al., 2007). Adolescents tend to slowly acquire the confidence to go 

back to their normal active social environment (Larouche & Chin-Peuckert, 2006). They 

described choosing ‘secure’ situation or environment in order to test the reaction of others 

about the change of their appearance and body image (Larouche & Chin-Peuckert, 2006).   

 

“…one thing that I always think now is, you know, what can anything be worse 

than having cancer, you know, you can’t… if you are feeling low now in life 

about something, you think, well, for God’s sake, I’ve had cancer, you know.” 

(Wallace et al., 2007, p1023)  

 

“It kind of like, in a way my confidence has built itself up. I am not that shy 

little girl anymore who is too scared to look the world in the eyes. And I am like 

screw you! You know, I have fought you once and I will fight you again!” 

(Wicks & Mitchell, 2010, p781) 

 

Appreciation of life  

Adolescents have expressed about how they appreciated what they had and wanted to make 

the most of it and life in general (Ramini et al., 2008; Wallace et al., 2007). While they may 

not have wanted to have cancer, the adolescents were able to find some meaning out of being 

sick (Jones et al., 2011). For some adolescents, the meaning took the form of better 

relationships and priorities (Jones et al., 2011) 

 

“I feel like I have had to grow up a lot faster than everyone my age, and I feel 

like I am a stronger person… and wiser, I guess. And… I learned to appreciate 

every little thing because I didn’t realize before how quickly things can change.” 

(Ramini et al., 2008, p75) 

 

“I appreciate a lot more things now, in life. I mean, I appreciate being here, for 

one. Um …um, I always think, sometimes I, I’ll sit down and I will think about 

what I have been through and you know, I’ll just, I’ll be happy, I’ll think, I’ll 

feel really happy that you know, I am better now.” (Wallace et al., 2007, p1023) 

 

Feeling of personal growth  

In several studies adolescents felt that they matured at faster rate than the peers in same age 

(Berntsson et al., 2007; Jones et al., 2011; Ramini et al., 2008; Wicks & Mitchell, 2010). A 

frequently described consequence of experiencing cancer was feeling of having grown up 

more quickly than friends [peers] (Jones et al., 2011; Wicks & Mitchell, 2010). Feeling of 

personal growth was experienced when adolescents ability and capacity were shown respect, 

involvement and trust (Berntsson et al., 2007). Personal development also included the 

adolescent being allowed to be responsible for making decisions about treatment, their 

autonomy and independence have to be respected in making opinions (Berntsson et al., 2007).  

 

“I had to sort of jump up and get out of those old little shoes and get into the big 

ones (Wicks & Mitchell, 2010, p781) 

 

“I think it made me grow up when I was real little, and that was kind of hard 

because I was barely approaching high school. So I didn’t really get to have 

those years where I could do whatever I wanted to just be at home or go to 

school or not go to school, you know?” (Jones et al., 2011, p7) 
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Care setting   

Appropriateness of care setting was described in two studies (Grinyer, 2007; Olsen & Harder, 

2009). Adolescents appreciated youthful and flexible atmosphere or environment as care 

setting (Olsen & Harder, 2009). Adolescents have recounted the feeling of isolation when 

treated in ward with older people; those who also had been treated on children’s ward had 

found the environment or care setting equally inappropriate (Olsen & Harder, 2009). Age-

specific care setting could also make difference in connecting with peers and material 

circumstance (Grinyer, 2007; Olsen & Harder, 2009).  

Family perspective  

The results reflecting about family perspective from five studies of the total 17 that were 

included (Barling et al., 2014; Stewart et al., 2012; Grinyer, 2009; Shepherd & Woodgate, 

2011; Monterosso & Kristjanson, 2008), four themes have emerged as shown in table-5: 

social support, information and decision making, care setting and perception of self-image. 

 

Table-5, themes and sub-themes of the meta-synthesised findings of family perspective  

Family perspective  

Themes  Sub-themes  

 Social Support   Family support 

 Friends support 

 Healthcare Professional support   

 Information and decision making   Uncertainty  

 Adolescents involvement 

 Care setting   Place of care 

 Hospital environment  

 Perception of self-image   Independence   

 Appearance  
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Social support 

In two studies parents had expressed about a variety of support that was available to them 

along the illness trajectory. Parents relied on support from family, friends, healthcare 

providers, their community and support group (Shepherd & Woodgate, 2011; Monterosso & 

Kristjanson, 2008).  In this aspect three subthemes were identified, these subthemes were 

family support, friends support and healthcare professional support.  

 

“Regardless of the horrible circumstances, being there, the diagnosis … things 

worked out along the way. The support has always been amazing, whether it’s 

the doctors, nurses, family and friends whatever. We’ve been very lucky.” 

(Shepherd & Woodgate, 2011, p237) 

 

Family support 

Most of the parents indicated the importance of their spouse, siblings and extended family 

since their child’s (adolescents) diagnosis. Parents relay on support from family to absorb 

some of the burden involved in the care of their child with complex needs (Shepherd & 

Woodgate, 2011; Monterosso & Kristjanson, 2008). There was believed that several families 

felt the effect of life threatening illness in the process of care brought the family together 

(Shepherd & Woodgate, 2011). 

 

“Mum and my brother moved in with us to share because that last week we felt 

he needed someone by the bed all the time especially when he fell out of bed.” 

(Monterosso & Kristjanson, 2008, p64) 

 

“Well my husband, we are good, we talk all the time about everything. If it did 

anything, it brought our whole family closer … and opened our eyes up. You 

know, we spend more family time together. Now, we eat more meals together, 

we do more things together. We always did a lot of family stuff … but we just 

make it more of a priority now.” (Shepherd & Woodgate, 2011, p237) 

 

Friends support  

Friends were identified as essential means of support in the journey of the life threatening 

illness. The parents have rely on the friends support to cope with the burden involved in the 

care of adolescents with complex needs due to life threatening illness (Shepherd & Woodgate, 

2011; Monterosso & Kristjanson, 2008). Friends could be from home, but some parents also 

talked about friends they make with in the treatment unite or setting who have also children’s 

with life threatening illness (Shepherd & Woodgate, 2011). 

 

“Although I say I didn’t have too much sort of in the physical sense of family 

support, certainly friends of ours looked after our daughter quite a lot.” 

(Monterosso & Kristjanson, 2008, p64) 

 

Health care professional support  

The family valued compassion and small acts of kindness by health care professionals which 

contributed to the development of useful and therapeutic relationship. From the continuity and 

availability of care, parents found comfort in the relationships the nurses developed with the 

adolescents, especially when those relationships demonstrated a willingness to know the 

adolescent as a person (Shepherd & Woodgate, 2011; Monterosso & Kristjanson, 2008).  
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“I’m thankful that they didn’t mind me calling-the…nurses…I am thankful that 

I had the pager number so if it was midnight I could do that. Whoever was on 

call, I could tell them [child with cancer] had a fever and I felt comfortable 

doing that and I felt they were welcoming me to do that. I didn’t feel like ‘oh, I 

don’t want to bother them.’ I went ahead and did it and they never made me feel 

bad about it …. (Shepherd & Woodgate, 2011, p237) 

 

 Information and decision making  

Majority of the families described the sense of being compelled of responsibility to do what 

was in the best interest of their child. Making the right decision had to be consistent with all 

the other responsibilities of the illness and treatment trajectory. Family members undertook 

the responsibilities in making the right on the behalf of their child (adolescent) in protecting 

them from harm, in putting their needs first, but disciplining and disappointing the child or 

child (adolescent) for his/her own good (Stewart et al., 2012; Grinyer, 2009). The degree to 

which parents felt of exerting control over the decision varied along a continuum from 

entrusting the decision to the healthcare provider in making the decision independently 

(Stewart et al., 2012). Adolescents acceptance and involvement in decision making, was 

connected with the idea of resilience and the ability and need of some parents to include their 

children (adolescents) in the decision making (Monterosso & Kristjanson, 2008). In these 

aspect two subthemes was identified: uncertainty and adolescent’s involvement. 

