
1Witte LE, et al. BMJ Open 2025;15:e094416. doi:10.1136/bmjopen-2024-094416

Open access 

Beyond BRCA: A scoping review of 
person- centred care for women 
diagnosed with a BRCA gene mutation

Leonie Emilia Witte    ,1 Cornelia van Diepen    ,1,2 Jane Murray Cramm    1

To cite: Witte LE, van Diepen C, 
Cramm JM.  Beyond BRCA: 
A scoping review of person- 
centred care for women 
diagnosed with a BRCA 
gene mutation. BMJ Open 
2025;15:e094416. doi:10.1136/
bmjopen-2024-094416

 ► Prepublication history 
and additional supplemental 
material for this paper are 
available online. To view these 
files, please visit the journal 
online (https://doi.org/10.1136/ 
bmjopen-2024-094416).

Received 30 September 2024
Accepted 07 February 2025

1Erasmus School of Health 
Policy and Management, 
Erasmus University Rotterdam, 
Rotterdam, The Netherlands
2Gothenburg Centre for Person- 
Centred Care (GPCC), University 
of Gothenburg, Gothenburg, 
Sweden

Correspondence to
Leonie Emilia Witte;  
 witte@ eshpm. eur. nl

Original research

© Author(s) (or their 
employer(s)) 2025. Re- use 
permitted under CC BY- NC. No 
commercial re- use. See rights 
and permissions. Published by 
BMJ Group.

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 AI- 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.

INTRODUCTION
Women diagnosed with a deleterious muta-
tion of the BRCA1/2 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%.1 2 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.3–5 
Medical and reproductive decision- making, 
unmet informational needs and existen-
tial fears have been cited as the most stren-
uous elements of living with BRCA1/2.6–8 
To mitigate long- term disease probabilities, 
current risk management strategies encom-
pass increased surveillance, chemopreven-
tion or prophylactic surgeries.9 10 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.11 12 Given these 
findings, BRCA care services should be inher-
ently person- centred to advance the quality of 
care provided for women.

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.
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Person- centred care (PCC) focuses on the needs and 
values of the individual, promoting active participation in 
their own care.13 Instead of reducing patients merely to 
their clinical conditions, person- centred health providers 
view and treat individuals with a focus on their person-
hood.14 15 In practice, PCC contributes to individualised 
healthcare interactions, improved patient experience and 
well- being outcomes.16–18 However, women diagnosed 
with BRCA have reported their distinctive biopsychoso-
cial needs are frequently insufficiently accounted for by 
health professionals.11 12 19 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.4 12 Insufficient sex- disaggregated data further 
impedes knowledge generation and the implementation 
of care that is respectful of the experiences of women 
specifically.20 21 Resultingly, they are often required to self- 
navigate their care.19

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 Continuum22 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.10 23 
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.10 24 25 Furthermore, prophylactic surgeries are asso-
ciated with psychosexual functioning concerns related to 
body image, sexuality, childbearing and femininity.8 12 26 27 
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.12 28 29 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.7 29 
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 

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.
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smooth transitions’ and ‘fast access to reliable healthcare 
advice’.30 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.18 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:

 ► RQ1: 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
A scoping 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.9 11 12 19 
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.31 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.32 Articles were only included if they were accessible 
in English and peer- reviewed. 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.33–35 
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.36 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 screening yielded 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).37

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.30 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.38 39 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 

Figure 2 Preferred Reporting Items 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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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 chart illustrates 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.3 38 40–45 
Information was identified as a tool of empowerment 
for women, enabling proactive management of their 
BRCA status.3 40 45 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.38 43 44 Addition-
ally, Kautz- Freimuth et al42 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.7 38 40 41 43 46–51 
Six articles indicated that unmet information needs, 

conflicting medical recommendations and unclear 
expectations exacerbated BRCA- related uncertainty, thus 
hindering treatment decision- making.7 40 41 46 49 51 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,47 Hurley et al48 and Yuen et al51 further highlighted 
the need for more personalised information, accounting 
for individual variations in women’s BRCA trajectories. In 
addition, Dean et al46 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.3 41 44 50 Specifically, Vande Perre et al50 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.3 44 Hoskins et al41 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.3 40 41 43 44 48–52 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.40 41 48 51 
McCullum et al and Puski et al outlined that ambiguous 
medical recommendations compounded this issue and 

