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Abstract

Hereditary genetic conditions have implications for the whole family and therefore genetic health professionals (GHPs)
interact with multiple family members, sometimes individually and sometimes in aggregate. Family communication is
important to ensure dissemination of genetic information to potentially affected relatives and to facilitate supportive family
interactions around genetic testing and risk management decisions. Yet, little is known about how GHPs perceive and
manage these interactions. A total of 73 GHPs working across Australian cancer genetic clinics participated in semi-
structured focus groups or interviews to elucidate what aspects of family communication they found most challenging, the
strategies they used, and whether current academic training provides sufficient guidance to address familial concerns.
Patients’ lack of understanding about the importance of communicating genetic information to at-risk relatives was the most
common challenge reported. GHPs reported that the patients’ concern for their families’ emotional responses as well as
wider family system challenges (e.g. estrangement) affected family communication. Common strategies during consultations
included structuring appointments logistically to account for family dynamics and post-consultation use of family letters and
follow-up appointments. GHPs generally felt equipped with the skills and training provided to address patient concerns, but
also desired upskilling in techniques relating to systemic family issues and behavioural change. Reflective practice strategies
were requested by geneticists and nurses to foster therapeutic skill usage. Additional family therapy training while on the job
may be beneficial in order to meet current challenges faced in clinical practice and can be provided as further professional
development.

Introduction

In the past few decades, the identification of pathogenic
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variants that increase the risk of certain health conditions
has enabled patients to have genetic testing and, in
some cases, mitigate their risk of disease substantially.
A pathogenic variant that may increase the risk for
disease has implications not only for the tested individual,
but also the wider family. Such implications are expan-
sive, and can impact lifestyle, risk management, and
family planning decisions of both current and future
generations. One example is a pathogenic variant of the
BRCAI or BRCA2 gene (hereafter BRCAI/2), increasing
the risk of breast, ovarian, and prostate cancer [l].
BRCA1/2 genes function to protect against cancer, but
increase the chance of cancer when they cease to function
properly [2].

Offspring are at 50% risk of inheriting a BRCA1/2
pathogenic variant from their affected parent [2]. It is
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therefore important for families to communicate about
the family’s genetic status, the pros and cons of genetic
testing, testing results, and risk management options.
Yet, such communication can be complex. Even
patients without family dynamic difficulties may
choose not to inform at-risk relatives of their genetic
status for a variety of reasons [3]. Common reasons
include concern for the emotional welfare of relatives,
guilt, and a loss of contact due to geographical distance
[4]. Pre-existing negative familial processes and rela-
tionship dynamics can also make such communication
processes challenging. Both immediate and extended
family members may not be informed about their risk due
to conflicts, disagreements, and ongoing relational strain;
a genetic test result can bring liabilities and ‘old wounds’
to the fore [4].

Clinical practice guidelines for genetic health
professionals (GHPs), which were based on a UK/
Australian prospective study on the frequency of GHPs’
concerns for non-disclosure among families with varying
hereditary illnesses [5], and are in accordance with
privacy laws, list common family dynamic problems
encountered by GHPs. These include breakdown in
relationships, perception that the relative is too unwell or
busy, fear of confirming non-paternity or non-maternity,
and cultural or religious factors [6]. Thus, GHPs are
frequently confronted with the need to work with and
support families to resolve challenges and communicate
appropriately.

Upholding a patient’s wishes, while also taking a
family-centred approach, is reportedly one of the most
challenging aspects of genetic consultations [7]. GHPs
have been reported to use a variety of strategies to facil-
itate family communication. According to a survey of 626
international GHPs [8], family communication can be
facilitated through the provision of genetic clinic contact
details to patients (provided by 97%), a summary letter to
the patient (provided on average by 79% of GHPs), or a
genetic clinic appointment for at-risk relatives (provided
by 66%). However, little is known about how GHPs
interact with families during a consultation or their
responses to family communication challenges. If GHPs
are going to facilitate family communication, it is impor-
tant to understand their current clinical and training
practices.

Our study aims were therefore three-fold: [1] to identify
the most common challenges faced by GHPs when
addressing family communication with BRCA1/2 families,
[2] to explore GHPs’ strategies for the management of
challenges, and [3] to explore GHPs’ current training and
need for future training in navigating family communication
processes.

