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A B S T R A C T

Objectives: There is limited evidence on health promotion interventions in people with hereditary cancer
syndromes or on their main sources of support and information. This study aimed to understand these
patients’ experiences and needs, including their information needs, their views on prevention and mental
health, and the support they want from nurses.
Methods: This qualitative study included 22 people (8 previvors and 14 survivors) with hereditary breast and
ovarian syndrome or Lynch syndrome from 10 European countries. Participants underwent individual semi-
structured interviews, which were recorded and transcribed for reflexive thematic analysis. The patient and
public involvement panel provided input on study design and thematic analysis.
Results: Patient experiences were similar regardless of the country and access to testing and screening. Partic-
ipants reported receiving little information on the importance of health behaviors for cancer risk and
expressed their wish to be followed by cancer professionals. They felt compelled to seek support and infor-
mation from the internet and patient groups. The main themes identified were: (unmet) informational and
support needs, seeing life in a different way, and limitations of health care providers.
Conclusions: People with hereditary cancer syndromes need professionals to be involved in their long-term
management and to provide reliable information. As genomics are increasingly integrated in oncology, the
need for professionals to support these populations will increase.
Implications for Nursing Practice: Nurses are crucial for promoting self-management and advocating for
patient decision-making; however, they need skills and knowledge to do so. There is a need for nurses to get
more involved in understanding hereditary cancer syndromes and an opportunity to take the lead in the care
of these people.

© 2024 The Author(s). Published by Elsevier Inc. This is an open access article under the CC BY-NC license
(http://creativecommons.org/licenses/by-nc/4.0/)
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People with hereditary cancer syndromes (HCSs) have a high risk
of developing certain cancers in their lifetime due to a pathogenic
gene mutation that confers an increased susceptibility to cancer.1 The
most common HCSs are hereditary nonpolyposis colorectal cancer,
also called Lynch syndrome, which entails a higher risk of mainly
colon, endometrial, gastric, and small intestine cancer; followed by
hereditary breast and ovarian cancer (HBOC), which primarily
increases the risk of breast, ovarian and prostate cancer.2 Even
though HCSs are not common, they are linked to around 10% of can-
cers.3 Diagnosis is essential in order to plan for long-term follow-up,
as HCSs affect entire families, entailing a 50% chance of passing on
mutated genes to offspring and a high risk of early onset cancer.2

Genetic testing is gradually being implemented in clinical prac-
tice, as early diagnosis of these syndromes allows for preventive
controls to decrease risk and detect cancer early.4,5 Interventions
include behavioral counselling, surveillance, prophylactic medica-
tion, surgeries, and possible modifications in the management and
treatment of any cancer that develops.6 People with HCSs thus
require comprehensive, personalized care for them and their families,
which poses challenges for the health care system and the person
affected alike. HCS carriers have to understand their diagnosis and its
implications, get recommendations about preventive controls, be
prepared for complex and personal decisions (eg, regarding preven-
tive surgery), and usually take responsibility for disclosing the results
to the rest of their family.7,8 Numerous studies have looked at the
psychological impact of HCS diagnosis and related decision-making,
which is associated with uncertainty, doubts, and distress.9-13 These
patients have often reported a lack of follow-up and poorly inte-
grated care; they describe being attended by health care professio-
nals with little knowledge of HCSs, leaving them feeling lonely, with
nobody to turn to.10

The implications of communications with family and the feelings of
guilt associated with this process have also been explored.10,14 People
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Layperson Summary

What we investigated and why

There are very little studies looking at how actions to improve
lifestyle affect people with genetic alterations that increase
their risk of having cancer. There is also very little information
on where they find information and support. The aim of this
study was to understand the needs of people with these genetic
alterations and how nurses can help.

How we did our research

We did interviews with 22 people with these genetic altera-
tions (8 never had cancer and 14 had cancer in the past) from
10 different European country. We asked them to have an inter-
view that were recorded and analyzed. Some people with these
genetic alterations helped to plan the study, the questions and
how we could analyze them.