 

Uncertainty 

It was indicated that many parents were encumbered by their lack of knowledge about their 

child’s (adolescent) illness and treatment, particularly if their child was recently diagnosed, 

which compromised their ability to make the right decision (Stewart et al., 2012). Lack of 

understanding regarding who would be responsible for providing their child’s (adolescent) 

palliative care and about transition process were identified by parents (Monterosso & 

Kristjanson, 2008).  Parents expressed the need for more open, honest and authentic 

communication with key health care professionals regarding the failure of curative treatment 

and the necessity to commence a palliative model of care as early as possible in the illness 

trajectory making (Monterosso & Kristjanson, 2008).  Uncertainty made the decision making 

more difficult and intensified its emotional impact (Stewart et al., 2012). 

  

“It’s that unknown … of not knowing. You know, you get as much information 

as you can possibly get, and use that so you’re making the right decision for 

him. And the unknown, the not knowing-because right now you still can’t see 

the progress-and the not knowing is probably the hardest thing to go through.” 

(Stewart et al., 2012, p423)    
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Adolescents’ involvement  

Adolescent’s involvement in decision making was only discussed by the parents when the 

healthcare professional or investigators specifically promoted it (Stewart et al., 2012). Some 

parents deliberately excluded their children (adolescents), either because they felt their child 

was too young to participate or to spare even older children from the burden of participating 

in the decision (Monterosso & Kristjanson, 2008; Stewart et al., 2012). Few exceptional have 

actively characterized their child as having made the actual decision (Monterosso & 

Kristjanson, 2008). 

 

“For palliative reasons he was also offered chemotherapy, which he chose not to 

have, I think he’d had enough. My son now many months earlier that he was 

dying. So really, it was a decision that he made. He was eleven years old and the 

decision had to be made by him.” (Monterosso & Kristjanson, 2008, p62) 

 

Care setting  

Three articles had contradictory findings on this aspect and two subthemes have identified 

which were place of care and hospital environment. 

 

Place of care 

According to Monterosso and Kristjanson, (2008) majority of the parents chose to care for 

their children at home whenever possible. Notwithstanding the desire for their children to 

remain pain free and as comfortable as possible, considering the parents overwhelming need 

to take and spend as much time with their dying child at home. The desire palliative care to be 

provided at home was shared by parents and their child (Monterosso & Kristjanson, 2008). 

 

“The most important thing was that she had her wish to be at home and to be as 

comfortable as possible and get to say goodbye to friends.” (Monterosso & 

Kristjanson, 2008, p65). 

 

However, according to Grinyer, (2009) difference between the parents’ account and those of 

adolescents with life threatening illness in care setting, particularly in place of care was 

suggested as contrasting perspective. For parents the quality of the care and the chances of 

survival that was paramount. As long as the medical care with incorporation to palliative care 

was perceived the best possible, the location of that care was of secondary significance to 

parents. Parents had a sense of security when they were staying at the hospital (Shepherd 

&Woodgate, 2011). 

 

“I remembered the first time even just going to my mom’s, I was very frightened 

because you feel safe at the hospital-you are very secure. People are right there 

and if breathed wrong I knew that they were there and I could ask someone.” 

(Shepherd &Woodgate, 2011, p235) 
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Hospital environment  

In contrast, the extent to which the issue was raised by the adolescents with life threatening 

illness far out-weighed the attention paid by the parents to the care setting. Majority of the 

adolescents did not only raise the place of care as being the central concern (Grinyer, 2009). 

In addition they focused on the appropriateness of the care setting, especially in the hospital 

during admission, and the effect this could have on morale, adherence and potential on 

outcome (Grinyer, 2009; Barling et al., 2014). 

 

“[When he got the metastases] he was the oldest in the ward and you just felt for 

him, because there was nobody … his age or to talk to him like a teenager … It 

was difficult, because there were young children around everywhere in the 

hospital and he was virtually a man, because he was shaving, he was a grown-

up, he was tall, he was nearly 6 foot in height when he died … He was ready to 

start work, he had part-time work when he was re-diagnosed, here we are with 

little kids … so that was very difficult … but because he’d been through the 

Children’s Hospital we couldn’t really go anywhere else, because they had the 

history.” (Barling et al., 2014, p156)  

 

Perception of self-image     

The change in self-image that could occur in adolescents with life threatening illness could be 

altered by the illness or treatment trajectory; as a consequence they tend to lose confidence. 

This had an impact on their self-esteem made reintegration into their peer group difficulty 

(Grinyer, 2009). Three subthemes have occurred which base on the family’s perception of the 

self-image of adolescents: independence, feeling of normality and appearance. 

 

Independence 

Independence was raised by majority of the parents, but it was different form of these 

adolescents on the emphasis and perspective (Grinyer, 2009). Is had been found that parents 

experienced difficulties in granting their son or daughter their independence, but in a mirror 

image of the adolescents perspective, the parents found it very difficult to allow their sons and 

daughter the freedom to maintain or regain their independence (Grinyer, 2009). 

 

“That was the last time we saw him alive… then I really knew what suffering 

was. I was desperate to join Simon in London; he refused quietly but 

insistently.” (Grinyer, 2009, p204)   
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Appearance 

Hair loss was the common change in appearance that related with anxiety expressed by both 

the young men and the young women (Grinyer, 2009; Shepherd & Woodgate, 2011). This 

change in appearance and other that related to illness and its treatment declines the confidence 

of adolescents.  Some of the parents’ contribution did acknowledge that detrimental changes 

to their sons’ and daughters’ appearance had caused distress, yet the attention given by the 

parents to appearance was much less in terms of significance (Grinyer, 2009). The quality of 

treatment was the one that counted for the parents, they were well aware of the impact on 

appearance as one of the effect of treatment and it was sometimes for this reason that they 

shielded their sons’ and daughters’ from full acknowledgment in order to maximize adherence 

(Grinyer, 2009).   

Nursing perspective  

 

Table-6, Themes and sub-themes of the meta-synthesized findings of nurses’ perspective   

Nurses perspective  

Themes  Sub-themes  

 Importance of family dynamics  Considering family in plan of care 

 Connecting them to social network   

 Reaching out adolescents   Family trust and respect  

 Respecting adolescents autonomy and 

involvement  

 Communicating about ordinary daily 

life activities   

 Balancing professional and 

personal involvement  

 Emotional impact and unpreparedness   

 Setting limits for personal 

involvement   
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In supporting an adolescents with life threatening illness with their families and significant 

others by establishing and determining the available support resources, nurses faces 

challenges in figuring out new ways to help the young person to continue their normal growth 

and development in the process of providing care (Olsen & Harder, 2010). The nurse is the 

first and foremost who often have close contact with the adolescents with life-threatening 

illness and their families or significant others (Olsen & Harder, 2010). Based on the 

experiences of the nurses who were responsible in supporting for adolescents four themes 

have emerged from two research articles with their specific subthemes as shown in table-6. 

The themes emerged were importance of family dynamics, reaching out adolescents, 

balancing professional and personal involvement, facilitating psychosocial support. 

Importance of family dynamics 

Comprehending family dynamics was recognized as important to individually tailoring care 

for each adolescent with their parents and significant others, as well as helped nurses to allow 

for and secure the best possible support and conditions for adolescents (Olsen and Harder, 

2010; Reid, 2013). According to Olsen and Harder (2010) also the family dynamics, 

traditions, role and concerns of the family and significant others was important for the nurses 

to reach mutual understanding and establish trusting relationships.  This theme includes two 

aspects, which were considering family in plan of care, connecting them to social network.   

“So in that way I sort of feel my way and I always think that I have plenty of 

time. So eyes and ears in the beginning are very good.” (Olsen and Harder, 

2010) 

Considering family in the plan of care 

Nurses generally spent more time talking, explaining and listening to the family and 

significant others as part of their care and during planned parent free time. The presence of 

family or significant other with the adolescent with life-threatening illness intensifies 

collaboration but lead too much questioning and time spent on conversation. 