Method
Study participants and recruitment

Cross-sectional focus groups and semi-structured interviews
were conducted in 2017 with GHPs within public hospitals
across all states of Australia. Eligible GHPs attending pro-
fessional meetings and/or through email invite were contacted
and a suitable time was arranged for a focus group/interview.

Procedures and measures

Participants completed a short questionnaire eliciting
demographic and professional information, and nominated
and ranked in descending order the top five common
challenges experienced with family communication. Focus
groups (maximum eight individuals) and interviews (if
unable to attend focus group timeslots) were held in-person
or via video-teleconferencing, facilitated by a trained qua-
litative researcher with expertise in family system theory
(A.L.Y.), and audiotaped. Topics relating to challenges,
strategies employed, and training received and needed on
family communication, were explored. The appropriate
ethics committees approved this study. All participants gave
written or electronic consent to participate.

Data analysis

Demographic data were summarised using descriptive sta-
tistics. Two authors (A.L.Y. and R.W.) ranked and cate-
gorised GHPs’ questionnaire responses about common
challenges faced with family communication. An overall
ranked score for each challenge category was calculated
(overall mean rank of each category multiplied by the fre-
quency with which it was reported). Focus groups and
interviews were transcribed verbatim and underwent the-
matic analysis [9]. Consideration was given to whether
individuals participating in one method (i.e. focus groups)
differed in relation to the experiences discussed in the other
method (i.e. interviews). Emphasis was placed on the
themes mentioned by the majority of participants and data
that raised novel lines of inquiry, reflecting unique sub-
themes (e.g. rurality and specialists). Three authors (A.L.Y.,
P.N.B., and R.W.) analysed the first six transcripts by re-
reading each transcript, generating codes, and developing
overall themes, which were then organised into a thematic
‘map’. Differences in coding were resolved by consensual
discussion. Subsequent transcripts were analysed according
to the ‘map’, adding further themes through an iterative
process, resulting in defining a final set of themes. Focus
group or individual interview identification (e.g. FG4 or 114)
is provided below.
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Results
Sample characteristics

A total of 16 focus groups and 12 in-depth individual
interviews were conducted with GHPs. Seventy-three GHPs
participated (91 invited), with the majority working as a
genetic counsellor (80%). Most were Caucasian (86%),
female (92%), and married (62%) (Table 1).

Common GHP perceptions of the family
communication challenges

Participants identified and ranked a range of family
communication challenges (Table 2). Combined with the
qualitative data, four broad systemic challenges to family
communication were identified, which are described below.

Relationship dysfunction

Family relationship breakdown, including estrangement
and/or strained relationships, were ranked by GHPs as one
of the most common systemic challenges detracting from
family communication. Genetic testing can lead to rela-
tionship dysfunction or accentuate pre-existing problematic
relational patterns. GHPs noted that patients could use
genetic information as a ‘weapon’ against their relatives
(FG3). For example, there are families “where there’s like a
family dispute and they’re actively not going to tell that

Table 1 Sample characteristics

Genetic health professionals (N = 73) No. (%)

Mean age in years at interview (range) 39.81 (23-64)

Cultural background®

Caucasian 63 (86.30)
Other 9 (12.33)
Marital status®

Single 19 (26.03)
Married 45 (61.64)
De facto/partnered/engaged 7 (9.59)
Other 1(1.37)
Employment®

Genetic counsellor 59 (80.82)
Other (e.g. geneticists, nurses, oncologists, 13 (17.81)

psychologists/psychiatrists)
8.55 (0.50-23)
7.53 (0.05-27.50)

Average years practicing (range)b

Average hours each week in direct contact with
patients at-high risk of breast/ovarian cancer
(range)

aMissing demographic data (n = 1)
"Missing demographic data (n = 3)
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sister or whatever because they don’t speak and they don’t
care what happens to them” (FG7). It was considered rare
for a mother not to pass on information to her children, but
for carrier fathers who had limited contact with their chil-
dren due to a divorce or separation, communication was
considered “kind of opening another issue that may be seen
as a negative towards them” (FG12). Blame and anger are
ensuing emotions that patients had discussed with GHPs.
For example, a genetic counsellor said, “I have had one
male, who came through and he was positive and when I
gave the result he was devastated and said, ‘Oh, my wife
and my daughter will blame me for this straight out. It’s just
the way it is in this family. It’s just another thing they will
blame me for’... It’s the catalyst [the relatives] need to be
angrier because they already were, but now they’ve got
this...” (FG20).

