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ABSTRACT

Objectives Women diagnosed with BRCA1/2 mutations
face significantly elevated lifetime risks of breast and
ovarian cancer. Due to the distinctive biopsychosocial
implications of a BRCA diagnosis, the care trajectory for
these women is highly personalised, yet their care needs
frequently remain unmet. The aim was to provide a first
overview of the evidence of women’s experiences with
person-centred care (PCC) within BRCA care and their
needs for further PCC implementation.

Design A scoping review, guided by the Preferred
Reporting Items for Systematic Reviews and Meta-
Analyses Extension for Scoping Reviews, was conducted.
Data sources Medline, Embase, Web of Science Core
Collection, Cochrane Central Register of Controlled Trials,
CINAHL Plus and Google Scholar were searched for
literature published between January 2004 and February
2024.

Eligibility criteria Peer-reviewed, primary studies on
BRCA and PCC using quantitative, qualitative and mixed-
methods designs were eligible. The criteria were iteratively
refined to include publications based on samples that were
>80% female and >80% BRCA positive.

Data extraction and synthesis Titles and abstracts
were screened with ASReview, a validated Al-driven tool.
Data on PCC evidence and needs were extracted based

on the eight Picker Principles of PCC and synthesised by
describing themes within each principle.

Results Of the 3801 articles identified as potentially
relevant, 18 were included in the review. PCC needs were
more prevalent than evidence of their implementation.
Most of women’s positive experiences with PCC focused
on ‘clear information, communication and support for
self-care’, while limited to no evidence existed for other
principles. The highest needs were found for increased
‘emotional support, empathy and respect’, ‘attention to
physical and environmental needs’, and ‘clear information,
communication and support for self-care’. All articles
reported demands for more holistic, yet personalised care,
though PCC was not mentioned explicitly.

Conclusions This review suggests a person-centred
approach is relevant to improving the standard of BRCA
care for women. The first evidence of women’s experiences
with PCC demonstrates how care delivered with sensitivity
and respect for individual backgrounds can support women
throughout their BRCA trajectory. Yet, substantial unmet
needs remain among female BRCA carriers, highlighting the
importance of further research and PCC implementation to
enhance the quality of postdiagnostic care.
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STRENGTHS AND LIMITATIONS OF THIS STUDY

= This study adhered to the Preferred Reporting
Items for Systematic Reviews and Meta-Analyses
Extension for Scoping Reviews, ensuring transpar-
ency and reproducibility.

= The broad scoping of qualitative, quantitative and
mixed-methods studies across diverse databases
provided a comprehensive overview of the current
state of research.

= Potentially relevant sources may have been missed
as a result of the use of ASReview in the screening
procedure.

= The study’s methodology and slim body of evi-
dence did not allow for directed, practice-oriented
implications.

INTRODUCTION

Women diagnosed with a deleterious muta-
tion of the BRCAl/2 gene are exposed to
a significantly increased risk of developing
breast and/or ovarian cancer. The lifetime
risk for breast cancer among female BRCA
carriers increases from 13% up to 87%, while
the lifetime risk for ovarian cancer rises from
1.2% up to 65%.' * The material condition in
conjunction with an immaterial disease was
found to create a sense of anticipatory loss
among diagnosed women, exposing them
to distinctive biopsychosocial challenges.””
Medical and reproductive decision-making,
unmet informational needs and existen-
tial fears have been cited as the most stren-
uous elements of living with BRCA]/?.("8
To mitigate long-term disease probabilities,
current risk management strategies encom-
pass increased surveillance, chemopreven-
tion or prophylactic surgeries.” ' Since each
care journey entails distinct psychosocial and
physiological considerations, BRCA manage-
ment decisions are contingent on women’s
individual characteristics and preferences
beyond their medical status.'' '* Given these
findings, BRCA care services should be inher-
ently person-centred to advance the quality of
care provided for women.
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Figure 1 The BRCA Care Continuum. The BRCA Care Continuum depicts the various care stages for women diagnosed
with the genetic mutation, involving a multidisciplinary team of professionals, including general practitioners, clinical nurse
specialists, clinical geneticists, gynaecologists, surgeons, radiotherapists and medical oncologists.

