
765© Springer International Publishing AG 2017
A. Bleyer et al. (eds.), Cancer in Adolescents and Young Adults, Pediatric Oncology, 
DOI 10.1007/978-3-319-33679-4_32

Addressing the Ethical Challenges 
for Young Adults, from a Rights- 
Based Perspective
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Abstract

Healthcare professionals frequently encounter ethical situations in their 
daily practice while caring for and making decisions with patients and 
other family members. They may often experience moral uncertainty and 
dilemmas about the best or right approach to handle ethical concerns. 
Ethical conflict can sometimes occur particularly when there is a clash of 
values between individuals, concerning which of the possible options 
should be chosen: such conflict can be potentially harmful and adversely 
affect the dynamics within the caring team.
 We sought to contribute to the narrative of real-world practice by draw-
ing upon the experience of those delivering direct cancer care. We sought 
professional’s views to present a contemporary perspective on the ethical 
challenges they encounter while caring for young people with cancer. The 
narrative that follows has been constructed around the central themes that 
professionals encounter, which we wove into relevant literature and some 
personal reflections. The themes include stopping or not stopping when treat-
ment is futile; delaying or avoiding difficult conversations, about cancer, 
around poor prognosis or end- of- life care; caught between competing obliga-
tions between family- and young adult-centred care; patient choice, when 
faced with treatment options and place of care, access to clinical trials/
research and fertility options or when refusing treatment; and tensions 
between a professional’s personal moral compass, expectations attached to 
their role and conflict with team members.
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We argue here:
1.  The need for models of care that are person- centred to promote posi-

tive and equitable engagement with patients, families and carers, 
empowering adolescents and young adults in making decisions and 
enabling them to actively influence their care.

2.  The need for an organisational culture that has established processes 
and practices that facilitate and support team discussions about ethical 
issues and dilemmas that occur in everyday clinical care.

3.  The need to create an effective ethical climate, where all perspectives 
are considered, shared decision-making is valued and open dialogue 
between team members is encouraged.

32.1  Introduction

There is no doubt that life trajectories and biogra-
phies are changed as a result of a cancer diagnosis 
[1, 2]. Stories of lives interrupted and disrupted are 
evidence of the impact felt, in both the short and 
long term: the impact being felt ‘long after malig-
nant cells have been controlled’ [1, p. 279]. The lit-
erature suggests that a diagnosis of cancer results in 
a web of ongoing influences, arising from the dis-
ease, treatment and social and personal aftershocks. 
These influences require negotiation and renegotia-
tion to accommodate the enforced change of per-
sonal identity, what some now refer to as 
‘biographical disruption’ [1–4], but has also been 
referred to as the ‘new normal’ [5–7], and more 
recently ‘negotiating the present and planning for 
the future’ [8]. The energy and effort invested in 
creating this ‘new normal’ include continually visit-
ing a history of a serious illness to make sense of 
current and possible health and psychosocial conse-
quences and thereby accommodate cancer-related 
influences on a life course [8]. The ‘disruptive 
force’, that is, a cancer diagnosis [9, p. 3], can lead 
to a portion of a young adult’s life ‘lived in a state of 
suspension during treatment and recovery’ while at 
the same time ‘their lives were moving forward’ 
[10, p. 383]. A consistent theme throughout the 
body of evidence about the experiences of young 
adults with cancer is the impact on daily life and the 
need to promote a sense of normalcy. Hinds [11] 
describes normalcy as adolescents looking to the 
future, of improved or recovered health and how 
they imagine being able to appear, do and feel like 

healthy others. That the patient is first a normal 
young adult who happens to have a diagnosis of 
cancer should be the foundation of any model of 
care we choose to implement [12]: models where 
creating an environment of flexibility is an essential 
characteristic, which enables us to deliver develop-
mentally appropriate care [13], irrespective of the 
place of care, where knowledge of the ‘International 
Charter of Rights for Young People with Cancer’ 
[14] is guiding the principles of care.

This Charter was launched in 2011. It makes 
explicit nine rights and calls on the international 
community, ‘to recognize that access to quality 
cancer care is a right, not a privilege, and to improve 
the services and support that young people diag-
nosed with cancer receive, regardless of geographi-
cal location’ [14 p. 49]. Human rights are enshrined 
in the national constitutions and legislation of most 
countries. A rights-based approach needs to be 
underpinned by a values base for practice. A values 
base must reflect what patients, families and carers 
are asking for, and according to the PANEL prin-
ciples (Scottish Human Rights Commission http://
www.scottishhumanrights.com/careaboutrights/
whatisahumanrightsbasedapproach) [15], this 
should consist of the following:

• Participation: where everyone has a right to 
participate in decisions about them.

• Accountability: effective monitoring of human 
rights standards is in place.

• Non-discrimination and equality: where all 
forms of discrimination are prohibited, pre-
vented and eliminated.
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• Empowerment: individuals know their rights.
• Legality of rights: the recognition that rights 

are enforceable.

In essence, when thinking about clinical care, 
it is about empowering young people to know 
and claim their rights and increasing the ability 
and accountability of individuals and institutions 
who are responsible for respecting, protecting 
and fulfilling rights. Models of care that promote 
positive and equitable engagement with patients, 
families and carers must be a central focus for 
our rights-based practice [16].

We want to particularly highlight ‘right num-
ber 6’ of the International Charter of Rights for 
Young People with Cancer, which states: young 
people have the right to empowerment in making 
decisions supported by full and detailed expla-
nation of all treatment options and long-term 
effects of the disease enabling them to actively 
influence their care (http://www.canteen.org.nz/
get- involved/international-charter-of-rights-for- -
young-people-with-cancer) [17]. It is our inten-
tion, to examine further the terms in italics as 
we advocate for a person-centred approach to all 
ethical considerations faced by healthcare pro-
fessionals when working with adolescents and 
young adults (AYA). Person- centred care aims 
to ensure a person is an equal partner in their 
healthcare: the individual and the health system 
benefit because the individual experiences greater 
satisfaction with their care and the health system 
is more cost-effective (Royal College of Nursing 
[RCN] ttp://www.rcn.org.uk/development/prac-
tice/cpd_online_learning/dignity_in_health_care/
person-centred_care) [16]. The principles of per-
son-centred care include:

• Treating people as individuals
• Respecting their rights as a person
• Building mutual trust and understanding
• Developing therapeutic relationships

McCormack and McCance [18] describe care 
processes and prerequisites of person-centred 
care that leads to better outcomes. These include 
satisfaction with care, involvement with care, 
feelings of well-being and creating a therapeutic 

culture. We argue here, for person, not patient, 
centred care, informed by a rights-based approach 
to all aspects of ethical care.