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.
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caused frustration among women, emphasising their 
need for clinically appropriate care pathways that inspire 
a sense of trust.43 44 Hurley et al emphasised that discussing 
sensitive topics such as PGD required a particularly high 
level of trust of women in their healthcare professionals.48

Attention to physical and environmental needs
Evidence
Three studies discussed that attention to physical and 
environmental needs leads to enhanced patient well- 
being.38–40 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.38 39 Hesse- Biber40 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.3 7 38 40 43–45 49 51–53 
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.3 7 38 40 43–45 49 51 52 Alamouti et al, Dean and 
Fisher, Hesse- Biber and McCullum et al underscored the 
need for improved expectation management regarding 
postsurgical body image,7 38 40 43 while Massarotti et al and 
Michałowska emphasised the importance of addressing 
the implications of RRS on sexual life and satisfaction.49 52 
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.7 44 45 51

Emotional support, empathy and respect
Evidence
Three studies described evidence of compassionate and 
holistic care delivery.41 44 50 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.41 44 
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.41

Needs
12 articles highlighted a need for care delivered with 
sensitivity and respect.8 10 39 41–45 48–51 Seven studies 
reported that the immediate and extreme distress expe-
rienced by women was insufficiently addressed by care 
providers.3 7 43–46 52 Specifically, these studies emphasised 
the demand for the compassionate delivery of biopsycho-
social information, considering women’s emotional needs 
beyond mere biomedical details. Puski et 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.41 44 51 Dibble et al further outlined 
the importance of healthcare professionals acknowl-
edging and respecting women’s fears.3 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.40 41 44 Hoskins et al showed that women’s autonomy 
within the healthcare system could be strengthened by 
considering their individual preferences.41 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.40

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.3 7 38 40 43 44 46 48 Dean 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.7 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.3 7 40 46 48 Hesse- 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.40

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.44 50 53 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.53 
Puski et al noted that GPs proactively engaged family 
members, encouraging them to participate in screening 
too.44

Needs
Two articles outlined the necessity of implementing 
support strategies for familes and caregivers.3 53 Ersig et 
al detailed the emotional strains placed on caregivers and 
their relationships, identifying the need for support for 
caregivers themselves.53 Additionally, Dibble et al high-
lighted demands for integrating family involvement to 
enhance information sharing.3
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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.38 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.3 39 44 45 48 50 52 Dibble et al emphasised the need for 
dedicated physicians to guide women throughout the 
postdiagnostic care stages, acknowledging the chronic 
nature of increased cancer risk.3 Three articles under-
scored the demand for consistent information and 
treatment planning, for example, via follow- up sessions 
for complex topics like PGD.39 44 48 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.45 52 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.50

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.41 45 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.41 In addition to financial and 
time constraints, Tezak et al found limited availability of 
appropriate professionals further increased the need for 
fast access to reliable healthcare.45

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 continuum22 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.11 19 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.6 28 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.15 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’.12

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.17. 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.4 5 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.39 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.

Acknowledgements We would like to thank Christa Niehoet from the Erasmus 
Medical Center- Medical Library for her support as an information specialist.

Contributors The authors developed and conceived the review together. LW and 
CvD completed screening and extraction of data. LW drafted the first version of 
the manuscript, including the design of the figures and table with feedback from 
all authors. The manuscript was then revised in different steps by CvD and JMC, 
with LW taking the main responsibility for writing. All authors approved the final 
version of the review. LW is the guarantor of the manuscript.The AI- driven program 
ASReview was used to facilitate the screening of articles. All extracted articles 
were uploaded into the program, and the time spent screening by the first two 
authors was significantly reduced. Hence, the use of ASReview allowed for a timely 
submission of the article, ensuring the results’ recency. The program has been 
previously validated and used by articles published in high- impact journals, that is, 
reviews published in 'Implementation Science'. No other AI technology was used.

Funding The authors have not declared a specific grant for this research from any 
funding agency in the public, commercial or not- for- profit sectors.