Loss of contact or death

Another issue was alienation or loss of contact between
relatives, causing patients to view communication as “a
massive burden” (II11), particularly when delivering ‘bad
news’. Individuals “just don’t want to have a difficult
conversation with someone that they don’t have a lot of
contact with, [or] may not have seen since they were a
child” (FG12). Patients were unsure how to broach the
topic, what to say, and when and to whom the information
was of relevance. Identifying relatives for whom genetic
information is of relevance was a challenge for GHPs when
individuals had lost contact with the rest of the family or
been adopted.

For some families, a loss of contact has occurred natu-
rally, and trying to make contact is just “completely outside
the realms of knowing where they live” (II13). For others,
geographical distance can be a perceived barrier, “they will
say, ‘Oh actually my relatives are overseas’—it’s almost as
though they’re not part of the family anymore they’re so
distant from me” (FG4). A clinical process issue can also be
encountered by genetic services with overseas relatives, in
that after dissemination of information is achieved, “the
next blockage is often [directing] someone to a service ...
[but a relatives'] ability, even if they want to act on that, is
sometimes unclear” (FG4), especially in countries where
testing is unavailable, or not widely performed.

GHPs reported that the death of a relative (and sub-
sequent remarriage, change of surnames, lost contact
details) can have far-reaching consequences relating to the
loss of “usual networks” (FG), and be an added burden on
families that are yet to be informed of a pathogenic variant
that may increase the risk for disease. A common case
reported was when a female partner has died and the hus-
band “doesn’t talk to her side of the family anymore or ...
one of the big complications is actually various people have
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Table 2 Genetic health professionals perceived challenges relating to family communication about genetic cancer risk ranked in order of

importance
Freq Mean SD  Overall Ranking

1 Lack of understanding of importance to inform others, lack understanding of significance, 39 1.58 195 61.75
misinformation of cancer risk, misinformation of inheritance

2 Emotional responses—guilt, anxiety, fear, grief, blame, shame 33 1.14 1.61 37.77

3 Family relationship breakdown—estrangement, strained 34 1.01 135 3448

4 Relatives' perceived reactions—concerned that relatives will be ‘emotionally burdened’, lack the 29 1.00  1.49 29.00
understanding, uninterested or blame the proband

5 Loss of contact including geographic distance and death 25  0.82 136 2045

6  Privacy, insurance concerns, confidentiality, preserving autonomy, and non-consent 16 092 1.77 14.70

7  Pre-existing lack of communication (generally, medical-specific) or relationship difficulties 21 0.68 1.33 14.19

8  Lack of perceived closeness to relatives & initiating contact around “bad news”, particularly with 17 071 1.39 12.01
extended family or those they have not spoken to before

9  Unsure how to broach the topic, what to say, when and to whom 17 071 150 11.99

10 Deciding the timing of sharing genetic risk during stressful life events e.g. cancer diagnosis, treatment, 16  0.72 1.48 11.58
other concurrent stressors, anniversaries of loss

11 Family role as a “protector” and feeling responsible for disclosure 13059 136 7.61

12 Ensuring correct information is communicated 12 0.61 146 7.36

13 Non-disclosure—active blocking, passive non-disclosure, procrastination 10 045 123 453

14 Identifying to which relatives the information is of relevance, e.g. inability to establish from which 9 048 128 432
side a mutation arose, adopted

15 Reduced sense of urgency for males and males communicating less 5 030 1.04 1.49

16 Generational conflict of values 4 0.19 0.73 0.75

17 Resource or service access difficulties—relatives limited healthcare access, follow-up, tailoring family 3 0.21 095 0.64
letters

18 Inadvertent discovery of status through children, VUS reclassification, ineligible testing 0.13  0.66 0.40

19 Not feeling responsible for disclosure 0.12 059 0.36

20 Collusion with GHPs—wanting children tested without their knowledge 1 0.05 0.37 0.05

died and they’ve lost communication—they’ve lost those
sort of usual networks that they would have if everyone was
still healthy, well and living. So [patients are] just like ‘I
know these people exist but I can’t get in contact with them
because I don’t know where they live...” (FG1). A specific
example provided was a case in which a mother in her 40s
died, but wanted her daughter to have testing before she
died. Her daughter complied and tested positive. After her
mother’s death, the daughter was left with the responsibility
to inform her siblings and extended family overseas which
was “a huge burden for her to have on top of everything
else” (FG4).