In this chapter, we first describe what we mean 
by ethical challenges. Our focus will be to present 
some of the ethical challenges faced by colleagues 
in the real world of practice and some of the strate-
gies used by them to deal with these. As profession-
als we are not short of guidance, policies and in 
many cases ‘heavy tomes’ that guide us in terms of 
the practical use of ethics in practice [19–22]. A 
considerable amount has been written on ethical 
issues and ethical challenges, and therefore, it is not 
our intention to duplicate any of those influential 
and seminal pieces here, more to offer examples 
that will assist reflection on the reader’s own experi-
ence. We then conclude, by considering these chal-
lenges, and offer our own reflections on the ‘right 
number 6’ of the Charter and how a rights-based 
approach can help us to both avoid and assist when 
dealing with ethical challenges in the AYA field.

32.2  What Do We Mean by Ethical 
Challenges?

Healthcare professionals encounter ethical questions 
in their daily practice and often experience moral 
uncertainty and dilemmas that accompany critical 
ethical concerns. Ethical conflict occurs when there 
is a clash of values between individuals, or within an 
individual, concerning which of the possible options 
should be chosen: such conflict can be potentially 
harmful and have far- reaching consequences [23]. 
Conflict usually begins as moral disagreements 
about an issue, the perception of unfairness in deal-
ing with an issue or an emotional response to that 
situation [24]. Moral disagreements are expected 
to occur in practice. We work in a complex area of 
clinical care, often one that is emotionally charged. 
But when these disagreements progress to ethical 
conflict, care can become more complicated, and 
tensions can become high. Ethical conflicts are 
increasing, for a number of very obvious reasons, 
including extended life spans, increased technology, 
the public’s ever-increasing expectations of medical 
care, greater cultural and religious diversity, shifts in 
healthcare financing and limited resources: where 
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caring within this context impacts on many factors 
and can cause ethically challenging situations that 
can compromise relationships and disrupt team-
work. Vivian-Bryne and Hunt [25 p. 1] argue that 
‘no action is free of ethical relevance’. They advocate 
for healthcare professionals to adopt the idea that 
decision- making is a social meaning-making activ-
ity and takes place within context. So, constructing 
ethics with others can help to maintain relationships 
and maximise teamwork and reduce  ethics- related 
stress and moral distress [23]. Avoiding raising 
concerns and avoiding conflict by accommodat-
ing differences are described as the least helpful 
strategies. Organisational structures that support a 
culture where interdependence and shared decision-
making are valued, moral differences are addressed, 
dialogue is encouraged and all voices of the car-
ing team ‘blend in’ provide the best environment 
in which ethical challenges can be addressed [23]. 
Being on ‘the same page’, with patients and fami-
lies, where care goals and treatment goals and their 
consequences are communicated effectively and in a 
timely way, ensures patient preferences are consid-
ered, and quality of care is maximised. The ethical 
climate in which ethical challenges occur must not 
be overlooked [26].

32.3  Why Ask Experts to Tell Us 
About Their Ethical Concerns 
and Management 
Strategies?

Throughout this textbook authors who are experts 
in their field have drawn extensively on evidence 
and examples from clinical care to support their 
writings. Much of this applies to the content of this 
chapter too. To contribute to the narrative of real-
world practice, we have chosen to draw on the 
experience of those delivering direct cancer care. 
We have sought professional views to present a 
contemporary perspective on the challenges that 
they face, revealing experiences that might best 
illuminate current ethical issues facing those 
working with AYA. Our approach was to contact 
experienced individuals in the field by email to ask 
if they were able to contribute to this chapter by 
sharing what they thought were the main ethical 
challenges they encounter in everyday practice.

32.3.1  Our Approach

We approached individuals who represented dif-
ferent disciplines including medicine, nursing and 
psychology from countries in Europe, America 
and Australia. We used personal contact, confer-
ence proceedings and published papers to identify 
individuals working in the field. We received com-
ments back from 12 individuals, from a total of 25 
requests sent. The professionals who responded to 
our request are acknowledged at the end of this 
chapter. These individuals responded to a list of 
questions that were based on a questionnaire used 
by Cecilia Bartholdson and colleagues [27] to 
explore ethical issues faced by healthcare profes-
sionals in children’s cancer care in Sweden. We 
adapted the questions with the permission of 
Bartholdson and colleagues.

We asked six key questions:

 1. Please briefly describe the ethical issues that 
arise most frequently in your work.

 2. Please list here factors that have prevented 
you from doing what you believe is right/best 
in relation to ethical issues in clinical care/
treatment of patients.

 3. Please briefly describe the ethical issues, 
which, in your experience, lead to the most 
frequent conflicts with your co-workers.

 4. Please mention how you deal with ethical 
issues that commonly occur in your unit.

 5. Have you any suggestions about what you 
could do to deal with ethical issues?

 6. Please briefly describe your experiences of 
teamwork in dealing with ethical issues in 
healthcare/treatment of patients.

32.4  What Are Some of the 
Challenges Professionals  
in Our Field Face?

The narrative that follows has been constructed 
around the central reoccurring themes from the 
returned emails, which we have then woven into 
relevant literature and some personal reflections. 
These themes can by no means account for all the 
ethical challenges healthcare professionals might 
face nor indeed all that our respondents shared; 

F. Gibson and I. Coyne



769

they are a perspective on a point in time by a 
selected group of individuals. But what they 
serve to do is to highlight the complexity and var-
ied nature of these challenges which when viewed 
through the lens of ethical principles, we can 
begin to see how we might use rules to inform 
our discussions and focus our debate, as well as 
gathering and understanding the perspectives of 
all those involved, in order to resolve an ethical 
challenge.

We have grouped the topics highlighted by 
colleagues and these include (1) stopping or not 
stopping when treatment is futile; (2) delaying or 
avoiding difficult conversations, about cancer, 
around poor prognosis or end-of-life care; (3) 
caught between competing obligations between 
family- and young adult-centred care; (4) patient 
choice, when faced with treatment options and 
place of care, access to clinical trials/research 
and fertility options or when refusing treatment; 
and (5) tensions between a professional’s per-
sonal moral compass, expectations attached to 
their role and conflict with team members. Where 
relevant we have drawn on their direct words, 
presented in italics, to really reflect the issues 
they so willingly shared.

32.5  Stopping or Not Stopping 
When Treatment Is Futile

With advances in treatment, the expectation is 
that most AYAs will survive cancer, but this is not 
the case, and outcomes are not so positive par-
ticularly for AYAs as demonstrated by Bleyer’s 
work [28]. The decision to stop treatment is a 
very difficult one, and often there are conflicting 
perspectives on how the process should be han-
dled. Our respondents noted that with good sur-
vival figures, it has become more difficult to 
know when to cease active treatment. Indeed, on 
first entering the environment of healthcare think-
ing that cancer means death, often their expecta-
tions change to think that cure is and in fact is 
always possible. When it is not possible, some-
one must have made a mistake somewhere, leav-
ing families searching for new answers. 
Frequently all options are considered, and ensur-

ing that every stone is upturned can lead to delays 
or lack of preparation for end-of-life care. 
Families expect a cure, and adapting to a change 
in this rule is very challenging for all involved, 
particularly if there was an expectation of cure 
from the outset.