“You need to take them into account in your planning, when you plan your day 

…that things often just take longer, because you have a mother or a father or a 

close relative who needs attention” (Olsen and Harder, 2010) 

 

“They were coming from diverse ends of the spectrum …both parents looked at 

it from different perspective totally.” (Reid, 2013)  

“Where I have worked before it was all about curing the patient and then send 

them back home to whatever was there … whereas here we know that it is 

extremely important that there are people there to support them.” (Olsen and 

Harder, 2010) 
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Connecting them to social network  

Nurses have a professional position in promoting possibilities of social network around the 

adolescent and their families, to support and encourage adolescents contact with friends and 

ordinary life (Olsen and Harder, 2010). The nurses have tried to find small practical but 

realistic everyday task that members of a social network could commit to do, making life 

easier for the adolescents and their families, by emphasizing the importance of their support. 

Nurses facilitated conditions for connecting people and for overcoming barriers, such as 

hospital and the community social worker or between hospital teacher and school. 

“Sometimes we suggest that their friends take turn to drive to the hospital, so at 

least once a week somebody will visit.” Olsen and Harder, 2010)    

Reaching out adolescents 

It was challenging to reach out adolescents, but through good rapport nurses created 

confidentiality and open communication with adolescents including their family as the 

foundation of their care in general and for being invited in to more of their private world. It 

was necessary to gain access to their perspective and to enjoy their confidence (Olsen and 

Harder, 2010). In this theme three aspects were determined as subthemes: family trust and 

respect, respecting adolescent’s autonomy communicating about ordinary everyday life 

activities. 

Family trust and respect 

Nurses had stressing the importance of gaining trust and respect from the family (Reid, 2013; 

Olsen and Harder, 2012). In reaching a mutual feeling of harmonious relationship with 

adolescents, it was necessary to gain access to their perspective and to enjoy their confidence 

(Olsen and Harder, 2010). The nurses sometimes experienced the parents as a barrier that they 

need to overcome in order to reach the adolescents, and an important way to reach the 

adolescents was to meet the needs of the family (Olsen and Harder, 2010). However the 

nurses identified the importance of skilled and sensitive communication with the family 

(Reid, 2013).  

“… A lot of relatives involved in the families…. All looking to you for an 

answer …. It is more stressful.” (Reid, 2013) 

“Trust and confidence are key words from the beginning otherwise you don’t 

get any further.” (Olsen and Harder, 2010) 

Respecting adolescents autonomy and involvement  

Nurses kept trying to involve the adolescents and mobilize their own sense of responsibility, 

and to let them speak for themselves (Olsen and Harder, 2010). Nurses also reported feeling 

anxious that the adolescents or their siblings might not be able to cope with the information 

and feeling neglectful in not always directing the conversation to parents (Reid, 2013). 

Wanting to do the best for their child and to be in control some parents overruled the 

adolescents who then slipped in to a passive role (Olsen and Harder, 2010). 
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“I felt maybe perhaps was I missing something in not trying to engage the actual 

child (adolescent) themselves.” (Reid, 2013) 

Though parents would speak to their 16 years-old son as if he was still 12, the 

nurse kept speaking to the adolescent in an age appropriate manner. “as long as 

we want to communicate with the young person, we need to start where they 

were.” (Olsen and Harder, 2010) 

The relationships and interactions between adolescents and their families with significant 

others, nurses also tried to assess resources and strains in wide social network. Especially 

parents’ respect for their adolescent’s development level and autonomy was observed (Olsen 

and Harder, 2010). It was also acknowledged that the apparent resilience of adolescents (Reid, 

2013). Nurses with significant child qualification appeared to demonstrate greater confidence 

in adapting their communication style to the age and maturity of the adolescents (Reid, 2013).  

“Some parents really make room for their young ones … and then there are 

others … they take over immediately, you know, and I think you get a good 

impression of exactly that dimension.” (Olsen and Harder, 2010) 

“The child needs to be heard…. Unintentionally, a lot of practitioners address 

the care givers” (Reid, 2013)  

Communicating about ordinary daily life activities 

Nurses explored to enhance relationship with adolescent’s by asking direct questions about 

peers, best friends, leisure time activities and school. Humor and jokes were important and by 

sharing everyday life, experiences and opinions the two parties gradually got to know each 

other and it paved the way for openness (Olsen and Harder, 2010). By talking about everyday 

issues was a way to encourage the adolescents to participate and make plans for the future. 

“The club name was on her bag and that was actually what made a very good 

point of departure for our talk. While we filled in some papers and sorted out 

some practical things we talked a little about her sport and that I had done the 

same.” (Olsen and Harder, 2010) 

Balancing professional and personal involvement  

Most of nurses identified some challenges working in balance with the extended family, 

parents and adolescents, also in maintaining professional boundaries, with some portraying 

themselves as a ‘pseudo-member’ of the family (Reid, 2013). A long-term commitment, 

confidentiality and profound knowledge of the adolescents and the families and their ups and 

down created for bonding (Olsen and Harder, 2010). In maintain the momentums of balance 

two subtheme aspects were identified: emotional impact and unpreparedness as well as setting 

limits for personal involvement. 
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Emotional impact and unpreparedness 

The primary care nurse often become an anchors, a trusted person that the adolescent and the 

families with significant others turned to when overwhelmed by feelings or practical 

problems. The involvement could extend beyond the treatment period, like when a nurse after 

the death of an adolescent kept in contact with the adolescents families (mother) for several 

months trying to help to get on in life (Olsen and Harder, 2010). Most nurses described being 

under prepared to deal with the emotional impact of an adolescent death; they also sometimes 

tearfully articulated the personal impact of the episode (Reid, 2013). 

“… whole emotional rollercoaster that the family were on … you were riding 

that yourself … it was emotionally wearying.” (Reid, 2013)  

“I simply couldn’t let go … the family had so much confidence in me … I 

couldn’t break … they were in such pain.” (Olsen and Harder, 2010) 

“What do you say to a parent whose child is dying? It’s very difficult if you are 

all choked up yourself.” (Reid, 2013) 

Setting limits for personal involvement 

At some stage in reaching out to adolescents through a friendly communication, it confused 

nurses of their perception of the nurse role. The also sometimes felt as if they were moved to 

grey zone and they were in risk of behaving unprofessionally (Olsen and Harder, 2010). Their 

individual considerations showed how they tried to balance between being a professional and 

being part of the more informal social network (Olsen and Harder, 2010). 

“I am most concerned about learning to set a limit. That I learned to tell the 

adolescent’s what I stand for. That I am not only some friend but that I am also a 

nurse for them.” (Olsen and Harder, 2010) 

“Young people affect you mightily more than somebody who has lived a full life 

… it was just the unjustness of why somebody could be plucked away.” (Reid, 

2013)         
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DISCUSSION 

Method discussion 

The goal of evidence base practice is to provide a scientific basis for patient’s care using the 

highest level of evidence possible (Rice, 2008). However the findings of qualitative 

researches had less frequency of use for the support of evidence base practice (EBP) 

(Sandelowski et al., 2006). Recent trends of qualitative researchers have stressed that meta-

synthesis as the highest level of evidence that can be attained for the application of qualitative 

studies to evidence base practice (Rice, 2008). In applying to evidence base practice, meta-

synthesis provides direction for the effect of a variable, or intervention on a clinical problem 

which the variable of interest had to be more of a subjective experience and that could not 

easily quantified (Rice, 2008). Considering the aim of concern in this systematic review was 

in the subjective experience or perception of adolescents with life threatening illness, the 

family and nurses of supportive care with in palliative care. Descriptive meta-synthesis design 

of qualitative methodology were the best possible method that suites to integrate and 

transform findings of inter-related qualitative studies to a new synthesis of translated 

reciprocally related finding. 

 

Meta-synthesis is a complete study that involves rigorously examining and interpreting the 

findings (versus the original quotes of research participants) of a number of qualitative 

research studies (Jensen & Allen, 1996). This methodology allows for the clarification of 

concepts, patterns and results in refinement of existing states of knowledge and emergent 

operational models and theories (Sherwood, 1999). In turn, the findings from a meta-synthesis 

review have the potential to improve clinical outcomes, enhance researches and in shaping 

healthcare policy (Finfgeld, 2003).  

