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Abstract

Process studies explore the content and dynamics established during genetic coun-
seling (GC), allowing a greater understanding of what happens. No literature review
has specifically examined how family communication of genetic information has been
addressed in GC process studies. To fill this gap, a scoping review was conducted.
Scopus, Web of Science, PubMed, and PsycInfo were searched, resulting in 21 arti-
cles for analysis. Most studies were retrospective (n=19) and qualitative (n=15) and
involved hereditary cancer syndromes (n=13). Studies analyzed how family com-
munication of genetic information is addressed in GC by either focusing on patients'
experiences and perspectives, or genetic healthcare professionals' (GHP) roles and
scope of practice. All studies reported that GHP address family communication with
patients, but their practices were heterogeneous and influenced by contextual fac-
tors. Practices to address family communication included providing guidance to in-
form the family (n=19), materials to support communication (n=16), psychosocial
assessment (n=11), and additional support (n=18). Our findings suggest that the ap-

proach to family communication in GC draws on both teaching and counseling models,

This is an open access article under the terms of the Creative Commons Attribution License, which permits use, distribution and reproduction in any medium,

provided the original work is properly cited.

© 2025 The Author(s). Journal of Genetic Counseling published by Wiley Periodicals LLC on behalf of National Society of Genetic Counselors.

J Genet Couns. 2025;34:e70067.
https://doi.org/10.1002/jgc4.70067

wileyonlinelibrary.com/journal/jgc4 10f 20


https://doi.org/10.1002/jgc4.70067
www.wileyonlinelibrary.com/journal/jgc4
mailto:
https://orcid.org/0009-0008-3590-3847
https://orcid.org/0000-0002-6535-4315
https://orcid.org/0000-0002-2938-7486
https://orcid.org/0000-0001-6075-6887
https://orcid.org/0000-0002-9846-1037
https://orcid.org/0000-0003-3491-7119
https://orcid.org/0000-0002-1200-9286
https://orcid.org/0000-0002-6466-918X
https://orcid.org/0000-0002-2586-8469
https://orcid.org/0000-0002-8766-7646
http://creativecommons.org/licenses/by/4.0/
mailto:mariab@i3s.up.pt

BARBOSA ET AL.

20of20 National Societyof g
W] LE Y-Genetic 7

Counselors

KEYWORDS

1 | INTRODUCTION

Genetic and genomic testing are becoming increasingly accessi-
ble and comprehensive, and thus are more frequently being main-
streamed into other specialized areas of healthcare beyond genetics
(McNeill, 2022). The implications of test results often extend to
patients' biological relatives, who might be at risk of developing or
passing on genetic conditions to their offspring.

Informing relatives of their risk enables them to make informed
decisions on their health and reproduction, as well as access genetic
counseling (GC) and cascade screening. Relatives with a pathogenic
variant can access surveillance, prevention or treatments (when
available) that can mitigate future morbidity, as well as reproduc-
tive options (Strachan & Lucassen, 2022). Families' adjustment to
this information is often punctuated by relational, behavioral, and
emotional implications. Patients and their families often experience
relief, distress, anxiety, guilt, or a sense of empowerment during this
process (Elrick et al., 2017; Gaff et al., 2007; Mendes et al., 2018).
Knowledge of a genetic condition in the family system might also
entail various relatives making decisions about testing and changing
plans regarding health, reproduction and other aspects of life. This
might translate into adjusting family roles, communication patterns,
and supportdynamics (Ahsanetal.,2023; Bowen et al., 2021; Chivers
Seymour et al., 2010; Fontoura Dias et al., 2025; Forrest et al., 2003;
Gaff et al., 2007; Gomes et al., 2022; Mendes et al., 2018; Shah &
Daack-Hirsch, 2018; Wiseman et al., 2010; Young, Butow, Rhodes,
et al,, 2019).

Commonly, patients are the ones informing their relatives about
hereditary conditions and genetic risk. While most understand the
importance of sharing this information and intend to do so (Finlay
et al., 2008; Hunter et al., 2023), many find it difficult. How individ-
uals communicate this information to relatives is influenced by dis-
ease characteristics and individual, relational, and social influences.
This includes family dynamics, communication patterns, perceived
importance of the information, anticipated reactions from relatives,
and the psychological adjustment to one's test results (Chivers
Seymour et al., 2010; Fontoura Dias et al., 2025; Forrest et al., 2003;
Gaff et al., 2007; Gomes et al., 2022; Wiseman et al., 2010; Young,
Butow, Rhodes, et al., 2019). As such, many would appreciate more
support from genetic healthcare professionals (GHP) (Marleen van
den Heuvel et al., 2020).

GCaims to support consultands in understanding and adapting to
the implications of genetic conditions, including familial implications

although with greater emphasis on the former. This is consistent with integrated mod-
els of GC. Future prospective process studies using observational data could enhance
our understanding of patient-professional interactions and their influence on patient

decision-making regarding family communication of genetic information.

family disclosure, genetic counseling, genetic risk, literature review, psychosocial genetics

What is known about this topic

e Guidelines recommend genetic healthcare professionals
(GHP) encourage and support patients in sharing rel-
evant information with at-risk relatives.

e Process studies may help clarify how communica-
tion with the family is addressed in genetic counseling
(GC). However, no reviews have specifically focused
on GC process studies addressing communication with

relatives.

What this paper adds to the topic

e This review summarizes existing process studies on GC
that address family communication, showing that re-
search is mostly qualitative and retrospective.

o GHP consistently inform patients of their relatives' ge-
netic risk, the importance of family communication, pro-
vide written resources and additional support to assist
with informing relatives. However, GHP less frequently
assess patients' ability to do so and tailor their support.

and facilitating its effective communication within families (Resta
et al.,, 2006). Guidelines generally advise GHP to encourage and
support patients in sharing relevant information with at-risk rela-
tives (Phillips et al., 2021). Two approaches are typically used: (i) in
family-mediated contact, the default practice, information is relayed
to relatives through the proband; (i) in direct contact, GHP directly
contact relatives (Mendes & Newson, 2024).

In family-mediated contact, the patient informs at-risk relatives
of their potential risk and availability of GC, without necessarily
disclosing their own genetic status or test results (carrier, noncar-
rier or inconclusive). Carriers frequently find it easier to share this
information with their families, as it promotes communication and
awareness of familial risk and testing (Cirino et al., 2022; Patch &
Middleton, 2018). Those who disclose genetic information often
do so out of responsibility toward relatives and to obtain further
information and support (Afaya et al., 2024; Gaff et al., 2007,
Gomes et al., 2022; Greenberg & Smith, 2016). However, patients
might also want to withhold disclosure to protect themselves
and relatives from distress and potential discrimination (Afaya
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etal., 2024; Fontoura Dias et al., 2025; Hunter et al., 2023; Mendes
et al., 2018). Conversely, in the communication of noncarrier or
inconclusive test results patients might experience guilt and/
or emotional distress (Mendes et al., 2018), and relatives might
have difficulties or incorrectly interpret their own risk (Afaya
et al., 2024; Himes et al., 2019).

Few studies have examined how family communication is ad-
dressed in GC. A systematic review suggested that GHP encour-
age family communication, provide psychoeducational guidance,
and written information to distribute among at-risk relatives
(Mendes et al., 2016). This review did not explore the perspectives
of patients and their families about how communicating genetic
information with at-risk relatives is addressed in GC. It also ex-
cluded studies published after 2014 (Mendes et al., 2016), thereby
not considering the potential changes in service provision since
then. Notably, this includes increased demand and accessibility
to GC and genetic testing (Gima et al., 2024; Ormond et al., 2024;
Wallgren et al., 2021; Zakaria et al., 2023), updates to practice
guidelines and policies (Phillips et al., 2021), increased integration
of digital tools and telehealth into GC, and a growing emphasis on
considering context (cultural, social, and economic factors) to tailor
communication strategies and support (Biesecker, 2020; Ormond
et al., 2024; Shete et al., 2024; Wallgren et al., 2021; Zakaria
et al., 2023). Other reviews examined guidelines for addressing
family communication (Forrest et al., 2007; Phillips et al., 2021) and
the impact of interventions on the rate of at-risk relatives seek-
ing GC and testing (Ballard et al., 2023; Baroutsou et al., 2021;
Law et al., 2022; Young et al., 2023; Zhao et al., 2022). However,
these provide limited insight into how family communication is ap-
proached by GHP during GC.

