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Introduction

Background

Cervical cancer continues to pose a significant 
public health concern in the United Kingdom, 
with 3221 new diagnoses and approximately 
850 related deaths reported in 2019 (Cancer 
Research UK, 2024). This disease predomi-
nantly affects women of reproductive and 
working age, particularly in their 30s and 40s, 
resulting in considerable socio-economic and 
healthcare burdens (Cancer Research UK, 
2024; Kumar et  al., 2024). The impact on 
affected individuals is often compounded by the 
caregiving roles, such as raising children or 

providing support to elderly relatives (Krakauer 
et al., 2021).

The UK’s NHS Cervical Screening Program, 
introduced in 1988, has been pivotal in reducing 
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the incidence of cervical cancer and associated 
mortality, with estimates indicating a 70% reduc-
tion in cervical cancer deaths since its implemen-
tation (Pesola and Sasieni, 2019; Peto et al., 2004). 
However, the screening process – especially for 
individuals diagnosed with human papillomavirus 
(HPV) or cervical cell changes – can provoke sig-
nificant psychological distress (Aker et al., 2023; 
Jorda et al., 2023; Keleş et al., 2023). This distress 
often manifests as anxiety, depression, and con-
cerns related to self-esteem and interpersonal rela-
tionships (Frederiksen et al., 2015).

In 2019, NHS England transitioned to pri-
mary high-risk HPV (hr-HPV) screening, mark-
ing a significant shift from cytology-based 
screening (Symmons et  al., 2021). This shift 
reflects a deeper understanding of the role of per-
sistent hr-HPV infections in cervical carcinogen-
esis, enabling more targeted screening strategies 
(Ronco et  al., 2014). However, the change in 
approach introduces new challenges for individ-
uals diagnosed with HPV-positive results or cer-
vical cell abnormalities. The need for revised 
public health messaging and patient education 
has become increasingly apparent, as HPV – 
often surrounded by stigma and misconceptions 
– has emerged as a central element in discussions 
surrounding cervical health (Morse et al., 2023).

HPV and cervical cell changes: An 
overview

Human papillomavirus (HPV) comprises over 
200 identified types, of which 14 are classified as 
high-risk due to their oncogenic potential (Burd, 
2003). Approximately 80% of sexually active 
adults in the UK will contract some form of HPV 
in their lifetime (Choi et al., 2023). While most 
HPV infections resolve naturally within 2 years, 
persistent high-risk infections can lead to cervi-
cal cell changes, potentially progressing to cervi-
cal cancer (Moreno-Acosta et  al., 2020; NHS 
England, 2022). This progression typically 
occurs over many years, providing a crucial 
opportunity for intervention through screening.

Cervical intraepithelial neoplasia (CIN), 
which refers to abnormal cervical cell changes, 
is classified into three grades (CIN 1, 2, or 3) 

based on severity. Not all cases progress to can-
cer; however, the detection of CIN often neces-
sitates further investigation and potential 
treatment, which can cause significant anxiety 
for patients (Baharvand et  al., 2023; Rogstad, 
2002). The management of CIN includes obser-
vation for low-grade changes and intervention 
for higher-grade abnormalities, such as large 
loop excision of the transformation zone 
(LLETZ; Cancer Research UK, 2023). The psy-
chological impact of receiving such diagnoses 
is considerable, with many women reporting 
concerns about fertility, relationships, and long-
term health outcomes (Frederiksen et al., 2015).

The role of HPV knowledge in patient 
anxiety

Patients’ psychological responses to HPV and 
cervical cell change diagnoses are influenced 
by their understanding of HPV, with knowledge 
levels significantly impacting anxiety and emo-
tional responses to the diagnosis (Waller et al., 
2007). Recent data indicates that only 38% of 
UK adults are able to accurately identify HPV 
as a causative factor in cervical cancer (Choi 
et  al., 2023), suggesting a significant knowl-
edge gap within the population.

The sexually transmitted nature of HPV may 
evoke feelings of guilt, shame, or stigma, par-
ticularly among individuals lacking accurate 
information about the virus’s prevalence and 
transmission (Daley et al., 2010; Morse et al., 
2023). These emotional responses can detri-
mentally affect psychological well-being and 
influence health-seeking behaviours (Marlow 
et al., 2017). Interestingly, increased awareness 
of HPV’s link to cancer and its potential impact 
on sexual health may exacerbate anxiety, lead-
ing to heightened emotional distress in some 
patients (Waller et al., 2007).