Pre-existing communication patterns

GHPs also perceived that pre-existing communication
problems in the family were difficult to navigate. As one
genetic counsellor said, “I think families bring it with
them. I think we can obviously help or hinder a little bit in
what we say and what we express is important to com-
municate, but if a family has poor communication there’s

not heaps we can do to help. I want to say we can but we
really can’t” (FG1). On the flip side, GHPs generally
believed that when there were open lines of commu-
nication in the family, which was most often the case, a
discussion about disseminating information to relatives
occurred relatively easily and “spreads like wildfire”
(FG1). Nevertheless, GHPs reported that some families,
although considered open communicators, do not speak
about medical or health information in the family: “it’s
probably with people with historical, cultural issues
about not discussing health within families or illness, in
particular...cancer” (I[16) or are “private [about] their
health” (FGS).

Cross-generational issues

Cross-generational issues such as power differentials, dif-
ferences in values, and one generation trying to protect the
next were also discussed by GHPs. Older patients/probands
were considered ‘gatekeepers’ and could withhold or distort
information. GHPs reported that parents (typically mothers)

SPRINGER NATURE
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expected that their children act in accordance with their
values (e.g. not have surgery), and sons were typically
“dragged” to consultations (FG3) by their mothers, often
unmotivated, unready or indifferent about making decisions
about their genetic risk. Early career GHPs found it parti-
cularly difficult to navigate through the disclosure of results
when patients wanted to enforce their values on others
(FG20).

Explaining to patients that it would be more beneficial to
test grandparents or older adults before testing grand-
children was also a challenge. For some this was not pos-
sible if their older relatives had actively chosen not to have
testing. It was particularly difficult to convince older rela-
tives to be tested if they considered the information of little
relevance to themselves, “they don’t recognise our process
was we really wanted to test one person instead of testing
[their] five or seven children” (I117).!

GHPs’ strategies for working with family
communication challenges

GHPs identified a number of strategies for working with
families, discussed below.

Assessing family communication and family dynamics early

GHPs noted the importance of assessing family commu-
nication and dynamics during pre-counselling phone
assessments at the first appointment, to clarify what
“extra things that [the GHP was] going to need” to support
that family (FG3) both initially and in dealing with ongoing
difficulties if the proband tests positive. Some GHPs noted
that explicitly querying whether there may be a problem
(e.g. tension between family members or that one person
appears to be protecting another) could be helpful at this
stage, “they might not actually have much insight in to the
way they see themselves and the way they see their
[relative]” (FG3).

GHPs also noted the importance of cueing patients to
begin thinking early about potential communication
challenges if they tested positive so that they can be pre-
pared: “they often haven’t thought about — oh, that if I'm
not negative and then have to talk about it with people, it’s
when they come back being positive it’s something that
they haven’t even considered having to deal with” (FG24).
Identifying challenges can occur at set times during a
consultation such as completing a family pedigree (II11) or
“on a case by case basis ... [when it] comes up then we try
and troubleshoot” (FG12).

U It is standard practice to test the older generation first to identify
whether they are a carrier of a BRCA1/2 pathogenic variant. If they are
not a carrier, testing of their offspring is not required

SPRINGER NATURE

Facilitating disclosure with estranged families

GHPs used various strategies to assist patients who are
estranged or who have lost contact with family members.
Some GHPs recommended identifying a key person in the
family to serve as a ‘proxy’ disseminator of information,
especially when the patient does not want to answer ques-
tions. Some GHPs provide a family letter to the patient to
give to their relatives, which was reported by some to be
very successful in addressing family dynamics (FG22),
since “that kind of externalises it from them ... [especially
when there’s an] underlying issue that existed before the
genetics” (FG21). Other GHPs reported that a family letter
did not suffice in all situations: “most of them didn’t
understand what the letter was and they had no recollection
of receiving it... [or] they have read it and didn’t understand
it. Some of them read it and took it to the GP who told them
not to worry about it” (II11). Checking with patients at
follow-up whether they had communicated with their
relatives was recommended by GHPs, particularly those
working in rural communities where genetic services are
limited and with the older generation, many of whom are
unaware of the implications of genetics for their health.