GC practice has been described as a “black box” (Biesecker &
Peters, 2001), and the need for further research into the process
of GC has been emphasized to better evaluate service models
and understand their outcomes (Biesecker & Peters, 2001; Clarke
etal., 1996). Process studies aim to investigate the content, behaviors,
and relationships established during GC (Biesecker & Peters, 2001).
Unlike other types of research, they extend beyond assessing out-
comes and examine real-world clinical practice, thereby illuminating
the interactions, challenges and opportunities within the GHP-pa-
tient encounter (Biesecker, 2020; Biesecker & Peters, 2001; Clarke
etal., 1996; Meiser et al., 2008; Paul et al., 2015; Roter et al., 2006).
In doing so, they may provide practice-based evidence that can
help inform the development of practice guidelines. Process studies
have been central to defining GC, including its goals, models, inter-
ventions, and GHP's scope of practice (Aasen & Skolbekken, 2014;
Biesecker, 2020; Biesecker et al., 2021; Boghosian et al., 2021;
Guerra et al., 2023; Kessler, 1997; MacLeod et al., 2018; Meiser
et al., 2008; Redlinger-Grosse et al., 2017; Schmidlen et al., 2018;
Veach et al., 2007). When these studies explore communication,
they usually examine the style and content of interactions between
patients and GHP (Aasen & Skolbekken, 2014; Joseph et al., 2017;
Roter et al., 2006; Scott et al., 2024). When they focus patients'
experiences, commonly they report their needs, expectations,
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attitudes, awareness, and recommendations (Dwyer et al., 2022;
Hodan et al., 2024; Pollard et al., 2020; Rolle et al., 2022).

Process studies that explore GHP's, patients', and their relatives'
perspectives may help clarify how family communication of genetic in-
formation is addressed in GC. However, to date, no reviews have spe-
cifically focused on process studies exploring this, which may limit our
understanding of GC practice, and the support provided to patients in
this context. This scoping review extends the prior work of Mendes
et al. (2016) by including more recent studies to reflect contempo-
rary shifts in genomic medicine, and examining both GHP, patients'
and relatives' perspectives on how family communication of genetic
information is addressed in GC. Therefore, this review aims to map the
available GC process research, focusing on (i) which methodological
approaches have been used to study family communication of genetic
information, (ii) what dimensions of the GC process have been focused

on, and (iii) how GHP address family communication during GC.

2 | METHODS

A scoping review was conducted following the Preferred Reporting
Items for Systematic Reviews and Meta-Analyses (PRISMA) (Tricco
et al., 2018) and Joanna Briggs Institute (JBI) guidelines (Aromataris
et al.,, 2024; Peters et al., 2021) (Table S1). The protocol was reg-
istered with Open Science Framework (https://doi.org/10.17605/
OSF.I0/MB2AX).

2.1 | Eligibility criteria

The Population, Concept, Context approach was used to define
inclusion and exclusion criteria (Table 1). The selected sources of
evidence included peer-reviewed primary research published in
Portuguese, Spanish, French, or English since 1997, when direct mu-
tation detection and the widespread adoption of presymptomatic
testing became available (Tibben, 2007) to 2023.

2.2 | Search strategy

An initial search of PubMed was undertaken to identify relevant ar-
ticles. Query strings were defined based on their titles, abstracts,
and index terms. These were used to develop the search strategy
for PsycINFO-EBSCOhost, PubMed, Scopus, and Web of Science
(Table S2) during July 2023 (the final database search was conducted
on 8 August 2023). This search was supplemented by manual cita-
tion searching in the reference lists of included articles (conducted
between 9 and 14 August 2023).

Identified articles were imported into EndNote 21 (Clarivate
Analytics, PA, USA) and duplicates were removed. A first screen-
ing of titles and abstracts using Rayyan (Qatar Computing Research
Institute, Doha, Qatar), and full-text screening was then conducted
independently by MB and SFD. Disagreements (n=4) were resolved
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TABLE 1 Eligibility criteria.

Inclusion Exclusion

Population

e GHP conducting GC consultations e GHP not engaged in GC

e Individuals undergoing or having e Individuals who have not received GC
received GC

Concept

e Process studies examining how e Process studies that do not cover (i) how

family communication of genetic
information is addressed in GC from
the perspective of (i) GHP (strategies

and actions used or that could be used communication

family communication of genetic information
is approached in GC or (ii) the interactions
between GHP and patients regarding family

to address family communication) or e Studies that solely focus on family

(i) patients (perceptions of how family
communication was addressed in GC,
and suggestions of practices to explore
family communication)

Context

communication as an outcome of GC, without
describing how it is addressed in practice

e GCresearch that explores the o Other contexts that address family

communication of genetic information
to the family

by discussing with AM if the articles were eligibility until an agree-

ment was reached.

2.3 | Data extraction

MB conducted the data extraction and SFD assessed its complete-
ness and accuracy. The extraction table (Table S3) was modified itera-
tively throughout the extraction based on input from AM, MP, and CS.
Extracted data included author, year, country, title, study aim(s), au-
thor's background, genetic conditions, participants, sample size, field
of the healthcare professionals, study methodology, dimensions of GC,
practices to address family communication, influencing contextual fac-

tors, patient-suggested practices and GHP's resource needs.

2.4 | Data analysis

The extracted data were analyzed through descriptive statistical
analysis and iterative content analysis (Peters et al., 2021; Pollock
et al., 2023). This entailed familiarization with the data, initial
open coding, and creating an inductive coding framework to cat-
egorize extracted data based on the research questions (Pollock
et al., 2023). Findings were presented with figures, tables, and a nar-
rative summary (Pollock et al., 2023). Per the established guidelines
(Aromataris et al., 2024; Peters et al., 2021; Tricco et al., 2018), a
quality rating of the studies was not conducted.

3 | RESULTS

A total of 1012 potential articles were identified. After remov-
ing duplicates (n=363), the title and abstract of 649 articles were

communication of genetic information

screened, of which 24 underwent full-text review. Ten additional
articles were identified through reference and citation searching.
Twenty-one articles met the eligibility criteria and were included in
the review (Figure 1).

3.1 | Overview of study characteristics and
methods

Table S4 summarizes the characteristics of the included studies.
These were published from 2005 to 2022, with 14 (67%) published
between 2016 and 2022. Most studies were conducted in Australia
(n=6; 29%) and the United States of America (n=5; 24%). Most
studies (n=11; 52%) described multiple genetic conditions, with he-
reditary cancer syndromes being the most frequent (n=13; 62%),
particularly breast and ovarian cancer (n=9; 43%).

In 15 studies (71%), multidisciplinary care teams were involved
in GC. GHP were the most frequently mentioned, with 16 studies
mentioning genetic counselors (76%) and 10 mentioning medical ge-
neticists (48%).

Most studies (n=16; 76%) were conducted by multidisciplinary
research teams. Researchers most often had a background in GC
(n=14; 67%) or clinical genetics (n=11; 52%). Reviewed studies were
predominantly qualitative (n=15; 71%), retrospective (n=19; 90%),
and five (24%) reported both process and outcomes of GC relating to
family communication. Most employed a single method for data col-
lection (n=15; 71%) and analysis (n=16; 76%), with semi-structured
interviews (n=9; 43%) and thematic analysis being the most com-
mon (n=6; 29%; Table 2).

