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Cancer and the family: assessment,
communication and brief
interventions—the development of
an educational programme for
healthcare professionals when

a parent has cancer

Lucy Grant,' Amrit Sangha,? Sara Lister," Theresa Wiseman?

ABSTRACT

Objective This study developed and piloted an
educational intervention to support healthcare
professionals (HCPs) to provide supportive care
for families when a parent has cancer.

Methods Programme development followed the
Medical Research Council (MRC) framework,
beginning with examination of theory and
research, and consultation with experts. The
programme content incorporated attachment
theory, child development and family systems
theory. It was piloted thrice with HCPs from a
cancer centre. The evaluation involved a
questionnaire, comprising open-ended questions,
completed before and after the programme.
Data from the questionnaire were analysed using
framework analysis.

Results 31 HCPs from varying disciplines
participated. The programme was evaluated
positively by participants. Before the programme,
participants had significant concerns about their
professional competence, which included:
managing their own emotions; a perceived
sensitivity around raising child and family matters
with patients and a lack of specialist experience,
skills and knowledge. After completing the
programme, participants reported greater
understanding and knowledge, increased
confidence to approach patients about family
matters, greater skill to initiate conversations and
explore family concerns and guiding parent—child
communication according to the child’s level of
understanding, and an increased engagement
and resilience for caring for parents with cancer.
Significance of the results Supporting HCPs to
provide family-centred care is likely to reduce
psychological difficulties in families where a

parent has cancer. Further work is planned to
disseminate the programme, evaluate the
transfer of skills into practice, assess how HCPs
manage the emotional demands of providing
supportive care over time, and consider on-going
professional support for HCPs.

INTRODUCTION

Families when a parent has cancer

In the UK, 10% of all new cancer cases
occur in adults aged between 25 and
49 years.! Trends towards people having
children later in life, combined with
recent advancements in diagnostic and
screening tools means the incidence of
cancer in parents with young children
will increase. Data on patients with
dependent children do not exist in the
UK, but ~4% of all children in Norway,
aged 0-25 years, have or have had a
parent diagnosed with cancer.” While in
the USA, 18.3% of recently diagnosed
cancer survivors and 14% of all survivors
live with a minor child.> A Finnish
cohort study followed up all children
born in 1987; 3909 (6.6%) of the chil-
dren had a parent with cancer.*

Families face many challenges asso-
ciated with the nature of the illness and
treatment.’ Children contend with the
disruption of family roles and routines,
the temporary loss of the parent due to
symptoms and treatment side effects and
the threat of parental loss. Family
members are susceptible to distress and
can experience clinical levels of stress,
anxiety and depression,” ® which can lead
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Education

to long-standing issues.” Poor family functioning and
restricted communication are strongly associated with
higher levels of psychological morbidity in families,'®
independent from disease characteristics."' Families
that communicate illness-related information openly,
express feelings directly and solve problems together
show lower levels of depression and anxiety.®

Communication when a parent has cancer
Parents feel unsure about how to talk to children
about cancer in a way the child will understand and
identify a need for support in discussing these
issues.'* ¥ Children’s understanding of illness follows
developmental stages in line with the child’s age, inde-
pendent of other factors."* ' Communication around
parental illness is commonly restrictive, parents
believe children are too young to understand or focus
on technical details;'® '® however, it is possible if it is
tailored to the child’s level of understanding.'® '* ¢
Without guidance, parents may attempt to protect
children by avoiding illness-related discussion or limit
discussion to information giving rather than exploring
the child’s emotions about the parent’s illness.'® This
is complicated by the way parents perceive the child’s
capacity to cope and the distress of disclosure on their
children and on the patient themselves.'” Studies
show that parents misunderstand their child’s reac-
tions, are poor at recognising distress and underesti-
mate the emotional difficulties experienced by their
children,'® '® highlighting a need for professional
support.