Parents may exhort and pressurise healthcare 
professionals to continue all treatment even if the 
outcome is futile. This may lead to situations 
where professionals may continue exhausting all 
options, even though they may know that survival 
is unlikely and where quality of life could be 
affected significantly. Continuation of pseudo 
curative treatment versus purely palliative 
approaches presents its own challenges, where 
clinician comfort, or lack of it, in offering pallia-
tive care early enough to allow the AYA and the 
family to prepare is compromised. There are 
problems it would seem, with teams not stopping 
when treatment is futile, because the parents are 
not yet on board. A number of respondents men-
tioned differences between paediatric oncolo-
gists, haematologists and adult/AYA oncologists, 
where some are better at pragmatism than others. 
Even when a clinician recognises that they went 
on treating for too long, it isn’t always possible 
to say you would do something different next 
time. A number of respondents mentioned how 
important it was that a patient and their family 
need to feel that their wishes have been heard.

The AYA may have strong feelings either 
way, but if not involved in the decision to stop or 
to continue with treatment, then their prefer-
ences are not heard and their right to participa-
tion not upheld, and they are disempowered. 
Making the decision to stop is a very difficult 
one for parents, AYA and professionals. Where 
there are disagreements, then conflict often 
ensues. Families may look to other countries, 
search the Internet, seek a second opinion and in 
general consult widely. Our respondents spoke 
of some of the challenges that result from this 
searching for hope, particularly where the AYA 
has been excluded from any discussion by their 
parents. Research indicates that open discussion 
in a supportive trusting environment coupled 
with information and recommendations can 
assist in decision-making about continuing care 
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[29, 30]. A dialogue that begins with the AYA 
and their family at diagnosis and continues, and 
where accurate perceptions of the prognosis is 
gained through such discussions in a trusting 
relationship, has been show to lead to less dis-
agreements about continuing with cancer-
directed treatment [31].

In cases where disagreements cannot be 
resolved, the Courts may be asked to intervene. 
In the UK the ability of AYA to refuse treat-
ment before the age of 18 when it is held to be 
in their best interests is limited – in several cases 
the Courts have overridden an adolescent refusal 
of life-saving treatment. While a person aged 
16 years and over is presumed to have capac-
ity and their consent must be respected, the law 
regarding refusal of treatment between the age 
of 16 and 18 years is ambiguous. In some US 
states, the mature minor doctrine has permit-
ted teenagers to refuse treatment and die (http://
www.thehastingscenter.org/Bioethicsforum/Post.
aspx?id=692) [32], but states, where this does not 
apply, such as in Connecticut situations like that 
of Cassandra C, who was 17 at the time of dis-
cussions, show how overruling the decision of an 
AYA to refuse treatment presents both ethical and 
emotional issues http://www.theguardian.com/
society/2015/mar/09/teen-battled-cancer-chemo-
treament- remission [33]. Cassandra C was clearly 
able to articulate her views and understood the 
consequences of her decision, ‘Whether I live 
17 years or 100 years should not be anyone’s 
choice but mine’, she wrote in http://touch.cou-
rant.com/#section/-1/article/p2p-82494220/ [34]. 
‘How long is a person actually supposed to live 
and why? Who determines that? I care about the 
quality of my life, not just the quantity’. The issue 
of competence and the challenges faced when 
an AYA refuses life-sustaining treatment can 
be explored further in Ian McEwan’s [35] most 
recent novel, The Children Act, or readers can lis-
ten to episode 4, series 11, of Radio 4 ‘Inside the 
Ethics Committee’ on iPlayer http://www.bbc.
co.uk/programmes/b0643x61 (these are archived 
so they can be listened to at any time) [36]. The 
perspective of the AYA, irrespective of the legal 
decisional authority in respective countries, is 
important and  supports the need for effective 

communication, partnership and relationship- 
based decision-making best described by Hinds 
et al. [37].

32.6  Delaying or Avoiding 
Difficult Conversations, 
About Cancer, Around Poor 
Prognosis or End-of Life Care

Collusion between parents and healthcare profes-
sionals and exclusion of the AYA in discussions at 
the time of diagnosis, then later when facing end-
of-life care, were described by some of our respon-
dents. Open communication with AYA although 
believed to be a good thing, and enshrined in pol-
icy, can still, it would seem, not be taken for 
granted. The word cancer evokes strong feelings 
and there remains, despite the best efforts of some 
healthcare professionals and some organisations, 
two dominant themes in society: that AYA do not 
get cancer and that if they do they will die. So it is 
not surprising that some families, whether for cul-
tural or religious reasons or simply to protect their 
child, will go to enormous lengths and cause them-
selves more anxiety and stress by excluding them 
from any decision-making based on the knowl-
edge that they have cancer. Our respondent’s spoke 
of the challenges this then creates. When parents 
say that, they know them best and they won’t be 
able to cope, healthcare professionals are faced 
with either further colluding with parents; speak-
ing out and expressing their views and views of the 
team, based on their experience of what has 
worked in the past; or placing the AYA central, 
respecting their rights as an individual and talking 
direct to the AYA.

The implication of not knowing, as highlighted 
by many of our respondents, is that AYAs are pre-
vented from being involved in decisions that 
affect them, and they may be absent from treat-
ment-related/end-of-life care discussions. In the 
short term, difficulties arise for healthcare profes-
sionals in knowing how best to prepare AYA for 
the journey they are to embark upon. Tensions can 
arise between professionals and family members, 
as well as between team members [38]. In the 
long term, lack of knowledge of what has 
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 happened to them may prevent them from making 
wise health choices in the future or from being 
part of decisions about what happens next. 
Receiving clear information and support from the 
clinical team have been described by AYA as 
facilitating involvement in decision- making [37].

Mutual pretence and concealing information 
from AYA are now thought to be unhelpful. There 
is general agreement that the sharing of cancer- 
related information leads to improved knowledge 
and understanding of the illness [39]. Shared 
information has the potential to enable AYA to 
feel more in control of their treatment and illness 
and to participate more fully in their care and 
decision-making. However information that needs 
to be communicated is often very complex and 
can be quite uncertain and emotionally charged, 
setting the scene for miscommunication [40]. 
There is clear evidence that young people with 
cancer desire information about their illness and 
treatment [39, 41, 42]. Equally challenging is the 
situation where the AYA excludes their parents/
family members from all discussions about their 
care. Thus a new challenge presents itself in terms 
of the triad of communication, managing expecta-
tions and offering support to all who need it. Some 
spoke about parent-free-time allowing the AYA to 
be alone and talk to healthcare professionals about 
what they are feeling and for parents to be able to 
do the same: together this explicit approach would 
work towards creating a trustful and open com-
munication approach to caring [43].