The participants recruited included either GHP and other pro-
fessionals (n=8; 38%), patients (n=6; 29%), or relatives present
during GC (n=1; 5%), with six studies (29%) including some combi-
nation of the previous groups. The level of detail provided regarding
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FIGURE 1

participant demographics varied across studies. In most studies that
reported this information patient and relative participants were
mostly women (n=10; 48%), White (n = 7; 33%) and college-educated
or with partial college education (n=5; 24%). Participants ages var-
ied, with mean ages between 39 and 55 across studies. Among
GHP, most were women (n=7; 33%) and genetic counselors (n=6;
29%) with a range of clinical experience from early-career to over
20years. Sample sizes varied from eight to 656 participants, with at
least 2158 individuals (n=1283 patients and relatives and n=975
GHP and other professionals) and at least 1055 GC consultations
represented across the 21 studies. One study (5%) did not state how
many participants were involved (patients and GHP) and only five
(24%) specified the number of consultations analyzed.

Table 3 presents the main findings of each study relating to the
dimensions of the GC process and GHP's practices when addressing

family communication.

3.2 | Dimensions of the GC process

All included studies analyzed how family communication of genetic
information was addressed in GC by focusing on (i) patients' experi-
ences and perspectives or (ii) GHP's roles and scope of practice sur-

rounding family communication.

PRISMA flowchart outlining the database and citation searching process.

3.2.1 | Patient's experiences and perspectives

Nine studies (43%) collected patients' experiences with and perspec-
tives on GHP's practices for addressing family communication during
GC. In six (29%) studies, patients explicitly described how specific
practices facilitated family communication. These included GHP
clearly recommending sharing genetic information with at-risk rela-
tives (Kam et al., 2018; Lafreniere et al., 2013; Mendes & Sousa, 2012;
Pedrazzani et al., 2022), providing materials with relevant informa-
tion and resources (Crook et al., 2022; Gaff et al., 2005; Mendes &
Sousa, 2012; Pedrazzani et al., 2022), as well as providing additional
guidance or support at follow-up (Pedrazzani et al., 2022) and when
family communication challenges were present (Crook et al., 2022;
Gaff et al.,, 2005; Kam et al., 2018; Lafreniére et al., 2013; Mendes &
Sousa, 2012; Pedrazzani et al., 2022). Examples of discouraging prac-
tices were reported in four studies (19%). Some patients perceived that
family communication was addressed too superficially or briefly (Cook
et al, 2022; Crook et al., 2022; Lafreniéere et al., 2013; Pedrazzani
et al., 2022). Others reported that GHP did not always clarify which
relatives would benefit from being informed (Pedrazzani et al., 2022),
or consistently provided tools, materials, or documents to facili-
tate information sharing (Crook et al., 2022; Lafreniére et al., 2013).
Additionally, sometimes multidisciplinary care teams lacked coordina-

tion when providing support (Pedrazzani et al., 2022).
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TABLE 2 Methodological approaches of reviewed studies.

Methodological approach n %

Qualitative 15 71
Mixed methods 5 24
Quantitative 1 5
Retrospective 19 90
Prospective 2 10

Data collection

Single method 15 71
Semi-structured interviews 9 43
Surveys 2 10
Clinical records 2 10
Video-recordings of consultations 1 5
Ethnographic survey 1 5

Multi-method 6 29
Semi-structured interviews and focus 2 10
groups
Semi-structured interviews and surveys 2 10
Semi-structured interviews, focus groups 2 10
and surveys

Data analysis

Single method 16 76
Thematic analysis 6 29
Grounded theory 5 24
Content analysis 3 14
Interpretative description 1 5
Statistical analysis 1 5

Multi-method 5 24
Content analysis and statistical analysis 3 14
Thematic analysis and statistical analysis 2 10

In eight studies (38%), patients suggested practices to facilitate
family communication in GC (Table S5). These described practical,
family-centered, and personalized support, including providing
relevant information to be shared with relatives, communication
resources, and follow-up (Brown et al., 2021; Cook et al., 2022;
Crook et al., 2022; Gaff et al., 2005; Hudson et al., 2019; Lafreniére
et al., 2013; Pedrazzani et al., 2022). In four studies (19%), some pa-
tients favored a more proactive and directive approach during these
discussions (Cook et al., 2022; Lafreniére et al., 2013; Mendes &
Sousa, 2012; Pedrazzani et al., 2022), with two studies (10%) sug-
gesting direct involvement of GHP in informing at-risk relatives
(Mendes & Sousa, 2012; Pedrazzani et al., 2022).

3.2.2 | GHP'sroles and scope of practice

Twelve studies (57%) described the GHP's roles and scope of prac-
tice in addressing family communication of genetic information. The
studies described the strategies, actions, and tools GHP used when

discussing family communication, when they were used, and how
(Clarke et al., 2005; D'Audiffret Van Haecke & de Montgolfier, 2016;
Derbez et al., 2017; Fisher et al., 2017; Forbes Shepherd et al., 2017;
Forrest et al., 2010; Gallo et al., 2010; Gorrie et al., 2018; Makhnoon
et al., 2021; Young et al., 2020; Young, Butow, Tucker, et al., 2019).
Two studies (10%) did this by observing GC appointments and ana-
lyzing the style and content of GHP-patient interactions (Derbez
et al., 2017; Fisher et al., 2017).

Six studies (29%) reported that GHP preferred supporting
patient-mediated family communication instead of directly con-
tacting relatives (Clarke et al., 2005; D'Audiffret Van Haecke & de
Montgolfier, 2016; Derbez et al., 2017; Forrest et al., 2010; Stol
et al., 2010; Young et al., 2020). In four studies (19%), GHP noted a
need for more resources to address and support patients in family
communication (Table Sé) (Forrest et al., 2010; Gorrie et al., 2018;
Young et al., 2020; Young, Butow, Tucker, et al., 2019).

3.3 | How GHP addresses family communication

All studies mentioned that GHP discussed family communication
of genetic information during GC. The descriptions of how that
was addressed in practice varied, with two studies (10%) mention-
ing that the topic was addressed without specifying the practices
involved (Cook et al., 2022; Stol et al., 2010). When studies de-
tailed GHP's practices, these included providing (i) guidance to
inform the family (ii) materials to support communication, (iii) psy-
chosocial assessment, and (iv) additional support.! Eighteen stud-
ies (86%) described that GHP adopted more than one of these
practices (Brown etal., 2021; Clarke et al., 2005; Crook et al., 2022;
D'Audiffret Van Haecke & de Montgolfier, 2016; Derbez
et al., 2017; Fisher et al., 2017; Forbes Shepherd et al., 2017;
Forrest et al., 2010; Gaff et al., 2005; Gallo et al., 2010; Gorrie
etal,, 2018; Hudson et al., 2019; Lafreniére et al., 2013; Makhnoon
etal., 2021; Mendes & Sousa, 2012; Pedrazzani et al., 2022; Young
et al., 2020; Young, Butow, Tucker, et al.,, 2019), while three
studies (14%) described that GHP only provided guidance to in-
form the family (Cook et al., 2022; Kam et al.,, 2018; Stol
et al,, 2010).