Competing interests None declared.

Patient and public involvement Patients and/or the public were not involved in 
the design, or conduct, or reporting, or dissemination plans of this research.

Patient consent for publication Not applicable.

Ethics approval Not applicable.

Provenance and peer review Not commissioned; externally peer reviewed.

Data availability statement Data sharing not applicable as no datasets generated 
and/or analysed for this study.

Supplemental material This content has been supplied by the author(s). It has 
not been vetted by BMJ Publishing Group Limited (BMJ) and may not have been 
peer- reviewed. Any opinions or recommendations discussed are solely those 
of the author(s) and are not endorsed by BMJ. BMJ disclaims all liability and 
responsibility arising from any reliance placed on the content. Where the content 
includes any translated material, BMJ does not warrant the accuracy and reliability 
of the translations (including but not limited to local regulations, clinical guidelines, 
terminology, drug names and drug dosages), and is not responsible for any error 
and/or omissions arising from translation and adaptation or otherwise.

Open access This is an open access article distributed in accordance with the 
Creative Commons Attribution Non Commercial (CC BY- NC 4.0) license, which 
permits others to distribute, remix, adapt, build upon this work non- commercially, 
and license their derivative works on different terms, provided the original work is 
properly cited, appropriate credit is given, any changes made indicated, and the use 
is non- commercial. See: http://creativecommons.org/licenses/by-nc/4.0/.

ORCID iDs
Leonie Emilia Witte http://orcid.org/0009-0002-7967-0201
Cornelia van Diepen http://orcid.org/0000-0001-6991-9443
Jane Murray Cramm http://orcid.org/0000-0001-5367-3207

REFERENCES
 1 Mavaddat N, Peock S, Frost D, et al. Cancer risks for BRCA1 and 

BRCA2 mutation carriers: results from prospective analysis of 
EMBRACE. J Natl Cancer Inst 2013;105:812–22. 

 2 National Cancer Institute. BRCA Gene Mutations: Cancer Risk and 
Genetic Testing, 2024. Available: https://www.cancer.gov/about- 
cancer/causes-prevention/genetics/brca-fact-sheet#r1

 3 Dibble KE, Donorfio LKM, Britner PA, et al. Perceptions and care 
Recommendations from Previvors: Qualitative analysis of female 
BRCA1/2 mutation Carriers’ experience with genetic testing and 
counseling. Gynecol Oncol Rep 2022;41:100989. 

 4 Samson A, DiMillo J, Thériault A, et al. Living with the BRCA1 and 
BRCA2 genetic mutation: Learning how to adapt to a virtual chronic 
illness. Psychol Health Med 2014;19:103–14. 

 5 Fisher CL, Roccotagliata T, Rising CJ, et al. “I Don’t Want to Be an 
Ostrich”: Managing Mothers’ Uncertainty during BRCA1/2 Genetic 
Counseling. J Genet Couns 2017;26:455–68. 

 6 Dean M. “It’s not if I get cancer, it’s when I get cancer”: BRCA- 
positive patients’ (un)certain health experiences regarding hereditary 
breast and ovarian cancer risk. Soc Sci Med 2016;163:21–7. 

 7 Dean M, Fisher CL. Uncertainty and previvors’ cancer risk 
management: understanding the decision- making process. J Appl 
Commun Res 2019;47:460–83. 

 8 DiMillo J, Samson A, Thériault A, et al. Living with the BRCA genetic 
mutation: An uncertain conclusion to an unending process. Psychol 
Health Med 2013;18:125–34. 

 9 Getachew- Smith H, Ross AA, Scherr CL, et al. Previving: How 
Unaffected Women with a BRCA1/2 Mutation Navigate Previvor 
Identity. Health Commun 2020;35:1256–65. 

 10 Padamsee TJ, Wills CE, Yee LD, et al. Decision making for breast 
cancer prevention among women at elevated risk. Breast Cancer Res 
2017;19:34. 

 11 Evans C, Hamilton R, Tercyak K, et al. Understanding the Needs 
of Young Women Regarding Breast Cancer Risk Assessment and 
Genetic Testing: Convergence and Divergence among Patient- 
Counselor Perceptions and the Promise of Peer Support. Healthcare 
(Basel) 2016;4:35. 

