
lesions on bone scan. 4 patients with metastatic bony lesions did
not have a bone marrow performed, while the other 3 did not
have evidence of disease in the bone marrow aspirate or
trephine.
Conclusions Although our numbers are small, there is a high
correlation between bony metastases identified by Technetium
99 bone scan and bone marrow aspirate and trephine positivity.
Further prospective evaluation is required to determine whether
a bone marrow examination adds any value to the initial staging
of Ewings sarcoma over currently available imaging techniques
and whether it can be omitted from the list of initial staging
assessments.

G404 MODELS OF KEY WORKING IN CHILDREN’S CANCER
CARE: PROFESSIONALS AND PARENTS VIEWS

1A Martins, 1S Aldiss, 1,2F Gibson. 1Department of Children’s Nursing, London South Bank
University, London, UK; 2Great Ormond Street Hospital for Children NHS Foundation
Trust (GOSH), London, UK

10.1136/archdischild-2015-308599.358

Purpose The importance of the key worker role in promoting
continuity and coordination of care for children with cancer
and their families is recognised but evaluation of such services
is less well developed with little information available about
different patterns of provision and the determinants for suc-
cess. Therefore, our aims were: identify models of key working
and influencing factors; analysis of professionals and parents’
views of the impact of the key worker role on families’
experiences.
Methods Thirty-six semi-structured individual interviews and
one focus group (n = 12) with key workers and twenty-eight
interviews with parents were conducted. Multiple case study
method was used to identify the models of key working devel-
oped and the impact on families’ experiences.
Results Four models of care were identified. These models are
organised along two dimensions - presence/absence of home
visits and presence/absence of direct delivery of clinical care.
Key worker involvement in care coordination and home visits
was influenced by the resources available, in the hospital and in
the community, these included staff and caseload numbers.
Parents viewed the key worker role as a reliable, consistent,
approachable source of support. The support was tailored to
parent’s needs and included information and advice, emotional
and practical support. Having a main point of contact was
highly valued by parents. In particular, parents identified the
proactive and responsive nature of the service as central to the
value they placed on it. However, some parents recognised the
pressures on the key worker to support all the families in their
caseload. Consequently, some parents described rationing their
demands on the service in the context of other people with
greater needs or feeling sometimes that the key worker was not
available.
Conclusion The key worker role is instrumental in enabling
families and patients to access and navigate services. The com-
plexity of families’ needs throughout the cancer journey is
reflected in the complexity of the key worker role. Regardless of
the model of care developed, core characteristics of the role and
its impact on families’ experiences were identified, these include:
coordination of care, being a main point of contact and
information.

G405 DEFINING HEALTHCARE PROFESSIONAL COMPETENCE
FOR WORKING WITH TEENAGERS AND YOUNG ADULTS
WITH CANCER – A BRIGHTLIGHT STUDY

1,2RM Taylor, 1N Aslam, 3R Feltbower, 4R Raine, 5JS Whelan, 6F Gibson. 1Cancer Clinical
Trials Unit, University College London Hospitals NHS Foundation Trust, London, UK;
2School of Health & Social Care, London South Bank University, London, UK; 3Division of
Epidemiology & Biostatistics, School of Medicine, University of Leeds, Leeds, UK;
4Department of Applied Health Research, University College London, London, UK;
5Department of Oncology, University College London Hospitals NHS Foundation Trust,
London, UK; 6Great Ormond Street Hospital for Children NHS Foundation Trust, London,
UK

10.1136/archdischild-2015-308599.359

Aims Teenage and young adult (TYA) medicine is emerging as a
distinct speciality, acknowledging the core tasks required to ena-
ble a young person to transition successfully to adulthood. As
healthcare education is subdivided into adult or child focused-
training, a framework is needed to reflect the specific competen-
cies required to care for this population. The aim was to provide
international consensus on the competencies required by health-
care professionals to provide specialist cancer care for TYA.
Methods A modified, international e-Delphi survey was con-
ducted over 2 rounds. Experts were defined as professionals hav-
ing worked in TYA cancer care for more than 12 months. They
were identified through publications and invitations via profes-
sional organisations. The content of round 1 was informed by
UK pilot work and a workshop undertaken by the professional
organisation, TYAC. There were 87 closed-ended questions with
responses on a 9-point Likert scale and further open-ended
responses to identify other skills, knowledge and attitudes.
Round 2 contained only items with no consensus in round 1
and suggestions of additional items of competency. Consensus
was defined as a median score ranging from 7–9.
Results A total of 179 registered to be members of the expert
panel, of which valid responses were available for 158 (88%) in
round 1 and 136 (86%) for round 2. The majority of partici-
pants were nurses (35%) or doctors (39%) from Europe (55%)
or North America (35%). All 87 items in round 1 reached
consensus with an additional 15 items identified for round 2.
The most important skill was reported as “being able to identify
the impact of disease on young people’s life”; the most impor-
tant area of knowledge was “know about side-effects of treat-
ment and how this might be different to those experienced by
children or older adults”; “ability to talk about difficult issues”
was the most important communication skill and honesty the
highest rated attitude.
Conclusions The process has been successful in identifying a
high degree of consensus for competencies and skills to be used
of training for professionals working with TYA.