Person-centred care (PCC) focuses on the needs and
values of the individual, promoting active participation in
their own care."” Instead of reducing patients merely to
their clinical conditions, person-centred health providers
view and treat individuals with a focus on their person-
hood."* ' In practice, PCC contributes to individualised
healthcare interactions, improved patient experience and
well-being outcomes.'®"® However, women diagnosed
with BRCA have reported their distinctive biopsychoso-
cial needs are frequently insufficiently accounted for by
health professionals.'' '* ' They may be either treated
in the same cluster as patients with cancer or be refused
patient status altogether due to the absence of a mate-
rial disease.” '* Insufficient sex-disaggregated data further
impedes knowledge generation and the implementation
of care that is respectful of the experiences of women
specifically.*’*! Resultingly, they are often required to self-
navigate their care.

The BRCA patient journeys described in the litera-
ture are synthesised and visualised as The BRCA Care
Continuum in figure 1 to provide the first comprehensive
overview of the various care stages for women diagnosed
with the genetic mutation. The model was derived from
the Cancer Care Continuum® and specifically adapted to
the BRCA care context in the present paper. In the predi-
agnostic stages, women undergo a risk assessment and
genetic testing, after which they may receive their diag-
nosis. The postdiagnostic stages begin with genetic coun-
selling, leaving women with ongoing treatment choices
between increased surveillance, prophylactic surgery and
chemoprevention. For instance, evidence suggests that
50% of affected women choose preventive surgery, most
commonly mastectomy or salpingo-oophorectomy.'’ **
Beyond the inherent risks of major surgical interven-
tions, these procedures entail significant physiological
considerations for women, including the inability to

breastfeed and the onset of medically induced meno-
pause.'”**# Furthermore, prophylactic surgeries are asso-
ciated with psychosexual functioning concerns related to
body image, sexuality, childbearing and femininity.® #2027
Women considering risk-reducing surgery (RRS) due to
their BRCA status have described that sensitive issues,
such as loss of sensation and decreased libido, are insuf-
ficiently addressed by healthcare professionals, despite
being of high relevance to their quality of life."* ***’ On
the care continuum, the medical decision-making process
is continuous and re-evaluative, as patient preferences
regarding the treatment plan may change over time.” %
Medically invasive procedures are concluded with post-
treatment survivorship. Hence, while it may be argued
that women diagnosed with a BRCA gene mutation are
not considered patients unless they are diagnosed with
cancer, the care continuum illustrates that these women
still progress through numerous care stages regardless of
their cancer status, outlining the need for health services
that are considerate of women’s unique experiences and
needs.

However, limited understanding exists about the
degree to which the provision and delivery of BRCA care
is person-centred. With this scoping review, we aim to
provide the first overview of the current state (of imple-
mentation) of person-centred principles in the care for
women diagnosed with a BRCA gene mutation, and of
the PCC needs among this population. Doing so, we rely
on the eight prototypical Picker Principles of Person-Centred
Care, from here on referred to as ‘dimensions’, encom-
passing ‘clear information, communication, and support
for self-care’, ‘effective treatment by trusted profes-
sionals, ‘attention to physical and environmental needs’,
‘emotional support, empathy and respect’, ‘involvement
in decisions and respect for preferences’, ‘involvement
and support for family and carers’, ‘continuity of care and
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smooth transitions’ and ‘fast access to reliable healthcare
advice’.*® We address a gap in the literature by examining
the specific context of each PCC dimension, an approach
that has been called for by previous research.'® Further-
more, by focusing exclusively on women, we intend to
contribute to an environment in which female health
concerns are acknowledged and addressed responsively.

On this basis, our guiding research questions are:

» RQI: What is the evidence of the implementation of
PCC dimensions for women diagnosed with a BRCA
gene mutation?

» RQ2: What are the needs for the implementation
of PCC dimensions among women diagnosed with a
BRCA gene mutation?

METHODS

Ascoping review methodology was chosen for its appropri-
ateness in finding evidence of PCC in a field of healthcare
where this model of care is not common practice.” "' '* '
Therefore, we sought to identify the PCC dimensions that
are present in the studies but not necessarily proclaimed
as such. In addition, we aimed to establish if the mention
of the PCC dimension was based on the evidence of its
implementation or the need within the articles. The
methodology is guided by the Preferred Reporting Items
for Systematic Reviews and Meta-Analyses Extension for
Scoping Reviews (PRISMA-ScR) reporting recommenda-
tions.” Since the study is based on standardised reporting
guidelines, a protocol was deemed redundant.