Participating in end-of-life decisions is life 
altering for AYA with incurable cancer, their fami-
lies and their healthcare providers [29, 44]. As 
Henry Marsh, in his book Do No Harm, said: ‘the 
difficulties are all to do with the decision- making’ 
[45]. Parents want to do what’s in the best interest 
of the AYA which may lead parents to try to limit 
information with the AYA which is not conducive 
to planning end-of-life care [46]. Tomlinson and 
colleagues found that hope, increased survival 
time and child quality of life were more significant 
in parents’ decision- making at end of life com-
pared to professionals who viewed financial con-
siderations as more important [47]. Healthcare 
professionals often experience difficulty reconcil-
ing parents’ preferences to withhold distressing 

information and the AYA right to information and 
participation. To respect AYA right to participa-
tion, their preferences should be determined and 
information provided accordingly in a sensitive 
caring manner. The facilitation of shared decision-
making requires active engagement with AYAs 
and their families, information sharing, clear com-
munication and trusting relationships [48]. We 
might argue that there is a continuing need for pro-
fessionals to undergo education and training to 
enhance their competence particularly with regard 
to palliative care and end-of-life care [49, 50]. The 
ability to work more openly, proactively and col-
laboratively with families, key messages from 
Coad et al. [51], are useful reminders to all mem-
bers of the clinical team.

32.7  Caught Between Competing 
Obligations, Such as Family- 
Centred Care

Professionals are not working alone and alongside 
AYA; parents are also essential members of an 
effective multi-professional team. Thus we talk 
about a triad when we are referring to partnership 
working in our field: where partnership is both 
fluid and dynamic, with role boundaries between 
all three members of the triad changing over the 
course of a relationship [41]. Understanding this 
dyad, young person-parent roles, is essential for 
professionals to uphold the individuality of each 
partner and to respect their views and value their 
input into the multi- professional team. The shifting 
roles within families make this work more com-
plex. Making a judgement of when discussions 
need to involve both the parents and the young per-
son is less than straightforward. The need to ascer-
tain values/wishes of the young person and their 
family is essential; we need to understand the com-
plexities of each family, make no assumptions and 
be guided by the AYA in terms of how we might 
define and approach family-centred care for them. 
Conversations about sexuality and fertility, for 
example, drug histories being discussed with 
minors when parents are present, all present chal-
lenging situations, where there is an obligation to 
inform AYA about such health matters, irrespective 
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of how uncomfortable that makes a professional 
feel or how tricky it might be to orchestrate that 
meeting to meet different needs [52].

Family-centred care sets the parents at the cen-
tre of the child’s care, with the young person tak-
ing a more passive role [53]. An alternative to 
family-centred care is however emerging: child- 
centred care has now been defined as a model 
where children and their interests need to be at the 
centre of our thinking and our practice [54]: here 
we can replace child with AYA in recognition of 
their agency and right to participate. An important 
premise in this further clarification of terminology 
that helps us in our field is the recognition that 
AYA views are not always the same as their par-
ents or of their health carers, and when given the 
opportunity, they are able to represent themselves 
[55]. Finding the right balance between informing 
adolescent patients about their disease, its treat-
ment, and prognosis, respecting their need for the 
truth and a full awareness, while at the same time 
protecting their feelings and sustaining their hope 
is very challenging: what Pavlish et al. [26 p. 595] 
refer to as ‘navigating the intricacies of hope and 
honesty’. Add into this situation sensitivities 
regarding family-centred care, in the case of a 
minor or even a young adult, and the triad of com-
munication can equally present emotional and 
ethical challenges. There is a danger in ‘trying to 
keep everyone happy’, that leads to uncertainty 
and inaction [23] while recognising still the impact 
cancer has on the whole family and how they 
negotiate roles within it [56].

32.8  Patient Choice and Shared 
Decision-Making, When 
Faced with Treatment 
Options and Place of Care, 
Access to Clinical Trials/
Research and Fertility 
Options or When Refusing 
Treatment

The empirical literature supports the position 
that many young people, especially those who 
are veterans of illness, can produce coherent and 
rational views relevant to decisions about their 

care [57]. This literature also reveals that there is 
no straightforward association between age and 
competence [58]: except that capability increases 
as young people grow towards adulthood result-
ing in increasing autonomy that shifts responsi-
bility from the parent to the young person. Much 
of the new social studies literature has repeat-
edly argued to reposition ‘children’ as compe-
tent and rational [59], therefore deserving of the 
right to make autonomous decisions. Young 
people’s ability and desire to be involved do of 
course vary. Respecting their differences means 
supporting them as far as they want to go, trying 
not to impose on them over-involvement or 
exclusion in decision-making [58, 60]. We would 
agree with Dixon-Woods and her colleagues 
[57] that most decisions in our field are made 
informally and are negotiated within particular 
forms of social relations, within which there are 
either shared decisions or situations where young 
people and parents defer to one another. 
Difficulties may arise, however, when young 
people are receiving their care within an adult 
setting, where they tend to deal with the AYA on 
their own and may not recognise how much the 
AYA needs a parent with them.

Patient choice and participating in decisions 
have been a focus for governments in the UK and 
elsewhere, with policy documents increasingly 
focusing on patients being central to decision- 
making in healthcare, for example, ‘Giving 
people more choice and control over their treat-
ment and services is one of our key priorities 
in the NHS…’ [61]; ‘Choice is fundamental to 
the delivery of a truly patient-centred NHS…’ 
[62]; and ‘No decision about me without me’ 
[63]. But where upholding choice conflicts with 
going against medical advice, then challenges 
can result. The young person not wanting che-
motherapy because they do not want to lose 
their hair, and the young person who did not 
want a  nasogastric tube passed because they 
don’t like the look of them were just a couple 
of examples that have posed challenges for our 
respondents. In situations such as these, ten-
sions can be escalated, where members of the 
healthcare team as well as other family mem-
bers may have a stake in decisions being made 

F. Gibson and I. Coyne



773

by AYA [60]. In their review, Davies et al. [64] 
described several themes, which relate to deci-
sion-making in cancer, about whether to enter a 
clinical trial, around palliative and end-of-life 
care, fertility issues and risk-taking following 
completion of therapy. Other than risk-taking, 
all were mentioned by our respondents and 
indicate strength of consensus on the every-
day decisions made by AYA. Clinical decisions 
are often complex and context dependent and 
should be based on best practice and individual 
patient needs. These are made more complex 
when many stakeholders are involved and the 
AYA wants to maintain their independence, 
but due to the complexities of treatment deci-
sion-making, they are forced to rely upon par-
ents and healthcare professionals’ support and 
expertise, thus creating a dependent or interde-
pendent relationship. A young person may also 
feel pressurised and torn between their own 
wishes and those of their parents’ or healthcare 
professionals. Hence the burdensome nature of 
some decision-making strengthens the case for 
shared decision-making.

Shared decision-making is an emerging strat-
egy that focuses on strengthening the collabora-
tion between clinician and patient, encouraging 
dialogue and discussion. Involvement in shared 
decision-making for AYAs means receiving 
information, being able to voice preferences, 
having a choice and negotiating and choosing 
how treatments are administered [65]. In prior 
research, these approaches to involvement have 
been reported by young people as being very 
important for them [66]. Furthermore loss of con-
trol can leave adolescents with feelings of inade-
quacy and anger, a sense of frustration, and 
potentially lead to non-adherence with treatment 
[67]. Professionals should adopt an individual-
ised flexible approach so that AYAs can have an 
active, shared or passive role as and when they 
prefer [48]. Where potential discrimination may 
occur when a young person is unable to partici-
pate fully, such as in the case of those with cogni-
tive disabilities, then healthcare professionals 
will need to work even closer with families to 
understand their preferred approach to communi-
cation and shared decision-making.