 12 Hayes AE, Wardell DW, Engebretson J, et al. Psychosexual 
responses to BRCA gene mutations in women of childbearing age. J 
Am Assoc Nurse Pract 2023;35:242–51. 

 13 McCormack B, McCance T. Person- centred practice in nursing and 
health care: theory and practice, 2nd edn. Chichester, West Sussex, 
UK: Wiley Blackwell, 2017.

 14 Ekman I, Swedberg K, Taft C, et al. Person- centered care--ready for 
prime time. Eur J Cardiovasc Nurs 2011;10:248–51. 

 15 World Health Organization. WHO global strategy on people- centred 
and integrated health services: interim report 2015. 2024. Available: 
https://iris.who.int/handle/10665/155002

 16 McCormack B, McCance TV. Development of a framework for 
person- centred nursing. J Adv Nurs 2006;56:472–9. 

P
ro

tected
 b

y co
p

yrig
h

t, in
clu

d
in

g
 fo

r u
ses related

 to
 text an

d
 d

ata m
in

in
g

, A
I train

in
g

, an
d

 sim
ilar tech

n
o

lo
g

ies.
 . 

E
n

seig
n

em
en

t S
u

p
erieu

r (A
B

E
S

)
at A

g
en

ce B
ib

lio
g

rap
h

iq
u

e d
e l

 
o

n
 Ju

n
e 7, 2025

 
h

ttp
://b

m
jo

p
en

.b
m

j.co
m

/
D

o
w

n
lo

ad
ed

 fro
m

 
6 M

arch
 2025. 

10.1136/b
m

jo
p

en
-2024-094416 o

n
 

B
M

J O
p

en
: first p

u
b

lish
ed

 as 

http://creativecommons.org/licenses/by-nc/4.0/
http://orcid.org/0009-0002-7967-0201
http://orcid.org/0000-0001-6991-9443
http://orcid.org/0000-0001-5367-3207
http://dx.doi.org/10.1093/jnci/djt095
https://www.cancer.gov/about-cancer/causes-prevention/genetics/brca-fact-sheet#r1
https://www.cancer.gov/about-cancer/causes-prevention/genetics/brca-fact-sheet#r1
http://dx.doi.org/10.1016/j.gore.2022.100989
http://dx.doi.org/10.1080/13548506.2013.779729
http://dx.doi.org/10.1007/s10897-016-9998-x
http://dx.doi.org/10.1016/j.socscimed.2016.06.039
http://dx.doi.org/10.1080/00909882.2019.1657236
http://dx.doi.org/10.1080/00909882.2019.1657236
http://dx.doi.org/10.1080/13548506.2012.687827
http://dx.doi.org/10.1080/13548506.2012.687827
http://dx.doi.org/10.1080/10410236.2019.1625002
http://dx.doi.org/10.1186/s13058-017-0826-5
http://dx.doi.org/10.3390/healthcare4030035
http://dx.doi.org/10.3390/healthcare4030035
http://dx.doi.org/10.1097/JXX.0000000000000850
http://dx.doi.org/10.1097/JXX.0000000000000850
http://dx.doi.org/10.1016/j.ejcnurse.2011.06.008
https://iris.who.int/handle/10665/155002
http://dx.doi.org/10.1111/j.1365-2648.2006.04042.x
http://bmjopen.bmj.com/


14 Witte LE, et al. BMJ Open 2025;15:e094416. doi:10.1136/bmjopen-2024-094416

Open access 

 17 Ramlakhan JU, Foster AM, Grace SL, et al. What constitutes patient- 
centred care for women: a theoretical rapid review. Int J Equity 
Health 2019;18:182. 

 18 Rathert C, Wyrwich MD, Boren SA. Patient- centered care and 
outcomes: a systematic review of the literature. Med Care Res Rev 
2013;70:351–79. 

 19 Wellman ML, Holton AE, Kaphingst KA. “Where do I go? Who do I go 
to?”: BRCA Previvors, genetic counselors and family planning. PEC 
Innov 2023;2:100157. 

