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Families living with inherited genetic conditions (IGCs) face practical and emotional challenges that affect individual well-being and
family relationships. Although genetic counselling recognises the familial nature of genomic risk, support is often limited to patient-
led disclosure. This scoping review examined how family-oriented support is conceptualised, delivered, and evaluated within
genetic counselling and related psychosocial services. We define family-oriented support as any practice that explicitly considers
relatives and family relationships, and systemic family-oriented care as family-systems-based models treating the family as the unit
of care. Following PRISMA-ScR guidance, seven databases were searched to August 2025 for publications describing practices or
interventions with a clear family element in services for people living with IGCs. Data were charted descriptively and synthesised
using Rolland’s Family Systems lliness/Family Systems Genetic lliness (FSI/FSGI) frameworks. Thirty-three publications were
included, describing (1) clinical practice with a family element (n = 12), mainly strategies to promote intrafamilial communication,
and (2) psychotherapeutic approaches (n = 21), ten of which had been formally evaluated. Qualitative evidence suggested
perceived psychosocial benefits, whereas quantitative findings were modest or mixed, constrained by small samples and limited
follow-up. Most activity reflected relatively early, proband-centred positions on the FSI/FSGI continuum; only a few multifamily and
narrative interventions and one local service model approximated systemic family-oriented care and remained small-scale and
specialist. Work focused largely on hereditary breast/ovarian cancer, with marked gaps for untreatable or unpredictable conditions,
men, partners, children, and non-Western groups. Advancing systemic, family-level care will require embedding FSI/FSGI principles

in training and service design and investing in longitudinal, family-level evaluation.

European Journal of Human Genetics; https://doi.org/10.1038/s41431-026-02165-z

INTRODUCTION

Genomic information is both deeply personal and intrinsically
familial, with one person’s test results often carrying implications
for multiple relatives. Families affected by inherited genetic
conditions (IGCs) frequently experience interconnected emotional
and practical challenges that shape both personal well-being and
family functioning. These include navigating uncertainty about
when and how a condition will manifest, coping with grief related
to actual or anticipated losses, and integrating genetic risk into the
family’s shared identity [1-41.

As genomic testing becomes increasingly embedded in main-
stream healthcare, these challenges will affect a growing number
of families, prompting calls for genetic counselling approaches
that engage with the family as a unit rather than the individual
alone [5-8].

The canonical definition of genetic counselling emphasises
helping people ‘understand and adapt to the medical, psycholo-
gical, and familial implications of genetic risk information’ [9].
Commentators argue that genetic counsellors (GCs), by virtue of
their counselling and communication skills training, are uniquely
positioned to address familial implications of test results and to
support the family as a whole [10, 11]. In practice, however,
genetic counselling remains largely proband-centred, constrained

by biomedical priorities, limited time, and increasing service
demand [7, 8, 12-14]. The extent to which family-oriented support
is conceptualised or operationalised within clinical genetics
therefore remains unclear.

A substantial body of research has examined family commu-
nication about IGCs as a central mechanism of adaptation. Meta-
syntheses demonstrate that parents often experience difficulties
sharing genetic information with children—balancing emotions,
gauging readiness, and ensuring understanding [15, 16]. Con-
versely, open communication is associated with greater family
cohesion and improved psychosocial adjustment for both parents
and children [1-3, 16]. Despite this, interventions to enhance family
communication have shown modest or mixed effects: reviews
report small gains in behaviours such as cascade testing, but
limited improvement in the quality of communication per se [17].

Traditional ‘sender-receiver’ models of family communication,
which position the patient as an information conduit, have been
criticised for oversimplifying family dynamics [17, 18]. Commu-
nication is rarely linear or time-limited; it is shaped by family
structure, roles, boundaries, and shared beliefs. This individual
focus may inadvertently increase family conflict, delay risk
communication, and miss opportunities for collective coping
and meaning-making [1-4, 17]. Consequently, more systemic,
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Table 1. Screening Strategy: Eligibility Criteria.
Domain Inclusion Exclusion
Population + People with, or at risk of, an inherited genetic * Non-genetic conditions
condition (IGC) + Populations unrelated to genetic counselling contexts
« Relatives of affected individuals
+ Health professionals reporting experiences or views
of interventions or practice with a ‘family element’
Concept » Clinical practice with a family element + Individual-only interventions (e.g., CBT, skills training)
« Interventions aligned with family systems theory' « A discrete intervention that lacked a significant psychosocial
(e.g., family therapy, systemic therapy, dyadic component—e.g. pedigree drawing as sole family element;
approaches) interventions where the primary outcome was uptake of
« Discrete or practice-based interventions with family genetic testing
element and psychosocial components + Peer-only interventions without elements aligned with family
systems theory.
» Studies describing psychosocial issues without an intervention
+ Family centred care coordination*
Context + Genetic counselling practice or settings involving * Non-genetic settings

support for families with inherited genetic conditions » Ethical/legal commentary

* Clinical summaries or basic science reports

* Non-English publications

* Review articles (though screened for relevant intervention
references)

Types of Sources » Empirical studies (qualitative, quantitative, mixed
methods)
- Commentaries, editorials, case studies, theses,

conference abstracts

! Interventions aligned with Family Systems Theory (e.g., family therapy, systemic therapy, dyadic approaches) are psychosocial approaches that view the
family as an interdependent system and aim to improve communication, relationships, and adaptation by addressing relational patterns rather than individual
symptoms (Bowen, 1978; Goldenberg & Goldenberg, 2013; MacLeod et al., 2021).