32.9  Tensions Between  
a Professional’s Personal 
Moral Compass, 
Expectations Attached to 
Their Role and Conflict with 
Team Members

Practices within our field require multi- professional 
working, within and across disciplines and also 
across into other specialities. Thus we may find our-
selves working alongside professionals with differ-
ent values and views to those we uphold, as well as 
different philosophies of care, paediatric versus 
adult. Here again there is the potential for ethical 
conflict, where we don’t always come up with a 
unanimous decision, but usually one that can be 
accepted by all. Probably because decisions are 
never black and white……should go with the major-
ity expert opinion. This indicates the importance of 
each discipline respecting each other’s expertise, 
listening closely to what others have to say and 
allowing time for discussion of viewpoints. Viewing 
an ethical issue through a different disciplinary lens 
will contribute to a fuller discussion and may raise 
awareness of different issues that need to be consid-
ered within a respectful environment. Inter-
professional differences that emerge through 
different experiences, education, culture, personal 
values and moral beliefs cannot be avoided and 
probably align closely with different perspectives of 
‘in the child’s best interest’ [27]. Creating the right 
environment would seem to be key, one that pre-
vents conflicts from occurring or has robust struc-
tures in place to manage them, should they occur. 
Pavlish et al. [23] refer to a ‘moral community’, the 
characteristics of which include:

 1. Open, respectful team relationships
 2. Processes for timely, honest planned 

communication
 3. Accessible, strong, ethics-minded leadership
 4. Routine, readily available, system-wide ethics 

resource
 5. Provider awareness and willingness to use 

ethics resources

The implicit notion of accountability within 
this moral community is to be welcomed, where 
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a ‘shared commitment to the moral good of  
high- quality patient-centred care is system-wide’ 
[23 p. 138].

32.10  How Might We Deal 
with Ethical Challenges?

Many respondents spoke about the strategies they 
used, such as multi-professional forums, where 
clinical cases can be discussed and where there is 
open and frank discussion about clinical deci-
sions, particularly difficult ones. Clinical ethics 
meetings were also commonplace, where health-
care professionals were able to draw on the 
expertise of a range of professionals. Some clini-
cal ethics meetings would draw upon the exper-
tise of ethical experts or other personnel, such as 
the chaplain, that can help provide a fresh or dif-
ferent perspective, particularly if emotions are 
high and there has not been a resolution of differ-
ences of opinions on the best way forward. An 
open and allowing climate that permits everyone 
to raise his/her concerns was championed by 
many of our respondents. In contrast, lots of talk 
in the lunchroom and during coffee breaks or 
between colleagues was thought to give only a 
narrow picture of the situation. Bringing profes-
sionals together in a more formalised approach or 
even in an ad hoc emergency type meeting was 
thought more helpful: teamwork is more effective 
than one person trying to sort it out: where 
involving the patient, or at least give them an 
opportunity to have involvement if they want it, 
was more commonplace. We heard about good 
examples of creative ways for AYA to tell their 
story and hence have the opportunity for greater 
involvement in all aspects of their care [68].

Having good team cohesion, respect for dif-
ferent experiences and clear communication 
were all described as essential factors in clini-
cal ethics meetings. Trust, respect and open 
communication are essential elements of an 
effective team and are crucial when a team is 
faced with an ethical dilemma. Shared commu-
nication and an open dialogue were seen by all 
as the cornerstone of multi-professional 

 working. Multi-professional working is the cor-
nerstone of care delivery, within which profes-
sional roles should be clearly defined so that 
individual roles complement one another [69]. 
So that, “it feels difficult to contradict a consul-
tant who has led a discussion” no longer pres-
ents a challenge to team members who want to 
do the right thing: what Pavlish et al. [23 
p. 595] refer to as ‘weighing risks of speaking 
up in hierarchal structures’. The importance of 
open dialogue within the clinical team was 
emphasised, where professionals from different 
disciplinary backgrounds can share their under-
standings of the family situation and contribute 
their opinions and have those opinions heard 
and respected in order to reach inter- 
professional consensus decisions.

A review of ethics consultations at St Jude 
Children’s Hospital in the USA revealed 
 religious concerns including refusal of care 
based on religious beliefs were more common 
when compared to similar reviews with adults 
[70]. In addition, consultations were more often 
prompted by distress arising from disagree-
ments about a treatment plan or from inadequate 
clinician-family communication. Clinicians in 
this study frequently consulted on two main 
issues, when deliberating whether potentially 
burdensome treatments were truly in the 
patient’s best interest and when deciding how to 
clarify the goals of care with a family when the 
prognosis was poor; these same issues were also 
mentioned by our respondents. A strong profes-
sional duty, similar to our respondents, was 
noted, to advocate for care goals that align most 
with the clinician’s sense of what would be in 
the child’s best interest [70]. Such reviews are 
helpful in understanding the purpose of ethics 
consultations, and confirming the reason for 
consultation depends on one’s point of view and 
may be viewed quite differently by others 
involved [71]. A typology of case consultations 
developed by Gillam et al. [72] is helpful in 
informing our own reflections on what we might 
seek to take to an ethics consultation and cer-
tainly provides a summary on many of the 
themes examined in this chapter (see Box 32.1).
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32.11  Reflections and Concluding 
Thoughts

Over the past several decades, changes have 
occurred that have altered the way that healthcare is 
both perceived and delivered. The availability of 
new health technologies, the increased consumer 
demand, cost improvement, cost efficiency, limited 
resources in healthcare, reconfiguration of services 
and the improved professional skill and knowledge 
competencies have all played their part in creating 
the complex and demanding workplace we work in 
today. The nature of AYA cancer care will continue 
to evolve; future challenges of technology, limited 
resources and service reconfiguration, although not 
known in detail, can be anticipated. Thus the clini-
cal speciality will evolve and healthcare profes-
sionals will continue to specialise and narrow their 
field of practice to meet these ongoing demands. 
Ethical situations and conflicts will continue to 
arise as we are challenged to deliver individualised 
care in an increasingly complex environment.

It has been suggested that caring in ethically 
demanding situations can be facilitated through 
presence, atmosphere, self-knowledge and time 
[73]. Creating an effective ethical climate must 
include the availability of appropriate ‘tools’ and 

resources, such as formal or even informal ethics 
consultations and training [23]. The centrality of 
relationships between healthcare professionals was 
a theme running through the comments of all of our 
respondents. Specifically mentioned as facilitators 
to this were trust, mutual respect, open dialogue, 
professional competence in AYA care and inten-
tional collaborations with AYA and their family 
members. Barriers were also mentioned, and in 
addition to the opposite of all the listed facilitators, 
we draw attention to understanding the shifting 
roles within families, professional differences 
within clinical teams and the often ambiguous inter-
pretation of the law regarding those considered a 
minor (where age varies in different countries). 
Accommodating expertise of the multi-professional 
team, parental decisional authority and AYA emerg-
ing maturity and competence in decision-making 
would seem to be the key elements in any model of 
decision- making in AYA cancer care [74] that could 
mitigate ethical conflicts.