Study eligibility criteria

The eligibility criteria entailed studies published in the
last 20 years between 2004 and 2024, since the concept
of PCC began manifesting in the literature in the early
2000s. BRCA received sudden public attention once the
actress Angelina Jolie openly addressed her carrier status
in 2013, increasing the genetic mutation’s public visi-
bility.”* Articles were only included if they were accessible
in English and peerreviewed. Quantitative, qualitative
and mixed-methods studies were eligible for inclusion to
facilitate a comprehensive understanding of the evidence.
Secondary analyses of literature, such as other reviews,
were excluded. Grey literature, including information
not produced by traditional publishing and distribution
channels (eg, policy papers, reports and comments), was
also excluded.

Information sources and search strategy

The research team devised a comprehensive search
strategy together with a specialised medical librarian
from the Erasmus Medical Centre (EMC). The search
terminology encompassed all forms of ‘-centred care’
and keywords surrounding ‘BRCA’, ‘genetic counselling’
and ‘patient experience’ (see online supplemental file 1).
The literature search was conducted on 22 February 2024
across five databases: Medline, Embase, Web of Science
Core Collection, Cochrane Central Register of Controlled
Trials and CINAHL Plus. Google Scholar was employed

as an additional search engine to ensure comprehensive
data coverage.

Selection of sources of evidence

Screening was conducted using ASReview (https://asre-
view.nl/), an artificial intelligence-based tool for system-
atic reviews that has been validated by prior research.*
All potentially relevant records were imported into the
software, which uses an active learning model to sequen-
tially present publications ranked by relevance. First, the
reviewer signifies if the manuscript is (ir-)relevant based
on the title and abstract. Second, the tool selectively
presents the following article, continuously improving
its predictions based on previous choices. The terminal
screening point is reached once it is estimated that a
predefined percentage (95%) of relevant articles has
been identified.* Thus, the use of ASReview facilitates an
efficient and transparent screening process while main-
taining result quality.

All three authors were involved in the selection process.
LW and CvD trained the ASReview model with 15 publi-
cations randomly selected by the programme. To mitigate
selection bias, the two authors conducted the source selec-
tion independently. The model determined the terminal
screening point at 15%. Hence, the authors could stop
reviewing after 294 consecutive irrelevantly labelled arti-
cles. After ASReview indicated data saturation, LW manu-
ally checked 20 randomly selected publications out of
the initial screening pool to ensure no crucial literature
was omitted. No additional relevant items were found,
confirming the algorithm’s screening endpoint.

The screeningyielded 48 articles identified as potentially
relevant by LW and/or CvD, and LW assessed the overlap-
ping articles. Subsequently, LW, CvD, and JMC discussed
the full-read eligibility of articles initially included by only
one of them. In an iterative, collaborative process, the
decision was made to update the eligibility criteria only
to include publications based on samples that were >80%
female and >80% diagnosed with BRCA (as opposed to
other genetic mutations, ie, Lynch syndrome). Overall,
31 reports were assessed in full text by LW and CvD with
refined, narrowed eligibility criteria. Articles had to be
postdiagnostic, contain explicit evidence of at least one
PCC dimension and reflect patient perspectives. Uncer-
tainties were resolved with JMC.

A critical appraisal of sources of evidence was conducted,
employing the Mixed-Methods Assessment Tool V.2018
(MMAT).”’

Synthesis of results

Data were extracted by LW and supported by ongoing
consultations and discussions with both co-authors. A
table was constructed to synthesise and chart the study
characteristics (title, authors, country of study origin
and methodology), setting, care continuum stage and
evidence on the implementation and the needs for PCC
for each record. The Picker Principles of Person-Centred
Care were employed as the guiding framework for the
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PCC evidence and needs.® On this basis, LW identi-
fied all in-text references to PCC. Each dimension was
marked only once per article, regardless of the number
of attributable data items. However, dimensions could be
classified both as evidence and needs. Data on the imple-
mentation and/or traces of PCC within BRCA care were
classified as evidence, while data on the lack of and/or
expressed wish for the implementation of dimensions
were classified as PCC needs. For instance, a ‘desire to
receive personalised information’ would be matched
with the PCC dimension ‘clear information, communica-
tion and support for self-care’ and be classified as a PCC
need. CvD and JMC reviewed the matching and classifi-
cation and subsequently revised the classifications until
consensus was achieved.

