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Abstract

Purpose: Low recruitment of adolescents and young adults in cancer clinical trials is
widely reported and may be linked to limited improvements in survival. Research to
date does not adequately explain all underlying reasons for poor trial accrual. This
paper reports health professional perceptions of communicating with adolescents and

young adults with bone sarcoma about clinical trial participation.

Methods: This study used narrative inquiry. Findings are reported from thematic
analysis of in-depth interviews with eighteen multi-disciplinary health professionals

working in a supra-regional bone and soft tissue sarcoma centre.

Results: Participants described professional expertise, the development of specialist
knowledge and skills, and strategies used to develop trusting relationships with
adolescents and young adults with bone sarcoma. These factors were perceived to
facilitate communication about clinical trial participation. Emergent themes were:
having credibility through expertise of the team; developing specialist communication
skills through reflection on practice; having inclusive approaches to education and
training about clinical trials; individual communication styles used to form trusting
relationships; using a patient-centred approach to connect with adolescents and young
adults; creating time needed to form trusting relationships; and effective team

working.

Conclusions: We aligned findings of this study with characteristics of patient-
physician trust and provide a basis for transferable recommendations. Our findings

can be used to inform the development of age-specific, specialist communication



skills and highlight health professional education needs about clinical trials.
Additional research is needed to explore which elements of team working optimise

improved clinical trial participation, in what contexts, and why.

Keywords: Adolescents; Young Adults; Cancer; Narrative Inquiry; Clinical Trials;

Patient-Professional Communication



Introduction

Bone sarcomas (primary bone cancers) have a peak incidence during adolescence and
young adulthood [1, 2] and a five-year survival rate of 50 — 60% [3]. Survival

improvements over the last thirty years have been modest and may be related, in part,
to fewer adolescents and young adults (AYA) participating in clinical trials than other

age groups [4-6].

Similar to other countries, England has set a target that at least half of AYA with
cancer are entered into trials by 2025 [7], with the aim of improving patient outcomes.
There is some way to go to achieve this target for sarcoma, because only one in four

British adolescents with soft tissue sarcoma were included in a recent European study

[8].

Potential barriers to recruiting AYA to clinical trials include: developmental
considerations [9]; AYA and parent perspectives [10]; health care system factors [11];
and research design issues [12]. Successful recruitment is also thought to be
dependent on the acceptability of the trial, which is influenced by AYAs’ perceptions
of the trial [6, 12]. Since a person is presumed to have consent from the age of 16 in
England [13], there is a need to understand more fully the relationship between AYA
patients and health professionals, which can influence decisions about participating in

a research study [14].

We report here additional findings from our study that sought to gather perceptions
from AYA and health professionals regarding participation in two bone cancer trials

[12]. In this paper we explore professional expertise, specialist knowledge and skills



development, and strategies described by the health professionals for communicating
with AY As about participating in two large, collaborative, international, randomised
bone sarcoma clinical trials for newly diagnosed patients: EURAMOS-1 (E-1) [15]
and EUROEWING-99 (EE-99) [16]. These trials were chosen to understand what
influences AY A trial participation, because deficits in AYA accrual to E-1 and EE-99
have been observed [17], and osteosarcoma and Ewing sarcoma have peak incidence

in AYA [1, 2] with little improvement in survival over the past two decades.

Methods

Study design

Narrative interviews were undertaken with health professionals and AYAs aged 15 —
24 with bone cancer using an interpretative, qualitative approach [18], which explored
the ‘whats’ and ‘hows’ of participants narratives from their experience [19]. The age
range of the AYA recruited to the study was determined by age criteria for AYA
specialist care used in England [20]. In this paper we will focus on the health
professionals in the study; the methods and findings of interviews with the AYAs are

reported elsewhere [12].