Ensuring autonomy and that everyone is heard

GHPs felt that respecting personal autonomy was important,
especially if differences in opinion amongst family mem-
bers exist. For example, GHPs sometimes requested that a
young person suspected to be complying with testing for the
sake of their parent, be encouraged to make their own
appointment, or have a pre-counselling phone discus-
sion. GHPs would sometimes suggest that each family
member attend a separate appointment prior to a joint
consultation. They also considered setting up the room so
that the chairs were in a circle, instead of some members
sitting behind each other. GHPs reported using these prac-
tices in situations involving parent—child conflict of values
and sibling—sibling differences in opinion towards genetic
testing or risk-reducing surgery.

Referring to psychosocial GHPs

Being aware that a situation is beyond the expertise or
skillset of a given profession and making appropriate
referrals to other GHPs or services were considered
important skills and a benefit of a multidisciplinary team
approach. As one GHP said, “often we do need to engage
outside help because that family has another problem of
which the genetics is just a small part” (FG3). Referral to
psychologists, through referral to a primary care provider/
general practitioner (GP), was considered vital. Referrals
were made when there were deep-seated issues with family
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dynamics, pre-existing mental health issues and blame or
anger towards relatives. For example, one GHP said,
“recognising what is in front of you goes beyond yourself is
important to referring on and these people need ongoing
psychological support more than we can offer really”
(FG23).

Current and future GHP training

There was variability in the amount of time participating
GHPs had worked within the field (i.e. 6 months to 23
years) and therefore the training they reported having
received was different. Genetic counsellors who had qua-
lified in the last few years reported that their Master’s
degree provided them with theoretical knowledge of family
systems and experience role playing or learning about
communication problems in different case studies. Those
who were considered senior genetic counsellors were more
likely to report that their degree did not include family
systems training at the same level as currently provided.
Regardless of the training received, GHPs reported that they
learnt strategies and problem-solving skills while on the job
and by discussing difficult cases with their colleagues. They
also debriefed with colleagues and sought mentorship. After
a difficult consultation with a family, the “first thing you do
is you go and talk to someone ... your supervisor [to]
workshop how you could have done that differently so
there’s a real onus on learning from your experience and
developing as a counsellor” (FG4).

Genetic counsellors desired engagement in reflective
practice by considering alternative methods of handling the
same situation. Early career genetic counsellors and
geneticists also wanted ongoing additional assistance to
improve their skills in this arena. Many GHPs said they
needed general strategies to probe patients about family
communication, “it might not be like an intervention as
such but maybe some tools to be informing the types of
questions you might ask to work out how that family works
so that you can work within that system” (FG23). Training
in techniques to increase behavioural change was particu-
larly desired when working with families with active risk-
management options available (e.g. BRCA1/2), “because
you need people to know what stuff is within their power
and control” (FG24).

GHPs commonly felt that they did not have enough
time to delve into family dynamics and some were also
perplexed about when and to what extent such discussions
were most appropriate. For example, one GHP said, “We
often know where there is a problem; we can recognise
there is an issue or a dynamic but then don’t know what to
do with it ... something’s going on there but then you
don’t know whether that’s a good thing to unpack”
(FG21).

The optimal timing of training in family communication
was debated since some GHPs believed that getting taught
on-the-job through workshops was much more beneficial
than during a degree, because, “it’s like any skill if
you don’t apply it, it gets rusty really quickly” (FG21).
However, GHPs have diverse professional standards,
requirements, and opportunities to engage in ongoing pro-
fessional development; as one genetic counsellor said, “It is
difficult to balance new training within current demands”
(FG23). While both geneticists and genetic counsellors
reported a lack of training in how to facilitate family
communication, genetic counsellors were more likely than
geneticists to have received some training; as one genetic
counsellor said, “I think that’s probably a difference
between medical training and counsellor’s training that
probably helps us in that regard” (FG4). Medically trained
GHPs reported that having reflective practice and debriefing
as a common practice within their profession could assist
them in learning strategies from their peers to handle cases
where family dynamics are an issue.