 

According to Finfgeld, (2003) two fundamental selection criteria have been offered: one is the 

studies to be included in meta-synthesis had to be conducted using widely accepted qualitative 

methods, second one was findings should appear well supported by original quotations of 

research participants. Based on these fundamental criteria, only qualitative studies were 

included as data source that was supported by original quotations of participants in this 

systematic review of meta-synthesis. However consensus does not exist regarding the type of 

source for findings of qualitative studies to be used as the best data source. Some researchers 

use only findings from peer reviewed journals, which was the case in this systematic review, 

as they already had been reviewed for quality (Barroso & Powell-Cope, 2000). Whereas some 

other researchers deliberately search for unpublished reports to avoid “publication bias” and 

for the reason the quantity of data they offer (Finfgeld, 1999; Beck, 2002). 
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Two main nursing and health related electronic database and manual search were used to 

search for literatures of data collection; these electronic databases used were PubMed and 

CINAHL, they were used because of their recent improvement of indexing by methodology 

(Polit & Beck, 2012). “Qualitative research” was added as MeSH term in PubMed (MEDLIN) 

in 2003 and “qualitative studies” also can be used in the controlled vocabulary of CINAHL 

(Polit & Beck, 2012). From the two databases used in searching for data collection, a total of 

1066 studies identified. One hundred and thirteen studied from CINAHL whereas 953 studies 

from PubMed, of which 12 that met the inclusion criteria were included in the review. Four 

studies were also included by manual search from a systematic review by Taylor et al (2012), 

“developing a conceptual model of teenage and young adult experiences of cancer through 

meta-synthesis. In total 16 studies were included in the review. 

 

More recently adolescence had become recognized as an important subspecialty of paediatric 

healthcare (Winer & Keane, 1998; Viner, 2007). Initially based on the CDC and World Health 

Organization (WHO) definition of adolescence as, “young people between the age range of 

10-19 years with life threatening illness”, their family or nurses which had been as the focus 

of study participants were about to be included in the systematic review. However, due to 

limited number of researches that specifically focuses on adolescents with life threatening 

illness, their family or nurses experience of support with in palliative care, the inclusion 

criteria for adolescents age range were extended. Researches that have focused on adolescents 

and young adults of age range 15-26 with life threatening illness, their family or nurses were 

included. Studies that have focused on participants with in age range of early childhood to late 

adolescence (0-19) with life threatening illness, their family or nurses were included in the 

systematic review. With the intention of using the original quotations of research participants 

and researchers inference of mainly adolescents with life threatening illness or those who 

were diagnosed during adolescence. 

The data within the included qualitative research for this systematic review was synthesised, 

initially by tabulating the themes and subthemes of the included qualitative research studies 

(Taylor et al., 2013). In which the themes and sub themes of this systematic review were 

developed from these tabulated themes and subthemes of the qualitative researches that mate 

the inclusion criteria. Coding and decoding of the results of the qualitative researches 

included was done based on the already developed themes and subthemes in 

decontextualizing the results. However in the process of reading and rereading the results 

themes and subthemes had been modified. The themes have to be emergent in at least two 

qualitative researches included in this systematic review.  Based on the findings and the 

qualitative natures of the variables to be described and explored being of subjective 

experience, another possible method in conducting a research with the same aim would be a 

qualitative research. Three qualitative researches could be conducted on the three different 

perspectives experiences (adolescents with life threatening illness, their family and the nurses 

as palliative care or supportive care providers) that had been described in this systematic 

review. 
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From the 16 total studies included in this systematic review of descriptive meta-synthesis, 

nine studies were theoretical pinned studies of multiple qualitative epistemologies. Meta-

synthesis data analysis methods are far from uniform. Some researchers object to interpreting 

findings resulting from different epistemological perspectives because of their variant foci and 

theoretical structures (Estabrooks et al., 1994; Jensen & Allen, 1996). Critics caution that 

combining results from differing epistemological perspectives can be difficult (Estabrooks et 

al., 1994) and could yield misrepresentations of the original research findings (Jensen & 

Allen, 1996). Despite these critics, however, recent trends suggest that synthesizing data that 

are generated from multiple qualitative epistemologies has the potential to become a respected 

form of triangulation. As emphasised by Lincoln and Guba (1985), triangulation is 

accomplished by analysing findings generated from multiple theories and methods. Thus, 

credibility has the potential to be enhanced when new translations are meta-synthesized from 

findings that have been generated from differing philosophical and methodological 

perspectives. Credibility of findings is also enhanced by supporting inferences with the 

original quotations of research participants (i.e., quotations) (Finfgeld, 2003). 

Ethical consideration of every included qualitative researches have been examined and each 

qualitative research have permission either from the governmental or institutional research 

ethics committee. Considering the data collection of the most included studies were in-depth 

semi-structured interview. Obtaining an informed consent were part of the research approval 

that the researchers have gained from the participant in each qualitative studies to carry out 

the research. The researchers had obtained an informed consent from both the adolescents and 

their families, mainly on those qualitative researches that were specifically of adolescents 

perspective. In this systematic review maximum effort had been implemented in avoiding 

research misconduct.                  

Results discussion 

Based on the general characteristics, the studies included represent 239 participants, which all 

did not reported the same sample size. From those participants 108 were adolescents and 

young adults, with age range of 0-17 years (Shepherd et al., 2011; Stewart et al., 2012; 

Monterosso et al., 2008; Reid, 2013), age range 15-26 detailed by much of the studies 

(Grinyer, 2009; Olsen and Harder, 2009; Ramini et al., 2008; Thompson et al., 2009; Grinyer, 

2007; Jones et al., 2010; Olsen and Harder, 2010; Barling et al., 2014; Wicks and Mitchell, 

2010). Only four studies focused on adolescents with in age range of 10-19 (Larouche and 

Chin-Peuckert, 2006; Cassano et al., 2008; Berntsson et al., 2007; Wallace et al., 2007). Nine 

of the eligible studies were from the perspective of the adolescents with life threatening 

illness. However five studies were on family’s perspective as care givers and the rest two 

studies were from the nurses’ perspective in providing support to adolescents with life 

threatening illness and their families. 

 

Most of the studies included were using theoretical structured methodology; five studies were 

phenomenological pinned designed, three studies were grounded theory studies with only one 

study on specific adaptation model which was Roy Adaptation Model (Ramini et al., 2008). 

Whereas the rest of the studies were not theoretically structured: three studies were 
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descriptive and exploratory, two narratives inquired, one focus group and one multiple case 

studies. An in-depth semi-structured interview were the main common method of data 

collection (n=15), with observation as an additional method in two studies (Olsen and Harder, 

2009; Olsen and Harder, 2010) and two studies used narrative inquiry (Barling et al., 2014; 

Grinyer, 2009).  There was imbalance of studies on the three perspective of the experience of 

palliative and supportive care for adolescents with life threatening illness in this meta-

synthesis. Only two studies were focused on nurses’ experience on providing care to 

adolescents and families. Five studies were on the family’s perspective of palliative and 

supportive care to adolescents and the rest nine studies were focusing on the adolescents’ 

perspective.  

 

In this meta-synthesis more to the imbalance of the studies, there was limited studies 

identified that only focuses on adolescents. Most of the identified studies were focused on the 

adolescents and young adults with in age range of 15-26, in which reports of epidemiological 

data for 15-24 years is well established (Birch et al., 2002), this could be seen as a reason for 

the limited number of studies specifically on adolescents. Based on the distinct oncological 

biology of adolescents and young adults age range 15-39 and type of cancers (Rosenberg & 

Wolfe, 2013), most of the studies included in this meta-synthesis were focused on the 

adolescents and young adults with cancer as life threatening illness. Although the age range of 

all studies included young adults as focus of participants, the researcher tend to analyze based 

on the inference of each author in each study and only the original quotation of adolescents or 

those who were diagnosed during adolescence where used of a family and even of nurses. 

 

Palliative care as a central concept, palliative care needs of adolescents with life-threatening 

illness and their families include physical, emotional, social and spiritual elements of support 

for adolescents with their families (Docherty et al, 2012). Based on world health organization 

expanded definition of palliative care in children as “the active total care of the child’s body, 

mind and spirit as well as it involves providing support to the family” (WHO, 2016). In this 

meta-synthesis two key aspects that illustrate the palliative care definition were identified. 