What we have found

People have similar experiences and problems no matter where
they came from. They want more information on lifestyles and
they also want to have cancer professionals to follow them up.
They also told us they look for information in internet and
patients’ groups. Our main findings were: they want to be
understood, they see life in a different way and they want more
from health care professionals.

What it means

After looking at the evidence is important to suggest having
professionals that know about genetic alterations to answer
their questions and worries. Nurses are probably the best pro-
fessionals to do it but they need to know more about it as this
need is only going to grow.
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with an HCS are urged to notify at-risk relatives, so it is left to those
with the syndrome to disclose the risks and the implications to family
members, often without the guidance of health care professionals.6

From the health system perspective, guidelines for the standard of
care in HCS carriers, for example, those of the National Comprehen-
sive Cancer Network (NCCN) or the European Society of Medical
Oncology, give advice on testing criteria, risk reduction strategies
(including screening and surveillance), and reproductive risks.15-18

However, they rarely address the personal needs or actions of people
affected by HCSs, such as psychosocial support or lifestyle behaviors.
Guidelines for genetic counselling do acknowledge the need for mul-
tidisciplinary team work to cover the personal and social needs and
provide resources to HCS carriers.6,19 The increasing role of genetics
in the cancer management poses a challenge to professionals, who
may lack knowledge, skills, or confidence when providing care for
people with HCSs.20,21 Interest in educating health care professionals
is growing, but this training rarely encompasses comprehensive care.

The delivery of comprehensive care can directly affect self-man-
agement and decision-making, including adherence to recommenda-
tions, management of appointments, and decision-making about risk
reduction actions.22,23 Self-management is directly affected by the
person’s perception of their own risk and the extent to which they
believe risk reduction actions will work. Adherence to risk manage-
ment recommendations is therefore not only dependent on the infor-
mation that health care professionals may provide at HCS diagnosis,
but the support and comprehensive care that addresses their risk
perception, personal health beliefs, and the psychological effects
these have.24-26 Different studies have explored lifestyle behaviors,
behavioral modification interventions,27,28 risk perception, and psy-
chological impacts in HCS carriers,8,10-12 but the relationship between
mental health and self-management has not been explored and is not
part of the recommendations and education currently offered in
oncogenetics.

The aim of this study was to explore the experience of HCS car-
riers (both those who have not had cancer, also known as previvors,
and those who have had a cancer diagnosis) and their priorities and
unmet needs regarding self-management and behavioral counselling
during follow-up. A patient and public involvement (PPI) panel col-
laborated during the project to ensure that the study design was
worthwhile for HCS carriers.29

Methods

This qualitative study was based on one-on-one virtual interviews
with people affected by HCSs in Europe. Semi-structured interviews
allow the interviewer to guide the participant to areas of interest but
ensure that the flow of the interview is directed by the participant.30

The consolidated criteria for reporting qualitative research31 were
used to report this study (Appendix 1).

Recruitment

Recruitment was done through posts on social media inviting eli-
gible participants to contact the principal investigator (PI). Posts
were promoted in patient support groups and by PPI panel members
and were shared by carriers and hereditary cancer professionals via
Twitter, Facebook, and LinkedIn. Inclusion criteria were: diagnosis of
an HCS (Lynch syndrome or HBOC), regardless of whether any cancer
had been diagnosed, residence in a European country, and being able
to speak Spanish or English. People who were undergoing cancer
treatment at the time of the study, or who were not confirmed car-
riers of an HCS, were excluded. We used purposive sampling to
recruit a demographically and geographically heterogeneous Euro-
pean sample,32 as data saturation was not considered the appropriate
way to determine the sample size.33 Instead, the final sample was
determined by the quality of data.

Interested individuals were sent information about the study, a
participant information sheet, and a consent form. Those who replied
that they were willing to be part of the study were contacted to set a
date for their interviews. The PI conducted the interviews using the
university Zoom account. The investigators did not know any of the
participants prior to the study. All participants understood the aim of
the study, gave written informed consent to take part in the inter-
views, and agreed to be recorded during the interviews (audio and
video). They were informed that only partial quotes from the inter-
views were going to be used under a pseudonym, and only for study
purposes. The university ethics committee approved the study
(IRB00003099).