 20 Hertler C, Seiler A, Gramatzki D, et al. Sex- specific and gender- 
specific aspects in patient- reported outcomes. ESMO Open 
2020;5:e000837. 

 21 Hesse- Biber S, An C. Genetic Testing and Post- Testing Decision 
Making among BRCA- Positive Mutation Women: A Psychosocial 
Approach. J Genet Couns 2016;25:978–92. 

 22 Taplin SH, Anhang Price R, Edwards HM, et al. Introduction: 
Understanding and Influencing Multilevel Factors Across the Cancer 
Care Continuum. JNCI Monographs 2012;2012:2–10. 

 23 Friebel TM, Domchek SM, Neuhausen SL, et al. Bilateral prophylactic 
oophorectomy and bilateral prophylactic mastectomy in a 
prospective cohort of unaffected BRCA1 and BRCA2 mutation 
carriers. Clin Breast Cancer 2007;7:875–82. 

 24 Hallowell N, Jacobs I, Richards M, et al. Surveillance or surgery? 
A description of the factors that influence high risk premenopausal 
women’s decisions about prophylactic oophorectomy. J Med Genet 
2001;38:683–91. 

 25 Hoskins LM, Greene MH. Anticipatory loss and early mastectomy 
for young female BRCA1/2 mutation carriers. Qual Health Res 
2012;22:1633–46. 

 26 Bober SL, Recklitis CJ, Bakan J, et al. Addressing sexual dysfunction 
after risk- reducing salpingo- oophorectomy: effects of a brief, 
psychosexual intervention. J Sex Med 2015;12:189–97. 

 27 Kenen RH, Shapiro PJ, Hantsoo L, et al. Women with BRCA1 or 
BRCA2 mutations renegotiating a post- prophylactic mastectomy 
identity: self- image and self- disclosure. J Genet Couns 
2007;16:789–98. 

 28 Dikmans REG, van de Grift TC, Bouman M- B, et al. Sexuality, 
a topic that surgeons should discuss with women before 
risk- reducing mastectomy and breast reconstruction. Breast 
2019;43:120–2. 

 29 Leonarczyk TJ, Mawn BE. Cancer risk management decision making 
for BRCA+ women. West J Nurs Res 2015;37:66–84. 

 30 Picker. The Picker Principles of Person Centred Care, 2024. 
Available: https://picker.org/who-we-are/the-picker-principles-of- 
person-centred-care/

 31 Tricco AC, Lillie E, Zarin W, et al. PRISMA Extension for Scoping 
Reviews (PRISMA- ScR): Checklist and Explanation. Ann Intern Med 
2018;169:467–73. 

 32 Troiano G, Nante N, Cozzolino M. The Angelina Jolie effect – Impact 
on breast and ovarian cancer prevention A systematic review of 
effects after the public announcement in May 2013. Health Educ J 
2017;76:707–15. 

 33 van de Schoot R, de Bruin J, Schram R, et al. An open source 
machine learning framework for efficient and transparent systematic 
reviews. Nat Mach Intell 2021;3:125–33. 

 34 Ferdinands G. AI- Assisted Systematic Reviewing: Selecting Studies 
to Compare Bayesian Versus Frequentist SEM for Small Sample 
Sizes. Multivariate Behav Res 2021;56:153–4. 

 35 Zhu EM, Buljac- Samardžić M, Ahaus K, et al. Implementation and 
dissemination of home- and community- based interventions for 
informal caregivers of people living with dementia: a systematic 
scoping review. Implementation Sci 2023;18:60. 

 36 van Haastrecht M, Sarhan I, Yigit Ozkan B, et al. SYMBALS: A 
Systematic Review Methodology Blending Active Learning and 
Snowballing. Front Res Metr Anal 2021;6:685591. 

 37 Hong QN, Fàbregues S, Bartlett G, et al. The Mixed Methods 
Appraisal Tool (MMAT) version 2018 for information professionals and 
researchers. EFI 2018;34:285–91. 

 38 Alamouti R, Hachach- Haram N, Farhadi J. Multidisciplinary 
management of risk- reducing mastectomy and immediate 
reconstruction: treatment algorithm and patient satisfaction. Eur J 
Plast Surg 2015;38:385–90. 