One is the social support on both; adolescent’s perspective and family perspective of their 

experience were acknowledged, this findings support the care of minds and spirit as well as 

involvement of family in social support with in palliative care. The social supports that 

interrelated in these two perspectives were: the support from families (Jones et al., 2011; 

Ramini et al., 2008), friends or peers as in the case of adolescents (Larouche & Chin-

Peuckert, 2006; Cassano et al., 2008; Wallace et al., 2007) and professional support 

(Shepherd & Woodgate, 2011; Monterosso & Kristjanson, 2008; Olsen & Harder, 2009; 

Berntsson et al., 2007). According to Abrams et al., (2007) adolescents with cancer and other 

life threatening illness rely on different source of social support to cope with their diagnosis 

and treatment which have been directly related to the finding of this meta-synthesis of social 

support. Support is intertwined with psychosocial function and importance of peers in 

providing palliative care specifically to adolescents (Abrams et al., 2007). Appraisal and 

emotion-focused coping depend upon support from family, friends and health professional 

(Woodgate, 2006) which enhances the findings in this meta-synthesis of social support. 

 

Social and peer support networks and disruptions in school or work life with the associated 

financial challenges, were one of the issues that was distingushied in adolescents and young 

adults from pediatric and older person (Zebrack et al, 2013). Nurses have a professional 
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position in promoting possibilities of social network around the adolescent and their families, 

to support and encourage adolescents contact with friends and ordinary life (Olsen and 

Harder, 2010). Nurses have describes family dynamics as important factor in assessing the 

social support resource available. Comprehending family dynamics was recognized as 

important to individually tailoring care for each adolescent with their parents and significant 

others, as well as helped nurses to allow for and secure the best possible support and 

conditions for adolescents (Olsen and Harder, 2010; Reid, 2013). In reaching a mutual feeling 

of harmonious relationship with adolescents, it was necessary to gain access to their 

perspective and to enjoy their confidence (Olsen and Harder, 2010). The nurses sometimes 

experienced the parents as a barrier that they need to overcome in order to reach the 

adolescents, and an important way to reach the adolescents was to meet the needs of the 

family (Olsen and Harder, 2010). By gaining trust and respect from the family through 

effective communication, nurses can facilitate the social support specifically with peers and 

assist adolescents in maintaining their daily ordinary life (Reid, 2013; Olsen and Harder, 

2012) 

 

Adolescence is the essential and inevitable period of development during which the adult 

identity is formed (Goldman, Hain and Liben, 2012). It is mainly recognized by physical 

change, by puberty and biological change, parallel alongside the emotional, physical and 

cognitive independence, as well as a deeper discovery of self and the development of a 

personal value and perspective (Goldman, Hain and Liben, 2012). During adolescence basic 

patterns of identity must emerge from: the selective affirmation and repudiation of a person’s 

childhood identification. The way in which the social process of the times identifies young 

individuals, at best recognizing them as person who had to become the way they are (Erikson, 

1997). Peers have an influential role in shaping identity, as adolescents tend to identify with 

which peers they could feet and know their role with the peers and society. However life 

threatening illness affects the identity and body image of adolescents, adolescents 

occasionally reported having noticeable physical change that modified the way they perceived 

their body image; they felt that they look different than other adolescents (Larouche & Chin-

Peuckert, 2006). Alongside the biological driven changes adolescents tend to socialize and 

seek for identity with a peer group they belong, which is essential process to identify who 

they are and what they want to be (Goldman, Hain and Liben, 2012). Even though altered 

perceived appearance of adolescents affected the desire of involving in social situations, the 

desire to see friends and part take in leisure activities (Wallace et al., 2007; Larouche & Chin-

Peuckert, 2006; Grinyer, 2007). The desire to be perceived as ‘normal’ and unchanged was 

indicated as stronger during interaction with friends and peers (Wallace et al., 2007; Ramini et 

al, 2008), it was achieved when they felt or remained connected with friends (Olsen & 

Harder, 2009; Ramini et al., 2008; Cassano et al., 2008). Adolescents relied heavily on their 

friends (peer) to act as protective agent against what others might say about their body image 

(Cassano et al., 2008; Larouche & Chin-Peuckert, 2006; Wallace et al., 2007). 

Woodgate, (2006) expressed about adolescents with life threatening illness, who happen to be 

on treatment often feel isolated from their regular peers at school or any other life events due 

to their illness. Therefore it was indicated that peer support as a ritual during adolescence 

period of life, for those with life threatening illness (Woodgate, 2006). Peers support was 

identified beneficial aspect in supporting adolescents to maintain normality or ordinary life in 
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this meta-synthesis, adolescents tend to value the interaction with peers for them to feel the 

sense of normality and discuss about normal daily life activities other than the trajectory of 

the illnesses and treatment. (Berntsson et al., 2007; Cassano et al., 2008; Larouche & Chin-

Peuckert, 2006; Olsen & Harder, 2009; Wallace et al., 2007; Wicks & Mitchell, 2010). In 

providing professional support, nurses explored to enhance relationship with adolescent’s by 

asking direct questions about peers, best friends, leisure time activities and school (Olsen & 

Harder, 2010).   

Adolescents with life threatening illness had major concern in preserving their identity, which 

was affected by the illness trajectory and treatment that altered the appearance of the 

adolescents. Some of the families contribution did acknowledge that detrimental changes to 

the adolescents with life threatening illness, in how appearance had caused distress for the 

adolescents (Grinyer, 2009). Yet the attention given by the parents to appearance was much 

less in terms of significance (Grinyer, 2009). The quality of treatment is the one that counted 

for the parents, they were well aware of the impact on appearance as one of the effect of 

treatment and it was sometimes for this reason that they shielded their sons’ and daughters’ 

from full acknowledge in order to maximize adherence (Grinyer, 2009). Finally in this meta-

synthesis a conflicting thought was discovered in both adolescents and families perspective 

related to care of setting. Adolescents described about the appropriateness of care setting to be 

flexible with youthful environment (Grinyer, 2007). Those who received service in younger 

children and adult or older healthcare services felt equally isolated (Grinyer, 2007; Olsen & 

Harder, 2009). For parents the quality of the care and the chances of survival that was 

paramount. As long as the medical care with incorporation to palliative care was perceived the 

best possible, the location of that care was of secondary significance to parents. Parents had a 

sense of security when they were staying at the hospital (Shepherd &Woodgate, 2011). 

One aspect of family health model is the structural domain of family (Denham, 2003). 

Comprehending family dynamics was recognized as important to individually tailoring care 

for each adolescent with their parents and significant others, as well as helped nurses to allow 

for and secure the best possible support and conditions for adolescents (Olsen and Harder, 

2010; Reid, 2013). It is important to learn about the many structures of families and to realize 

that different families may have quite different issues, needs, strengths and values (Edwards, 

2009). According to Olsen and Harder (2010) also the family dynamics, traditions, role and 

concerns of the family and significant others was important for the nurses to reach mutual 

understanding and establish trusting relationships. Therefor having awareness and thorough 

assessment of the family structure or dynamics would be helpful in person and family focused 

clinical care planning and involvement of both adolescents and families in care plan.  
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The meta-synthesis has several limitations. One of the limitations was that only published 

articles were included, even though it has the potential for credibility and validity due to 

already assured quality approval of being peer reviewed. It does not provide higher quantity 

of data as the unpublished studies do, such as maters thesis and dissertations. And with the 

imbalance of studies that focus in the three perspective: adolescents with life threatening 

illness, family and nurses. It was noted that for limited evidence that the published sources 

offered. In this meta synthesis few studies only identified based on the inclusion criteria’s that 

focus on the family and nursing perspective, which could further limited the evidence on these 

perspective. Another limitation other than the quality of evidence or source was the extended 

inclusion criteria on age and the specificity of the life threatening illness only to cancer. Only 

few studies were specifically focusing on adolescents, whereas most of the studies were 

focused on adolescents and young adults with in age range of 15-26. Some few were focused 

on early childhood to late adolescents with in age range 2-19. Due to the widened age range 

there might be inappropriate inference of experiences that expressed by other age groups 

might not represents the adolescents. However the researcher tend to minimize these error in 

reflection by comparing the inferences of the authors and by using original quotation of the 

adolescents only or those who were diagnosed during adolescence, the families and the 

nurses.  The possibility of more qualitative studies can be considered only on adolescents in 

balance to nurse’s perspective and the family, however there were some difficulties in 

identifying and accessing those data source. Another limitation other than the characteristics 

of the data sources and quality of evidences was the availability of peer reviewers of the 

developed themes and sub themes, as the course entitles of being an independent degree 

project. This limitation was minimized by the group supervision discussion and advisors role 

of guidance.       