2Family-centred care coordination primarily addresses the organisation, delivery, and integration of healthcare services across providers and systems. In
contrast, the review is concerned with supportive, communicative, and therapeutic interventions that enhance family relationships, adaptation, and

communication in the context of genetic risk.

family-systems-informed approaches have been proposed to
better capture the relational processes involved. Rolland’s Family
Systems lliness (FSI) framework [19] and its extension, the Family
Systems Genetic lliness (FSGI) framework [20], conceptualise
iliness and genetic risk as stressors affecting the family system
over time. These frameworks direct attention to the interaction
between: (1) illness/genetic-condition features (e.g. onset, severity,
predictability, actionability, course); (2) family-system variables
(e.g. communication, roles, beliefs, cohesion, family life-cycle
stage); and (3) psychosocial context (e.g. resources, culture,
healthcare environment). They also emphasise that adaptation is
dynamic, with different challenges arising across phases such as
awareness of risk, testing, post-test adjustment, chronicity and,
where relevant, loss or terminal phases.

Against this backdrop, we conducted a scoping review to map
how family-oriented support is described and delivered in genetic
counselling and other settings that provide support for families
living with IGCs. We use family-oriented support as an umbrella
term for any practice that explicitly considers relatives in the
provision of genetic counselling or related care. We use systemic
family-oriented care more specifically for models that conceptua-
lise and engage the family as the unit of care and work actively
with interactional patterns (e.g. roles, communication, shared
meanings) across time and illness phases.

Specifically, we asked:

1. How do genetic healthcare professionals (GHCPs) provide
family support in clinical genetic practice and related settings?

2. What psychotherapeutic approaches with a family element
have been described, and to what extent have they been
implemented within routine clinical practice?

3. What is known about the acceptability and effectiveness of
these approaches, particularly in supporting family commu-
nication and family adaptation?

In planning the review, we organised these questions around
three  domains—conceptualisation,  implementation, and
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evaluation of family-oriented support. During analysis, we drew
on Rolland’s FSI/FSGI frameworks to interpret how far included
practices and interventions moved from proband-centred risk
communication toward systemic family-oriented care.

MATERIALS AND METHODS

This scoping review followed JBI guidance and the PRISMA-ScR
checklist to ensure a transparent and systematic approach [21] (see
Supplementary Material 2). At the time of planning (2021/2022),
there was no widely adopted, mandatory registry for scoping
reviews in genetic counselling/clinical genetics. A protocol was
developed and followed, but it was not prospectively registered.

Search strategy

With support from an academic librarian, we developed a
Population-Concept-Context ~ (PCC)-based search  strategy
informed by key texts. Comprehensive searches were conducted
in PubMed/MEDLINE, PsycINFO, Embase, CINAHL, Web of Science,
Scopus and Google Scholar (for grey literature and citation
chaining) in March 2022 and updated in August 2025. Searches
were limited to English-language, human studies. The full
electronic search strategy for all databases is provided in
Supplementary Material 1.

Eligibility criteria and study selection

Eligibility criteria were defined using the PCC framework and are
summarised in Table 1. We included empirical and non-empirical
sources describing clinical practice or interventions with a clear
‘family element’ in the context of IGCs and excluded non-genetic
contexts and individual-only interventions without a substantive
psychosocial or family-systems component. Two reviewers (CG,
HP) independently screened titles/abstracts and full texts;
disagreements were resolved through discussion. Of 3377 records
identified, 57 full texts were assessed and 33 publications were
included. The selection process is shown in the PRISMA flow
diagram (Fig. 1).

European Journal of Human Genetics
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Fig. 1

PRISMA-ScR flow diagram showing identification, screening and inclusion of publications. This figure summarises records identified

through database searching and citation searching, duplicates removed, records screened, full-text reports assessed for eligibility, reasons for

exclusion, and final publications included in the scoping review.

Data charting and synthesis. Data were charted using a JBI-
adapted extraction form to capture study characteristics, clinical
context, intervention features and reported outcomes, alongside
fields reflecting key FSI/FSGI dimensions (illness trajectory, family-
system variables, psychosocial context). Summary characteristics
of all included publications are presented in Tables 2-4, with
detailed intervention characteristics for the psychotherapeutic
studies provided in Supplementary Material 3. We did not
undertake formal critical appraisal, consistent with scoping review
methodology.

Charted data were synthesised narratively, organised initially
around our three a priori domains: (1) conceptualisation, (2)
implementation and (3) evaluation of family-oriented support. We
used Rolland’s FSI/FSGI frameworks as sensitising frameworks to
guide data charting and narrative synthesis, rather than as formal
scoring tools. This meant that publications were not categorised
as family-oriented simply because they referred to relatives or
family communication. Instead, we examined how far each paper
engaged with the interaction between genetic risk, family
relationships and wider psychosocial context. For each publica-
tion, we considered four dimensions: (1) illness/risk trajectory,
including the timing of testing or diagnosis, predictability,
actionability, chronicity, reproductive implications and whether
support extended beyond the initial testing event; (2) family-
system processes, including communication patterns, secrecy or
openness, conflict, guilt, roles, boundaries, couple and
parent-child relationships, intergenerational meanings and family
decision-making; (3) psychosocial context, including emotional
readiness, prior family illness experiences, stigma, cultural or
religious beliefs, socioeconomic and geographical barriers, avail-
able social support and the capacity of services to provide follow-
up; and (4) intervention structure, including who was involved,
whether relatives were directly included, whether the family was
treated as a unit of care, the timing and intensity of support, and
whether support was reactive, optional or built into the care
pathway. These dimensions informed the development of a three-
stage heuristic continuum of family-oriented care. Publications
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were positioned toward Stage 1 where family work was mainly
informational, proband-mediated and focused on disclosure or
risk transmission; toward Stage 2 where clinicians assessed or
responded to family dynamics and psychosocial barriers but
within individualised or ad hoc service structures; and toward
Stage 3 where interventions actively worked with family members
or multiple families as the unit of care, using systemic, narrative or
psychotherapeutic methods to support communication, adapta-
tion and shared meaning-making over time. For descriptive
purposes, we refer to empirical studies of routine practice as
‘group A’, evaluated psychotherapeutic interventions as ‘group B’,
and conceptual or descriptive psychotherapeutic papers as ‘group
C'. Further detail on the search strategy and the application of the
FSI/FSGl-informed analytic dimensions, including examples of how
publications were positioned across the continuum, is provided in
Supplementary Material 1.