Sixteen studies (76%) reported contextual factors influenc-
ing how GHP address family communication (Table S7). Some
encouraged these discussions during GC, namely disease and
genetic variant characteristics (n=3; 14%; Forrest et al., 2010;
Gallo et al., 2010; Young et al., 2020), in-person appointments
happening in a private, quiet, and suitable space (n=2; 10%)
(Gallo et al., 2010; Young, Butow, Tucker, et al., 2019), consent
forms that addressed sharing results with at-risk relatives (n=3;
14%; D'Audiffret Van Haecke & de Montgolfier, 2016; Derbez
et al., 2017; Forbes Shepherd et al., 2017), providing multiple ap-
pointments (n=4; 19%; Clarke et al., 2005; Gorrie et al., 2018;

1An interactive treemap describing GHP's practices to address family communication is
available at: https://public.flourish.studio/visualisation/22912904/.
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(Continued)

TABLE 3

Practices to address family communication

Psychosocial

Materials to support
communication

Additional support

assessment

Guidance to inform the family

References

Dimensions of GC

e Provide follow-up support (letters, in-person

e Assess family

e Educate and correct misconceptions on the e Family letters with

Young et al. (2020)

appointments, or telehealth)
e Encourage information seeking and sharing, by

communication

dynamics
o Assess ability

de-identified personal

information
e Booklets, pamphlets,

terminology to discuss genetic risk and the familial

impact of genetic results
e Highlight the importance of family communication

e Assess if patients retained information

National Society of RS
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normalizing family communication (with real-life
examples), advocating that relatives contact GC

and reasons for
disclosure and
nondisclosure

e Use hypothetical

and fact sheets

services, and reframing disclosure as beneficial for risk

reduction
e Use relational circumvention

(with information to

e Give guidance on plans for family communication

disclose, techniques to

including when’, who', ‘and how’ to disclose

facilitate disclosure, and
testimonials of other

(including adapting the disclosure strategy for

specific relatives)

scenarios and

roleplay to explore
the benefit/cost
of nondisclosure
to relatives and

families' experiences with

risk disclosure)
o Websites with

trustworthy information
and social media to

draw on previous
experiences of
disclosure

facilitate communication

with relatives

Makhnoon et al., 2021; Young, Butow, Tucker, et al., 2019) and
materials in different formats to support communication (n=1;
5%; Brown et al., 2021). Similarly, discussions about family com-
munication between GHP and patients were also promoted by
GHP preferring patient-mediated communication with relatives
(n=6; 29%; Crook et al., 2022; D'Audiffret Van Haecke & de
Montgolfier, 2016; Lafreniére et al., 2013; Makhnoon et al., 2021;
Stol et al., 2010; Young et al., 2020), offering patients support and
perceiving family communication discussions as an integral part of
GC (n=2; 10%,; Forrest et al., 2010; Gallo et al., 2010).

When family communication was addressed in GC varied,
with some GHPs preferring to discuss it after disclosing test re-
sults (n=2; 10%; D'Audiffret Van Haecke & de Montgolfier, 2016;
Gorrie et al., 2018), while others discussed it since the first con-
tact (n=6; 29%) (Clarke et al., 2005; D'Audiffret Van Haecke &
de Montgolfier, 2016; Derbez et al., 2017; Gaff et al., 2005;
Young et al., 2020; Young, Butow, Tucker, et al., 2019). The em-
phasis given by GHPs to family communication also varied, with
descriptions of both superficial (n=4; 19%; Cook et al., 2022;
Crook et al., 2022; Lafreniére et al., 2013; Pedrazzani et al., 2022)
and in-depth discussions (n=6; 29%) (D'Audiffret Van Haecke
& de Montgolfier, 2016; Derbez et al., 2017; Forbes Shepherd
et al., 2017; Pedrazzani et al., 2022; Young et al., 2020; Young,
Butow, Tucker, et al., 2019).

3.3.1 | Guidance to inform the family

Nineteen studies (90%) described the guidance that GHP pro-
vided to patients for facilitating their communication of accu-
rate information to at-risk relatives, including (i) educating and
addressing patient's misconceptions and its implications on rela-
tives' genetic risk, (ii) highlighting the importance of family com-
munication, (iii) identifying at-risk relatives, and (iv) addressing
dissemination plans.

Thirteen studies (62%) reported that GHP educated patients
on the genetic condition's impact for the family. This could include
explaining the inheritance pattern and the implications to relatives'
genetic risk (n=8; 38%) (Derbez et al., 2017; Forbes Shepherd
et al.,, 2017; Forrest et al., 2010; Gaff et al., 2005; Gallo et al., 2010;
Gorrie et al.,, 2018; Kam et al., 2018; Makhnoon et al., 2021), dis-
pelling patients' misconceptions (n=4; 19%) (D'Audiffret Van
Haecke & de Montgolfier, 2016; Fisher et al., 2017; Gallo et al., 2010;
Young et al., 2020) and teaching the correct terminology to facil-
itate family communication (n=3; 14%) (Brown et al., 2021; Gallo
et al., 2010; Young et al., 2020). Five studies (24%) clarified that in-
formation about relatives' genetic risk was provided alongside expla-
nations of symptoms, surveillance, therapeutic options, and genetic
testing for the patient and their at-risk relatives (Crook et al., 2022;
Gaff et al., 2005; Gallo et al., 2010; Gorrie et al., 2018; Makhnoon
et al., 2021). To ensure patient understanding, GHP explored pa-
tient questions, asked questions focused on important information
shared during GC, and repeatedly reviewed information over time
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(n=3; 14%) (D'Audiffret Van Haecke & de Montgolfier, 2016; Gallo
et al., 2010; Young et al., 2020).

In 14 studies (67%), GHP highlighted the importance of in-
forming relatives about their genetic risk by ensuring the patient
was aware that genetic test results have implications for relatives
(Clarke et al., 2005; Crook et al., 2022; Derbez et al., 2017; Fisher
et al., 2017; Forbes Shepherd et al., 2017; Forrest et al., 2010; Gaff
etal., 2005; Galloetal.,2010; Kam et al., 2018; Lafreniére et al., 2013;
Makhnoon et al., 2021; Pedrazzani et al., 2022; Stol et al., 2010;
Young et al., 2020). One study reported this was done by the over-
whelming majority of GHP (Forrest et al., 2010). However, in three of
the studies (14%) that reported this practice, not all GHP explained
or emphasized why informing relatives was important (Lafreniére
et al., 2013; Makhnoon et al., 2021; Pedrazzani et al., 2022) or iden-
tified which relatives to inform (Pedrazzani et al., 2022). One study
reported that while an overwhelming majority of GHP consultation
notes mentioned discussing cascade genetic testing with patients,
few noted advising patients to share lab reports with at-risk relatives
so they could access GC (Makhnoon et al., 2021).

Nine studies (43%) reported that GHP identified at-risk relatives
(D'Audiffret Van Haecke & de Montgolfier, 2016; Derbez et al., 2017
Fisher et al., 2017; Forbes Shepherd et al., 2017; Forrest et al., 2010;
Gaff et al., 2005; Makhnoon et al., 2021; Mendes & Sousa, 2012;
Young et al., 2020). One study (5%) specified this was done either
through generic descriptions of relatives at risk (e.g. first-degree rel-
atives) and less frequently specifying the type of kinship that could
be at risk (e.g. siblings) (Makhnoon et al., 2021). Three studies (14%)
reported using the pedigree as a visual aid to help identify relatives
at risk (D'Audiffret Van Haecke & de Montgolfier, 2016; Derbez
et al., 2017; Forbes Shepherd et al., 2017).

Nine studies (43%) described that GHP addressed family commu-
nication dissemination plans, including the appropriate timing (n=3;
14%) (Derbez et al., 2017; Mendes & Sousa, 2012; Young et al., 2020),
setting (n=1; 5%) (Lafreniére et al., 2013), content (n=3; 14%) (Crook
et al., 2022; Gaff et al., 2005; Gallo et al., 2010), and upcoming tasks
in the disclosure process (n=1; 5%; D'Audiffret Van Haecke & de
Montgolfier, 2016). Three studies (14%) (Fisher et al., 2017; Gallo
et al., 2010; Young et al., 2020) reported that GHP advised patients on

how to convey the information to a particular relative.