Discussion

This is one of the first studies to describe the most common
challenges faced by GHPs when addressing family com-
munication with BRCA1/2 families. When asked to name
and rank the challenges they experienced when dealing with
families, six out of the first ten challenges were systemic
familial issues. Previous research reported that prior rela-
tionship difficulties (e.g. estrangement, perceived distance
or strained relationships) can impede communication with
parents [10], and with extended family members [3], and a
genetic test result can heighten these difficulties [4]. Other
studies have noted that the potential impact of genetic dis-
closure on family wellbeing and relationships is one of the
most common concerns raised by probands [11].

The GHPs in this study noted a number of useful stra-
tegies used to overcome family estrangement, dysfunction,
and conflict. Strategies include: assessing, acknowledging,
and preparing for difficulties early in the process, identify-
ing a neutral family member who might communicate
optimally, providing a family letter to externalise
communication, ensuring that all family members have
autonomy and are heard through individual consultations,
respectful communication and inclusive consultation set-up,
and referral to psychosocial GHPs if required. These stra-
tegies can supplement those suggested elsewhere [12].
Direct contact with at-risk relatives by letter from a genetic
clinic is suggested in the UK [13] and France [14]. This
practice is occurring in only one state of Australia (i.e.
South Australia) [15] due to differences in state legislation.
Internationally there is ongoing discussion about the clinical
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and legislative implications of direct contact practices [16],
with additional considerations about the return of results in
the paediatric setting [17]. Despite the method of contact,
family therapy techniques will be of increasing benefit for
GHPs encountering family dynamic challenges that hinder
at-risk relatives from attending a genetic clinic.

GHPs may increase their skills to assist with disclosure
by undertaking family therapy training. In accordance with
the 2017 guidelines governing accreditation of Master of
Genetic Counselling programs within Australia [18], stu-
dents need to show competency in evaluating their patients’
psychosocial history by assessing family dynamics and
recognising the role of relationships in families. Despite
learning these skills, GHPs wanted further training when
they were most likely to use it: on-the-job. Workshops and
skills training are considered beneficial for further profes-
sional development and can be extended to assist non-
genetic health professionals.

Upskilling a whole genetic clinic can be resource inten-
sive, but upskilling a member of each clinic in family
therapy techniques is plausible. Psychological therapeutic
skills including behavioural modification skills, motiva-
tional interviewing, and cognitive-behavioural techniques
may be beneficial for genetic counsellors to utilise or at the
very least, understand so that they can identify families
needing further support. Nevertheless, due to time con-
straints genetic counsellors have a limit on how much they
can address family dynamic issues and therefore referral to
specialists and other allied healthcare providers is impor-
tant. Psychologists and psychiatrists have the luxury of
extended consultations and resources to explore family
issues and are considered helpful when barriers to com-
munication exist [19].

Family-based interventions may also help in this context
[20]. Few genetic interventions have been formally eval-
uated to improve family communication; there has been a
recent call for interventions to explore family dynamics
processes and target the reasons for lack of communication
[21] including the use of a guiding framework to create a
‘toolbox’ of interventions at a GHPs disposal [22]. RCTs
using telephone interventions addressing family commu-
nication show inconclusive results. A non-directive tele-
phone intervention at three time-points resulted in relatives
making significantly more contact with genetic services
compared to controls, but with no overall difference in
communication [23]. No difference in communication was
also observed in a telephone intervention RCT [24], but
since familial communication was high at baseline within
the intervention group, efficacy cannot be ascertained.

A more comprehensive intervention to target family
communication is multi-family  discussion  groups
(MFDGs), which allow families to learn, support, and
reduce stigma in a group setting facilitated by GHPs [25].