Data Collection

Interviews were conducted from January to June 2022 and lasted
40 to 70 minutes. Audio recordings were transcribed by the PI, using
Sonix.ai to facilitate transcription. Field notes, comments, and obser-
vations were added to the transcription by the PI.

The interview questions were open and covered questions about
different domains: living with high risk of cancer and understanding
how participants perceived and managed their risk in terms of life-
style, mental health, and communication with health care professio-
nals (Table 1). The interview guide was underpinned by a variety of
theoretical perspectives informed by nursing and psychology theory.
The research team considered the role of mental health in self-care to
be important, along with self-care tools in patients at risk, especially
in oncology. We also considered that nurses are well positioned to



TABLE 1
Interview Guide with Main Themes

Theme Topics

Diagnosis: first contact �When and how were you given information? Who
gave it, and what information was given?

Living at risk of cancer � Needs of yours that haven’t been met since your
Lynch/BRCA syndrome diagnosis

� Issues prioritized in your life
Information �What information are you missing?

�Where do you get and look for the information?
�What kind of information you are looking for?

Prevention �What aspects of your life do you consider important in
the risk of cancer?

�What things you would like to do to prevent or
decrease your risk of cancer?

Mental health � Has there been any change in your thoughts and men-
tal well-being as a result of the diagnosis? What emo-
tions does it arouse in you?

� How important do you think the mental/psychosocial
part of the information/diagnosis and follow-up is?

Educational program � How do you think health professionals could better
meet the needs of a person with a hereditary
cancer syndrome?

�What do you think health professionals should know
and prioritize to meet the needs of a person with a
hereditary cancer syndrome?
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make an impact by promoting mental health, in turn improving self-
management. Orem26 emphasizes the importance of self-care in
patients at risk of cancer, Lluch25 focuses on emotional tools as facili-
tators of self-care, and the Health Belief Model24 considers the impor-
tance of personal beliefs and knowledge in their decision-making.
The interview guide was developed and discussed with expert
patients and was piloted by two people from the PPI panel.

Data Analysis

Two researchers independently performed reflexive thematic
content analysis on the verbatim transcript, following the six-phase
TABLE 2
Participant Characteristics

Code Sex Family
history

Personal
history

Discovered pre- or
postcancer

Cancer

B1 F Yes Yes Post Breast

L1 M Yes Yes Pre Bowel

B2 M Yes Yes Post Breast, prostate
L2 F No Yes Post Bowel, breast, pancreas,

melanoma, endometrium
B3 F Yes No N/A N/A
L3 F Yes Yes Post Endometrial, bowel, breast
B4 F Yes Yes Post Ovary
L4 F Yes No N/A N/A

B5 F Yes No N/A N/A
L5 F Yes Yes Post Bowel
B6 F Yes Yes Post Breast
L6 M Yes No N/A N/A
B7 F Yes Yes Post Breast
L7 M No Yes Post Bowel
B8 F Yes Yes Post Ovary
L8 M Yes No N/A N/A
B9 M Yes No N/A N/A
B10 F Yes No N/A N/A
B11 M No Yes Pre Breast
B12 F Yes Yes Pre Breast
B13 F Yes Yes Pre Breast
B14 F Yes Yes Post Breast

Bex, breast examination; BSO, bilateral salpingo-oophorectomy; BT, blood test; COL, c
imaging; N/A, not applicable; OGD, gastroscopy; PSA, prostate-specific antigen; TAH, to
process.34,35 We chose this method to identify patterns in the data
and to involve research participants in the analysis. Firstly, the three
authors (a nurse with experience in cancer genetic counselling and
working as a research assistant, an experienced researcher working
in a cancer hospital, and a professor in nursing and mental health)
discussed the patterns found after independent analysis of the inter-
views, acknowledging their experience and bias when interpreting
the transcripts.34 The team discussed and defined the emerging
themes based on the analysis and codes. This method of analysis
allows the data to lead the formulation of themes in a collaborative
and reflexive way that enriches the interpretation.34,35 The themes
and quotes selected were shared back with some of the participants,
refined, and finalized as presented here.