3.3.2 | Materials to support communication

Sixteen studies (76%) described the written materials provided to
patients by GHP. These were either specifically designed to aid in
family communication or not intended for that purpose but still used
by patients to facilitate communication. Those included (i) educa-
tional materials and information packs, (ii) family letters, (iii) other
letters and documents, and (iv) online resources.

Educational materials and information packs included pamphlets,
booklets, and fact sheets with information summaries and diagrams.
Six studies (29%) reported using them, and their content included
information about the condition, inheritance pattern, genetic risk for

Counselors

relatives, and genetic testing (Crook et al., 2022; Gaff et al., 2005;
Gallo et al., 2010; Hudson et al., 2019; Mendes & Sousa, 2012;
Young et al., 2020). One study also identified a glossary, techniques
to facilitate communication, and other families' experiences with in-
formation sharing (n=1; 5%; Young et al., 2020).

In 12 studies (57%), patients were given family letters during GC
to share with at-risk relatives. They included information on the con-
dition, genetic risk for relatives, and how to access GC and testing
(Clarke et al., 2005; Crook et al., 2022; D'Audiffret Van Haecke &
de Montgolfier, 2016; Derbez et al., 2017; Forrest et al., 2010; Gaff
et al., 2005; Gorrie et al.,, 2018; Hudson et al., 2019; Makhnoon
et al., 2021; Pedrazzani et al.,, 2022; Young et al., 2020; Young,
Butow, Tucker, et al., 2019). Three studies (14%) described them as
general letters that could be given to any relative (Clarke et al., 2005;
D'Audiffret Van Haecke & de Montgolfier, 2016; Gaff et al., 2005),
while one study (5%) described them as personalized to specific
relatives (Makhnoon et al., 2021). Three studies (14%) clarified that
the identity of tested relatives was usually not disclosed in the let-
ters (Clarke et al., 2005; Gaff et al., 2005; Young et al., 2020). Three
studies (10%) clarified that when direct communication from GHP
to relatives was an option, it could be done through letters (Derbez
etal.,, 2017; Forrest et al., 2010).

Six studies (29%) described using patient letters to help
guide communication with the family (Brown et al., 2021; Clarke
et al.,, 2005; Derbez et al., 2017; Fisher et al., 2017; Forrest
et al., 2010; Gaff et al., 2005). Unlike family letters, these were in-
tended only for patients and summarized the information provided
during GC. In one study (5%), cover letters were provided to patients
before GC to clarify that relatives could also be offered genetic test-
ing if necessary (Derbez et al., 2017). Other studies (5%) reported
that written prompts were sent at follow-up to remind patients of
the importance of family communication (Clarke et al., 2005). Two
studies (10%) specified that lab reports with genetic test results were
also shared with patients, as copies would be needed for relatives to
access genetic testing (Derbez et al., 2017; Makhnoon et al., 2021).

Three studies (14%) reported that online resources such as social
media and GHP-approved websites were used to facilitate informa-
tion sharing with distant or estranged relatives (Crook et al., 2022;
Gallo et al., 2010; Young et al., 2020).

3.3.3 | Psychosocial assessment
Eleven studies (52%) described GHP exploring how psychosocial
factors could influence a patient's ability to understand and cope
with the need for family communication. This included (i) under-
standing patients' preferences for communication, (ii) exploring
family dynamics, (i) discussing reasons for noncommunication, (iv)
employing hypothetical scenarios, and (v) adapting one's relational
approach to each patient.

Eight studies (38%) reported that GHP sought to understand
how patients felt about communicating with relatives. This in-
cluded exploring patients' values, needs, motivations, autonomy,
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perceptions of responsibility toward relatives, and ability to
cope with family communication (D'Audiffret Van Haecke & de
Montgolfier, 2016; Derbez et al., 2017; Fisher et al., 2017; Forbes
Shepherd et al., 2017; Gallo et al., 2010; Makhnoon et al., 2021;
Young et al., 2020; Young, Butow, Tucker, et al., 2019), with one
study mentioning GHP being attentive to nonverbal cues (Gallo
et al,, 2010).

Eleven studies (52%) described GHP assessing family dynam-
ics to tailor their approach and patient support (Clarke et al., 2005;
Crook et al., 2022; D'Audiffret Van Haecke & de Montgolfier, 2016;
Derbez et al., 2017; Fisher et al., 2017; Forbes Shepherd et al., 2017;
Gaff et al., 2005; Gallo et al., 2010; Makhnoon et al., 2021; Young
et al., 2020; Young, Butow, Tucker, et al., 2019). One study (5%) clar-
ified this involved exploring positive and negative relational patterns
with relatives (Makhnoon et al., 2021), while another study (5%) de-
scribed exploring support dynamics (Gallo et al., 2010). Timing varied,
with one study (5%) noting family dynamics sometimes were explored
during pedigree construction (Forbes Shepherd et al., 2017).

Eight studies (38%) reported GHP exploring patients' mo-
tivations in cases of possible nondisclosure within the family
(Clarke et al., 2005; Crook et al., 2022; Derbez et al., 2017; Fisher
et al., 2017; Forbes Shepherd et al., 2017; Makhnoon et al., 2021;
Young et al., 2020; Young, Butow, Tucker, et al., 2019). Three stud-
ies (14%) mentioned GHP using hypothetical scenarios to promote
relational empathy and reflection about the potential reactions of
relatives to disclosure (n=1; 5%) (Gaff et al., 2005) and the impli-
cations of nondisclosure (n=2; 10%) (Forbes Shepherd et al., 2017,
Young et al., 2020).

Two studies (10%) reported that GHP adapted their relational
approach to address family communication, changing their level
of directiveness to suit each patient (Forbes Shepherd et al., 2017,
Makhnoon et al., 2021).

3.3.4 | Additional support

Eighteen studies (86%) described forms of additional support pro-
vided by GHP to facilitate family communication, including (i) of-
fering extra appointments, (ii) liaising with healthcare professionals
from other specialties, (iii) encouraging information seeking and
sharing, and (iv) relational circumvention.

Ten studies (47%) described GHP offering extra appointments
(Crook et al., 2022; D'Audiffret Van Haecke & de Montgolfier, 2016;
Derbez et al.,, 2017; Fisher et al., 2017; Forrest et al., 2010; Gaff
et al.,, 2005; Hudson et al., 2019; Pedrazzani et al., 2022; Young
et al., 2020; Young, Butow, Tucker, et al., 2019), although three stud-
ies (14%) reported that this was only done if patients requested it
(Crook et al., 2022; Hudson et al., 2019; Pedrazzani et al., 2022). Six
studies (29%) specified extra appointments were usually follow-up
(D'Audiffret Van Haecke & de Montgolfier, 2016; Derbez et al., 2017,
Forrest et al., 2010; Gaff et al., 2005; Young et al., 2020; Young,
Butow, Tucker, et al., 2019), while three studies (14%) described them
as either individual or family (in-person or telehealth) appointments

(Fisher et al., 2017; Forrest et al., 2010; Young et al., 2020). Topics
discussed varied: four studies (19%) described them as covering
mostly family communication (Crook et al., 2022; D'Audiffret Van
Haecke & de Montgolfier, 2016; Pedrazzani et al., 2022; Young,
Butow, Tucker, et al., 2019), while one (5%) described them as dis-
cussing various topics (Derbez et al., 2017).

Multidisciplinary support was mentioned in 12 studies (57%)
and involved collaboration between multiple professionals to help
patients with family communication (Brown et al., 2021; Clarke
et al, 2005; Crook et al., 2022; D'Audiffret Van Haecke & de
Montgolfier, 2016; Derbez et al., 2017; Forrest et al., 2010; Gallo
et al,, 2010; Gorrie et al., 2018; Lafreniere et al., 2013; Makhnoon
et al.,, 2021; Pedrazzani et al, 2022; Young, Butow, Tucker,
et al., 2019). One study (5%) described constraints in coordinating
this support (Pedrazzani et al., 2022). Referrals to other profession-
als for support involved GHP scheduling appointments (n=2; 10%)
(Gallo et al., 2010; Young, Butow, Tucker, et al., 2019), providing con-
tacts of specialists and information about local resources (n = 3; 14%)
(Brown et al., 2021; Crook et al., 2022; Makhnoon et al., 2021), or
both (n=2; 10%) Derbez et al., 2017; Forrest et al., 2010).