Patient and public involvement
There was no patient or public involvement in this review.

RESULTS

Search results

The literature search yielded 7211 potentially relevant
records, which were reduced to 3410 after the removal
of duplicates, and 18 articles were included in the final
analysis (figure 2). Based on the MMAT assessment, the
quality of the research designs and data comprehen-
siveness was rated 100% for 16 studies and 85% for two
studies.™ * The study characteristics and results can be
found in table 1.

Characteristics of sources

The studies were published between 2007 and 2023 and
comprised qualitative (12/18; 67%), quantitative (4/18;
22%) and mixed (2/18; 11%) methodologies. Most were
conducted in the USA (n=11). Others originated from
the UK, Germany, Italy, Canada, Poland, France and
Singapore (each n=1). In sum, this review is based on the

Duplicates removed (7=3410)

Records excluded based on

eligibility criteria by L.W.
(n=549) and C.v.D. (n =552)

Records excluded based on

> eligibility criteria (n=17)

Full-text articles excluded through iterative
refinement of eligibility criteria (n = 13):

)
Records (7 = 7211) identified from:
= Medline ALL (n=1733)
g Embase (n =2670)
E.; Web of Science Core Collection (n = 2023)
§ Cochrane Central Register of Controlled
s Trials (n = 3)
= CINAHL Plus (1 = 582)
Google Scholar (n = 200)
- [ R
) l
Out of N=3801, records screened for title and
abstract by L.W. (n=586) and C.v.D. (n=588)
after ASReview determined screening endpoint
| >
v
74 Records identified as potentially
= relevant by L.W. (#=37) and C.v.D.
E. (n=36), with =23 overlapping
’ l
Records synthesized and discussed
for full-text assessment (#=48)
~—
M
= v
E: Reports assessed in full text for
= eligibility (n =31
E: gibility ( )
—
)
v
<
= Studies included in the qualitative
= .
2 synthesis (n = 18)
w»
—

e Pre-diagnostic stage (7 =4)

e Lack of PCC dimensions (n = 2)
e <80% female population (n = 1)
e <80% BRCA-positive (n = 6)

Figure 2 Preferred Reporting ltems for Systematic reviews and Meta-Analyses diagram of the systematic search and selection

process. Person-centred care is abbreviated as PCC.
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1. Clear information, communication, and support for self-care

2. Effective treatment by trusted professionals

3. Attention to physical and environmental needs

4. Emotional support, empathy, and respect

5. Involvement in decisions and respect for preferences

6. Involvement and support for family and carers

7. Continuity of care and smooth transitions

8. Fast access to reliable healthcare advice

Evidence

10

Need

Figure 3 Person-centred care dimensions in scientific BRCA literature.
A descriptive visualisation of the number of articles in which the respective person-centred care dimensions were

identified.

data obtained from 1348 women diagnosed with a BRCA
gene mutation. Of the included studies, 10 incorporated
various stages of the postdiagnostic care continuum, while
five explicitly focused on the treatment decision-making
stage. The remaining three investigated women’s experi-
ences following RRS.

A brief overview of the PCC results is provided in
figure 3. The bar chartillustrates that more studies discuss
the need for increased and enhanced PCC, while studies
that report actual PCC implementation were identified
less frequently. In the following, we present the findings
on the evidence of and needs for the implementation of
PCC per dimension.

Clear information, communication and support for self-care
Evidence

Eight articles contained evidence on the provision and
benefits of reliable and accessible information.? * 404
Information was identified as a tool of empowerment
for women, enabling proactive management of their
BRCA status.” * * Three studies further highlighted
healthcare providers’ use of evidence-based information
sharing to aid women in making informed treatment
decisions, with some contextualising the information to
their patient’s individual circumstances.”™ * * Addition-
ally, Kautz-Freimuth et al’* demonstrated that evidence-
based decision aids in BRCA care management provided
patient-centred benefits, enhancing women’s medical
knowledge and value clarity while mitigating decisional
conflict.