Study setting and sample

This was a single centre study conducted at a supra-regional bone and soft tissue
sarcoma centre that conducts clinical trials and hosts one of the largest principal
treatment centres for young people in England. We used purposeful sampling [21] to
invite twenty-nine health professionals representative of this service configuration,
and who treated and cared for AYAs who were eligible to be recruited to the E-1 or

EE-99 clinical trials. Eighteen health professionals agreed to participate. This



included: nine who were directly involved in recruiting AYAs to the E-1 or EE-99

trials (medical oncologists, oncology trainee doctors, clinical nurse specialists [CNS]
and research nurses); and nine participants who treated and cared for AYAs on these
two clinical trials (orthopaedic surgeons, chemotherapy nurses, ambulatory care and

oncology ward managers, and clinical trial pharmacists).

Ethical approval and informed consent

Ethical approval was obtained from a National Health Service research ethics
committee (study reference: 11/L0O/0523). We e-mailed invitations with participant
information packs to health professionals inviting them to participate in an interview,
and followed the e-mail with a telephone invitation. We obtained written and
informed consent from potential participants. We assured anonymity and
confidentiality, and participants were informed they could withdraw from the study at

any time without giving a reason.

Data collection

The research team included experienced qualitative health researchers. Semi-
structured narrative interviews were conducted by AB and took place with the
professionals in a setting of their choice. An illustration of the open questions used for
interviewing health professionals is shown in Table 1. Participants were asked to
describe their perceptions about, experiences of, and role in, recruiting, treating or
caring for AYAs invited to, and enrolled in, E-1 and EE-99 clinical trials. Interviews

lasted an average of 40 minutes and, with permission, were digitally recorded.

Data analysis



Interviews were transcribed and the transcripts were analysed by memoing, coding
and constantly comparing codes to identify emergent themes, using an interpretative
approach similar to that described by Charmaz [22]. All transcripts were read and
coded by AB and SP. To validate the coding process, a sample of interviews were
independently conducted by two experienced health care qualitative researchers, VL
and FG. VL independently coded all health professional interview transcripts.
Initially, thematic analysis of interview data from health professional participants was
conducted separately from analysis of the AYA interview data to generate two
analytical frameworks: an AYA framework and health professional framework [12].
SP and VL re-checked coded transcripts by comparing coding of all interviews
against the analytical frameworks to ensure no findings had been missed and data
sufficiency had been achieved, which added another level of rigour to the analytical
process. A combined analytical framework including both AYA and health
professional data were developed by integrating themes common to both data sets
(where there was a high level of agreement between coded data) [12]. Themes that
emerged from coded health professional data that were distinct from those arising

from the AYA data were re-examined by SP and VL.

Results

Participants described aspects of professional expertise and specialist knowledge and
skills development that were perceived as important for effective communication with
the AYA, as well as strategies used to communicate with AYAs about clinical trial

participation.

Professional expertise and specialist knowledge and skills development



Having credibility through expertise of the team

Professionals spoke about being part of an experienced team that was ‘used to dealing
with AYAs’ and working in a centre ‘very driven towards research’. The time in their
current role ranged from newly appointed to more than 20 years in post; most
participants had multiple years’ experience of working with AYAs, in cancer services

and/or cancer clinical trials.

Some health professionals spoke about the team’s experience and nature of the centre
influencing the perception of the AYA. One health professional said, “Obviously
because this is a specialist centre, they (the AYA) are just very happy to be
somewhere where they know they’re getting very good quality treatment.” [Health
Professional #02 (HP02):p2] The experience and expertise of team members was
identified as an asset in providing information with sensitivity, “There are some
people who are very sensitive and very capable at judging what’s enough...And

experience teaches people that.” [HP13:p5]

Developing specialist communication skills through reflecting on practice of, and
with, others

More junior health professionals referred to learning from observing senior
professionals in practice. “Well for me it was helpful to sit in (on clinical trial and
consent appointments), and then you learn techniques.” [HP06:p12] ‘Learners’ either
regarded a senior practitioner as a role model and someone’s practice they aspired to,
or they ‘learned from the mistakes’ of others and identified behaviours that they
would not wish to emulate. “It’s very good to have videos of deliberate mistakes, well

mistakes. And then the video stays in your head very well.” [HP06:p12]