All participants were offered the opportunity to review the
themes developed following analysis and three participants agreed.
Some expressed concern that they could be recognized based on the
ID and the country, so participants’ characteristics do not include the
participant ID.
Results

The final sample comprised 22 individuals from 10 European
countries: Denmark (n = 1, 5%), Germany (n = 3, 14%), Ireland (n = 4,
18%), the Netherlands (n = 1, 5%), Portugal (n = 2, 9%), Poland (n = 1,
5%), Slovenia (n = 2, 9%), Spain (n = 3, 14%), Turkey (n = 1, 5%), and the
United Kingdom (n = 4, 18%). There were 14 people (64%) affected by
HBOC (10 previously diagnosed with cancer and 4 previvors), and 8
(36%) affected by Lynch syndrome (5 previously diagnosed with can-
cer and 2 previvors). Seven participants were men (32%), 19 (86%)
had a family history of cancer, and 15 (68%) had a personal history of
cancer. Among those diagnosed with cancer, four (27%) knew about
the HCS prior to developing a tumor. Participants were diagnosed
with their HCSs between 2000 and 2021. Their characteristics are dis-
played in Table 2.

Three main themes were developed: (1) (unmet) informational
and support needs, (2) seeing life in a different way, and (3)
Year DX mutation Preventive
measures

Follow-ups Behavioral
changes

2021 Tamoxifen, Mast,
BSO

BT, USS No

2010 Aspirin OGD, COL,
dermatologist

Yes

2011 Tamoxifen PSA No
2020 Aspirin, tamoxifen,

BSO
COL No

2019 No MRI No
1996 No COL No
2015 No MMG, MRI No
2017 Partial excision of

colon
COL, OGD
dermatologist

Yes

2008 Mast, TAH, BSO No Yes
2011 No COL Yes
2012 Double mast MRI, USS, BT Yes
2019 No COL No
2013 No MRI and USS Yes
2012 No COL No
2012 No MRI and USS No
2018 No COL Yes
2019 Mast, BSO No No
2011 No Yes No
2014 No PSA Yes
2019 No MRI and USS Yes
2013 Mast Bex, USS No
2000 Mast, TAH, BSO No No

olonoscopy; Mast, mastectomy; MMG, mammography; MRI, magnetic resonance
tal abdominal hysterectomy; USS, ultrasound.
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limitations of health care providers. Each theme is further divided
into various subthemes (Fig.), as described below with quotes
(L identifies a person with Lynch syndrome and B identifies a person
with HBOC).

Theme 1: Unmet Informational and Support Needs

This theme represents the experiences of HCS carriers related to
accessing information and support from health care professionals or
others. Respondents perceived deficiencies in follow-up care and felt
frustration around the need for psychosocial support and information
about the implications of the risks and risk reduction techniques. Par-
ticipants described how they went about looking for information
(usually on the internet) and their feeling of relief upon finding
others with similar experiences.

Subtheme 1: Finding the “Right” Information
Participants felt that while the information they received during

the diagnosis of their HCS was good and generally well supported by
a geneticist or genetic counsellor, their real information needs started
after they had known/accepted the results. This meant that when
they had questions they did not know where to go.

I've got to say, whilst the counselling was very good, I don't think I
totally took it in and realised the implications. Then the questions
started but no one was there anymore. B2

People living with Lynch syndrome generally felt more distress, as
they found a complete lack of information outside the field of
genetics.

[talking about if they got information] No, not a thing. I went to
the library. I couldn't find anything.L3

Subtheme 2: A Cancer Patient, But Not a Cancer Patient
There was a difference in follow-up between those who had can-

cer prior to a diagnosis of HCS and those who had never had cancer,
as the latter felt like they had the risks, follow-up, and fear but could
not access the same services cancer patients could.