Meta-synthesis as being described the method with highest level of evidence in contribution 

to evidence practice in qualitative researches in recent trends. Considering the use of different 

epistemology or methods with in qualitative research for its tendency of triangulation to 

achieve reliability and credibility, despite the critics could attain the generalizability of the 

findings of this systematic review. However, the limitation within the imbalance of the 

qualitative researches of the three perspectives could minimize the generalizability of the 

findings, which requires for further evidence in the nursing perspective as well as the families 

of the adolescents with life threatening illness. A number of areas where further evidence 

required, in general the evidence on other life threatening illness other than cancer mainly on 

adolescents. Whereas specifically the need of more evidence on family’s perspective in 

palliative and supportive care, as well as nurse’s perspective on providing supportive and 

palliative care to adolescents with life threatening illness.   
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Conclusion 

In this systematic review meta-synthesis social support was found to be influential for 

adolescents with life threatening illness and the family in their experience of palliative and 

supportive care. The social supports were of different sources, the commonly described social 

support were family support, friend or peer support and professional support. Social support, 

significantly peers or friends support for adolescents was found to be very important in coping 

with the altered daily ordinary social activities and body image in promoting ordinary daily 

life or maintaining normality. Nurses were the key figures, as facilitators of social network in 

providing social support, they have a professional role to assess and connect the social support 

resources available. Nurses also found to be as mediators for adolescents with life threatening 

illness and their families to the conflict that could arise among them due to decision making 

and respect of independence or autonomy of adolescence.  

Clinical application   

The key findings in this meta-synthesis will be initial steps for healthcare professional, 

specifically the nurses to determine the measures for providing effective support to 

adolescents with life threatening illness and their family with in palliative care. In addition the 

identified key elements in this meta-synthesis, mainly in the limitation of evidences 

considered on the nurses and families’ perspectives as well as adolescents with other life 

threatening illness than cancer needed to be discovered by further qualitative studies.   
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Appendix 1 

Matrix of included qualitative researches  

Author(s) 

Year 

Country 

År 

Titel Aim/Objective Method Participants 

(attrition 

rate) 

Result Quality 

Design 

Barling, J.A., 

Stevens, J.A., 

Davis, K.M., 

2014 

Australia  

The reality of 

hospitalization: Stories 

from family members of 

their hospital experience 

for adolescents and young 

adults living with and 

dying from cancer 

To uncover, through family 

members stories their 

experience following the 

diagnosis, treatment, dying and 

death of an AYA member, aged 

16–25 years 

 Narrative inquiry of 

qualitative research  

26 

(0) 

The experience ‘of the reality of hospitalization’. 

Within this theme issues regarding: The place of  

treatment; the hospital experience; not fitting in; 

and, confronting illness and death were revealed 

II 

Berntsson, L., 

Berg, M., 

Brydolf, M., 

Hellström, 

A.L., 2007 

Sweden  

Adolescents’ experiences 

of well-being when living 

with a long-term illness or 

disability 

To describe the meaning of 

feeling good in daily life in 

adolescents living with a long-

term illness or disability 

Qualitative research 

phenomenological analysis. 

In-depth interview of 

participants age range (12-

19) 

15 

(0) 

Adolescents with long-term illness generally 

experienced well-being like everybody else. 

Three themes were found to be important in order 

to feel good: ‘a feeling of acceptance of 

illness/disability as a natural part of life’, ‘a 

feeling of support’ and ‘a feeling of personal 

growth’ 

I 

Cassano, J., 

Nagel, K., 

O’Mara, L., 

2008 

Canada  

Talking With Others Who 

“Just Know”: Perceptions 

of Adolescents With 

Cancer Who Participate in 

a Teen Group 

To explore and describe 

adolescents’ perceptions of a 

teen group for adolescents with 

cancer, to describe the elements 

of the teen group that 

adolescents found valuable, and 

to explore what features of the 

group were less satisfactory to 

the participants 

Qualitative descriptive 

study design, in-depth 

interview using open ended 

questions of adolescents 

with in age range (14-20) 

11 

(0) 

Satisfying Elements include participants being 

able to talk to others who “just know,” sharing 

experiences while having fun as a normal 

teenager, and giving or receiving inspiration. 

Subthemes under Challenges as identified by 

participants include ensuring that activities 

during teen events meet the needs of all 

participants and dealing with the death of a group 

member. Study findings suggest that adolescent’s 

feel supported when they are among others in 

similar circumstances while engaging in normal 

activity. Offering this type of group for 

adolescents with cancer provides them with the 

II 
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ongoing opportunities for connection with their 

peers that is often needed throughout the 

treatment journey 

Grinyer, A., 

2009  

United 

Kingdom 

 

 

Contrasting parental 

perspectives with those of 

teenagers and young adults 

with cancer: Comparing 

the findings from two 

qualitative studies 

To compare and contrast the 

issues raised in narrative data 

gathered from parents of 

teenagers and young adults 

with cancer with interview data 

gathered from young adults 

being treated for cancer. 

Qualitative in-depth 

interviews and comparison 

with correspondence 

narrative study of parents 

with adolescents and young 

adults with age range (16-

24) 

28 

(0) 

The secondary analysis of the two data sets 

illuminates contrasting familial perspectives. 

While some of the topics raised by parents are 

also addressed by young people, their 

perspectives differ thus offering a ‘mirror image’ 

of the same issue. The contrast in priorities can 

contribute to stress within the family and can 

increase the danger of conflict over key decisions 

that may impact upon the health of the young 

adult with cancer 

I 

Grinyer, A., 

2007  

United 

Kingdom 

 

The biographical impact of 

teenage and adolescent 

cancer 

To understand how age and life 

stage affect the illness 

experience and impact upon 

biographies and life trajectories 

Qualitative research with an 

in-depth interview of 

adolescents and young 

adults with in age range (15-

25). 

20 

(0) 

Many aspects of the participants’ lives were 

affected, including education, careers, life plans, 

friendship networks, appearance, sexuality and 

fertility. The economic effects could also be far 

reaching and contribute to a loss of 

independence, which is very fragile in this age-

group 

I 

Jones, B.L., 

Volker, D.L., 

Vinajeras, Y., 

Butros, L., 

Fitchpatrick, 

C., Rossetto, 

K., 2010 

Mexico  

The Meaning of Surviving 

Cancer for Latino 

adolescents and emerging 

young adults 

To conduct interviews with 

AYA Latino cancer survivors 

to inform professionals 

working with these survivors 

A hermeneutic 

phenomenological approach 

of qualitative research, an 

in-depth interview of 

adolescents with in age 

range (14-21)  

10 

(1) 

Interviews revealed seven themes regarding the 

experience and meaning of survivorship for this 

population: gratitude, humor/positive attitude, 

empathy for younger children with cancer, god 

and faith, cancer happens for a reason/cancer 

changed my life/, familial support, and staff 

relationships. 