Recent research indicates that approximately 
11%–13% of women screened in the UK test 
positive for high-risk HPV, representing around 
400,000 women annually receiving this diagno-
sis through the cervical screening program 
(Anderson et al., 2013; Bruni et al., 2010). This 
substantial number of individuals navigating 
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HPV diagnoses underscores the critical need for 
effective patient support and communication 
strategies throughout the screening pathway.

Support after diagnosis: Identifying 
gaps

While the clinical pathway for managing HPV 
and cervical cell changes is generally well-
defined, the emotional and psychological sup-
port available to patients post-diagnosis is often 
inadequate (Harvey-Knowles and Kosenko, 
2012; Nick et al., 2021). The psychological bur-
den of a cervical cancer diagnosis can extend 
beyond the individual to affect partners, fami-
lies, and sexual relationships (Frederiksen et al., 
2015). Patients frequently express concerns 
about virus transmission, fertility, and the risk 
of cancer recurrence, which can strain interper-
sonal relationships and exacerbate stress 
(Bennett et  al., 2019; McCaffery and Irwig, 
2005). Furthermore, misinformation regarding 
the latent nature of HPV infections often leads 
to unfounded suspicions about infidelity when 
diagnoses occur years after initial exposure 
(Bennett et al., 2023).

Current research landscape

While extensive research has been conducted 
on barriers to cervical screening participation 
(Chorley et  al., 2017) and the psychological 
impact of screening (Ilic et  al., 2024), there 
remains a gap in understanding post-diagnosis 
experiences under the UK’s updated screening 
program. The 2019 implementation of primary 
HPV screening in England represents a funda-
mental shift from cytology-based screening, 
with approximately 400,000 women annually 
now receiving HPV-positive results (Anderson 
et  al., 2013; Bruni et  al., 2010). However, 
research examining patient experiences specifi-
cally within this new screening context remains 
limited (Symmons et al., 2021).

This study addresses three key gaps in the 
literature. First, it focuses on post-diagnosis 
experiences rather than screening barriers, 
examining how women navigate HPV and 

cervical cell change diagnoses once they have 
engaged with screening. Second, it explores the 
specific challenges introduced by HPV-first 
screening, including patient concerns about 
screening comprehensiveness when HPV is 
detected without cytological abnormalities. 
Third, it investigates how limited or absent 
HPV knowledge shapes the entire diagnostic 
journey – from initial emotional responses 
through to coping strategies and support needs 
– providing insights to inform targeted public 
health education (Symmons et al., 2021).

This research responds to a pressing public 
health need: with one-third of eligible UK 
women not attending screening and 850 annual 
cervical cancer deaths, understanding post-
diagnosis experiences is essential to improving 
healthcare system support and achieving the 
NHS 2040 cervical cancer elimination goal.

Theoretical framework

This study is grounded in the Common-Sense 
Model of Illness Representations (CSM), a psy-
chological framework that helps explain how 
individuals make sense of health threats 
(McBride et al., 2022). The model encompasses 
five dimensions: identity, cause, timeline, con-
sequences, and control/cure (Ringer, 2021). 
When applied to HPV and cervical cell changes, 
the CSM elucidates how patients interpret their 
diagnosis across these dimensions. For example, 
beliefs about the cause of HPV may influence 
emotional responses, while perceptions of the 
illness timeline can shape coping strategies and 
anxiety levels (Kosenko et  al., 2012). The 
framework suggests that illness representations 
not only affect emotional reactions but can also 
predict future health behaviours, making it par-
ticularly relevant for understanding the psycho-
logical impacts of cervical screening diagnoses.

Rationale for the study

This study seeks to address a significant gap in 
the current literature by exploring the lived 
experiences of women diagnosed with HPV and 
cervical cell changes through the UK’s updated 
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cervical screening program. The research aims 
to better understand the role of HPV knowledge 
in shaping psychological well-being and to 
identify unmet needs for post-diagnosis sup-
port. By examining how patients navigate emo-
tional and psychological challenges following 
diagnosis, the study will contribute valuable 
insights that can inform clinical practice, public 
health strategies, and policy development in 
cervical screening.