G406 COPING WITH CANCER – SUPPORTING YOUNG
PEOPLE’S RESILIENCE

HL Gravestock, S Malik. CLIC Sargent, London, UK

10.1136/archdischild-2015-308599.360

Aims

. To better understand the help-seeking behaviour and informa-
tion needs of young people with cancer, and how quality sup-
port and information can help them build and maintain
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resilience. To raise awareness among health and social care
practitioners of young people’s information and support
needs.

Method

. A review of relevant literature was undertaken to understand
the evidence base on help seeking and resilience and its applic-
ability to young people with cancer.

. 138 young people with cancer were consulted through an
online survey (124) and a focus group (14). All participants
were self-selecting and identified through CLIC Sargent’s net-
works. All had been diagnosed with cancer in the UK between
the ages of 16 and 24, or were currently within that age
range.

. Interviews were conducted with academics and practitioners to
understand their views of help-seeking behaviour and resil-
ience among young people with cancer.

Results

. Access to quality information is key to helping young people
with cancer feel confident managing their illness and building
resilience.

. Young people can feel anxious when their treatment ends and
need more information and support at this point

. The source of information young people choose depends on
the topic; 96% of survey respondents use the internet to look
for information and advice for themselves; 74% of the young
people would want to speak to a healthcare professional if
they had a problem that was worrying them.

. Young people need a suite of support tools available to them.

. It’s useful to conceptualise resilience as an outcome: the out-
come of successfully coping with stressful experiences. ‘Resil-
ience’ is often linked to ‘coping’ and ‘competence’.
Approaches to building resilience include those focused on
individuals and those that take the wider health and social
care system into account. Both approaches are relevant to
young people with cancer.

Conclusion

. The research has enabled CLIC Sargent to reflect on its serv-
ices and identify ways to improve support for young people.
We also propose priorities for change for the wider health and
social care sector, to move us all towards a system of support

that fosters resilience in young people with health conditions
such as cancer.

G407(P) MACROCYTOSIS – A RARE BUT SERIOUS PROBLEM!
1P Mani, 1S Shekhar, 2J Welch. 1Paediatrics, Scunthorpe General Hospital, Scunthorpe,
UK; 2Paediatric Hematology, Sheffield Children Hospital, Sheffield, UK

10.1136/archdischild-2015-308599.361

Aims A case report to highlight the importance of macrocytosis.
Methods A 7½ year old boy was referred with macrocytosis
(MCV 108). He was fit and thriving child (weight, height 50th

centile). History and examination was unremarkable. Bloods
done 5 years ago also showed high MCV (95). Routine tests for
evaluation of macrocytosis were normal. Later FBC showed
thrombocytopenia, leucopenia and neutropenia. He was finally
diagnosed to have Fanconi anaemia. He has been put on register
for bone marrow transplant, and whole family is being tested for
gene mutations.

Fanconi anaemia is an autosomal recessive or X-linked form
of inherited aplastic anaemia. Sixteen mutations (FA-A to FA-Q)
have been identified. Hematologic findings evolve over months
to years, with 70% of children developing bone marrow failure
by age 10. They are at high risk for developing myelodysplastic
syndrome, acute myeloid leukaemia, and squamous cell carci-
noma. Characteristic congenital malformations are present in up
to 70% of affected children (short stature, café-au-lait spots,
hypopigmented spots, thumb abnormality, microcephaly, hydro-
cephaly, hypogonadism, developmental delay). Diagnosis is made
by presence of increased chromosomal breakage in lymphocytes
cultured in the presence of DNA cross-linking agents (mitomycin
C or diepoxybutane). Bone marrow transplant is the only avail-
able curative treatment. Other treatment options include andro-
gens, hematopoietic growth factors, and blood product
transfusions with supportive care.
Results Hb 122, WCC 8.6, Platelets 164, MCV 102 in 2011.
Hb 118, WCC 5.4, Neutrophils 1.34, Platelets 130, MCV 108
in 2014. U&E, LFT, immunoglobulins, B12, Folate, Ferritin, and

Abstract G406 Figure 1
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