RESULTS

Thirty-three publications were included: ten conceptual or
descriptive papers, 22 empirical studies, and one book chapter.
Findings were grouped into two categories: (1) descriptions of
clinical practice with a ‘family element’ (Group A), and (2)
psychotherapeutic approaches to supporting people with 1GCs
that included a ‘family element’ (Group B and C). Twelve studies
reported on routine practice, mainly exploring how GHCPs guided
family communication of risk (Group A). Twenty-one publications
described psychotherapeutic approaches, ten of which were
discrete interventions formally evaluated by study design (Group
B and (). Tables 2-4 and Supplementary Material 3 provide an
overview of included articles.

Clinical practice with a ‘family element’

Group A. Twelve empirical studies investigated how family
considerations are integrated into clinical genetics practice
(Table 3). Early UK work included a multicentre survey on
nondisclosure within families [22] and an ethnographic study of

SPRINGER NATURE
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how kinship and responsibility were negotiated in the genetics
clinic [23]. The remaining ten studies examined GHCPs' practice in
supporting family communication. One was a large multinational
survey of 626 GHCPs [24]; the others used qualitative (n=28) or
mixed-methods (n = 1) designs. Participants included GCs, clinical
geneticists, nurses, psychologists and other allied HCPs, with
several studies focusing solely on GCs [25-27]. All were conducted
in Western, high-income settings.

Practices and strategies. All practice studies explored how GHCPs
encouraged dissemination of genetic risk information within
families. Clarke et al. [22] found nondisclosure to be rare (< 1% of
~38,700 consultations), usually involving parents protecting adult
children; clinicians encouraged disclosure but did not breach
consent, highlighting tensions between confidentiality and duty
to warn. Featherstone et al. [23] showed how pedigrees and risk
talk actively constructed kinship and responsibility, with counsel-
ling inherently relational.

Across later studies, GHCPs were generally proactive in sharing
generic risk information. These strategies remained largely
informational and proband-centred (Stage 1), with emerging but
inconsistently applied Stage-2 elements (reflective questioning
about family dynamics, occasional joint family appointments, ad
hoc psychosocial referrals). In Forrest et al.’s survey, 93% reported
always identifying at-risk relatives and encouraging intrafamilial
communication [24], yet some clinicians perceived involvement in
family communication as outside their remit [24, 28, 29], while
others described more directive approaches, including offering
direct contact with relatives [29-31]. Overall, authoritative
strategies were rare; indirect prompts and gentle encouragement
predominated [26, 29-32].

The pre-test consultation was widely seen as a key space for
family-oriented work. Pedigrees and consent forms were used to
visualise relationships, assess family dynamics and foreground
familial implications [23, 26, 30, 32]. Some GHCPs used reflective
skills to explore expected disclosure challenges and to cue
patients to anticipate difficult conversations [26, 30, 32].

Post-test support varied. In Forrest et al. [24], most GHCPs
reported offering contact details (97%) and follow-up appoint-
ments (59%), but several studies suggested that additional
support was typically patient-initiated rather than systematic
[24, 31, 32]. Clinicians were more likely to revisit disclosure when
patients raised concerns [24, 30, 32]; some routinely checked on
intrafamilial communication at follow-up [26, 30], but in-depth
counselling techniques were rarely described. The most common
follow-up support comprised informational prompts and written
resources (e.g. family letters) to facilitate disclosure (summarised
in Fig. 2).

Although information-giving dominated, some GHCPs explicitly
recognised that patients needed to be emotionally ready to
disclose [22, 28-30, 32]. A minority offered ongoing emotional
support or tried to make joint family appointments more inclusive
(e.g. attention to seating, ensuring all voices were heard) [32].
Across studies, GHCPs were more likely to invest in disclosure
support when conditions were actionable and less likely when no
medical management was available [22, 24, 31].

Barriers and limitations. ~ Across studies, a consistent gap emerged
between recognised psychosocial needs and the capacity of
services to address them. From an FSI/FSGI perspective, most
services operated firmly within Stage 1, with only patchy
movement towards early Stage 2. Family-system variables (e.g.
conflict, estrangement, guilt) were seen as relevant but rarely
addressed through structured, longitudinal support. No study
described a service in which the family was systematically treated
as the unit of care (Stage 3).

Support was primarily targeted at the individual proband.
Forrest et al. [24] reported that at-risk relatives could be offered

SPRINGER NATURE

clinic appointments (66%), but usually only once referred as
individual patients. Many GHCPs understood their main respon-
sibility as providing objective risk information, leaving intrafamilial
communication to the proband [22, 24-26, 28, 31]. Tensions
between autonomy, confidentiality and perceived duties to
relatives were common [22, 26-29, 31, 32]. Where family
consultations occurred, the focus remained on individual testing
and decision-making [32], and balancing individual and family
needs was described as one of the most challenging aspects of
practice [26, 32].