The role of healthcare professionals
Patients report that healthcare professionals (HCPs)
do not enquire about their children, and as a result,
patients do not feel that they can raise the topic,'* *
which leaves them feeling isolated with family-related
challenges.'? #°

Supporting patients’ psychological needs can be a
challenge for HCPs and, over time, some HCPs will
experience emotional strain.”' This is amplified when
patients are younger and when there are more
complex psychological and social concerns.”* A way
of coping with emotional strain is for HCPs to reduce
investments by emotionally distancing themselves.*’

An Australian study explored nurses’ perceptions of
the support given to patients with advanced cancer
who had young children.”* Providing support was
viewed as important and central to their role, but the
nurses had significant difficulties managing the emo-
tional aspects. Caring for patients with young families
brought up personal experiences of loss. Nurses also
described a lack of education or psychological train-
ing, poor support and limited supervision, which
compounded their feelings of uncertainty and distress.

Turner et al* *° developed and evaluated an educa-
tional programme for nurses working with parents
with advanced cancer. The training was self-directed

by participants using a distance learning manual but
also included a 1-day communication skills training
workshop. Nurses were highly accepting of the educa-
tional intervention and reported increased confidence
in their ability to initiate discussion, provide support
and information for patients.

Rationale for current study

In a recent cancer survivorship survey (UK
Department of Health),”” parents reported no prac-
tical or emotional support being offered by healthcare
services in relation to the family and children. This
lack of provision has previously been recognised in
national cancer guidelines*® and reviews’ ® *° and
provided the impetus to develop an education inter-
vention to address this gap in services. It was hoped
that by focusing on improving the quality of support-
ive care provided by HCPs, they can positively influ-
ence patient and family experience and potentially
reduce psychological difficulties in children and fam-
ilies where a parent has cancer.

The aim of the pilot was twofold; first, to develop
an educational programme suitable for a wide range
of HCPs working across the illness trajectory to
enhance the supportive care of patients and families
when a parent has cancer; and second, to evaluate the
implementation of the programme and begin to estab-
lish its efficacy.

METHODS
Development of the educational programme
Programme development followed the Medical

Research Council framework® titled ‘Cancer and the
Family: Assessment, Communication and Brief
Interventions’. Development of the 3-day educational
programme involved examination of the theoretical
and research evidence and consultation with experts
in family therapy, child psychology and education.

The programme built on Turner’s work**%® and
drew on a range of seminal child development theor-
ies, including attachment theory,®' Piaget’s model of
cognitive development®” and developmental literature
on children’s conceptions of health, illness and bodily
functions.”® '° Theoretical concepts from family
systems theory were included, with consideration
given to how illness can disrupt the family life cycle
and delay important individual and family develop-
mental stages;> > the influence of intergenerational
patterns and behaviours on family functioning and
relationships®* ** and the strengths and qualities asso-
ciated with resilient families.*® *”

Learning methods

The delivery of the programme incorporated effective
HCP communication skills training and learning
methods.?® Cognitive and experiential learning was
promoted through case discussion, problem-solving
exercises, role play based on clinical examples, and
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the use of digital versatile discs (DVDs) of real parents
and children describing their experience of parental
cancer.”” To deepen learning, participants were
encouraged to explore personal and professional
experiences, their attitudes and beliefs about commu-
nication and providing supportive care to families.*’
Reflective practice was encouraged and modelled by
facilitators to enhance participant’s self-awareness and
strategies for self-care.*!

Pilot implementation

A total of three programmes were run with 31 partici-
pants. The range of senior HCPs included medics,
clinical nurse specialists from various tumour groups,
occupational therapists, ward-based nurses including
sisters/senior staff nurses, radiographers, and clinical
and health psychologists. The majority of participants
were from a nursing background.

In total, 30 out of 31 participants were from a ter-
tiary specialist cancer treatment centre with 1 external
candidate.