I have a follow-up with my oncologist every six months, but that's
not because I've got Lynch, that's almost like a by-product . . . I
FIG. Themes and
think I am very lucky to have all of these professionals that follow
me up. L2 (Personal history of cancer)

I'm not what's classified as a healthy person. I'm classified as a
cancer patient, and I will be for the rest of my life, but I cannot
access specific care for cancer because I haven't had an active
invasive cancer yet. L4 (previvor)

Subtheme 3: Understanding the Dimensions of Risk
Regardless of their syndrome or cancer status, participants all

agreed that they did not receive any information on their risks of
developing cancers other than the ones primarily affected by their
HCSs. Many were not even sure what risks of other cancers they had
or if there was any follow-up for these.

I didn't even realise at the time that I've got an increased chance of
getting prostate cancer. B2

The problem I see with Lynch is that it can affect all different parts
of your body, so there's no one person to go to. I don't have a
Lynch consultant to control all my cancer risks. L6

Those who had risk-reducing surgeries perceived a lack of
subsequent follow-up and support. A couple of participants
explained their fear of not having anyone to go to as they had no
further follow-ups, and another participant commented on the
risks of other cancers.

I feel like nobody addresses any of the other cancers. It's like, oh,
no, it's not going to happen to you. Don't waste our time with this.
And you are kind of left like, well, what do I do? What do I look
out for? And they're like, No, you're fine. You've got this surgery
done and you have nothing else to worry about. B9

They also felt as if health care professionals guided them to the
follow-ups and risk-reducing surgeries without fully explaining all
the implications.

They [healthcare professionals] need to prepare the patient for the
consequences. Not only what this mutation brings. But also, what
are the consequences if you remove your breasts? If you remove
your ovaries? If you remove your tubes? How hard are the surger-
ies? I knew nothing about that. B13
subthemes.
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There is another part they do not inform you, the effects of the sur-
gery on you. B1
Subtheme 4: The Value of Peer Support
Participants found support and understanding in patient support

groups. This made them feel more confident about the reliability of
the information they were reading, as they felt that knowledgeable
people were responsible for curating it. But more than anything, they
went to groups to feel understood and to find others with similar
worries.

They have a huge amount of support, so I learn a lot from there. L6

So, I thought, I have to talk to somebody, how they deal with what
are they doing, what they are thinking about, how are they deal-
ing with the risk, knowing that they could be sick many times and
again and again, that was really hard for me. B14

There was a difference between people who took an active role in
patient support groups and those who were more passive and felt
they were just consumers of information. Those in active roles were
more critical of where the information they were seeking came from
and felt they could go to other health care professionals (as they built
connections via social media) to resolve their doubts. They also felt
very helpful when giving others the support that they had trouble
finding themselves.

I found a lot of comfort going into the role of like peer support . . .
to give what I did not get. B9

At the same time, participants with a more active role in patient
supports group felt the responsibility and challenge of supporting
others and at times felt they could not share their own burdens and
concerns.

When I go to Facebook groups and in my family, I’m the support,
they assume I know what I am talking about. I am not afraid of it
(BRCA), but I can’t ask them questions, as I am the one that needs
to know. B8

Theme 2: Seeing Life in a Different Way

The lives of people with HCSs change in a personal and emotional
way. Participants had to adjust to the diagnosis, faced decisions on
risk reduction, and pondered whether they were healthy and how to
be healthier. Throughout the interviews, they also discussed the
emotional challenges of living with risk, both for themselves and for
their family members.
Subtheme 1: Changes in Life Priorities
Many participants mentioned changes in their perspective about

life after being diagnosed. For previvors, this meant a new adjust-
ment to life, with some feeling it did not change their life for the bet-
ter or give them a more positive perspective and others experiencing
it as an opportunity to value life more.