 39 Hooker GW, King L, Vanhusen L, et al. Long- term satisfaction and 
quality of life following risk reducing surgery in BRCA1/2 mutation 
carriers. Hered Cancer Clin Pract 2014;12:9. 

 40 Hesse- Biber S. The Genetic Testing Experience of BRCA- Positive 
Women: Deciding Between Surveillance and Surgery. Qual Health 
Res 2014;24:773–89. 

 41 Hoskins LM, Werner- Lin A, Greene MH. In their own words: treating 
very young BRCA1/2 mutation- positive women with care and 
caution. PLoS One 2014;9:e87696. 

 42 Kautz- Freimuth S, Redaèlli M, Shukri A, et al. Effectiveness of 
evidence- based decision aids for women with pathogenic BRCA1 
or BRCA2 variants in the german health care context: results 
from a randomized controlled trial. BMC Med Inform Decis Mak 
2023;23:223. 

 43 McCullum M, Bottorff JL, Kelly M, et al. Time to decide about risk- 
reducing mastectomy: a case series of BRCA1/2 gene mutation 
carriers. BMC Womens Health 2007;7:3. 

 44 Puski A, Hovick S, Senter L, et al. Involvement and Influence of 
Healthcare Providers, Family Members, and Other Mutation Carriers 
in the Cancer Risk Management Decision- Making Process of BRCA1 
and BRCA2 Mutation Carriers. J Genet Couns 2018;27:1291–301. 

 45 Tezak AL, Weidner A, Clouse K, et al. Using an Anthropological Lens 
to Explore Motivators and Challenges for Follow- up Care Decision 
Making among Female BRCA1/2 Carriers at Risk for Inherited 
Cancer. Hum Organ 2021;80:203–13. 

 46 Dean M, Scherr CL, Clements M, et al. “When information is not 
enough”: A model for understanding BRCA- positive previvors’ 
information needs regarding hereditary breast and ovarian cancer 
risk. Patient Educ Couns 2017;100:1738–43. 

 47 Hovick SR, Tan N, Morr L, et al. Understanding BRCA Mutation 
Carriers’ Preferences for Communication of Genetic Modifiers of 
Breast Cancer Risk. J Health Commun 2019;24:377–84. 

 48 Hurley K, Rubin LR, Werner- Lin A, et al. Incorporating information 
regarding preimplantation genetic diagnosis into discussions 
concerning testing and risk management for BRCA1/2 mutations: a 
qualitative study of patient preferences. Cancer 2012;118:6270–7. 

 49 Massarotti C, Buonomo B, Dellino M, et al. Contraception and 
Hormone Replacement Therapy in Healthy Carriers of Germline 
BRCA1/2 Genes Pathogenic Variants: Results from an Italian Survey. 
Cancers (Basel) 2022;14:3457. 

 50 Vande Perre P, Toledano D, Corsini C, et al. Role of the general 
practitioner in the care of BRCA1 and BRCA2 mutation carriers: 
General practitioner and patient perspectives. Mol Genet Genomic 
Med 2018;6:957–65. 

 51 Yuen J, Fung SM, Sia CL, et al. An in- depth exploration of the post- 
test informational needs of BRCA1 and BRCA2 pathogenic variant 
carriers in Asia. Hered Cancer Clin Pract 2020;18:22. 

 52 Michałowska S. Psychosocial context of the decision- making 
process and the consequences of preventive procedures in a patient 
with BRCA1 genetic mutation. Arch Psych Psych 2020;22:20–4. 

 53 Ersig AL, Werner- Lin A, Hoskins L, et al. Legacies and Relationships: 
Diverse Social Networks and BRCA1/2 Risk Management Decisions 
and Actions. J Fam Nurs 2019;25:28–53. 

P
ro

tected
 b

y co
p

yrig
h

t, in
clu

d
in

g
 fo

r u
ses related

 to
 text an

d
 d

ata m
in

in
g

, A
I train

in
g

, an
d

 sim
ilar tech

n
o

lo
g

ies.
 . 