The programmes took place away from the work-
place to enhance participant engagement. Participant
numbers were kept low with a maximum of 10 per
group to ensure participants had sufficient opportun-
ity to practice skills and to encourage experiential
learning and group cohesion. Respondents had to
have an active role in dealing with patients with
dependent children to take part in the course.

The 3 programme days spanned 3 weeks to give par-
ticipants time to read, reflect on the course material
and practice clinical skills and bring back issues for
discussion. The programmes were facilitated by a
senior clinical psychologist with significant experience
of working therapeutically with children and families
and teaching professionals and a senior nurse
educator.

Evaluation

The pilot was evaluated using semistructured ques-
tionnaires, consisting of open-ended questions, com-
pleted immediately before and after the programme.
Free-text data were analysed using framework ana-
lysis.** Prior to the programme, the focus was on
ascertaining participant’s views and concerns about
providing support to patients with young families
(box 1). Following completion of the programme, the
focus was on the participant’s experience of the pro-
gramme and their perceived impact of the course on
their ability to provide supportive care when a parent
has cancer (box 2).

Two researchers (LG and TW) independently con-
ducted preliminary analysis on the data from the first
pilot programme, to develop the framework.
Following identification of potential themes, the
researchers discussed and compared the themes and
LG revised the framework. Emerging themes were
used to form the following two axes of the

Education

Box 1 Precourse open questions

1. Why would you like to attend the course and what
do you hope to gain?

2. Do you have any concerns or anxieties about working
with patients with dependent children on the topic of
family support?

3. In brief, can you describe the work you currently do
with patients and their families?

Box 2 Postcourse open questions

1. The things | have learnt from this course are;

2. This learning will influence my practice in the follow-
ing ways;

3. | am feeling;

4. My concerns are;

5. The course could have been improved if: (was any-
thing missing?);

6. | would recommend this course to the following
colleagues.

framework: (1) professionals’ concerns about provid-
ing supportive care when a parent has cancer (2) par-
ticipants’ experience and perceived impact of the
programme on their practice. The framework was
piloted for suitability and the final framework was
used to analyse all data.

Ethics

From 1 September 2011, changes to the Governance
Arrangements for Research Ethics Committees
(GAFREC) in the UK mean that it is no longer necessary
to submit to the National Research Ethics Service for
review of studies where the requirement is based solely
on the use of National Health Services (NHS) staff as
participants or the use of NHS premises. Consent was
implied by returning completed questionnaires.

RESULTS

Professionals’ concerns about providing supportive care
when a parent has cancer

Data referring to participants’ concerns were inserted
into ‘professional concerns about providing supportive
care when a parent has cancer’ framework. The over-
arching concern reported was professional compe-
tence to provide support. Three subthemes emerged:
managing difficult emotions; challenges associated
with raising child and family matters; and a lack of
experience, skill and knowledge to competently
support parents with cancer.

Managing difficult emotions
Participants described concerns about their emotional
capacity to deal with patients with young families and
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whether they could remain professional due to the
emotional nature of the issues and identified a need
for support in dealing with this.

I worry about feeling out of my depth.

I am worried about being able to stay professional
because it is a very emotional area.

[ feel there is a potential to over empathise with this
patient group.

I find this issue generally challenging and benefit from
support from my MDT colleagues.

Raising child and family matters

Participants worried about how to intervene on
matters relating to family relationships, how to raise
the topic of patients’ children and family communica-
tion. They described a heightened sensitivity and were
concerned not to upset or offend patients. They were
aware that their care needed to be specialised and
based on being able to competently form relationships
with patients that would allow them to raise these
issues.

It’s a sensitive issue to discuss with parents.

I am aware that this is a difficult situation for families
and for those involved and so I worry about saying
the wrong thing.

I am concerned about broaching the subject with a
family who do not communicate openly.

How can I develop a rapport with families so that
matters of support can be discussed?

Experience, skill and knowledge

Participants described concerns about whether they
had the personal and professional experience, as well
as skills and knowledge to offer supportive care to
younger patients and their children.