More senior professionals commented on the lack of opportunity to learn from
observing the practice of peers: “Once you’re a consultant you never, you don’t see
other people’s practice, and you don’t see other people doing consultations with
patients.” [HPO7:p6] Instead, consultants spoke about receiving feedback from
nursing colleagues. “I’ve learnt most from getting feedback from clinical nurse
specialists who say, ‘That went really well,” or them saying, ‘That didn’t go so well,
they were shocked to hear this,” or whatever. That’s what I’ve based, that’s how my

practice has evolved in the way I give information.” [HP08:p5]

Need for inclusive approaches to education and training about clinical trials

Systems were in place to provide education and training about the trials to health
professionals. This training was often as part of the trial initiation process.
“Sometimes there’s the launch of a new trial, and there’s a formal teaching session
arranged. [...] Sometimes it’s less formal.” [HP13:p2] Professionals who were not
able to attend formal training sessions described being ‘updated’ by colleagues who
could attend. Some health professionals also spoke about ongoing training
opportunities: “There are various different teaching sessions and opportunities
throughout the pattern of the week. And yes the staff are encouraged to go to those

sessions.” [HP13:p3]

However, health professionals not directly involved in trial recruitment felt less well-
informed about trials and had less opportunity to receive education. Health
professionals identified a lack of knowledge of the trials as an issue: “[If educated] we

know how the trial works, what the arms mean and all that sort of thing... then we can

10



actually answer questions from the patients.... there’s nothing worse than someone
being on a trial and even we don’t really know what’s going on, which, you know, has
happened before.” [HP09:p7] To ensure credibility across the team, health
professionals thought education and training should be more inclusive and accessible

to the wider multidisciplinary team.

Individual communication styles used to form trusting relationships

With the exception of one health professional who thought all professionals would
probably structure clinical trial consultations in the same way, informed by their trial
training and shared philosophy of care, most professionals had views that each
professional had a unique style of communication, and thus conducted consultations
differently. This created a sense of needing to observe a range of colleagues in
practice to develop optimal communication skills. “We all have our different ways
and means of saying things, you know, and we all have our different ways of, you
know, approaching patients... I don’t know whether that does affect how many
patients are recruited and how many patients aren’t. But I’'m sure it may do.”

[HPO4:p6]

The level of sensitivity and skill health professionals perceived were needed to
provide accurate and honest information to AYAs about the E-1 and EE-99 trials
without causing undue alarm or distress were highlighted. “I’ve certainly seen some
doctors explain things just amazingly and I’ve seen others kind of be slightly - not
brash, perhaps is a little bit too harsh, but kind of a bit too kind of straight pointed

with it, a bit too blunt.” [HP09:p5]

11



Strategies health professionals used to communicate with AYAs about bone
cancer trial participation

Using a patient-centred approach to connect with the AYA

Health professionals talked about strategies to facilitate openness and sharing with the
AYA, to reinforce the patient-centred philosophy they practiced, and in doing so,
fostered trust. One method of demonstrating patient-centred care was by asking the
AYA “if there was anything they wanted to talk about or ask?”” [HP02:p7-8]

Another strategy used by one health professional to demonstrate patient-centredness
and ‘make them feel comfortable’ was to identify common ground with the AYA.
“Well every time I’m about to discuss the trial with somebody, I’'m trying to relate
with them and I mean I'll try to find something in common [...] or I’'m trying to find
something that interests them, so they feel at ease and sort of comfortable chatting to
me.” [HP06:p5] This might involve honing in on a specific interest, like commenting
on “something they’re watching or their opinion about a gadget or if they’re wearing a

football shirt, just to try to relate to them really.” [HP06:p6]