We all have a responsibility to ensure our own 
organisations seek ways to both document and 
improve how we promote the use of ethical prin-
ciples in our decision-making and to facilitate 
team-based discussions on ethical dilemmas. 
Teamwork and recognition of when an impartial 
expert view might be required are essential, but 
ultimately we all require openness and the ability 
to value everyone’s contributions to decisions. 
Young people have the right to empowerment in 
making decisions supported by full and detailed 
explanation of all treatment options and long- term 
effects of the disease enabling them to actively 
influence their care (http://www.canteen.org.nz/
get-involved/international-charter-of- rights-for-
young-people-with-cancer) [13]. We hope that 
with the help of our respondents, we have pro-
vided evidence of how we can uphold this right 
and provide equitable care to young people.
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Box 32.1: Typology of Ethics Case 

Consultations

 1. Parents disagree with recommendations 
of the treating team.
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treating team.

 3. Child is resisting treatment.
 4. Parents disagree with one another about 

treatment or management options.
 5. Clinician is uncertain about the appro-

priateness of offering a particular 
treatment.

 6. Clinicians and parents are both uncer-
tain about the best way to proceed when 
a variety of options are available.

32 Addressing the Ethical Challenges for Young Adults, from a Rights-Based Perspective

http://www.canteen.org.nz/get-involved/international-charter-of-rights-for-young-people-with-cancer
http://www.canteen.org.nz/get-involved/international-charter-of-rights-for-young-people-with-cancer
http://www.canteen.org.nz/get-involved/international-charter-of-rights-for-young-people-with-cancer


776

Greenfield, Macmillan Consultant Nurse and Honorary 
Professor, Sheffield Teaching Hospitals, Sheffield, UK; 
Lars Hjorth, Consultant Paediatric & Haematology, Skane 
University Hospital, Lund, Sweden; Wendy Landier, 
Associate Professor, University of Alabama, USA; Martin 
McCabe, Clinical Senior Lecturer in Paediatric Oncology, 
University of Manchester, Manchester, UK; Heather 
McDowell, Consultant Clinical Psychologist, Auckland 
District Health Board, New Zealand; Sue Morgan, 
Teenage Cancer Trust Consultant Nurse, Leeds General 
Infirmary, Leeds, UK; Pia Riis Olsen, Clinical Nurse 
Specialist, Aarhus University Hospital, Aarhus, Denmark; 
Maria Olsson, Nurse Consultant in Pediatric Oncology, 
Drottning Silvias Barn och Ungdomssjukhus, Goteborg, 
Sweden; Clare Rowntree, Adult Haematologist, 
University Hospital of Wales, Cardiff, Wales; and David 
Wright, Lead Nurse for Teenagers and Young Adults, 
Christie Hospital, Manchester, UK.

We would also like to thank Cecilia Bartholdson and 
colleagues for their permission to use their questions to 
explore ethical issues with these named clinicians.

References

 1. Drew S (2007) ‘Having cancer changed my life, and 
changed my life forever’: survival, illness legacy and 
service provision following cancer in childhood. 
Chronic Illn 3:278–295

 2. Grinyer A (2007) The biographical impact of teenage 
and adolescent cancer. Chronic Illn 3:265–277

 3. Fern L, Taylor R, Whelan J, Pearce S, Grew T, Millington 
H, Ashton J, Brooman K, Starkey C, Gibson F (2013) 
The art of age-appropriate care: young people’s experi-
ences of cancer care. Cancer Nurs 36:e27–e38

 4. Taylor RM, Gibson F, Fern L, Pearce S, Whelan 
J (2013) Meta-synthesis of teenage and young adult 
experiences of cancer: developing a conceptual 
model. Int J Nurs Stud 50:832–846

 5. West CH, Bell JM, Woodgate RL, Moules NJ (2015) 
Waiting to return to normal: an exploration of family 
systems intervention in childhood cancer. J Fam Nurs 
21:261–294

 6. Long K, Marsland AL, Wright A, Hinds P (2014) 
Creating a tenuous balance: sibling’s experience of a 
brother’s or sister’s childhood cancer diagnosis. 
J Pediatr Oncol Nurs 32:21–31

 7. Heaton J (2014) Use of social comparisons about 
young adults’ experiences of chronic illness. Qual 
Health Res 25:336–347

 8. Stegenga K, Macpherson CF (2014) ‘I’m a survivor, 
go study the word and you’ll see my name’, adoles-
cent and cancer identity work over the first year. 
Cancer Nurs 37:18–28

 9. Love B, Crook B, Thompson CM et al (2010) 
Exploring psychosocial support online: a content 
analysis of messages in an adolescent and young adult 
cancer community. Cyberpsychol Behav Soc Netw 
15:1–5

 10. Kim B, Gillham DM (2013) The experience of young 
adult cancer patients described through online narra-
tives. Cancer Nurs 36:377–384

 11. Hinds PS (1988) Adolescent hopefulness in illness 
and health. Adv Nurs Sci 10:79–88

 12. Morgan S, Davies S, Palmer S, Plaster M (2010) Sex, 
drugs, and rock ‘n’ roll: caring for adolescents and 
young adults with cancer. J Clin Oncol 10: 
4825–4830

 13. D’Agostino NM, Penney A, Zebrack B (2010) 
Providing developmentally appropriate psychosocial 
care to adolescent and young adult cancer survivors. 
Cancer 117:2329–2334

 14. Rajani S, Young AJ, McGoldrick DA, Pearce DL, 
Sharaf SM (2011) The international charter of rights 
for young people with cancer. J Adolesc Young Adult 
Oncol 1:49–52

 15. Scottish Human Rights Commission http://www.scot-
tishhumanrights.com/careaboutrights/whatisahuman-
rightsbasedapproach. Last accessed Jul 2015

 16. Royal College of Nursing http://www.rcn.org.uk/
development/practice/cpd_online_learning/dignity_
in_health_care/person-centred_care. Last accessed 
Jul 2015

 17. Canteen, supporting young people living with cancer 
h t t p : / / w w w. c a n t e e n . o rg . n z / g e t - i nvo l ve d /
international- charter-of-rights-for-young-people- 
with- cancer. Last accessed July 2015

 18. McCance T, Gribben B, McCormack B, Laird EA 
(2013) Promoting person-centred practice within 
acute care: the impact of culture and context on a 
facilitated practice development programme. Int Pract 
Dev J 3:1–17

 19. Modi N, Vohra J, Preston J, Elliott C, Van’t Hoff W, 
Coad J, Gibson F, Partridge L, Brierley J, Larcher V, 
Greenough A, Working Party of the Royal College of 
Paediatrics and Child Health (2014) Guidance on 
clinical research involving infants, children and young 
people: an update for researchers and research ethics 
committees. Arch Dis Child 99:887–891