I do see things differently, probably especially in the last, probably
the last year. L6

I try and have more family time, enjoy life a bit more and stress
less. I guess it is similar to what would happen with any other
major impact on your health. B12

For survivors, the diagnosis did not involve the same adjustment,
as they felt that their cancer diagnosis was more important than the
HCS diagnosis in terms of re-evaluating their life priorities.
Not really, nothing changed, I guess the shock was bigger when I
got the cancer diagnosis (. . .) but still I don’t think I made any big
changes apart from what I could not do. L2

Subtheme 2: Perceptions About the Importance of Lifestyles
When asking about prevention, participants recounted that they

had thought about health behaviors, but generally they did not assign
much importance to it.

For the most part, participants felt they had received little infor-
mation about lifestyle and did not see it necessary to make any
changes, or they thought that they had such a high risk that behav-
ioral modifications would not impact their cancer risk.

The doctor didn’t tell me anything about lifestyles . . . I didn't
change my lifestyle. B2

The doctor said, smoking is not good, you know, but it doesn't
cause breast cancer. And, why change? I will probably have cancer
at some point. B14

In contrast, some participants felt like the HCS status was a moti-
vation to either maintain good habits or improve on them, even if
just to face a future cancer from a level of good baseline health.

I changed my diet, my life, and after the surgery [preventive mas-
tectomy] I started to go to the swimming pool twice a week. B6

I think it’s important to be in good health to face cancer. L1

Subtheme 3: Adapting to Emotional Changes
Emotions change and evolve over time in those with HCSs.

I do feel like a different person. From how I was. And, yeah, I think,
a change sort of emotionally. On the one hand, I feel quite resil-
ient. And on the other hand, I feel quite vulnerable. L6

Participants were very attuned to the changes, but they perceived
very little support toward their psychosocial wellbeing. One patient
even expressed her gratitude to the interviewer.

I have never been asked about my feelings, thank you. B5

Their coping strategies also varied depending on how long ago
they were diagnosed with their HCS, whether they had developed
cancer, and the idea they had about HCSs. Most participants moved
from the shock of diagnosis:

It was all a lot to take on board. B11

. . . to a state of uncertainty they described as a double-edged
sword, a loaded die, or a bad lottery, which made them live with
fear.

I cannot have back pain; it has to be cancer. B4

Some expressed feelings of defeat after so much constant
surveillance.

Year after year, the same fight to get an appointment, the prepara-
tion for a colonoscopy, which is horrible . . . sometimes I just want
to stop. L3

Some participants felt relief upon diagnosis of HCSs, something
that they almost expected. This experience was normally associated
with a long family history of cancer.

In some way, for me, it was it was quite a relief. L2

I was now glad that “I now knowmy enemy”. L7
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Others felt that HCS was a constant burden, and they needed
support.

I think they're both equally hard, really living, getting the diagno-
sis wasn't nice, and then living with it. B10

I basically I feel like no one was there to guide me and to hold my
hand. L1

Theme 3: Limitations of Health Care Providers

This theme encompasses perceived shortcomings in health care
professionals’ knowledge and communication skills around HCSs (as
opposed to unmet informational support needs reported in theme 1).
They described difficulties when facing different professionals and a
desire for a less disjointed health care experience.

Subtheme 1: Communication Skills Among Health Care Professionals
Most participants described communication with health care pro-

fessionals about HCSs as a real, unmet need, with many wishing for
more active listening and an empathetic attitude from their health
care providers.

You have to listen, what is this person thinking about now? What
are they understanding now? What is the knowledge now? What
do they know?What do they not know? And then listen. B14

They're great at telling us how often we need a colonoscopy and
how often we need to have guidance screening. But they're not
really good at sitting and listening and explaining what you want
to know. L4

Subtheme 2: Perception of Insufficient Knowledge from Health Care
Professionals

Participants felt that health professionals lacked an understanding
of HCSs. There was a common feeling of deficits in communication in
the health care system, which created a burden for patients, as they
had to repeatedly share information about their condition to different
professionals.