II 

Larouche, 

S.S., Chin-

Peuckert, L., 

2006  

Canada  

Changes in Body Image 

Experienced by 

Adolescents With Cancer 

To explore adolescents’ 

perceptions of their body image 

when faced with cancer and its 

treatments and the impact of 

this perceived body image on 

A multiple case study 

design using semi-

structured interviews guided 

qualitative study of 

adolescents with in age 

5 

(0) 

Adolescents described their body image as “I 

don’t look normal,” a theme that comprised 2 

dimensions: “I look ugly” and “I look sick.” For 

the adolescent with cancer, these 2 dimensions 

evoked feelings of being vulnerably exposed: 

II 
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their everyday life range (14-17) “People look at me.” Consequently, adolescents 

adopted a new set of coping strategies to help 

them manage their physical appearance and 

social interactions: “avoiding,” “maintaining 

normality,” “testing the waters,” and “peer 

shield” themes. Although the adolescents 

perceived their body image as altered, coping 

mechanisms enabled adolescents to think of 

themselves as normal and re-establish their social 

lives. The results of this small study suggest 2 

potential nursing approaches to facilitate 

adolescents’ adaptation to their new body image 

Monterosso, 

L., 

Kristjanson, 

L.J., 2008 

Australia  

Supportive and palliative 

care needs of families of 

children who die from 

cancer: an Australian study 

To obtain feedback from 

parents of children who died 

from cancer about their 

understanding of palliative 

care, their experiences of 

palliative and supportive care 

received during their child’s 

illness, and their palliative and 

supportive care needs 

A qualitative study with 

semi-structured interviews 

of parents whose children 

died of cancer in the age 

range of (2-17) 

24 

(0) 

Parents construed palliative care negatively as an 

independent process at the end of their children’s 

lives rather than as a component of a wider and 

continuous process where children and their 

families are offered both curative and palliative 

care throughout the cancer trajectory. The 

concept of palliative care was perceived to be 

misunderstood by key health professionals 

involved in the care of the child and family. The 

importance and therapeutic value of authentic 

and honest relationships between health 

professionals and parents, and between health 

professionals and children were highlighted as a 

critical aspect of care. Also highlighted was the 

need to include children and adolescents in 

decision making, and for the delivery of 

compassionate end-of-life care that is sensitive to 

the developmental needs of the children, their 

parents and siblings 

I 

Olsen, P.R., 

Harder, I.,  

2010 

Caring for teenagers and 

young adults with cancer: 

A grounded theory study of 

To generate a substantive 

theory by exploring processes 

and strategies of oncology 

Grounded theory qualitative 

research, with an in-depth 

semi-structured  interview 

7 

(0) 

‘Bridging’ was defined as the core concept in 

nurses’ strategies aimed at creating a space for 

the TYAs’ normal growth and development. By 

I 
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Denmark network-focused  nursing nurses engaged in a nursing 

programme, which aims at 

supporting these young patients 

and their significant others to 

maintain, establish and 

strengthen support from their 

social network during 

the treatment period 

of nurses involved in 

network focused nursing 

support of adolescents and 

young adults with in age 

range (15-22)  

strategies of ‘Tuning in’, ‘Framing the situation’, 

‘Navigating towards the goal’ and ‘Connecting 

people’ the nurses attempted to provide a 

foundation for the seriously ill TYAs to connect 

to their normal everyday life 

 

Olsen, P.R., 

Harder, I.,  

2009 

Denmark  

 

 

 

 

Keeping Their World 

Together-Meanings 

and Actions Created 

Through Network-Focused 

Nursing in Teenager and 

Young Adult Cancer Care 

 

To explored how the network-

focused program was perceived 

by TYAs with cancer and their 

significant others 

 

Qualitative research of 

classic grounded theory and 

constructive approach, with 

an in-depth interview, 

observation and informal 

conversation of adolescents 

and young adults with in 

age range of (15-22) and 

their families  

  

 12 

(0) 

 patients  

19 

(0) 

significant 

others 

  

 

Nurses are in a unique position to enhance and 

support the efforts of these young patients and 

their significant others in connecting with the 

social network that extends beyond the family 

and includes the wider social network 

I 

Ramini, S.K., 

Brown, R., 

Buckner, 

E.B., 2008  

United State 

Embracing Changes: 

Adaptation By Adolescents 

with Cancer 

To use the Roy Adaptation 

Model (RAM) to examine 

adaptive strategies of 

adolescents with cancer 

Theory-based descriptive 

qualitative research of Roy 

Adaptation Model, by 

interviewing using open 

ended questioner of 

adolescents and young 

adults with in age range (16-

25)    

4 

(0) 

Adolescents and young adults reported evidences 

of positive adaptation. Experiences congruent 

with the adaptive modes included responding to 

uncontrolled nausea, embracing changes, wanting 

to feel normal, having the support and protection 

of family, and feeling increased psychosocial 

maturation 

II 

Reid, F.C., 

2013 

Scotland  

Lived experiences of adult 

community nurses 

delivering palliative care to 

children and young people 

in rural areas 

To highlight some of the 

challenges perceived by rural 

adult community nurses when 

delivering palliative care to 

CYP and their families in the 

home 

Qualitative 

phenomenological research 

design, with in-depth semi-

structured interview of 

nurses providing support to 

children’s with in age range 

of (0-15) in a community  

10 

(0) 

Four key themes emerged: emotional 

preparedness, navigating the professional ‘road’, 

becoming part of the family, and it’s everybody’s 

business. Significant issues were highlighted in 

relation to nurses’ coping, with implications for 

practice 

I 
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Shepherd, 

W.E.J., 

Woodgate, 

R.L., 2011 

Canada  

 

A Journey Within a 

Journey: The Lived 

Experience of Parents Who 

Do Not Live Near Their 

Child’s Tertiary Cancer 

Center 

The purpose of this qualitative, 

phenomenological research 

study was to provide a 

description of the essence of 

the lived experiences of parents 

caring for a child who had 

completed treatment for cancer 

who do not live near the cancer 

center 

Hermeneutic 

phenomenology 

Qualitative research, with a 

semi-structured interview of 

parents with childrens with 

in age range (7-15)  

   

5 

(0) 

Wherever necessary in order to receive 

specialized care for their child. Parents 

emphasized the importance of having a local 

health care provider in whom they trusted. 

Assessing families’ needs, support systems, and 

readiness to return home are important nursing 

roles throughout the cancer trajectory 

I 

Stewart, J.L., 

Pyke-Grimm, 

K.A., Kelly, 

K.P. 

2012 

United State  

Making the Right Decision 

for My Child With Cancer: 

The Parental Imperative 

To describe the process of 

parents making major treatment 

decisions for their children with 

cancer 

Grounded theory of 

qualitative research with an 

in-depth semi-structured 

interview of parents with 

children’s with in age range 

of (3-17)   

13 

(0) 

Children  

15 

(0)  

Parents  

Parents’ determination to make the right decision 

was both a demanding responsibility and a 

natural extension of the parental role. Everything 

parents encountered and undertook during the 

treatment decision making process was in the 

service of making the right decision for their 

child. All parents expressed conviction that they 

had made the right decision, but conviction was 

tempered by doubts triggered by the pervasive 

uncertainty of the childhood cancer experience. 

Parents described limited treatment decision 

making participation by extended family 

members and the affected children themselves, 

asserting their primary responsibility to act as 

their child’s surrogate in partnership with the 

child’s medical team 

I 
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Wallace, 

M.L., 

Harcourt, D., 

Rumsey, N., 

Foot, A., 2007 

United 

Kingdom 

Managing appearance 

changes resulting from 

cancer 

treatment: resilience in 

adolescent females 

To identify and explore 

appearance- 

related concerns and ascertain 

their psychosocial 

impact 

Qualitative research of 

phenomenological analysis, 

in-depth semi-structured 

interview of adolescents 

with in age range (14-19)  

6 

(0) 

Five main themes emerged; the first deals 

directly with identifying appearance changes of 

significance to participants and how these were 

responded to during treatment, in order to 

provide some ‘background’ or context for the 

reader. Themes 2–4 provide a more in-depth 

analysis of the illness experience and the impact 

of having cancer and an altered appearance. The 

final theme relates to recommendations for future 

psychosocial care and support for adolescents 

with cancer. Pseudonyms have been used 

throughout. 

I 

Wicks, L., 

Mitchell, A., 

2010 

New Zealand  

The adolescent cancer 

experience: loss of control 

and benefit finding 

To explore, through in-depth 

interviews, 

adolescents’ experiences of 

being diagnosed and 

treated for cancer at a tertiary 

hospital offering both a 

pediatric and an adult oncology 

service in New Zealand 

Qualitative research of in-

depth semi-structured 

interview of adolescents 

with in age range (16-22) 

10 

(0) 

Thematic analysis of interview transcripts 

revealed two latent themes: loss of control and 

benefit finding. Adolescents reported that 

feelings of loss of control resulted in a sense of 

frustration, feelings of inadequacy and anger, and 

noncompliance with treatment. Perceived 

benefits of cancer experiences included improved 

personal attributes, strengthened relationships 

and material gains. 