SPRINGER NATURE

MFDGs have been developed to assist patients in mental
health, chronic health, and hereditary conditions [25]. When
applied to the genomic medicine context, psychologists
have generally been employed to facilitate family therapy
interventions [26]. However, a group of UK researchers and
clinicians have attempted to train genetic counsellors to
implement a psycho-educational intervention using MFDGs
to improve parent—child conversations [27]. Genetic coun-
sellors were taught family therapy concepts and techniques,
focusing on the families’ relational and emotional well-
being, including their overall confidence in coping with
genetic information. An intervention pilot [27] highlighted
the potential utility of training genetic counselling staff on-
the-job and providing them with family therapy skills, to
use particularly with families, which are burdened by the
genetic information provided. Family care nurses are also
considered to be a viable specialty in addressing the long-
term needs of families, by providing follow-up care
throughout the lifespan, ensuring ongoing assessment of
dissemination by tracking each member of the family [20].
Training genetic clinic staff in family therapy will enhance
the current skills set of the multidisciplinary team.

Clinical implications

We would argue that all GHPs would be eligible for and
benefit from training in therapeutic skills that address
familial communication processes. Given that family
therapy appears to be a small component of the accred-
itation requirements for genetic counselling Master’s
degrees [18], further training is needed to enhance GHPs’
identification of families with limited communication.
Family therapy techniques would be most effective during
the initial consultation to identify family dynamic issues
that could be a problem, and at follow-up to identify and
address ongoing family communication barriers. This may
entail changes to the current model of practice to allow for
more contact with genetic counsellors post-consultation
during follow-up. GHPs (e.g. geneticists, oncologists, and
nurses), can benefit from including reflective practices and
debriefing, potentially with the multidisciplinary team, to
enhance learning with difficult cases. While many training
courses for GHPs are already heavily loaded with content,
providers may benefit from learning more about identi-
fying families with poor communication. Such training
could assist GHPs to identify when it would be beneficial
to refer patients and families to other specialists (e.g.
psychologists and psychiatrists). Such training in under-
standing family dynamics and dissemination issues could
also benefit non-genetic-related clinicians who provide
care for people with hereditary cancer conditions [28].
While genetic counsellors may be the ideal GHPs
to address family communication issues, it will be
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increasingly common as genetics moves into mainstream
medicine, for doctors to gain consent and deliver results to
patients, sometimes without any referral to a genetic
clinic. Therefore, they will also need a basic under-
standing of family dynamics and skills to encourage
communication. As this rarely occurs in tertiary or
advanced training, additional focused training will need to
be provided. GHPs may find that a check-list of questions
to probe for potential family relational and dynamic bar-
riers would be beneficial, much like the ‘question prompt
list’ used with cancer patients [29] or the ‘key messages’
for BRCAI/2 patients suggested by Jacobs et al. [30].
Prompting short questions and statements to encourage
communication can be of particular assistance for medical
oncologists and general practitioners to address family
communication efficiently. Additional training will also
be of benefit for GHPs working with emerging young
adults [20, 31], at-risk males [4, 31] and patients from
culturally and linguistically diverse backgrounds [31], and
to those giving germline results from multigene panels
and whole genome sequencing testing [32].

Limitations

A possible limitation of the current study is that GHPs were
asked to focus on family communication challenges that
exist with BRCA 1/2 patients; different challenges may have
been discussed had other genetic health conditions been
included. However, similar difficulties in relation to family
communication are likely to be encountered across condi-
tions (e.g. Huntington’s disease) [21].

The majority of the sample were genetic counsellors
(80%) and although GHPs from other specialties (20%)
provided different and varying opinions within focus
groups, the concerns of genetic counsellors were pre-
dominant when it came to discussions about family com-
munication challenges. Further research is required, with
larger samples of geneticists, surgeons, nurses, and psy-
chologists, in order to elucidate whether their concerns and
need for training differs from those of genetic counsellors.
Moreover, information on non-responders was not avail-
able. Nevertheless, the study reflects the current genetic
workforce that presides within Australian genetic clinics
and is comparable to clinics worldwide using a similar
clinical structure.

Conclusion

This study demonstrated that systemic family dynamic
concerns, such as conflict, estrangement, and loss of con-
tact, are challenging in genetic settings. GHPs are generally
equipped to address educational and medical cancer-related

concerns; however, upskilling geneticists, genetic counsel-
lors, and nurses in techniques relating to systemic family-
related issues, behavioural change, and reflective practice
strategies can have promising effects in improving the
dissemination and uptake of genetic testing.
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