Ten studies (47%) described that GHP encouraged information
sharing and seeking within the family (Crook et al., 2022; Derbez
et al., 2017; Fisher et al., 2017; Forbes Shepherd et al., 2017; Forrest
et al,, 2010; Gaff et al.,, 2005; Lafreniéere et al., 2013; Mendes &
Sousa, 2012; Pedrazzani et al., 2022; Young et al., 2020). Five stud-
ies (24%) clarified strategies employed by GHP to normalize fam-
ily communication, including framing it as necessary and positive
(n=2; 10%) (Fisher et al., 2017; Forbes Shepherd et al., 2017), re-
assuring patients (n=2; 10%) (Fisher et al., 2017; Forbes Shepherd
et al., 2017), and adopting a supportive attitude (n=3; 14%) (Crook
et al., 2022; Pedrazzani et al., 2022; Young et al., 2020).

Five studies (24%) mentioned GHP using relational circumven-
tion to support family communication (Forbes Shepherd et al., 2017),
identifying persons (relatives, healthcare professionals, important
members of the community, among others) that could facilitate
communication with difficult-to-reach relatives (D'Audiffret Van
Haecke & de Montgolfier, 2016; Fisher et al., 2017; Forbes Shepherd
et al., 2017; Young et al., 2020; Young, Butow, Tucker, et al., 2019).

4 | DISCUSSION

This scoping review aimed to map the methodological approaches,
key dimensions of the GC process, and research evidence from pro-
cess studies that examined how family communication of genetic
information is addressed in GC.

Process studies allow for a nuanced understanding of which
strategies and skills GHP use, when and how they are implemented
in clinical settings, and how they are experienced (Biesecker &
Peters, 2001). They also help clarify decision-making processes,
relational dynamics, and contextual factors that shape how GHP
support patients (Biesecker & Peters, 2001; Paul et al., 2015).
Synthesizing this evidence is crucial as no previous reviews have
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focused exclusively on process studies that explore how family
communication is addressed in GC. In doing so, this review adds
to the literature with insights that go beyond descriptions of ideal
professional practices found in guidelines and normative docu-
ments (Forrest et al., 2007; Phillips et al., 2021), retrospective ac-
counts by GHP in intervention studies, assessments of effectiveness
(Ballard et al., 2023; Baroutsou et al., 2021; Law et al., 2022; Young
et al., 2023; Zhao et al., 2022), and evaluations of GC outcomes
(Cirino et al., 2022; Katz et al., 2024).

Our review complements a previous systematic review (Mendes
et al., 2016) by including studies published from 2014 onwards, of-
fering updated insights into current practices used by GHP to sup-
port patients and capturing key developments in genomic medicine
since then. Additionally, by including the perspectives of GHP, pa-
tients, and relatives, our review provides a holistic view of the care
delivered in GC, highlighting the processes, strategies, and chal-
lenges involved in addressing family communication of genetic in-
formation in practice.

The main findings show that most reviewed studies included
hereditary cancer syndromes, used qualitative and retrospective
designs, and explored the perspectives of GHP and patients, with
few studies including the perspectives of patients' relatives, which
highlights a possible research gap. Most studies were conducted by
multidisciplinary research teams and published in the last 10years,
suggesting a growing interest in this topic, particularly regard-
ing oncogenetics (Bowen et al., 2021; Fox et al., 2021; Wallgren
et al., 2021; Zakaria et al., 2023), which is the most prevalent setting
in GC process studies (Paneque et al., 2012).

The reviewed studies suggest that GHP commonly address
the importance of communicating genetic information to rela-
tives. This aligns with GC practice literature (Clarke et al., 1996;
Meiser et al., 2008; Mendes et al., 2016; Paneque et al., 2012;
Paul et al., 2015) and interventions to facilitate family communica-
tion (Ballard et al., 2023; Baroutsou et al., 2021; Zhao et al., 2022).
Nevertheless, reviews clarifying how family communication is ad-
dressed by GHP are scarce and provide only limited descriptions of
GC practice (Mendes et al., 2016). Providing patients with guidance
to inform the family was the most frequently adopted practice by
GHP. This included educating patients on the importance of family
communication, identifying at-risk relatives, and discussing dissemi-
nation plans (Brown et al., 2021; Clarke et al., 2005; Cook et al., 2022;
Crook et al., 2022; D'Audiffret Van Haecke & de Montgolfier, 2016;
Derbez et al., 2017; Fisher et al., 2017; Forbes Shepherd et al., 2017;
Forrest et al.,, 2010; Gaff et al., 2005; Gallo et al., 2010; Gorrie
et al., 2018; Kam et al., 2018; Lafreniere et al.,, 2013; Makhnoon
et al,, 2021; Mendes & Sousa, 2012; Pedrazzani et al., 2022; Stol
et al., 2010; Young et al., 2020). Written materials to support fam-
ily communication, particularly family letters and educational re-
sources, also often aimed to promote effective information sharing
(Brown et al., 2021; Clarke et al., 2005; Crook et al., 2022; D'Audiffret
Van Haecke & de Montgolfier, 2016; Derbez et al., 2017; Fisher
et al.,, 2017; Forrest et al., 2010; Gaff et al., 2005; Gallo et al., 2010;
Gorrie et al.,, 2018; Hudson et al., 2019; Makhnoon et al., 2021,

Counselors

Mendes & Sousa, 2012; Pedrazzani et al., 2022; Young et al., 2020;
Young, Butow, Tucker, et al., 2019). This focus on information provi-
sion aligns with the teaching model of GC (Kessler, 1997), which is
observed in most studies exploring GC practice (Meiser et al., 2008;
Paul et al.,, 2015). The teaching model emphasizes the effective
communication of information to the patient, including the implica-
tions for relatives and the relevance of informing them of their risk
(Clarke et al., 1996; Kessler, 1997; Paul et al., 2015). In this model,
GHP typically hold more authority in the relationship, with con-
versations predominantly led by them and minimal input from the
patient (Biesecker, 2020; Clarke et al., 1996; Kessler, 1997; Meiser
et al., 2008; Paul et al., 2015).

The studies also report that GHP less commonly assessed
patients' ability to share information with at-risk relatives. This
included exploring family dynamics, understanding patient prefer-
ences for family communication, and using hypothetical scenarios
to promote patient insight, identify resources, and personalize GC
(Clarke et al., 2005; Crook et al., 2022; D'Audiffret Van Haecke
& de Montgolfier, 2016; Derbez et al., 2017; Fisher et al., 2017,
Forbes Shepherd et al., 2017; Gaff et al., 2005; Gallo et al., 2010;
Makhnoon et al., 2021; Young et al., 2020; Young, Butow, Tucker,
et al.,, 2019). Several studies reported on patient decision-making
about informing the family (Clarke et al., 2005; Crook et al., 2022;
Derbez et al., 2017; Fisher et al., 2017; Forbes Shepherd et al., 2017;
Hudson et al., 2019; Lafreniere et al., 2013; Pedrazzani et al., 2022;
Young et al., 2020; Young, Butow, Tucker, et al., 2019); however,
GHP primarily explored this when patients shared they do not want
to inform relatives (Clarke et al., 2005; Derbez et al., 2017; Fisher
et al., 2017; Forbes Shepherd et al., 2017; Young et al., 2020; Young,
Butow, Tucker, et al., 2019). This suggests that, in the reviewed stud-
ies, psychosocial strategies aimed at facilitating family disclosure,
tailoring support to the patient, and enhancing their autonomy by
considering their preferences and family dynamics, are significantly
less prevalent than support based solely on information provision
(Brown et al., 2021; Clarke et al., 2005; Cook et al., 2022; Crook
et al., 2022; D'Audiffret Van Haecke & de Montgolfier, 2016; Derbez
et al., 2017; Fisher et al., 2017; Forbes Shepherd et al., 2017; Forrest
et al., 2010; Gaff et al., 2005; Gallo et al., 2010; Gorrie et al., 2018;
Kam et al., 2018; Lafreniére et al., 2013; Makhnoon et al., 2021;
Mendes & Sousa, 2012; Pedrazzani et al., 2022; Stol et al., 2010;
Young et al., 2020). This imbalance raises questions about whether
the practices described in process studies align with professional
guidelines (Phillips et al., 2021) and consensus reports (Phillips
etal., 2025), which recommend greater support during GC. Although
information provision and education are essential to help patients
prepare for family communication, they often also require psycho-
social support to navigate emotional and relational challenges it in-
volves (Afaya et al., 2024; Elrick et al., 2017; Marleen van den Heuvel
et al., 2020; Young, Butow, Tucker, et al., 2019). GHP can assist by
offering nuanced, emotionally and relationally sensitive guidance
(Lumpkins et al., 2023; Mendes et al., 2018; Phillips et al., 2025).