Needs

11 articles outlined the need for clear information, effec-
tive communication and support for self-care,” 84041 4316-51
Six articles indicated that unmet information needs,

conflicting medical recommendations and unclear
expectations exacerbated BRCA-related uncertainty, thus
hindering treatment decision-making.” ** #! #0451 These
studies specifically noted informational gaps concerning
surgical options and hard-to-raise topics like sexual well-
being and preimplantation diagnostics (PGD). Hovick
et al,”” Hurley et al*® and Yuen et af’* further highlighted
the need for more personalised information, accounting
for individual variations in women’s BRCA trajectories. In
addition, Dean et al*® suggested the timing of information
delivery was equally relevant as its content in effectively
meeting informational needs.

Effective treatment by trusted professionals

Evidence

Four studies contained evidence of positive therapeutic
relationships between women and their treating physi-
cians.? #4490 Specifically, Vande Perre et aP’ found over
75% of women were content with their general praction-
er’s (GP) role in their care. Other studies elaborated
on the benefits of patient satisfaction with their treating
professionals, including increased trust and confidence in
medical advice.?* Hoskins et al*! highlighted that special-
ised practitioners, such as geneticists, could provide addi-
tional reassurance, fostering trusted relationships.

Needs

Ten articles identified a need for better effective treat-
ment by trusted professionals.” ** *1 #* #4352 A perceived
lack of BRCA knowledge among physicians decreased
women’s confidence in their treatment plans, frequently
leading women to question the competencies of health
professionals from whom they received treatment.*’* #¢!
McCullum et al and Puski et al outlined that ambiguous
medical recommendations compounded this issue and

10

Witte LE, et al. BMJ Open 2025;15:2094416. doi:10.1136/bmjopen-2024-094416

'salfojouyoal Jejiwis pue ‘Buiurel) |y ‘Buluiw erep pue 1xa1 01 palelal sasn Joj Buipnjoul ‘1ybluAdoos Agq paloslold
* (s3gv) Jnauadns juswaublasug
| p enbiydeiboiqig 8ousby 1e Gzoz ‘2 sunr uo jwod fwg uadolwa//:dny woly pspeojumoqd "G20Z YoIeW 9 Uo 9Ty¥60-720z-uadolwa/9eTT 0T Se paysiignd 1s.y :usdO CING


http://bmjopen.bmj.com/

caused frustration among women, emphasising their
need for clinically appropriate care pathways that inspire
asense of trust.”” * Hurley et al emphasised that discussing
sensitive topics such as PGD required a particularly high
level of trust of women in their healthcare professionals.*®

Attention to physical and environmental needs

Evidence

Three studies discussed that attention to physical and
environmental needs leads to enhanced patient well-
being.™* Alamouti et al and Hooker et al found an
increase in patient satisfaction when physical needs,
that is, sexual well-being, were incorporated into BRCA
management decisions, especially for women choosing
RRS.”™ Hesse-Biber™ noted that successfully performed
RRS further reduced long-term uncertainty and was
perceived as empowering when physicians adequately
addressed physical needs and expectations.

Needs

A need for increased attention to physical and environ-
mental needs was identified in 11 articles.?” %840 #3-494951-53
Ten of these articles highlighted a need for better pain
management and personal care following RRS, addressing
surgical side effects, potential complications and invali-
dating symptoms,* 7 *#1043-45495152 Ajamouti et al, Dean and
Fisher, Hesse-Biber and McCullum et al underscored the
need for improved expectation management regarding
postsurgical body image,” *® **** while Massarotti et al and
Michatowska emphasised the importance of addressing
the implications of RRS on sexual life and satisfaction.* **
Additionally, four articles delineated the symbolic signif-
icance of the breast for women, which reinforced the
demand for attention to physical needs and the mainte-
nance of dignity.” **5!

Emotional support, empathy and respect

Evidence

Three studies described evidence of compassionate and
holistic care delivery." ***" Hoskins et al and Puski et al
outlined that physicians could provide women with addi-
tional reassurance and emotional support throughout
the postdiagnostic care stages by showing empathy.*' **
Furthermore, Hoskins et al emphasised GP’s abilities to
provide psychological support due to personal, perhaps
long-standing relationships with their patients, allowing
them to recognise their individual needs."'