E
n

seig
n

em
en

t S
u

p
erieu

r (A
B

E
S

)
at A

g
en

ce B
ib

lio
g

rap
h

iq
u

e d
e l

 
o

n
 Ju

n
e 7, 2025

 
h

ttp
://b

m
jo

p
en

.b
m

j.co
m

/
D

o
w

n
lo

ad
ed

 fro
m

 
6 M

arch
 2025. 

10.1136/b
m

jo
p

en
-2024-094416 o

n
 

B
M

J O
p

en
: first p

u
b

lish
ed

 as 

http://dx.doi.org/10.1186/s12939-019-1048-5
http://dx.doi.org/10.1186/s12939-019-1048-5
http://dx.doi.org/10.1177/1077558712465774
http://dx.doi.org/10.1016/j.pecinn.2023.100157
http://dx.doi.org/10.1016/j.pecinn.2023.100157
http://dx.doi.org/10.1136/esmoopen-2020-000837
http://dx.doi.org/10.1007/s10897-015-9929-2
http://dx.doi.org/10.1093/jncimonographs/lgs008
http://dx.doi.org/10.3816/CBC.2007.n.053
http://dx.doi.org/10.1136/jmg.38.10.683
http://dx.doi.org/10.1177/1049732312458182
http://dx.doi.org/10.1111/jsm.12713
http://dx.doi.org/10.1007/s10897-007-9112-5
http://dx.doi.org/10.1016/j.breast.2018.12.003
http://dx.doi.org/10.1177/0193945913519870
https://picker.org/who-we-are/the-picker-principles-of-person-centred-care/
https://picker.org/who-we-are/the-picker-principles-of-person-centred-care/
http://dx.doi.org/10.7326/M18-0850
http://dx.doi.org/10.1177/0017896917712300
http://dx.doi.org/10.1038/s42256-020-00287-7
http://dx.doi.org/10.1080/00273171.2020.1853501
http://dx.doi.org/10.1186/s13012-023-01314-y
http://dx.doi.org/10.3389/frma.2021.685591
http://dx.doi.org/10.3233/EFI-180221
http://dx.doi.org/10.1007/s00238-015-1086-1
http://dx.doi.org/10.1007/s00238-015-1086-1
http://dx.doi.org/10.1186/1897-4287-12-9
http://dx.doi.org/10.1177/1049732314529666
http://dx.doi.org/10.1177/1049732314529666
http://dx.doi.org/10.1371/journal.pone.0087696
http://dx.doi.org/10.1186/s12911-023-02327-9
http://dx.doi.org/10.1186/1472-6874-7-3
http://dx.doi.org/10.1007/s10897-018-0254-4
http://dx.doi.org/10.17730/1938-3525-80.3.203
http://dx.doi.org/10.1016/j.pec.2017.03.013
http://dx.doi.org/10.1080/10810730.2019.1604912
http://dx.doi.org/10.1002/cncr.27695
http://dx.doi.org/10.3390/cancers14143457
http://dx.doi.org/10.1002/mgg3.464
http://dx.doi.org/10.1002/mgg3.464
http://dx.doi.org/10.1186/s13053-020-00154-x
http://dx.doi.org/10.12740/APP/120659
http://dx.doi.org/10.1177/1074840718815844
http://bmjopen.bmj.com/

	Beyond BRCA: A scoping review of person-centred care for women diagnosed with a BRCA gene mutation
	Abstract
	Introduction
	Methods
	Study eligibility criteria
	Information sources and search strategy
	Selection of sources of evidence
	Synthesis of results
	Patient and public involvement

	Results
	Search results
	Characteristics of sources
	Clear information, communication and support for self-care
	Evidence
	Needs

	Effective treatment by trusted professionals
	Evidence
	Needs

	Attention to physical and environmental needs
	Evidence
	Needs

	Emotional support, empathy and respect
	Evidence
	Needs

	Involvement in decisions and respect for preferences
	Evidence
	Needs

	Involvement and support for family and carers
	Evidence
	Needs

	Continuity of care and smooth transitions
	Evidence
	Needs

	Fast access to reliable healthcare advice
	Needs


	Discussion
	Limitations

	Conclusions
	References