Across studies, GHCPs expressed a sense of responsibility to
support wider family members but variable confidence in how far
to pursue relational work [28, 29, 31, 32]. Many reported feeling
under-skilled or under-resourced to address complex family
dynamics and emotional responses [25, 31, 32], often referring
on to psychology when difficulties exceeded their perceived remit
[29, 30, 32]. Training needs included reflective practice, behaviour-
change strategies and family systems theory, yet even GCs with
some training reported uneven confidence [32]. Time, workload
and administrative barriers were frequently cited [24, 29, 31-33];
in one survey, 60% reported lack of time as limiting support [24].

Psychotherapeutic approaches with a ‘family element. Twenty-
one publications integrated family systems or psychotherapeutic
principles into genetic counselling or closely related settings
(Table 2; Supplementary Material 3). Together, they spanned both
direct therapeutic interventions for families and indirect models
designed to enhance family-oriented practice.

Group B. Within this set, ten papers reported formally evaluated
interventions (Table 4; characteristics in Supplementary Material
3). These comprised three studies of in-session assessment tools—
genogram-based exploration of family relationships [34] and two
linked iterations of the coloured eco-genetic relationship map
(CEGRM) [35, 36]—and seven structured group programmes.
Group interventions included multifamily discussion groups
(MFDGs), supportive—expressive and psychoeducational groups,
retreat-based formats and narrative group sessions [37-44].

Group C. Eleven additional publications were conceptual or
descriptive. Some presented case reports or service descriptions
applying systemic or narrative family therapy with families
affected by IGCs [45-49]. Others outlined broader models or
educational and training frameworks for integrating family
systems theory and techniques (e.g. genograms, family life-cycle
work, multifamily formats) into practice, including one book
chapter [4, 50-52]. Finally, two papers described narrative-
informed supervision and service structures that indirectly support
family-oriented practice by sustaining GCs’ relational capacity and
embedding systemic thinking within services [51, 53].

Characteristics of evaluated interventions (Group B). Of the ten
intervention studies, three were UK-based [37, 43, 44], four from
the USA [34-36, 39], two from Portugal [40, 41] and one from
Australia/Canada [38]. Three extended pedigree methods into
psychosocial mapping within individual sessions [34-36]. The
remaining seven used group formats grounded in systemic or
narrative approaches [37-41, 43, 44]; four incorporated structured
biomedical education [38-41]. Most focused on adult-onset
conditions: six in hereditary breast/ovarian cancer (HBOC)
[34-36, 38-40], one in hereditary colorectal cancer [41] and two
in Huntington'’s disease (HD) [43, 44]. Eisler et al. [37] included
mixed IGCs and children under 12.

Across studies, samples were predominantly female, white and
well-educated, with limited reporting of socio-economic or
cultural diversity. Only four interventions explicitly included family
members not personally at risk [37-39, 44]. Group sizes ranged
from six to 41; six interventions were single-session, and the
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Shari cation
19 Via others when direct commun"

(typically dependent on patient consent or initiative)
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Fig. 2 Summary of approaches and resources used to facilitate family communication. This diagram summarises strategies identified
across included clinical practice studies. The inner circle represents client-focused approaches delivered within the consultation, including
education, emotional support, and communication coaching. The middle layer shows patient-mediated tools provided to support
communication with relatives, such as family letters, written materials, and summary clinic letters. The boundary layer reflects mechanisms
through which relatives may be indirectly or conditionally engaged, typically dependent on patient consent or initiative, including offers of
appointments or contact with relatives. The outer layer represents wider professional and community support systems, including referrals to
other healthcare professionals, psychosocial services, and support organisations. Across all domains, strategies rely predominantly on the
patient to initiate or enable communication with relatives. For example, ‘To Whom It May Concern’ letters must be physically or digitally
shared by the patient (sometimes anonymously), and direct contact with relatives or onward referrals almost always require patient consent.
This structure reflects the prevailing model of genetic counselling, in which the patient remains the primary conduit for disseminating genetic

risk information within the family.

longest (supportive-expressive therapy) spanned 12 sessions over
six months [38]. All interventions were delivered face-to-face,
usually within hospital-based genetics services, although one took
place in a rural retreat setting [39]. Multidisciplinary facilitation
was common; psychologists/family therapists often co-facilitated
with GCs [37, 38, 43, 44]. Attendance and completion rates were
generally high (= 75%, often 100%).

Acceptability, feasibility and psychological impact. Across studies,
the primary aim was to assess feasibility and acceptability, with
secondary attention to coping and communication outcomes.
Participants tended to view the interventions positively [37-44].
Functional features such as structure, duration and format were
largely acceptable; some participants requested longer sessions
despite time demands [37, 41]. The most intensive programme
reported a 45% refusal rate, often due to travel and childcare
constraints [37, 38]. Hospital environments were sometimes
experienced as less conducive to open discussion than non-

European Journal of Human Genetics

clinical or retreat settings [37, 39, 44]. Group diversity was
generally welcomed, although some participants preferred peers
in similar life or adaptation stages [37, 44]. Facilitators with both
psychosocial and genetic expertise were particularly valued
[37, 40, 41], and blended educational-emotional content was
consistently highlighted as helpful [37, 39-41].

Quantitative findings on psychological outcomes were mixed.
One phase-ll trial reported reductions in cancer-related worry,
anxiety and depression following supportive-expressive group
therapy [38]. Other studies noted stable distress scores despite
positive qualitative feedback [39, 44]. Across interventions,
qualitative accounts were more uniformly positive: participants
described feeling less isolated, more confident, better able to
share difficult emotions and equipped with new coping strategies
[34-44].

Impact on family communication. Four studies explicitly reported
communication outcomes [37-39, 43]. Participants described

SPRINGER NATURE
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Stage 1 — Predominant Practice
(Biomedical Lens)

Proband-Centred Risk Communication

Focus on genetic risk event; minimal
attention to family-system processes or
psychosocial context

» Proband-led disclosure to at-risk relatives

«  Family mainly positioned as recipients of
risk information

« Emotional and relational needs rarely
explored systematically

+ Unaffected relatives minimally involved
unless they independently present

« Disclosure may be partial, shaped by
protective intentions, relational strain or
practical barriers

Examples: pedigree completion, risk
calculation, family letter provided.