 20. Larcher V, Craig F, Bhogal K, Wilkinson D, Brierley J, 
Royal College of Paediatrics and Child Health (2015) 
Making decisions to limit treatment in  life- limiting and 
life-threatening conditions in children: framework for 
practice. Arch Dis Child 100:s1–s23

 21. Kodish E (2005) Ethics and research with children: a 
case-based approach. Oxford University Press, Oxford

 22. Nuffield Council on Bioethics http://nuffieldbioeth-
ics.org/project/children-research/. Last accessed July 
2015

 23. Pavlish C, Brown-Saltzman K, Jakel P, Fine A (2014) 
The nature of ethical conflicts and the meaning of 
moral community in oncology practice. Oncol Nurs 
Forum 41:130–140

 24. Pavlish C, Brown-Saltzman K, Fine A, Jakel P (2015) 
A culture of avoidance: voice from inside ethically 
difficult clinical situations. Clin J Oncol Nurs 19:1–7

 25. Vivian-Bryne K, Hunt J (2014) Ethical decision- 
making: social metaphors towards ethical action. 
J Syst Ther 33:1–15

F. Gibson and I. Coyne

http://www.scottishhumanrights.com/careaboutrights/whatisahumanrightsbasedapproach
http://www.scottishhumanrights.com/careaboutrights/whatisahumanrightsbasedapproach
http://www.scottishhumanrights.com/careaboutrights/whatisahumanrightsbasedapproach
http://www.rcn.org.uk/development/practice/cpd_online_learning/dignity_in_health_care/person-centred_care
http://www.rcn.org.uk/development/practice/cpd_online_learning/dignity_in_health_care/person-centred_care
http://www.rcn.org.uk/development/practice/cpd_online_learning/dignity_in_health_care/person-centred_care
http://www.canteen.org.nz/get-involved/international-charter-of-rights-for-young-people-with-cancer
http://www.canteen.org.nz/get-involved/international-charter-of-rights-for-young-people-with-cancer
http://www.canteen.org.nz/get-involved/international-charter-of-rights-for-young-people-with-cancer
http://nuffieldbioethics.org/project/children-research/
http://nuffieldbioethics.org/project/children-research/


777

 26. Pavlish C, Brown-Saltzman K, Jakel P, Rounkle AM 
(2012) Nurses’ responses to ethical challenges in 
oncology practice: an ethnographic study. Clin 
J Oncol Nurs 16:592–600

 27. Bartholdson C, Lutzen K, Blomgren K, Pergert P 
(2015) Experiences of ethical issues when caring for 
children with cancer. Cancer Nurs 38:125–132

 28. Bleyer WA, Tejeda H, Murphy SB, Robison LL, Ross 
JA, Pollock BH, Severson RK, Brawley OW, Smith 
MA, Ungerleider RS (1997) National cancer clinical 
trials: children have equal access; adolescents do 
not… including commentary by Rogers AS. J Adolesc 
Health 21:366–375

 29. Hinds P, Oakes L, Furman W, Foppiano P, Olson MS, 
Quargnenti A, Gattuso J, Powell B, Scrivastava DK, 
Jayawardene D, Sandlund JT, Strong C (1997) Decision 
making by parents and healthcare professionals when 
considering continued care for pediatric patients with 
cancer. Oncol Nurs Forum 24:1523–1528

 30. Hinds PS, Oakes L, Furman W, Quargnenti A, Olson 
MS, Foppiano P, Srivastava DK (2001) End-of-life 
decision making by adolescents, parents, and health-
care providers in pediatric oncology. Cancer Nurs 
24:122–136

 31. Valdez-Martinez E, Noyes J, Bedolla M (2014) When 
to stop? Decision-making when children’s cancer 
treatment is no longer curative: a mixed method sys-
tematic review. BMC Pediatr 14:1–25

 32. Bioethics Forum http://www.thehastingscenter.org/
Bioethicsforum/Post.aspx?id=692. Last accessed Jul 2015

 33. Theguardian http://www.theguardian.com/soci-
ety/2015/mar/09/teen-battled-cancer-chemo-
treament-  remission. Last accessed July 2015

 34. Cassandra C. Cassandra’s chemo fight http://touch.
courant.com/#section/-1/article/p2p-82494220/. Last 
accessed July 2015

 35. McEwan I (2014) The children act. Jonathon Cape, 
London

 36. Radio 4 Inside the Ethics Committee http://www.bbc.
co.uk/programmes/b0643x61episode 4 series 11. Last 
accessed July 2015

 37. Hinds PS, Drew D, Oakes LL, Fouladi M, Spunt SL, 
Church C, Furman WL (2005) End-of-life care pref-
erences of pediatric patients with cancer. J Clin Oncol 
23:9146–9154

 38. Tomlinson D, Bartels U, Gammon J, Hinds P, Volpe J, 
Bouffet E, Regier D, Baruchel S, Greenberg M, 
Barrera M, Llewellyn-Thomas H, Sung L (2011) 
Chemotherapy versus supportive care alone in pediat-
ric palliative care for cancer: comparing the prefer-
ences of parents and health care professionals. CMAJ 
183:E1252–E1258, Child Health Evaluative Sciences, 
The Hospital for Sick Children, Toronto, Ont

 39. Zwaanswijk M, Tates K, van Dulmen S, Hoogerbrugge 
P et al (2007) Young patients’, parents’ and survivors’ 
communication preferences in pediatric oncology: 
results of online focus groups. BMC Pediatr 7:35

 40. Sobo EJ (2004) Good communication in pediatric 
cancer care: a culturally-informed research agenda. 
J Pediatr Oncol Nurs 21:150–154

 41. Gibson F, Aldiss S, Kumpunen S, Horstman M, 
Richardson A (2010) Children and young people’s 
experiences of cancer care: a qualitative research 
study using participatory methods. Int J Nurs Stud 
47:1397–1407

 42. Ranmal R, Prictor M, Scott JT (2008) Interventions 
for improving communication with children and ado-
lescents about their cancer (Review). Cochrane 
Database Syst Rev (4):CD002969

 43. Olsen PR, Harder I (2009) Keeping their world 
together-meanings and actions created through 
network- focused nursing in teenager and young adult 
cancer care. Cancer Nurs 32:493–502

 44. Hinds PS, Oakes LL, Hicks J, Powell B, Srivastava 
DK, Spunt SL, Harper J, Baker JN, West NK, Furman 
WL (2009) “Trying to be a good parent” as defined by 
interviews with parents who made phase I, terminal 
care, and resuscitation decisions for their children. 
J Clin Oncol 27:5979–5985

 45. Marsh H (2014) Do no harm: stories of life, death and 
brain surgery. Phoenix, London

 46. Matsuoka M, Narama M (2012) Parents’ thoughts and 
perceptions on hearing that their child has incurable 
cancer. J Palliat Med 15:340–346