I 

 

Example of a matrix for reporting categorization, evaluation and quality assessment of academic studies modified from Willman, Stoltz och Bahtsevani (2006). 

Randomised controlled study (RCT), Clinically controlled study (CCT), Single non- randomized study (P), Retrospective study (R), Qualitative study (Q) 

Level of study according to Polit & Beck, 2008 
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Appendix 2 

 
Author Theme Sub-theme 

Barling et al. (2014)  The reality of hospitalization   The place of treatment  

 Hospital environment  

 Not fitting in  

 Confronting illness and death  

Berntsson et al. (2007)  Feeling of acceptance of illness/disabilities as a 

natural part of life 

 A feeling of support (from family, friends, 

health care professionals and society  

 Feeling of personal growth  

 

Cassano et al. (2008)  Satisfying elements of the teen group   Talking to others who “just know” 

 Sharing experiences and having fun as a 

normal  

 Inspiring: giving and receiving  

 Challenge in the teen group   Level of activity of teen events  

 Dealing with the death of a teen group member  

 

Grinyer (2009)  Information and decision making in the care 

setting  

 Independence and normality  

 Appearance  

 

Grinyer (2007)  The disruption of life trajectories  

 The loss of independence 

 The setting of care   

 

Jones et al. (2010)  Gratitude 

 Humour, positive attitude  

 Empathy for younger children with cancer 

 God, Faith  

 Cancer happens for reason, cancer changed my 

life  

 Family support  

 Staff relationships  

 

Larouche et al. (2006)  Perception of body image   “I don’t look normal” 

 “People look at me” 
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 Impact of body image perception on their life   Avoiding social situation  

 Maintaining normality  

 Peer-shield  

 Testing the water  

Monterosso et al. (2008)  Contextual experience of the cancer trajectory   Shock and disbelief  

 Day to day adaptation and suspension of own 

life 

 Childs acceptance and involvement in decision 

making   

 Understanding palliative care   Being ‘cut off’ from the hospital 

 Palliative care for us was keeping child 

comfortable  

 Palliative care should be more than keeping 

child comfortable  

 Understanding my child is dying   When we know our child was going to die 

 People involved in providing palliative care   Key professionals  

 Family and friends  

 

 Things of greatest importance during the last 

months of life  

 Dying at home and having time to spend time 

with my child   

 Importance of an open, honest authentic and 

therapeutic approach of care  

 Open and honest communication 

 Compassion  

 Authentic respect of my child   

 Hopes for differences in palliative care 

experiences of future families  

 Communication and inclusiveness  

Olsen and Harder (2010)  Tuning in 

 

 

 

 

 

 Getting on the same wavelength 

 Embracing different social conversation  

 Facing a broader spectrum 

 Framing the situation  

 

 Setting the scene  

 Naming  

 Being the voice  

 

 Navigating towards the goal   Familiarising oneself 

 Balancing professional and personal 
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involvement  

 Reaching the teenage and young adults  

 Connecting people   Encouraging and preparing the social network  

 Strengthening teenage and young adults and 

significant other’s relationship  

 Guiding the teenage and young adults towards 

ordinary life  

Olsen and Harder(2009)  Embracing the program   Finding their way  

 Telling it straight  

 Pulling together  

 Building strength   Preserving self 

 Protecting each other  

 Becoming competent  

Ramini et al. (2008)  Physiological mode  

 Self-concept mode  

 Role function mode  

 Interdependence mode  

 

Reid (2013)  Emotional preparedness  

 Navigating the ‘professional road’ 

 Being part of the family 

 It is every bodies business   

 

Stewart et al. (2012)  Motivating factors   Parental role  

 Child qualities  

 Altruism   

 Challenges   Uncertainty  

 Emotional context  

 Strategies   Being careful  

 Looking for signs  

 Involvement of others  

 Personal faith  

 Dimension   Decision control  

 Child involvement  

 Degree of difficulty  

 Clinician support   Availability  

 Patience  

 Knowledge  
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 Honest  

 Involvement  

 Looking forward   Conviction  

 Doubt  

 Emotional toll  

Thompson et al. (2009)  Information provision and communication   Diagnosis and decision making  

 Fertility  

 Treatment information  

 Treatment process   Sexuality and body image  

 Psychosocial support  

 Healthcare professional skills  

 Hospital environment  

 Post-treatment care, Survivorship   Finishing treatment  

 Ongoing health concerns  

 Future direction  

 

Watt Shepherd et al. (2011)  Traveling for care   Being away from home  

 Returning home  

 Practical issue  

 Learning to navigate their journey with health 

care providers  

 Learning the diagnosis  

 Being at the cancer treatment center  

 Responsibility of care 

 Coping with change   Support from family, friends, community, 

health care providers, support group  

 Faith  

 Returning to “normal” life, work, school 

 Perspective  

  

Wallace et al, (2007)  Appearance change  

 Rejection of an illness identity: holding to 

being on normal  

 The meaning of appearance after cancer  

 Increased appreciation and enjoyment of life  

 Aspects of health care provision  

 

WICKS & MITCHELL, (2010)  Loss of control 

 Benefit finding 
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Appendix 3 

 

Classification guide of academic articles and studies regarding quality in both quantitative and qualitative research modified Berg, Dencker & 

Skärsäter (1999), Willman, Stoltz & Bahtsevani (2006).  

 

CLASSIFICATION  

GRADING OF ACADEMIC QUALITY 

 I = High quality II = 

moderate 

III = Low quality 

Randomised controlled trial (RCT) 
is a prospective study that entails a 

comparison between a control group 

and one or more experiment groups. 

Large, well planned and well 

executed multicenter study with an 

adequate description of protocol, 

material and methods including 

treatment techniques. The number of 

patients/participants is large enough 

to answer the research question. 

Adequate statistical methods. 

 

 

 

* 

Randomised study with few patients/participants and/or 

too many partial studies with insufficient statistical 

strength. Insufficient number of patients/participants, 

inadequately described method or large attrition rate 

(participant drop out rate).  

Clinical controlled trial ( CCT) is a 

prospective study that entails a 

comparison between a control group 

and one or more experiment groups. 

Not randomised. 

Large, well planned and well 

executed study with an adequate 

description of protocol, material and 

methods including treatment 

techniques. The number of 

patients/participants is large enough 

to answer the research question. 

Adequate statistical methods 

 

 

* 

Limited number of patients/participants, method 

inadequately described, faults or lacking in protocol 

and insufficient statistical strength. 

Non- controlled study (P) is a 

prospective study but without a 

control group. 

Well defined research questions, 

sufficient number of 

patients/participants and adequate 

statistical methods. 

 

* 

Limited number of patients/participants, method 

inadequately described, faults or lacking in protocol 

and insufficient statistical strength. 

Retrospective study (R) is an 

analysis of a historical material that is 

related to something that already 

Number or patients/participants 

sufficient to answer the research 

question. Well planned and well 

 

* 

Limited number of patients/participants, method 

inadequately described, faults or lacking in protocol 

and insufficient statistical strength. 
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happened, for example patient charts.  executed study with an adequate 

description of protocol, material and 

methods. 

Qualitative study (Q) often is an 

investigation where the aim is to 

study phenomena or interpret 

meaning, perceptions and experiences 

from the perspectives of the 

participants. The aim can also be to 

develop concepts, theories and 

models. 

 

Context clearly described. Selection 

of participants motivated. Clearly 

described selection criteria, data 

collection, transcription process and 

method of analysis. Credibility and 

reliability described. Relation 

between data and interpretation 

evident. Critique of method. 

 

 

* 

Poorly formulated research questions. 

Patient/participant group inadequately described. 

Method and analysis not sufficiently described. 

Presentation of results incomplete. 

* Some of the criteria for level I are not met, but the academic quality is deemed higher than level III – Low quality. 

 