Many health professionals emphasised the need to individualise the approach when
respecting autonomy of the AYA and meeting the needs of family members. Health
professionals acknowledged the need for family-centred care, communicating with
parents (particularly of younger adolescents) and partners (of older adolescents and
young adults), but they reported taking care to maintain patient-centred
communication. “We are quite careful about talking to parents without the patient
there. We do talk to them, but more specific questions about outcomes and more
personal questions, we’ll be very careful to make sure that the patient was involved in
those.” [HP10:p5] Sometimes it was a legal requirement to involve parents in decision

making: “For the younger ones, the parents have to consent as well. So one has to
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make sure that the parents are on the same level as the patient, because they have to
put their name to it as well... if they’re under 16, but one tries to talk to the patient
first rather than the parents.” [HP03:p9] Health professionals also highlighted that for
some AYAs, partners needed to be considered: “It’s not just the young person

themselves, it maybe ........... partner, that maybe have questions?” [HP04:p3]

Creating time needed to form trusting relationships

In addition to referring to a lack of time to interact with the AYA [11], health
professionals described some strategies they used to ‘make time’. One strategy was to
meet the young person as soon as it was convenient to do so. “I think the earlier you
can meet them and develop some sort of rapport; | mean it does help (in discussing
clinical trial participation).” [HP14:p5] Other professionals talked about being
committed to working a longer day if needed, “We’re all prepared to do longer
consultations and repeat consultations, even though that’s going to make our clinics
longer and bigger.” [HPO7:p7] Making time to work around the needs of AYAs
demonstrated person-centred care: “You need to go when they are not in pain. Or if
they are about to have lunch, if they’re having guests...Or just woken up. Simple
things like that. ... That’s why you need plenty of time...But respecting the individual
and sort of make time, even if it’s after hours, before hours, I think it helps.”

[HPO6:p5].

One health professional described their ideal approach: “In a perfect world, what it
would be is, you meet them the first time, you go through all the illness and you’d say
to them, you know, ‘There’s a clinical trial, I really want to talk with you about it, but

why don’t you go and have some tests and then I’ll come back and meet you and talk

13



to you again,” and then you can, then you have a much greater amount of time to
focus purely on the clinical trial aspect. So basically I do need three meetings with

them... More often than not one has two.” [HP03:p6]

Effective team working to facilitate the development of a trusting patient-professional
relationship

Health professionals coherently articulated their own roles and involvement in the
recruitment, treatment and care of AYAs participating in the bone sarcoma clinical
trials. They were conscious that having discussions about participation in clinical
trials often within two weeks of diagnosis, and sometimes at the same time as sharing

their cancer diagnosis, was overwhelming for the AYA.

Doctors recognised the challenges of having difficult conversations with AY As within
the clinic environment and the importance of team work, for example seeking support
and ‘reassurance’ from nurses: “If you’ve had a clinical nurse specialist in with you
and it’s been particularly difficult, then you’ll, afterwards you’ll say, ‘That was
difficult.’ [...] You might reflect for a few minutes, but usually there’s another patient

to see.” [HPO7:p10]

For AYAs with a new diagnosis of bone cancer there was an additional challenge of
meeting a range of different health professionals, which could detract from
developing trusting patient-professional relationships. “I think they almost meet too
many people at the beginning and there can be a rather overwhelming number of new
faces and new roles.” [HP2:p9] One strategy was to delegate core communication to

one or two members of the team, often the consultant and the CNS.
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Health professionals talked about the CNS having a pivotal role in clinical trial
participation: “With the input of the CNS, sometimes if it’s not appropriate to meet
me, the CNS will hand out information sheets and go through what’s required rather
than think, ‘Oh someone else to see,” and they’ll follow that up and keep me in the
loop and everything. So it is about working as a team.” [HP18:p9] Similarly, CNSs

utilised team members as a source of information about the clinical trials.

Discussion and Conclusion

Discussion

Our findings identify the perceived importance of professional expertise and
development to support specialist communication about AYA clinical trial
participation, and expand on strategies that go some way towards detailing how

clinical trials can be ‘effectively presented’ as part of the pathway to enrolment [23].

A recurrent finding was that health professionals attempted to form trusting patient-
professional relationships to aid communication with AY As, while recognising the
importance of the family and the need for family-centred care. Trust is widely
recognised as being central to the doctor-patient relationship [24] and discussing
clinical trial participation with AYA [12]. It is also described as a foundation for
AYAs and health professionals to establish clear communication [25] and a virtue of

Good Clinical Practice (GCP) [26].