Research aim and objectives

The primary aim of this study is to explore the 
experiences of individuals diagnosed with HPV 
or cervical cell changes through UK cervical 
screening, with a particular focus on the role of 
HPV knowledge and the need for post-diagno-
sis support. Specific objectives include:

•• To investigate the psychological and 
emotional impact of receiving a cervical 
screening diagnosis.

•• To examine how patients’ understanding 
of HPV influences their emotional and 
psychological experiences.

•• To identify common challenges encoun-
tered during the screening, diagnosis, 
and follow-up processes.

•• To explore coping mechanisms and sup-
port systems utilised by patients.

•• To assess the adequacy of current post-
diagnosis support services.

•• To evaluate patients’ understanding and 
perceptions of HPV and cervical cell 
changes.

•• To identify best practices for communi-
cating diagnoses to patients in a support-
ive and empathetic manner.

Methods

Research design and theoretical 
framework

This study employed semi-structured inter-
views conducted via Microsoft Teams to 
explore women’s experiences with HPV and 

cervical cell changes diagnoses. The research 
adopted a qualitative approach guided by the 
Common-Sense Model of Illness 
Representations (CSM; Leventhal et al., 1980), 
which provides a framework for understanding 
how individuals interpret and respond to health 
threats through five dimensions: identity, cause, 
timeline, consequences, and control/cure.

Semi-structured interviews were chosen for 
their effectiveness in exploring sensitive health 
topics while allowing flexibility to probe 
emerging themes (DeJonckheere and Vaughn, 
2019). The interview guide was developed 
based on CSM dimensions, with questions 
designed to explore participants’ understanding 
of HPV, perceived duration, life impact, and 
management beliefs. This approach enabled the 
establishment of rapport and created a comfort-
able environment for discussing sensitive health 
experiences.

Participants and recruitment

Participants were recruited using convenience 
sampling through social media platforms 
(Instagram and LinkedIn) and online forums 
(Reddit). Inclusion criteria required participants 
to be within the UK cervical screening age 
range and fluent in English. Those with previ-
ous cervical cancer diagnoses or cognitive 
impairments affecting consent were excluded.

The study recruited seven women (N = 7), 
which represents a smaller sample than typical 
qualitative studies. Several factors influenced 
this sample size. First, this research was con-
ducted as a pilot study, designed to explore the 
feasibility of investigating patient experiences 
under the UK’s updated HPV primary screening 
program and to inform the development of 
future larger-scale research in this area. Second, 
as part of MSc dissertation research with time 
constraints, data collection was limited to a 
7-week period (21st March–10th May 2024). 
Third, recruitment for this sensitive health topic 
through social media proved challenging, par-
ticularly without financial incentives for par-
ticipants. These pragmatic constraints are 
acknowledged as limitations.
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However, despite the modest sample size, 
data saturation was achieved after the fifth inter-
view, with no substantial new themes emerging 
in interviews six and seven. This saturation, 
combined with the depth and richness of data 
obtained through in-depth semi-structured inter-
views averaging 30 minutes each, provided suf-
ficient insight to address the research objectives. 
As a pilot study, this sample size was appropri-
ate for exploring the feasibility of this research 
approach and identifying key themes that war-
rant investigation in future larger-scale studies.

Data collection

The first author (RK) conducted all interviews 
via Microsoft Teams between 21st March and 
10th May 2024. Interviews followed a semi-
structured format, organised into three key sec-
tions: experiences with cervical screening, 
post-diagnosis support, and understanding of 
HPV and cervical cancer. Interviews lasted 
approximately 30 minutes (range: 25–40 min-
utes), allowing sufficient time for in-depth 
exploration of participants’ experiences while 
respecting participants’ time constraints. All 
interviews were recorded with consent and 
transcribed verbatim.

Prior to interviews, participants received 
study information and provided informed con-
sent. Each interview began with background 
questions about diagnoses before proceeding to 
open-ended questions. Follow-up questions 
were used to explore emerging topics. Post-
interview, participants received debriefing 
information and support resource contacts.