Any time I spoke to somebody medically and said I had Lynch syn-
drome, they looked so lost themselves. I think they thought I was
making it up. So, I stopped telling anybody. L4

I think it's terrible, though, that it comes down to the luck of the
draw. Whether you are lucky enough to meet a medical profes-
sional that knows enough about it. L8

While they understood that health care professionals cannot
know everything, they wished their providers knew more about
HCSs. This need was more relevant for people with Lynch syndrome,
who found that many health care professionals had not heard about
this syndrome, while HBOC carriers felt that the BRCA mutation was
understood, but only in terms of breast and ovarian risks, not other
cancer risks. They found it difficult to secure the follow-up appoint-
ments recommended for their syndrome, meaning that the patients
themselves had to be on top of their own surveillance, as there is no
coordination within the health care system.

You know, you have to fight for some things. I mean, fight to get a
colonoscopy every two years, even though that is standard.
Because some doctors will be like,. . . Oh, well, you know, you
don’t need it now. L5

I have my gynaecologist. Yeah. So, uh, he's not, he's not interested
either. So it's totally up to me to make sure that I'm tested
regularly. B3
I also was not given any sort of plan, monitoring plan or whatever it
was. L1

Subtheme 3: Desire for a Comprehensive Follow-Up
Participants—especially HBOC previvors and those with Lynch

syndrome—commonly wished they had a health professional who
would be available at their follow-ups. On many occasions, they iden-
tified nurses and specifically nurses working in oncology as their
ideal person to talk to on a regular basis and use as a focal point with
the health care system in case any doubts arose.

People feel lost. We feel that there is a need to have an annual
check-up with a consultant or nurse. Some of us are scared, even
though we know there's a very low chance of finding anything
after mastectomy. B5

Interviewees wished that health providers would give them a list
of services, support groups, and written information to help them
navigate their needs and queries. Another participant recommended
health professionals use social media to reach young people.

For example, a health professional could tell you the news
and say, we've got this website with this information, and this is
what you can do to reduce your risks, and be very clear and sup-
portive. L6

You can and give guidance and counselling and education, getting
involved in social media like an internal app. B7

Discussion

Our results indicate that people with HCSs from around Europe
perceive that health professionals do not have complete and
exhaustive knowledge about HCSs and, consequently are not pro-
viding the support they need. While the information needs of pre-
vivors and those that have had cancer are different,9 they all
reported unmet needs. They received some information pre- and
post-test but little to no information thereafter, regardless of the
country where they were receiving care. Other studies, both in
and outside of Europe, have drawn similar conclusions about the
need for information.10,36

On top of their unmet needs in the information domain, they also
described lack of coordination in their follow-up, difficulties that
have also been shared in other studies.11,37 HCS carriers feel unsup-
ported, and this affects their ability to cope with the diagnosis and
their decision-making. During the interviews, they sometimes won-
dered if their decisions would have been different had they received
more information.

Participants also expressed an interest in having cancer nurses
involved in their care. These nurses generally perform a lot of educa-
tional interventions, but the programs are normally targeted to peo-
ple undergoing cancer treatment, not to previvors, and the education
mainly focuses on the side effects of treatment in survivors.38 HCS
carriers differ from the general patient population, who generally
demonstrate great trust in their health care professionals, especially
nurses,39 in that their trust in health care professionals is undermined
by their perceived lack of knowledge about HCSs.9

In line with these perceived shortfalls, HCS carriers seek informa-
tion and peer support elsewhere, especially the internet, where they
often find solace from peers affected by the same syndrome. Our
study also suggests that knowledge shared by peers with similar
experiences is greatly valued. Health professionals should recognize
that value providing information that people need and facilitating
access to support groups. Social media platforms have become popu-
lar avenues to seek health care information and support among
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cancer patients.40 There is a lack of research on how HCS support
groups and social media are used by this population and the impact it
has on them. In 2016, a couple of genetic counsellors commented on
the benefits of social media and support groups41 and the need for
health care professionals to get involved in social media,42 but there
has been no subsequent research on interventions or impact. A
Cochrane Review in breast cancer patients and support group inter-
actions43 concluded that being part of a support group can relieve
anxiety and even improve quality of life, and in interviews with
HBOC previvors,44 participants shared that writing down their expe-
rience was helpful to process their own feelings. In this study, we
found that HCS carriers felt a sense of belonging when participating
in these groups, but there was also some sense of burnout in those
providing the most support. While many studies have explored the
benefits, few have investigated the negative impact of social media;
one qualitative study in young cancer patients45 revealed that they
felt some level of burden and negative impact from reading the expe-
rience of others. Future research should explore the role of social
media for HCS carriers as well as the emotional burden of supporting
peers.