C.E. Green et al.
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Stage 2 — Emerging Relational
Practice (Hybrid)

Proband-Centred with Emerging
Psychosocial Elements

Partial attention to family-system processes
and psychosocial factors, but not
consistently integrated over time

+ Selective and clinician-dependent use of
relational counselling techniques

+ Relatives may be involved, but involvement
is typically ad hoc or proband-initiated

+ Psychosocial support emerges, but is not
delivered systematically across the family

*  Follow-up is limited and usually triggered by
patient-identified difficulties

«  Family dynamics are recognised, but not
systematically worked with

Examples: reflective use of pedigrees as
relational tools; joint appointments when
relatives attend together; GCs facilitating
discussion without delivering a formal family
intervention; follow-up mainly when patients
indicate communication difficulties.

Stage 3 — Systemically Informed
Family Care
(Systemic/Family Systems Lens)

Inclusive, Systemically Informed
Family Support

Integrated attention to illness trajectory,
family-system processes and psychosocial
context across time

« Family is treated as the unit of care

«  Structured opportunities for shared
discussion and coping

* Psychotherapeutic methods, e.g. MFDGs
and narrative approaches

+ Interdisciplinary delivery with planned
follow-up, attending to evolving needs

« Family strengths, meanings and
adaptation are actively explored

Examples: MFDGs; narrative therapy
techniques and groups; systemic and
emotional exploration embedded within
pedigree work; longitudinal follow-up
incorporating medical updates, family coping
needs and key life-stage transitions;

anticipatory guidance across the illness
trajectory; and GC—psychologist-family

/ Qrapist co-facilitation. /

| clusivity and p§ycﬁosocia| depth

Fig.3 Continuum of family-oriented support in genetic counselling: from risk communication to systemic family care. This figure presents
a conceptual and interpretive synthesis, informed by Rolland’s Family Systems lliness/Family Systems Genetic lliness frameworks, illustrating
the progression from standard genetic counselling practices focused primarily on the individual to increasingly structured and systemic
family-oriented interventions. Standard approaches include information provision, pedigree construction, risk assessment and encourage-
ment of family communication. Intermediate approaches include relational techniques such as reflective pedigree use, joint consultations and
discussion of family dynamics. At the most intensive level, interventions draw on family systems and psychotherapeutic models, treating the
family as the unit of care. The continuum reflects variation in intensity, theoretical underpinning, psychosocial depth and degree of family

involvement identified across included studies.

greater confidence or insight for talking with relatives [38, 43], and
Eisler et al. [37] provided rich accounts of enhanced parent-child
communication. However, most interventions were not powered
to detect change, and quantitative measurement of communica-
tion was sparse. Several studies noted that many participants had
already disclosed genetic risk prior to the intervention [37, 39],
limiting the scope for observable change in disclosure behaviour.

The continuum of family-oriented care. Drawing on the FSI/FSGI
frameworks, we developed a three-stage continuum to locate the
practices and interventions identified in this review. The
continuum is intended as a heuristic representation of how fully
current practices operationalise core FSI/FSGI principles, rather
than as a validated classification tool (Fig. 3). Figure 3 should
therefore be read alongside Supplementary Material 1, which
provides additional detail on how the FSI/FSGl-informed analytic
dimensions were applied interpretively to develop the continuum.

Stage 1—Biomedical, proband-centred: care focuses on identi-
fying at-risk relatives and supporting the proband’s disclosure. The
family is viewed mainly as a conduit for risk information, with
minimal structured engagement of other members and limited
attention to emotional or relational needs.

Stage 2—Hybrid: some psychosocial and relational elements are
incorporated (e.g. reflective questioning, occasional joint family

European Journal of Human Genetics

appointments, use of genograms/CEGRMs, group-based support),
but involvement of wider family members is informal, optional
and typically initiated by the proband.

Stage 3—Systemic family-oriented care: the family (those at risk
and those emotionally affected) is conceptualised as the unit of
care. Structured opportunities are created for shared discussion,
adaptation and coping, delivered by interdisciplinary teams and
tailored to illness trajectory, life stage and evolving needs.

Across publications, routine clinical practice aligned mainly with
Stage 1, with pockets of Stage-2 activity. The ten evaluated
interventions spanned enhanced assessment tools (Stage-2 — 3
bridge) and genuinely systemic group formats (Stage 3), but all
were delivered as adjuncts to standard, predominantly Stage-1
services. Although MaclLeod et al. [51] and Ferrer-Duch [49, 53]
describe narrative and systemic approaches embedded within
specific UK services, these remain local exemplars rather than
widely adopted service models.

DISCUSSION

This scoping review mapped clinical strategies and psychother-
apeutic interventions for families affected by IGCs to Rolland’s FSI/
FSGI frameworks. Across the literature, most practice remained at
the biomedical, proband-centred end of the continuum (Stage 1),

SPRINGER NATURE
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with some movement toward hybrid psychosocial approaches
(Stage 2). Psychotherapeutic interventions demonstrated feasi-
bility and perceived benefit for participants but were typically
adjuncts rather than embedded components of routine care. Fully
systemic, family-level care (Stage 3) was not identified in the
standard service models reported. From an FSI/FSGI perspective,
this pattern is unsurprising: without explicit structural and
temporal support for relational work, services tend to default to
individualised, information-driven practice.