Needs

12 articles highlighted a need for care delivered with
sensitivity and respect.® ' ¥ #1751 geven  studies
reported that the immediate and extreme distress expe-
rienced by women was insufficiently addressed by care
providers.” 7 #7052 gpecifically, these studies emphasised
the demand for the compassionate delivery of biopsycho-
social information, considering women’s emotional needs
beyond mere biomedical details. Puski e al, Hoskins et al
and Yuen et al found the lack of psychosocial support was
particularly notable among younger women and women

undergoing mastectomies, who required a more caring
and holistic approach.*' **°! Dibble et al further outlined
the importance of healthcare professionals acknowl-
edging and respecting women’s fears.” They advocated
for the importance of sensitivity training to improve
emotional support throughout the postdiagnostic care
stages.

Involvement in decisions and respect for preferences

Evidence

Three articles contained evidence of the implementa-
tion of shared decision-making processes within BRCA
care.”” " * Hoskins ¢ al showed that women’s autonomy
within the healthcare system could be strengthened by
considering their individual preferences." Hesse-Biber
further highlighted the advantages of reciprocal rela-
tionships, emphasising that respect for cultural or spir-
itual values in treatment decisions enhanced patient
satisfaction.

Needs

Eight articles mentioned the need for more substan-
tial involvement in decisions and respect for women’s
preferences throughout the post-diagnostic care
stages.” " 0B U468 fyean and Fisher delineated the influ-
ence of life-span phenomena, such as family planning, on
medical decision-making, indicating a need for care that
is considerate of each woman’s background.” Five articles
identified demands for more time in the decision-making
stage of the care continuum to enable women to make
value-aligned choices and evaluate them together with
physicians.” 7104648 Hegse-Biber et al further illustrated
the need for reciprocal relationships, noting that forceful
medical advice and a ‘one-size-fits-all” approach deprived
women of their autonomy and thereby created feelings of
disempowerment.*’

Involvement and support for family and carers

Evidence

The significance of familial and social network support
across the care continuum was emphasised by three
studies.** % Ersig et al delineated how shared coping
alleviated emotional hardships for all individuals
involved in the care process, particularly considering
the shared risk inherent in family relationships.’
Puski et al noted that GPs proactively engaged family
men;lbers, encouraging them to participate in screening
too.

Needs

Two articles outlined the necessity of implementing
support strategies for familes and caregivers.” ** Ersig et
al detailed the emotional strains placed on caregivers and
their relationships, identitying the need for support for
caregivers themselves.”” Additionally, Dibble et al high-
lighted demands for integrating family involvement to
enhance information sharing.
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Continuity of care and smooth transitions

Evidence

Alamouti et al provided one example of care journey
optimisation by establishing a multidisciplinary one-stop
clinic specifically designed for BRCA management.” This
clinic facilitated seamless progression through different
care stages under the guidance of a multidisciplinary
team, which included geneticists, breast and plastic
surgeons and oncologists.

Needs

Seven articles mentioned the need for continuity of
care.” P M B 48502 pyihhle e al emphasised the need for
dedicated physicians to guide women throughout the
postdiagnostic care stages, acknowledging the chronic
nature of increased cancer risk.” Three articles under-
scored the demand for consistent information and
treatment planning, for example, via follow-up sessions
for complex topics like PGD.” ** Other articles iden-
tified several reasons for the need for continuous and
integrated support systems. These included challenges
in decision-making, adherence to care plans and siloed
surgical competencies.” °* Vande Perre et al also noted
significant communication gaps between healthcare
providers, which hindered seamless care transitions and
thus increased the need for sustained support.”

Fast access to reliable healthcare advice
No evidence was found in any of the studies.

Needs

Two articles outlined women’s need for improved access
to timely, high-quality care.*’ ** Difficulties in scheduling
appointments were reported, particularly concerning
radiology services such as mammograms. Hoskins et al
found that these logistical barriers contributed to delays
in treatment, exacerbating women’s concerns about their
BRCA trajectory and thus invigorating their demand for
accessible health services.*' In addition to financial and
time constraints, Tezak e/ al found limited availability of
appropriate professionals further increased the need for
fast access to reliable healthcare.*

DISCUSSION

This scoping review explored the evidence of implemen-
tation and needs for PCC dimensions in articles studying
women diagnosed with a BRCA gene mutation. As the
cancer care continuum? did for cancer care, the present
adapted version provides the first comprehensive over-
view of the BRCA care journey for women, making a
valuable contribution to the field by facilitating a holistic
understanding of the fragmented care stages. Our find-
ings demonstrate how person-centred strategies can be
leveraged to improve the quality of postdiagnostic care,
providing a novel overview of the PCC evidence and needs
across different stages of the BRCA care continuum.