Dealing with new patient cohorts who are generally
younger and thereby have young families is quite chal-
lenging, as the psychosocial needs are very different to
older population groups.

I wonder whether or not having children of my own
influence patients’ view on my ability to help.

I am uncertain about the level (amount) of informa-
tion to give to children.

Participants’ experience and perceived impact of the
programme on their practice

Data referring to the evaluation of the programme
were inserted into the framework; ‘participants’
experience and perceived impact of the programme on
their practice’. The five main themes were as follows:
(1) greater understanding and knowledge, (2)
increased confidence and skill, (3) increased engage-
ment and emotional resilience towards providing

family-centred care, (4) experience of the programme
and (5) challenges transferring skills into practice.

Greater understanding and knowledge

Participants gained a more comprehensive and theor-
etical understanding of how parental illness impacts
on children and families. They reported being more
knowledgeable about how children process informa-
tion, cope and emotionally respond to a parent with
cancer according to the child’s age and developmental
stage. They were more aware of how open communi-
cation is beneficial within families and how restricted
communication exacerbates distress experienced by
family members and limits family coping.

Understanding about how children of different ages
and stages cope with a parent’s illness.

Picking up failed communication or where families
lack communication and understanding how this can
lead to further distress and compound issues and
affect effective coping.

A deeper understanding of the complex factors
involved in working with parents and families.

Increased confidence and skill

Participants described more confidence to approach
patients about family matters, they felt more skilful in
their ability to initiate conversations and explore
patients’ family-related concerns.

Participants reported developing their ability to
assess how families and children were coping and to
identify signs when a child or family may be strug-
gling. They felt they had greater confidence to guide
parent—child communication about parental illness
and treatment, tailored to the specific age of children
and needs of the family. They also felt they could rec-
ommend resources, and know how and when to refer
families for further support.

Working with families in recognising their own indi-
vidual needs and what they want in greater depth.

More knowledgeable about how to assess and commu-
nicate with families.

To listen carefully, advise less but facilitate discussion,
explore emotions and feelings.

I know how to communicate and tailor conversations
to children’s age and understanding of illness.

How to support patient to break news to their chil-
dren in a protected safe way.

More confident giving advice, suggesting resources or
services and in general talking to patients.

Increased engagement and emotional resilience

Participants described an enthusiasm to provide
family-centred care when a parent has cancer. Some
described becoming advocates for family-centred care
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within their teams. They reported feeling less anxious,
experiencing fewer concerns and greater pragmatism
around finding solutions and facing challenges.

They reported being more accepting and better able
to manage their emotions when they were faced with
parents and families who declined support or made
decisions about communication that were different to
their personal value systems. They were much more
aware of the significance between their capacity to
care and their emotional well-being and the need for
their own self-care.

Very privileged to work in this area and to support
families who are going through one of the most sig-
nificant life events they will find themselves having.

I feel more knowledgeable and empowered to help
others.

I can teach others what I have learnt.

I will feel more able to deal with emotional and chal-
lenging conversations.

An acceptance and greater appreciation that not all
families want support even when you feel they need it.

How to look after myself better in order to effectively
help patients

Experience of the programme
Participants valued the opportunity to reflect and
share experiences in a multiprofessional group; the
support system that was created within the group
helped participants to normalise the challenges and
difficult emotions associated with this area of care.
Participants valued the varied learning methods
used, in particular DVDs of patients, children talking
about their experiences of parents with cancer and
role plays.

Sharing experiences was extremely beneficial and
allowed me to get most out of course.

Simply fantastic! Enjoyed the course, even the role
plays and group participation.

Understanding in more detail the impact of illness on
the family through the use of video, role play, discus-
sion has helped to make it more meaningful.

Great the course was multi-professional.

Challenges transferring skills into practice
While participants felt confident to engage in conver-
sations with patients regarding their children, they
described concerns about transferring their new
knowledge and skills into practice and identified a
need for support beyond the 3-day programme. They
described concerns about forgetting skills and not
implementing the new skills correctly.