This continuum should therefore be read as an interpretive map
of the literature, rather than as a formal rating system. Its purpose
was to make visible a distinction that was otherwise blurred across
studies: many publications recognised that genetic risk is familial,
but fewer described care structures that actively engaged the family
system. This was particularly important in relation to the psycho-
social context. Emotional readiness, family beliefs, communication
norms, stigma, cultural values, social support and service capacity
were often acknowledged as relevant to disclosure and adaptation,
but were not consistently assessed, revisited or therapeutically
addressed. We therefore interpreted many studies as occupying a
Stage 1-2 or Stage 2 position: the family was conceptually present,
but not consistently present as the unit of care.

Conceptualisation of family support

Across the publications included in this scoping review—and
consistent with the wider literature tracing the evolution of
genetic counselling practice [5-15], family-oriented support in
empirical studies of routine practice (group A) was typically
conceptualised narrowly, with the proband positioned as the
primary conduit of genetic risk. GHCPs commonly encouraged
patient-led disclosure, supported by letters or generic written
resources, while wider relational and emotional needs were
explored inconsistently [22-32]. On our FSI/FSGI-derived con-
tinuum, this maps largely to Stage 1 (biomedical, proband-centred
care): the family is recognised as genetically relevant, but not
consistently treated as a unit of care.

This stands in marked contrast to the conceptual and
commentary literature (group C), which has, since the late
1990s, articulated rich systemic, narrative and developmental
frameworks for working with families affected by IGCs [4, 45-53].
These papers explicitly describe the family as the unit of care and
outline clear strategies for supporting communication, shared
meaning-making and adaptation across the illness trajectory (e.g.
intersystem formulations, contextual therapy, experiential and
narrative approaches, MFDGs, life-cycle-informed work). From an
FSI/FSGI perspective, these models are firmly aligned with Stage
3 systemic family-oriented care, even though they are rarely
embedded in service-wide pathways.

At the same time, our synthesis suggests that systemic practice
is already present in pockets, but tacit and inconsistent, cutting
across both empirical intervention studies (group B) and some
descriptions of routine care (group A). Many of the techniques
identified in our review are implicitly systemic, but not always
labelled as ‘family therapy’ or ‘systems-based’ by the authors.
Supportive-expressive groups for BRCA carriers [38] and McKinnon
et als post-testing intervention [39], for example, were framed
primarily in psychoeducational or support terms, yet worked with
family narratives, roles and mutual support in ways that resonate
strongly with FSI/FSGI principles.

Taken together, the picture is of a field with strong systemic
conceptual foundations (group C) and growing but fragmented,
sometimes unnamed systemic practice (groups A and B),
consistent with findings from Dane et al. [54]. Rather than
requiring a wholesale reinvention of genetic counselling, the
challenge is to make these systemic elements explicit, name them,
and support their consistent use—moving from isolated,
condition-specific or research-only initiatives toward routinely

SPRINGER NATURE

available, Stage-3 systemic family-oriented care that is resourced,
evaluated and integrated into mainstream pathways.

Gaps in implementation and delivery

From a family systems perspective, the lack of longitudinal follow-
up is striking. Rolland’s FSI/FSGI frameworks emphasise ‘psycho-
social check-ups,” in which HCPs periodically revisit salient issues
and priorities as they surface and change across illness phases
[19, 20]. In contrast, most practices and interventions described in
this review were effectively one-off, tied to specific testing or
diagnostic events, with little attention to difficulties that emerge
over time. Embedding multiple, low-intensity touchpoints—uvia in-
person, telehealth or digital modalities—could allow clinicians to
identify shifting strengths and vulnerabilities in family functioning,
aligned with illness phase and life-cycle stage.

All interventions were delivered face-to-face, usually within
hospital-based genetic services. For families affected by rare IGCs,
who are often widely dispersed, exclusive reliance on in-person
formats limits accessibility. Virtual and hybrid formats—telehealth-
based family sessions, online groups, or digitally delivered
psychoeducational resources—offer opportunities to widen access
and reduce travel burden, provided their design explicitly
preserves the relational, interactive and systemic elements central
to systemic family-oriented care. Importantly, most participants
had already received genetic counselling, which itself (particularly
when enhanced) is a complex intervention that can support family
communication [55]. As such, these interventions may not have
targeted families with the greatest unmet need.

Demographic gaps. The review highlighted significant demo-
graphic gaps in the studies and interventions included. Specifi-
cally, there was under-representation of certain populations,
including those with untreatable or unpredictable conditions,
men, partners, children, and non-Western groups. Several of these
groups—notably men and Black women—have previously been
identified as underserved and with unmet needs in genetic
services [56-58]. Most interventions were concentrated in HBOC
contexts, leaving conditions with less predictable or actionable
outcomes largely unaddressed.

Studies predominantly involved participants from Western,
high-income countries and largely focused on female, well-
educated populations. There is a need for more inclusive research
that captures the experiences of underrepresented relatives (e.g.,
unaffected family members) and diverse cultural groups.

Mainstreaming genomics and the shrinking space for
psychosocial work

The mainstreaming of genomic testing—here referring to the
growing provision of genomic testing by non-genetics clinicians in
specialties such as oncology, cardiology and neurology, rather
than solely within specialist clinical genetics services—represents
a critical inflection point for family-oriented care. Studies in this
review found that pre-test genetic counselling delivered by GCs
has been the main setting in which clinicians assess family
dynamics, explore relational patterns, anticipate disclosure chal-
lenges and support emotional preparation for testing and its
possible outcomes [23, 26, 30, 32]. Specialist clinical genetics
services have long been attuned to the familial implications of
genetic information, including its relevance for relatives as well as
the patient. As testing is increasingly delivered in mainstream
settings, however, attention may be focused more narrowly on the
individual patient, with less space to anticipate and address the
wider familial and relational implications of results [7, 12-14]. At
the same time, our review and others indicate that post-test
support remains inconsistent and largely patient-initiated, with
few systematic mechanisms for revisiting intrafamilial commu-
nication or psychosocial adaptation over time [15, 24, 30, 32].
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When relational preparation is diluted upstream and follow-up
remains fragmented downstream, families may face the most
challenging phases of adjustment with little structured support.