Most studies in our review reported that GHP provided patients
with additional support to facilitate family communication, including
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multidisciplinary support, encouraging information seeking and
sharing with relatives, relational circumvention and extra appoint-
ments (Brown et al., 2021; Clarke et al., 2005; Crook et al., 2022;
D'Audiffret Van Haecke & de Montgolfier, 2016; Derbez et al., 2017;
Fisher et al., 2017; Forbes Shepherd et al., 2017; Forrest et al., 2010;
Gaff et al.,, 2005; Gallo et al., 2010; Gorrie et al., 2018; Hudson
et al., 2019; Lafreniére et al., 2013; Makhnoon et al., 2021; Mendes
& Sousa, 2012; Pedrazzani et al., 2022; Young et al., 2020; Young,
Butow, Tucker, et al., 2019). Additionally, GHP's perceptions that
discussions about family communication are an integral part of GC,
along with offering their support, were factors that promoted dia-
logue on the topic (Forrest et al., 2010). Employing both psychosocial
assessment and additional support practices aligns with the coun-
seling model of GC (Kessler, 1997). This model prioritizes patient-
centered care focusing on responding to patient needs, relieving
distress, supporting self-efficacy, and effective coping by identifying
patient resources (Biesecker, 2020; Kessler, 1997). According to this
model, patients are supported through collaborative work that fo-
cuses on solutions consistent with their needs and values (Hartmann
et al., 2015).

Overall, our review suggests that the approaches to family
communication in GC research draw on both teaching and counsel-
ing models, although with greater emphasis on the former. This is
consistent with GC models that integrate both teaching and coun-
seling principles, such as the psychotherapeutic model (Austin
et al., 2014; Biesecker, 2020) and the reciprocal engagement model
(REM) (Hartmann et al., 2015; Redlinger-Grosse et al., 2017; Veach
et al., 2007). The psychotherapeutic model integrates psychothera-
peutic principles into GC to help individuals adapt to the implications
of genetic conditions through short-term focused support (Austin
et al., 2014). Similarly, the REM aligns with patient-centered care, as
patient education and information provision depend on the GHP-
patient relationship and are shaped by it (Veach et al., 2007).

Descriptions of practices to address family communication in
the reviewed studies differed between GHP (Crook et al., 2022;
D'Audiffret Van Haecke & de Montgolfier, 2016; Lafreniere
et al., 2013; Makhnoon et al., 2021; Pedrazzani et al., 2022; Young
et al., 2020). Several studies reported that clinical practice was de-
pendent on contextual factors of service provision, such as its struc-
ture and setting, GHP's practice preferences, and the resources
available (Brown et al., 2021; Clarke et al., 2005; Crook et al., 2022;
D'Audiffret Van Haecke & de Montgolfier, 2016; Derbez et al., 2017;
Forbes Shepherd et al., 2017; Forrest et al., 2010; Gaff et al., 2005;
Gallo et al., 2010; Gorrie et al.,, 2018; Lafreniére et al.,, 2013;
Makhnoon et al.,, 2021; Pedrazzani et al., 2022; Stol et al., 2010;
Young et al., 2020; Young, Butow, Tucker, et al., 2019). While this
heterogeneity may reflect discrepancies and a lack of clarity in cur-
rent guidelines (Forrest et al., 2007; Phillips et al., 2021), it could
also stem from an increased demand for GC that exceeds existing re-
sources (Dusic et al., 2022; Ormond et al., 2024; Raspa et al., 2021).
Some GHP reported lacking the resources necessary to provide
follow-up support (Forrest et al., 2010; Gorrie et al., 2018; Young
etal., 2020).

Less than a third of the studies in this review reported when fam-
ily communication was discussed with patients (Clarke et al., 2005;
D'Audiffret Van Haecke & de Montgolfier, 2016; Derbez et al., 2017;
Gaffetal., 2005; Gorrieetal.,2018; Young et al.,2020; Young, Butow,
Tucker, et al., 2019) with most of those reporting GHP addressing it
throughout GC (Clarke et al., 2005; D'Audiffret Van Haecke & de
Montgolfier, 2016; Derbez et al., 2017; Gaff et al., 2005; Young
et al., 2020; Young, Butow, Tucker, et al., 2019). This is especially
helpful, as limited discussions may prevent patients from articulating
their preferences and support needs, since they are often unaware
of the challenges in family communication until they have to engage
in it (Marleen van den Heuvel et al., 2020; Young, Butow, Rhodes,
et al., 2019). Addressing these issues early and providing ongoing
support is key to supporting effective family communication in
GC (Marleen van den Heuvel et al., 2020; Young, Butow, Rhodes,
et al., 2019). Some of the reviewed studies reflect this, as some pa-
tients either requested or suggested additional support to facilitate
family communication (Cook et al., 2022; Crook et al., 2022; Gaff
et al., 2005; Hudson et al., 2019; Lafreniére et al., 2013; Pedrazzani
et al., 2022). This aligns with studies that describe resources pre-
ferred by patients to assist with family communication (Cragun
et al., 2021), as well as their recommendations to enhance support.
These include ongoing, forthright, and family-centered discussions,
provision of physical and web-based resources, guidance on how
to broach the topic, and the option of direct communication with
relatives by the GHP (Marleen van den Heuvel et al., 2020; Phillips
et al., 2025; Pollard et al., 2020).

A comparison between patient-suggested strategies and re-
ported GHP practicesreveals both areas of alignment and divergence.
Consistent with patient suggestions (Crook et al., 2022; Hudson
et al., 2019; Lafreniére et al., 2013), most of the reviewed studies de-
scribed GHP providing education and emphasizing the importance
of family communication (Brown et al., 2021; Clarke et al., 2005;
Cook et al,, 2022; Crook et al., 2022; D'Audiffret Van Haecke
& de Montgolfier, 2016; Derbez et al., 2017; Fisher et al., 2017,
Forbes Shepherd et al., 2017; Forrest et al., 2010; Gaff et al., 2005;
Gallo et al.,, 2010; Gorrie et al., 2018; Kam et al., 2018; Lafreniere
et al., 2013; Makhnoon et al., 2021; Pedrazzani et al., 2022; Stol
et al., 2010; Young et al., 2020). However, patients also expressed
a desire for more practical and concrete support, such as communi-
cation planning and dissemination strategies (Cook et al., 2022; Gaff
et al.,, 2005), which were addressed in fewer than half of the studies
(Cook et al., 2022; D'Audiffret Van Haecke & de Montgolfier, 2016;
Derbez et al., 2017; Fisher et al., 2017; Gaff et al., 2005; Gallo
et al., 2010; Lafreniére et al., 2013; Mendes & Sousa, 2012; Young
et al., 2020). Additionally, personalized guidance (Fisher et al., 2017,
Gallo et al., 2010; Young et al.,, 2020) and information on access
to local resources were rarely included (Brown et al., 2021; Crook
et al., 2022; Derbez et al., 2017; Forrest et al., 2010; Makhnoon
et al., 2021).