We aligned the emergent themes presented here with four main characteristics of

‘physician-patient’ interaction associated with trust [27] (see Figure 1). Three
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characteristics are based on the patient’s perception of the physician including:
perceived technical competence; being straightforward and ‘telling the truth’
(honesty); and perceived patient-centred communication. The fourth characteristic,
the organisation of clinical services, includes allocation of time and continuity of care

needed for the establishment of patient-physician relationships.

Having the specialist technical competence to form trusting patient-professional
relationships was perceived as highly important by the participants in our study,
which Sawyer and colleagues [28] identify as an indicator of adolescent-friendly
health care. Health professionals described developing specialist knowledge and
skills through experiential learning. In some instances this provided a sense of inter-
professional and interdisciplinary support and encouraged reflection on their own
practice. In particular, consultants talked about developing their communication skills

based on feedback from nursing colleagues working alongside them in consultations.

Fallowfield [29] recommends that health professionals learn advanced communication
skills by predominantly experiential training methods rather than apprenticeship
models of learning [29, 30]. In addition to developing advanced communication skills,
health professionals working in AY A services require age-specific communication

skills [31].

Adolescence and young adulthood is a life-stage transition [32, 33] characterised by
cognitive, emotional and social development. Having a cancer diagnosis during
adolescence and young adulthood intensifies the biopsychosocial challenges of these

developmental stages and requires specialised care [9]. For young adults, cancer
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causes a shift in their life narrative, resulting in desire to stay in control, retain
independence and autonomy, and retain their former identity [34]. This range of
complex, individual, age-specific needs means experiential learning opportunities

need to be created within the context of specialist AY A services.

Patient-centred care is an essential element of the recruitment process [26] and was
identified as one of five ‘top competencies’ needed to provide specialised AYA care
[35]. Key communication skills that aligned to these competencies were: listening to
AYAs’ concerns; talking about difficult issues; using familiar terminology while
maintaining professional boundaries; telling AYA about all aspects of their disease;
and acting as an advocate [35]. In our study, health professionals used patient-centred
communication to facilitate the development of a trusting and open relationship to
help put the AY A at ease; one strategy described was to attempt to make a connection

with the AYA by finding a common topic of conversation.

Using more familiar language might be regarded as ‘small talk’; however strategies
that actively engage AYA in conversations is thought to help in their understanding of
the complexity of the trial, the risk-benefits and burden, and what it will mean to them
if they do, or do not, consent to enrol [26]. Bora and Kim [36] also recommend using
“humanistic engagements” such as ‘small talk’ to promote open and engaging

communication with AYA.

The health professionals in this study described discussing trial participation with
parents and other family members using a family-centred approach [37]; however

they took care to maintain patient-centred care. Sometimes inclusion of parents was
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necessary, as the parent was required to provide consent if the adolescent was under
the age of sixteen; sometimes this was at the request of the AYA. It was evident that
managing competing information needs of AY A and their family was sometimes
difficult, highlighting a need for AY A-specific communication skills. Detailed
findings about family-centred care and patient autonomy from this study have been

previously reported and discussed [12].

The organisation of clinical services in this study was based on a multidisciplinary
team approach to cancer care, which is widely advocated [7, 38]. Sharing both
learning, and roles and responsibilities in communicating with AY As about clinical
trial participation, reinforced the notion of effective team work. For example, CNSs
worked closely with other members of the multi-disciplinary team, particularly
consultants and research nurses. French and Stavropoulou [39] also reported that close
team working between the CNS and research nurses was beneficial for trial
recruitment [39], where the CNS can facilitate information exchange between
research nurses and patients as part of their key worker role in coordinating treatment

and care [40-42].

Receiving education and training about the trials was valued and helped the
professionals in this study feel more credible. Health professionals thought education
and training should be more inclusive and accessible to the wider multidisciplinary
team, for example at trial initiation. However, not all health professionals involved in
the treatment and care of AY As with bone sarcoma received GCP training, and only
some health professionals involved in recruitment received additional age-specific or
advanced communication skills training. In the UK, senior medical professionals and

senior cancer nurses, such as CNSs, have access to advanced communication skills
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training, but these training opportunities are not widely available and AYA age-

specific training opportunities are limited [43].