International consensus work echoes these concerns. Phillips
et al. (2025) identified five priorities for addressing the familial
implications of genomic findings: recognising family communica-
tion as an ongoing process, adopting family- rather than
individual-centred models, clarifying roles and responsibilities,
developing clear guidance and policy, and ensuring adequate
resourcing [7]. Our synthesis reinforces these priorities and
suggests that, without intentional redesign, mainstream genomics
risks further entrenching a Stage 1, transactional model and
eroding core counselling competencies—systemic assessment,
emotional attunement and facilitation of shared meaning-making
—that are central to family adaptation.

Evaluation: what we measure and what we miss

Evaluation of family-oriented support remains limited and uneven.
Most clinical practice studies relied on clinician self-report
regarding strategies used, rather than direct observation or
outcome data. Intervention studies primarily assessed feasibility
and acceptability, with small sample sizes and limited follow-up.
Qualitative feedback consistently indicated emotional and rela-
tional benefits (reduced isolation, increased confidence, improved
communication), whereas quantitative findings were modest,
mixed or null. Only a minority of evaluations measured family
communication directly [37, 39].

Recent reviews echo these gaps. Zhao et al. [18] found that
most family communication interventions in genetics were rooted
in educational or behaviour-change models, with little attention to
systemic evaluation. Barbosa et al. [59] highlighted the dominance
of linear ‘sender-receiver’ frameworks in both conceptualisation
and measurement. From an FSI/FSGI perspective, this reflects a
misalignment between what is measured and what matters:
Rolland emphasises family adaptation across time phases and
contexts, yet most existing evaluations capture short-term
disclosure behaviours or individual emotional states, overlooking
relational processes and long-term systemic adaptation.

Moving toward systemic family oriented care: implications for
practice and policy

Building systemic capacity in clinical practice. A truly systemic
family-oriented model must address the emotional and adaptive
needs of the wider family system—not just the proband—
recognising that psychological processes in families can influence
patterns of engagement, health behaviour and clinical outcomes.
Moving from Stage 1 (biomedical, proband-centred care) toward
Stage 3 (systemic family care) will require both structural and
skills-based change. Interdisciplinary delivery models, systemic
supervision, and the integration of therapeutic formats—such as
multifamily discussion groups, narrative approaches and
strengths-based interventions—can help embed systemic think-
ing within routine pathways. The multifamily discussion groups,
narrative HD groups and supportive—expressive interventions in
this review [37-41, 43, 44] provide working prototypes of Stage-3
care that could be adapted and scaled, for example as routine
follow-up offers post-testing. Even when not all families require or
choose intensive interventions, having these options visible and
normalised signals that families, not just individuals, are legitimate
recipients of care.

Navigating ethical dimensions. Ethical tensions are inherent in
family-oriented genetic care because genetic information is
simultaneously personal and shared: respecting one person’s
autonomy, privacy and preferences may at times sit uneasily
alongside potential benefits to relatives who may also be affected
by or at risk from the same information. Multiple studies in this
review illustrated how confidentiality and nondisclosure create
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dilemmas for GHCPs around the limits of their involvement
[22, 31, 32]. Family-centred approaches, while valuable, may
inadvertently generate pressure to disclose or amplify guilt and
blame. Clear ethical guidance, decision pathways and reflective
practice structures are therefore essential to ensure that systemic
models support—rather than compromise—autonomy, psycholo-
gical safety and voluntary disclosure.

Genetic counselling workforce and digital tools. Workforce capa-
city is a major barrier to implementing systemic models,
particularly as genomic testing expands. While some tasks can
be shared with or delegated to other professionals, the distinctive
contribution of GCs—integrating advanced genomic knowledge
with specialised counselling skills—remains central. As genomics
becomes further mainstreamed, it is vital that GCs retain protected
time to develop and apply these psychosocial and systemic
competencies rather than being pulled predominantly into
technical or informational roles.

Digital tools, such as web-based modules and Al-supported
resources, can help offload certain ‘teaching’ tasks in genetic
counselling. However, any time saved should be dedicated to
relational and systemic tasks. In outcome-driven services, efficien-
cies gained from these tools may simply be reinvested into
increased throughput and information delivery. The real value of
genetic counselling lies in relationship-building, counselling, and
systemic support, which are harder to quantify [4, 9-11].

Recent emerging evidence suggests that some digital solutions
for information delivery may not compensate for the loss of
relational space. In a large study, Mahal et al. (2025) found that pre-
consultation videos in hereditary cancer and syndromic genetics
clinics were helpful but did not reduce clinician workload [60]. For
more complex cases, these videos led to lower patient satisfaction
and higher clinician burden, suggesting that informational front-
loading may not suit situations with high uncertainty and relational
complexity. Rather than freeing up time for psychosocial work,
these tools may simply add more informational layers without
addressing the structural constraints on relational practice.

Diversifying who delivers which elements of family-oriented care
will be essential if services are to remain sustainable. Embedding
psychologists within genetics services [61] or co-facilitating groups
with systemic therapists [43, 44] can further enhance relational
capacity and ensure that communication, coping and meaning-
making are addressed across the illness trajectory. These
approaches should complement, rather than replace, genetic
counselling; GCs are well placed to co-design, co-facilitate and
provide consultation to interdisciplinary and peer-supported
programmes, ensuring that systemic principles and ethical safe-
guards are embedded from the outset.