 47. Tomlinson D, Bartels U, Hendershot E, Maloney A, 
Ethier M, Sung L (2011) Factors affecting treatment 
choices in paediatric palliative care: comparing par-
ents and health professional. Eur J Cancer 
47:2182–2187

 48. Coyne I, Amory A, Kiernan G, Gibson F (2014) 
Children’s participation in shared decision-making: 
children, adolescents, parents and healthcare profes-
sionals’ perspectives and experiences. Eur J Oncol 
Nurs 18:273–280

 49. Epelman C (2012) End-of-life management in pediat-
ric cancer. Pediatric Oncology Department, Santa 
Marcelina Hospital, Sao Paulo, Brazil. clauepelman@
uol.com.br. 14:191–196

 50. Levine D, Lam C, Cunningham M, Remke S, Chrastek 
J, Klick J, Macauley R, Baker J (2013) Best practices 
for pediatric palliative cancer care: a primer for clini-
cal providers. J Support Oncol 11:114–125

 51. Coad J, Patel R, Murray S (2014) Disclosing terminal 
diagnosis to children and their families: palliative pro-
fessionals’ communication barriers. Death Stud 
38:302–307

 52. Thompson K, Dyson G, Holland L, Joubert L (2013) 
An exploratory study of oncology specialists under-
standing of the preferences of young people living 
with cancer. Soc Work Health Care 52:166–190

 53. Shields L (2015) What is family-centred care? Eur 
J Person Cent Healthc 3:139–144

 54. Carter B, Ford K (2013) Researching children’s health 
experiences: the place for participatory, child-centred, 
arts-based approaches. Res Nurs Health 36:95–107

 55. Carter B, Bray L, Dickinson A, Edwards M, Ford K 
(2014) Child-centred nursing: promoting critical 
thinking. Sage, London

 56. Kelly D, Gibson F (2008) Developing an integrated 
approach to the care of adolescents and young adults 

32 Addressing the Ethical Challenges for Young Adults, from a Rights-Based Perspective

http://www.thehastingscenter.org/Bioethicsforum/Post.aspx?id=692
http://www.thehastingscenter.org/Bioethicsforum/Post.aspx?id=692
http://www.theguardian.com/society/2015/mar/09/teen-battled-cancer-chemo-treament-remission
http://www.theguardian.com/society/2015/mar/09/teen-battled-cancer-chemo-treament-remission
http://www.theguardian.com/society/2015/mar/09/teen-battled-cancer-chemo-treament-remission
http://touch.courant.com/#section/-1/article/p2p-82494220/
http://touch.courant.com/#section/-1/article/p2p-82494220/
http://www.bbc.co.uk/programmes/b0643x61episode
http://www.bbc.co.uk/programmes/b0643x61episode


778

with cancer. In: Kelly D, Gibson F (eds) Cancer care 
for adolescents and young adults. Blackwell 
Publishing, Oxford, pp 229–247

 57. Dixon-Woods M, Young B, Heney D (2005) 
Re-thinking experiences of childhood cancer: a multi-
disciplinary approach to chronic childhood illness. 
Open University Press, England

 58. Alderson P (1993) Children’s consent to surgery. 
Open University Press, Buckingham

 59. Mayall B (2002) Towards a sociology for childhood: 
thinking from children’s lives. Open University Press, 
Maidenhead

 60. Coyne I, Harder M (2011) Children’s participation in 
decision-making: balancing protection with shared 
decision-making using a situational perspective. 
J Child Health Care 15:312–319

 61. Department of Health (2006) Choice matters: increas-
ing choice improves patients experiences. COI, 
London

 62. Department of Health (2009) Implementation of the 
right to choice and information set out in the NHS 
constitution. COI, London

 63. Department of Health (2010) Equity and excellence: 
liberating the NHS. The Stationery Office Ltd., 
Norwich

 64. Davies J, Kelly D, Hannigan B (2015) Autonomy and 
dependence: a discussion paper on decision-making 
in teenagers and young adults undergoing cancer 
treatment. J Adv Nurs 71:2031–2040, Early View

 65. O’Hair D, Villagran MM, Wittenberg E, Brown K, 
Ferguson M, Hall HT, Doty T (2003) Cancer survivor-
ship and agency model: implications for patient 

choice, decision making and influence. Health 
Commun 15:193–202

 66. Miller VA (2009) Parent–child collaborative decision 
making for the management of chronic illness: a qual-
itative analysis. Fam Syst Health 27:249–266

 67. Wicks L, Mitchell A (2010) The adolescent cancer 
experience: loss of control and benefit finding. Eur 
J Cancer Care (Engl) 19:778–785

 68. Ferrari A, Veneroni L, Alfredo-Clerici C et al (2014) 
Clouds of oxygen: adolescents with cancer tell their 
story in music. J Clin Oncol 33:218–221

 69. Gibson F (2009) Multi-professional collaboration in 
children’s cancer care: believed to be a good thing but 
how do we know when it works well. Editorial. Eur 
J Cancer Care 18:327–329

 70. Johnson LM, Church CL, Metzger M, Baker JN (2015) 
Ethics consultation in pediatrics: long-term experience 
from a pediatric oncology center. Am J Bioeth 15:3–17

 71. Shuman AG, Montas SM, Barosky AR, Smith LB, 
Fins JJ (2013) Clin Ethics Consult Oncol Am Soc 
Clin Oncol 9:240–246

 72. Gillam L, McDougall R, Delany C (2015) Making 
meaning from experience: a working typology for 
pediatric ethics consultations. Am J Bioeth 15:24–26

 73. Furingsten L, Sjogren R, Forsner M (2015) Ethical 
challenges when caring for dying children. Nurs 
Ethics 22:176–187

 74. Whitney SN, Ethier AM, Fruge E, Berg S, McCullough 
LB, Hockenberry M (2006) Decision making in pedi-
atric oncology: who should take the lead? The deci-
sional priority in pediatric oncology model. J Clin 
Oncol 24:160–165

F. Gibson and I. Coyne


	32: Addressing the Ethical Challenges for Young Adults, from a Rights-Based Perspective
	32.1	 Introduction
	32.2	 What Do We Mean by Ethical Challenges?
	32.3	 Why Ask Experts to Tell Us About Their Ethical Concerns and Management Strategies?
	32.3.1	 Our Approach

	32.4	 What Are Some of the Challenges Professionals in Our Field Face?
	32.5	 Stopping or Not Stopping When Treatment Is Futile
	32.6	 Delaying or Avoiding Difficult Conversations, About Cancer, Around Poor Prognosis or End-of Life Care
	32.7	 Caught Between Competing Obligations, Such as Family-Centred Care
	32.8	 Patient Choice and Shared Decision-Making, When Faced with Treatment Options and Place of Care, Access to Clinical Trials/Research and Fertility Options or When Refusing Treatment
	32.9	 Tensions Between a Professional’s Personal Moral Compass, Expectations Attached to Their Role and Conflict with Team Members
	32.10	 How Might We Deal with Ethical Challenges?
	32.11	 Reflections and Concluding Thoughts
	References