Although most studies reported GHP providing written materi-
als to assist patients (Brown et al., 2021; Clarke et al., 2005; Crook
et al., 2022; D'Audiffret Van Haecke & de Montgolfier, 2016; Derbez
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etal., 2017; Fisher et al., 2017; Forrest et al., 2010; Gaff et al., 2005;
Gallo et al., 2010; Gorrie et al., 2018; Hudson et al., 2019; Makhnoon
et al., 2021; Mendes & Sousa, 2012; Pedrazzani et al., 2022; Young
et al., 2020; Young, Butow, Tucker, et al., 2019), few of these ma-
terials were tailored, such as personalized family (Makhnoon
et al., 2021) or patient letters (Gaff et al., 2005). Lists of at-risk
relatives or educational videos roleplaying family communication
were not included in the reviewed studies (Cook et al., 2022; Gaff
et al., 2005). While some studies described identifying at-risk rel-
atives (D'Audiffret Van Haecke & de Montgolfier, 2016; Derbez
et al,, 2017; Fisher et al., 2017; Forbes Shepherd et al., 2017; Forrest
et al., 2010; Gaff et al., 2005; Makhnoon et al., 2021; Mendes &
Sousa, 2012; Young et al., 2020) and mentioned using roleplays or
testimonials during appointments (Young et al., 2020), these were
not provided in formats that patients could access afterward, such
as online resources, which were underreported (Crook et al., 2022;
Gallo et al., 2010; Young et al., 2020). Although educational roleplay
videos have demonstrated effectiveness in providing information
and promoting empowerment across health literacy levels (Hurtado-
de-Mendoza et al., 2020, 2021), their use to support family commu-
nication was unexplored in our review. Combined with the limited
reporting of follow-up consultations (D'Audiffret Van Haecke & de
Montgolfier, 2016; Derbez et al., 2017; Forrest et al., 2010; Gaff
et al., 2005; Young et al., 2020; Young, Butow, Tucker, et al., 2019)
and patient-reported needs for ongoing support (Cook et al., 2022;
Crook et al., 2022; Lafreniére et al., 2013; Pedrazzani et al., 2022),
this highlights a significant research gap in developing scalable, ac-
cessible methods of postconsultation support.

Psychosocial assessments were described in over half of the
studies, enabling some degree of tailoring in communication ap-
proaches. However, their implementation appeared inconsistent,
sometimes occurring opportunistically rather than as a routine
component of GC. The studies varied in terms of which specific
psychosocial factors were assessed by GHP (e.g., coping skills,
nonverbal cues) (D'Audiffret Van Haecke & de Montgolfier, 2016;
Derbez et al., 2017; Fisher et al., 2017; Forbes Shepherd et al., 2017;
Gallo et al.,, 2010; Makhnoon et al., 2021; Young et al., 2020;
Young, Butow, Tucker, et al., 2019), the methods used (e.g., hypo-
thetical scenarios (Forbes Shepherd et al., 2017; Gaff et al., 2005;
Young et al., 2020), adaptive relational approach (Forbes Shepherd
et al., 2017; Makhnoon et al., 2021)), and the timing of assessments
(Forbes Shepherd et al., 2017).

Additionally, some patients suggested that GHP could be more
forthright and directive when discussing family communication
(Cook et al., 2022; Lafreniére et al., 2013; Pedrazzani et al., 2022),
although such approaches were rarely reported in the included stud-
ies (Forbes Shepherd et al., 2017). Other patients also expressed a
preference for more direct GHP involvement in informing relatives
(Mendes & Sousa, 2012; Pedrazzani et al., 2022), aligning with
findings from studies conducted with people living with inherited
conditions and in the general population (Marleen van den Heuvel
et al., 2020; Ribeiro et al., 2025). Although a few of the included
studies reported direct contact between GHP and relatives as a
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viable option (D'Audiffret Van Haecke & de Montgolfier, 2016;
Derbez et al., 2017; Forrest et al., 2010), most studies indicated that
GHP had a preference for patient-mediated communication (Clarke
etal., 2005; D'Audiffret Van Haecke & de Montgolfier, 2016; Derbez
etal.,, 2017; Forrest et al., 2010; Stol et al., 2010; Young et al., 2020).
Notably, some studies reported the use of family GC appointments
(Fisher et al., 2017; Forrest et al., 2010; Young et al., 2020), sug-
gesting a potential area for further research to explore models that
balance patient autonomy with greater GHP involvement in family

communication.

4.1 | Limitations

This review has several limitations. First, the reviewed studies may
reflect publication bias, as studies that were not published or peer-
reviewed were excluded. Second, the search was limited to stud-
ies published in English, French, Portuguese, or Spanish; as a result,
some relevant literature may have been missed despite our efforts to
use a comprehensive range of search terms. Third, reviewed studies
were primarily conducted in Australia, North America, and Europe,
with most focusing GC in the context of oncogenetics.

Additionally, samples also disproportionately included White and
female participants across studies. Most relatives and patients also
had at least some college education, indicating potential selection
biases. Consequently, the findings may not reflect clinical practice
in other contexts or the perspectives and experiences of other de-
mographic groups in our study population. Moreover, not all studies
specified all the types of GHP involved in GC, which limits the ability
to compare practices across different GHP. Finally, in accordance
with the JBI recommendations for scoping reviews (Aromataris
et al., 2024; Peters et al., 2021; Tricco et al., 2018), we have refrained
from drawing implications for practice or policy, as we did not evalu-

ate the quality of the included studies.

5 | CONCLUSION

To the best of our knowledge, this is the first literature review to
focus on GC practice regarding family communication of genetic
information through the analysis of process studies. The studies in-
cluded in this review primarily employed a qualitative, retrospective
design and mainly focused on GC within the context of hereditary
cancer.

The findings show a degree of heterogeneity in how this topic
is approached in their practice. The reviewed studies demonstrate
GHP consistently inform patients about their relatives' genetic risk,
emphasize the importance of such communication, and provide writ-
ten resources and additional support to facilitate family communica-
tion. However, this review also indicates that GHP assess patients'
ability to communicate information with relatives less frequently.

Our findings offer insight into how family communication is ad-
dressed in GC, and its alignment within the scope of practice of GHP
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as well as the models of GC they adopt. These insights may help
inform future research on the practical application of integrated GC
models. In particular, the observed emphasis on the teaching model,
alongside the relatively limited use of counseling techniques, raises
important questions about how GHP manage the balance between
providing information and offering psychosocial support. This high-
lights areas where further research could support the evolution of
GC approaches regarding the family communication of genetic in-
formation, addressing growing demand, service constraints, and di-
verse patient needs.

The reported divergences between patient-suggested strategies
and reported GHP practices suggest a gap between patient expec-
tations and current practice. This highlights the need for further re-
search to explore how GC strategies can be adapted to better align
with the communication needs, preferences, and circumstances of
patients and their families. Additionally, future studies could priori-
tize prospective process studies to investigate how family communi-
cation of genetic information is addressed in GC using observational
data, with a broader range of demographics and clinical contexts.
This would help explore the influence of GC on patient decision-
making regarding family disclosure while also providing insight into
patient-GHP interactions during GC. These insights would be valu-
able for healthcare services, GHP, policymakers, and at-risk families,
as they could help identify provider-level barriers to family commu-
nication and potentially inform improvements in GHP training and

patient support.
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