Participants had very different views on the perceived benefits of
their own actions such as lifestyle behaviors. Health care professio-
nals have the ability to influence those beliefs,24 but while health pro-
fessionals are knowledgeable about cancer prevention, they do not
promote literacy on cancer prevention and lifestyle behaviors.46,47

The current lack of engagement from health care professionals in fol-
low-up and health behaviors, together with the dearth of behavioral
research and interventions to address lifestyle behaviors,27,28 is
affecting the self-management and actions of HCS carriers. There is
also a lost opportunity regarding the potential to use social media
and patient support groups to promote cancer prevention and
healthy behaviors.48,49

In order to feel engaged in their self-management and self-
care, HCS carriers need to have their psychosocial needs met and
be able to accept and process the storm of feelings brought on
by an HCS diagnosis. Participants in the interviews, and the exist-
ing evidence, reinforce the need to improve patients’ experi-
ence.9-12,36,50 Regardless of whether they have been diagnosed
with cancer, finding out about a genetic alteration of this kind
takes some getting used to.37,51 From assimilating the concerns
from and about their family to understanding the myriad impacts
of the different management strategies they are offered, HCSs
carriers have a real need for psychosocial support,51 a trusting
relationship with the health care system, and health services
that promote healthy behaviors. In this line, the six factors for-
mulated in the Multifactorial Positive Mental Health Model25:
personal satisfaction, prosocial attitude, self-control, autonomy,
problem-solving and self-actualizations, and interpersonal rela-
tionships; have been proven effective in different intervention
programs,52,53 with a positive impact on self-care.26

Our findings are suggestive of a generalized need for more nurse
education on HCSs in Europe. Health care professionals should be
more involved in the follow-up of HCS carriers, who in turn need to
be empowered to take a lead role in their own care. Closer involve-
ment of health systems in satisfying these needs would allow
patients to feel more supported and empowered.

Study Strengths and Limitations

A key strength of this study was the involvement of a PPI panel
during the planning and design stage. PPI is very important in cancer
research and more so in PhD projects to ensure that the studies and
research questions are pertinent for them.28,54,55 Our inclusion of
both previvors and survivors also means our results are generalizable
to all HCS carriers, without neglecting the differences that may
exist according to their cancer status or country. While systems,
opportunities, and access to genetic counselling vary in these coun-
tries,56 HCS carriers have common needs and experiences.

This study also has some limitations. Participants were recruited
via social media and patient support groups, so the views and needs
of HCS carriers that do not even have the information and support
from these groups are not included; therefore, we may be leaving out
an important group to explore. Also, while we had the views of both
men and women with BRCA and Lynch syndrome, far fewer men
were in our sample, meaning we may have overlooked some of their
needs by not including a large enough sample.

Conclusions and Clinical Implications for Nurses

This qualitative study provides insight into the perspectives and
needs of HCS carriers on their long-term management. People with
HCSs need a health professional they can go to in order to ask ques-
tions and who can help them navigate the system and meet their
needs. Moreover, health care professionals should have a role in the
follow-up and long-term management of these patients. Nurses are
well placed to promote self-management and advocate for patient
decision-making; however, they need to have adequate skills and
knowledge to effectively perform this role.

In light of how many of our participants were actively supporting
others on social media, future studies should look further into the
involvement of HCS carriers in social media and the emotional bur-
den that they feel.

People with HCSs are asked to make very difficult decisions on
surveillance and management. Building professional capacity and
conducting more research on lifestyle behaviors and behavioral theo-
ries would help enable these patients to make informed choices.
With the rapid adoption of genomics in cancer care, there is and will
be more demand for genetic testing, which will increase the need for
professionals to guide and support this population.
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