Most evidence was found for ‘clear information,
communication and support for self-care’, substantiating
the benefits of contextualising evidence-based informa-
tion to individual circumstances as previously recom-
mended by genetic counselling research.'" ' Limited
evidence of ‘effective treatment by trusted professionals’
supports prior research documenting a lack of decisional
assistance, whereby our results indicated additional guid-
ance provided by physicians could support women in
medical decision-making.®* Although scant, evidence on
the implementation of ‘attention to physical and environ-
mental needs’, ‘emotional support, empathy, and respect’,
‘involvement in decisions and respect for preferences’
and ‘involvement and support for family and carers’
highlighted positive outcomes for women’s health and
care. Our findings extend the review of PCC benefits by
Rathert et al by outlining specific dimensions supporting
BRCA patients’ well-being. Moreover, our results under-
score the relevance of the WHO’s global strategy on PCC
from a policy perspective.'” Only one case of evidence for
‘continuity of care’ was found, lending support to prior
criticisms of the scarcity of seamless BRCA care journeys.
Similarly, corroborating Hayes et al, who identified a
need for timely, responsive BRCA care delivery services,
no evidence existed for ‘fast access to reliable healthcare
advice’."”

More literature has been published on the needs for
PCC dimensions than on their implementation, high-
lighting the relevance of BRCA care quality improve-
ment. Most studies addressed the need for enhanced
‘emotional support, empathy and respect’, ‘attention
to physical and environmental needs’, and ‘clear infor-
mation, communication and support for self-care’,
augmenting the importance of viewing women as
persons first instead of reducing them merely to their
medical conditions, as emphasised by Ramlakhan et
al'’. The high demand for the implementation of these
dimensions substantiated the weight of the psycholog-
ical distress evoked by the anticipatory loss and uncer-
tainty among women diagnosed with a BRCA gene
mutation described in qualitative research.® Further-
more, high needs for ‘effective treatment by trusted
professionals’, ‘continuity of care and smooth transi-
tions’, and ‘involvement in decisions and respect for
preferences’ corroborate Ekman et al’s, who advocated
for consistency in patient-provider relationships and
shared decision-making.14

Our findings thus reflect the scarcity of person-
centred approaches within the literature on BRCA care
for women. To enhance patient care quality and safety,
it is imperative for both research and clinical practice
to address women’s distinct experiences and prioritise
their biopsychosocial needs. Achieving a comprehensive
understanding of their views and preferences regarding
PCC will require more in-depth, qualitative and triangu-
lated research methodologies.
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Limitations

As an under-researched area, the review was limited to
18 articles, of which only one mentioned PCC explic-
itly.” Hence, the results merely provide an overview of
the field, but no practice-oriented care implications can
be derived due to the slim body of evidence and the
study’s methodology, which inherently allows only for
descriptive results. Most included articles were qualita-
tive, allowing for deeper insights into women’s experi-
ences but overall reducing the generalisability of results.
However, the quality assessment of the articles revealed
maximum scores that demonstrated the merit of the arti-
cles. Lastly, the selection of sources of evidence may be
apt to a selection bias due to the use of ASReview. While
prior research has validated the programme, the prede-
termined terminal screening point is not evidence-based
and introduces the risk of potentially missing relevant
articles.

CONCLUSIONS

This review offers a first analysis of the current state of
evidence and needs for PCC implementation in the
postdiagnostic BRCA care stages, exploring a novel
avenue for improving the standard of care for women
diagnosed with a BRCA gene mutation. Overall, there
is limited evidence of PCC dimensions in research, yet
the results indicate positive outcomes when a person-
centred approach is implemented and women-specific
health concerns are acknowledged. More literature has
been published on women’s needs for PCC than on their
actual experiences with this model of care, highlighting
the importance of further research and implementa-
tion. More PCC-specialised and experimental studies are
necessary to lead to clear policy improvements and prac-
tice recommendations, ultimately fostering care systems
that are both clinically and empathetically aligned with
women’s experiences.
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