Participants had concerns about losing the forum of
the group and wanted more time for discussion. They

Education

valued the opportunity to reflect and anticipated chal-
lenges incorporating reflective practice into their role.

Using knowledge appropriately into practice

That I will lose momentum and not use what I've
learnt.

I would have liked that we had more time to learn
from group members.

I may not have enough time to have as many reflective
moments as [ might need.

DISCUSSION
Evaluation of this pilot supports previous research*! 23
and confirms that HCPs experience significant con-
cerns over providing supportive care when a parent
has cancer. They worry about providing competent
specialised care and describe a significant level of
anxiety professionally and personally. Participants
described a lack of previous education, skill, knowl-
edge and experience. This all highlights the need for
tailored professional training and support, as HCPs
may cope by disengaging from this aspect of patient’s
care and compound the lack of support experienced
by patients.'! 12 19 26

Following the programme, participants’ reported an
increased engagement to support families where a
parent has cancer. They were more confident in their
ability to initiate conversations, assess coping, judge
how far to explore issues and intervene appropriately,
especially in terms of facilitating parent—child commu-
nication. These outcomes may help to address the
reported gap that HCPs were not initiating conversa-
tions about patient’s children."' '® Participants par-
ticularly valued having a better understanding of how
children tend to cope in response to parental illness
according to developmental stage. This is important
as parents struggle to explore children’s emotional
concerns and communicate in a way that is age appro-
priate.'271°

Participants described a deeper level of understand-
ing and awareness of the individual needs of families
when a parent has cancer and the protective role of
communication within families.” * They gained a
more complex psychological understanding of patient
and family members’ experiences, behaviours, beliefs
and emotional responses through the consideration of
past events, contextual factors and systemic principles
around family functioning and roles. It is hoped that
this outcome may help HCPs to sustain and rationalise
the need for family-centred care when a parent has
cancer and maintain engagement, which may improve
the quality of care and potentially reduce psycho-
logical difficulties in patients and children.

Experiential learning was identified as helpful, in
particular participation within a multidisciplinary
group, which gave an opportunity to share experi-
ences and provide mutual support and encouraged
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reflective practice. Participants reported that this
increased awareness of their own emotional needs and
the relationship this has to their capacity to care for
others. This insight may help HCPs to manage the
emotional aspects of providing supportive care to
parents with cancer, encouraging them to be more
proactive in addressing their need for support.*'~**

Although the findings of this pilot study are based
on a self-selected sample, the content of the pro-
gramme and the learning methods employed appears
to have achieved positive learning outcomes and
support Turner’s research on addressing the training
needs of HCPs, when supporting parents with
cancer.”? *°

Participants identified a need for support beyond
the programme and described concerns about losing
the reflective forum of the group and forgetting new
skills and knowledge.

Further work is being carried out to disseminate the
programme to other sites, evaluate the transfer of
knowledge and skills into practice and assess how pro-
fessionals continue to manage the emotional demands
of providing family-centred support with the addition
of supervision.

The programme is applicable to other areas of care
where a family-centred approach is needed; for
example, families caring for teenagers and young
adults with cancer or other life-limiting illnesses such
as HIV, multiple sclerosis (MS) and cystic fibrosis and
may be adaptable pending further evaluation to other
professional contexts, for instance, general practi-
tioners and community HCPs.

CONCLUSION

The aim of the programme was to address the gap in
education and support for HCPs. It is hoped that by
focusing on improving the quality of supportive care
that HCPs provide, they can positively influence
patient and family experience. Providing support to
families that encourages open communication, assesses
family coping and considers children’s needs may
potentially reduce psychological difficulties in children
and families where a parent has cancer. Findings from
the pilot support previous research that an educational
approach is acceptable and enhances HCPs® percep-
tion and confidence to provide supportive care.

Twitter Follow Theresa Wiseman at @gtwiseman
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