Professionals also suggested methods to support AYA communication skill
development such as: learning from mistakes, watching videos of scenarios where
things fell short of good quality care; and practicing communication skills in a ‘safe’
learning environment. We propose that all professionals working with AY As with
cancer should have access to age-specific communication skills training, which
includes interdisciplinary, experiential learning. Furthermore, supporting health
professionals to develop age-specific communication skills should be seen as a
priority if current AYA trial recruitment targets are to be met. Since completing this
study a simple strategy introduced at the centre hosting this research, is for
professionals attending a monthly sarcoma trial operational team meeting to routinely
share experience of, and reflect on, discussions with AYAs who have subsequently

declined to consent to participate in a clinical trial.

Strengths and limitations of the study

This study was conducted at a single study site, which represents a familiar model of
caring for AY As with bone sarcoma in the UK and other countries with similar
models of AYA care. This study recruited health professionals treating and caring for
AY As recruited to two complex, first-line, bone sarcoma-specific trials, which limits
the transferability of all findings. Some findings, however, resonate with literature
from other areas of cancer practice, which suggests transferability. We included a
range of professional roles in this study and although not all were directly involved in
trial recruitment, the participants gave insight into the experiences of health

professionals involved in the treatment and care of trial eligible AY A across care
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settings. Although participants were not invited to comment on coded transcripts,
study findings have been shared at the study site. Exploring the dynamic of working
across teams highlights the necessity of effective multidisciplinary team working in
providing trustworthy and consistent information to AY As about clinical trial

participation.

Conclusion

This study provides insight into the perceived importance of professional expertise
and development, and strategies for communicating with AY As about bone cancer
trial participation. An underpinning concept was the need to build trusting patient-
professional relationships. Our findings can be used to inform the development of
specialist knowledge and skills needed to communicate with AYAs with bone cancer
and their families about clinical trial participation. Research exploring which elements
of team work most effectively support clinical trial participation and why, is

warranted.
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Table 1. Question guide for health professional interviews

Can you tell me a little bit about your role (in the care of patients with
bone cancers/ soft tissue tumours)?

What involvement do you have with the bone sarcoma clinical trials?
How long have you been involved with these trials/ caring for people
undergoing these trials?

What do you understand about clinical trials in general?

What are your thoughts about treating patients on clinical trials?

What do you think are the specific issues around recruiting young people
(15-24 year olds) with cancer to clinical trials?

What is your understanding of the bone cancer specific trials, Euramos-1
and EE-99?

What do you perceive are factors that influence participation in Euramos-1
and EE-99 for AYA?

Can you tell me about how AYA patients are recruited to the bone sarcoma
clinical trials?

Can you tell me what you discuss when talking to young people or their
parents, about clinical trial participation?

What support is there for patients making decisions about entering these
clinical trials?

How do you feel about discussing randomisation?

What sorts of things do you think (would) help support young people
through the clinical trial?

What do you think might support the professionals involved in this

process?
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Fig. 1 Alignment between emergent themes and the characteristics of patient-
physician interaction associated with trust

Emergent themes from health professional interviews were compared with criteria
that constituted the characteristics of patient-physician interaction associated with
trust [27]. Themes were aligned to characteristics where there was significant
similarity between each.

The themes having credibility through expertise and developing specialist
communication skills through reflection, which were about professional
expertise and specialist knowledge and skills development, aligned to the
characteristic of technical competence

Organisation of clinical services aligned to the professional expertise and the
development of specialist knowledge and skills theme inclusive education
and training. Two themes about strategies also aligned to the characteristic
organisation of clinical services: creating time and effective team working
The strategy of using a patient-centred approach to connect with the AYA
and professional expertise and specialist knowledge and skills theme
individual communication styles aligned to both patient-centred
communication and honesty, indicated by a dashed line in the diagram
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