From a health-economic perspective, investing in family-centred
models is also rational. Working with families as interconnected
systems, rather than as isolated probands, may enhance cascade
testing, reduce duplication of consultations across relatives, and
promote earlier surveillance or prevention—likely less costly than
managing advanced disease or fragmented repeat contacts. In a
constrained workforce, systemic family-oriented approaches may
therefore maximise the impact of each encounter by leveraging
one consultation to support multiple at-risk relatives, aligning good
psychosocial care with more efficient resource use.

Extending systemic care beyond the clinic and across cultures.
Systemic care must also extend beyond clinic walls. Families
affected by inherited conditions navigate complex emotional,
cultural and social landscapes that span multiple settings and life
stages. Community-based and adjunctive strategies—such as
podcasts, online communities, social media, and partnerships
with trusted local organisations—can reinforce therapeutic work,
reach individuals not engaged with specialist services, and
support resilience across diverse family and community systems
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[49, 53]. Peer-led or manualised interventions offer one route to
scaling support for cascade testing and communication, particu-
larly in resource-limited settings [62].

Cultural competence is central to inclusive family-oriented care.
Black families and other historically excluded groups are under-
represented in both clinical research and intervention studies [58],
and models developed in Western, individualist contexts may sit
uneasily alongside collectivist or relational decision-making
traditions. Future models will need to integrate culturally
grounded, multi-level strategies—community partnerships, peer-
led initiatives, and generational health projects—that extend
relational care beyond the consultation and foster trust in
genomics across diverse communities.

Measuring family-oriented care. Building on Barbosa et al. [59]
and Zhao et al. [18] findings, we believe research should prioritise
outcomes that capture the complexity of family experiences.
Frameworks such as FOCUS-GC [63] link counselling strategies to a
broad range of outcomes, yet most existing measures remain
focused on individual behaviours or short-term distress. Wade [64]
similarly noted that current psychosocial metrics often fail to
reflect the complex, long-term consequences of genetic informa-
tion, especially in rare diseases, underscoring the need for theory-
informed, systemic evaluation.
Future priorities include:

® Analysing clinical practice through process research—using
observational and interactional studies to examine how
family-oriented support is delivered in consultations and
which counselling strategies underpin it.

® Broadening inclusion—capturing outcomes for the whole
family system, including at-risk and not-at-risk relatives,
children, men, partners, and step- or chosen family members.

® Embedding cultural competence—co-designing interventions
and measures within diverse cultural and community groups
to ensure relational congruence and responsiveness to
different family structures and values.

® Strengthening ethical guidance for systemic practice—devel-
oping clear professional standards to navigate confidentiality,
autonomy and family-level benefit when working systemically.

® Expanding condition scope—developing and testing inter-
ventions across a wider range of IGCs with varied trajectories,
not only hereditary cancer syndromes.

® Strengthening evaluation—using longitudinal designs and
family-level outcome measures aligned with FSI/FSGI phases
to assess sustained adaptation over time.

® Innovating delivery—trialling community-based, retreat and
virtual formats, and evaluating interdisciplinary and peer-
supported models for feasibility and sustainability.

Collectively, these strategies signal a necessary shift toward
relational, inclusive and context-sensitive models of care—ones
that recognise families not only as recipients or transmitters of
genetic information, but as dynamic systems requiring sustained,
culturally attuned support across clinical and community settings.

Strengths and limitations of this review. This review systematically
applied PRISMA-ScR and JBI guidance and, to our knowledge, is
the first to synthesise this literature through a family systems lens
[21]. A further strength is that the analysis was theory-informed:
although, consistent with scoping review methodology, we did
not undertake formal critical appraisal using a quality assessment
tool, we did apply critical interpretive analysis, drawing on the FSI/
FSGI frameworks to examine how family-oriented support was
conceptualised and operationalised across the literature and to
inform the heuristic continuum presented in Fig. 3. At the same
time, the review has limitations. Evidence on clinical practice was
derived largely from clinician self-report and was only minimally
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supplemented by observational or ethnographic work [23, 30], so
the more nuanced counselling skills used by GHCPs may not be
fully reflected in the published literature. However, our interpreta-
tion is supported by convergence with Barbosa et al’s recent
scoping review of process studies on family communication in
genetic counselling [59], which approached the topic from a
different analytical angle yet identified closely similar patterns:
GHCPs consistently addressed family communication and pro-
vided informational resources, while psychosocial assessment,
tailoring to family dynamics and sustained support remained less
prominent and variable across contexts. This convergence across
reviews increases confidence that these patterns reflect broader
features of the literature rather than artefacts of our analytic
approach alone. More broadly, the available literature was drawn
predominantly from Western settings, which may limit the
transferability of findings to other cultural and healthcare contexts
where family roles, disclosure practices and decision-making
norms differ. Unpublished community-based interventions may
also have been missed, meaning that culturally grounded, locally
developed or non-specialist models of family-oriented support are
likely to be underrepresented.

CONCLUSION

Family issues are increasingly recognised in genetic counselling,
yet structured systemic approaches remain underdeveloped.
Practice largely focuses on risk transmission, with limited
psychosocial integration. Psychotherapeutic models show promise
but limited scalability. Embedding FSI/FSGI principles into training,
service design, and evaluation—centred on family-level adapta-
tion—is essential. As genomic medicine becomes increasingly
mainstream, more people with inherited genetic conditions or
susceptibilities are likely to be identified outside specialist
genetics services, often in settings where discussion of familial
implications and relational support is more limited. Integrating
family systems-informed approaches into routine care is therefore
essential both to address the inherently shared nature of genetic
information and to support psychosocial adaptation for families
living with inherited conditions.
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