Analysis

Data analysis employed reflexive thematic 
analysis following the six-step process (Braun 
et  al., 2023). While interview questions were 
based on the CSM framework, analysis 
remained open to inductively emerging themes. 
The process involved:

•• Data familiarisation through transcript 
review

•• Initial coding in Microsoft Word using 
comment features

•• Secondary coding for detailed analysis
•• Colour-coding and grouping of quotes
•• Theme development from similar codes
•• Theme review and refinement

The analysis emphasised theme significance 
over prevalence, focussing on meaningful 
insights into participants’ experiences. Both 
semantic and latent themes were considered, 
incorporating explicitly stated answers and 
interpreted underlying meanings related to the-
oretical concepts.

Ethical considerations

This study received approval from the University 
of Chester Ethics Committee (DOPEC code: 
RKBS140324) and adhered to British 
Psychological Society guidelines. Participants 
provided informed consent, and a distress proto-
col with support resources was implemented. 
Interviews were conducted sensitively, with 
strict confidentiality maintained throughout.

Reflexivity

The researcher maintained reflexivity through 
journaling to examine assumptions and poten-
tial biases. As a female researcher in psychol-
ogy with interest in women’s health, particular 
attention was paid to maintaining professional 
boundaries while leveraging rapport-building 
opportunities with participants.

This qualitative approach, anchored in the 
CSM framework and employing rigorous the-
matic analysis, enabled deep exploration of par-
ticipants’ experiences with cervical screening 
and subsequent diagnoses. The methodology 
balanced structured inquiry with flexibility to 
explore emerging themes, while maintaining 
ethical considerations and researcher reflexiv-
ity throughout the process.

Results

This section presents the findings of the reflex-
ive thematic analysis, which were guided by the 
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research question exploring women’s experi-
ences navigating the UK cervical screening 
process and subsequent diagnosis of HPV or 
cervical cell changes. The analysis yielded three 
main themes, each with two sub-themes, care-
fully selected to align with the study’s aims and 
objectives and to provide comprehensive 
insights into the participants’ experiences.

The three main themes that were identified 
were: patient experiences and knowledge, chal-
lenges in the screening and support process, and 
information and communication needs (Figure 1). 
These themes were chosen to capture the multi-
faceted nature of women’s journeys through cer-
vical screening, from their initial understanding 
and emotional responses to the practical difficul-
ties they encountered and their developing infor-
mation needs.

Each main theme was further divided into 
two sub-themes:

•	 Patient experiences and knowledge
a.	 Emotional impact of diagnosis
b.	� Limited pre-existing knowledge of 

HPV

•	 Challenges in the screening and support 
process
c.	� Difficulties in screening and diagnosis
d.	 Inadequate post-diagnosis support

•	 Information and communication needs
e.	 Information-seeking behaviours
f.	� Improving communication and supp

ort services

The following sections detail the findings, 
structured by major themes and related sub-
themes. Participants are identified by number to 
ensure confidentiality.

Theme 1: Patient experiences and 
knowledge

This theme encapsulates the personal journey 
of participants from their initial understanding 
of HPV to their emotional responses upon diag-
nosis, revealing how knowledge levels and per-
sonal contexts shaped their experiences.

Emotional impact of diagnosis.  Participants’ 
emotional responses to receiving an HPV or 

Figure 1.  Themes and subthemes of patient experiences in the UK Cervical Screening Program.
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cervical cell changes diagnosis ranged consid-
erably in both nature and intensity. The analysis 
identified several key factors that influenced 
these emotional reactions, including pre-exist-
ing knowledge, personal health histories, and 
available support systems.

The presence of immediate support during 
result delivery emerged as critical in shaping 
participants’ initial reactions. Those who 
received their diagnosis alone, whether through 
postal results without healthcare provider con-
tact or without friends/family present, fre-
quently described more intense negative 
emotional responses:

Just seeing that was a absolute shock and there 
was no one to talk to at that moment. (P3)

This experience of isolation appeared to amplify 
the psychological impact of the diagnosis. 
Conversely, when healthcare providers were 
present and offered reassurance, participants 
reported reduced distress:

I was worried, but they were great, you know? 
They said it’s fine. You know you’re fine (P5).

These different accounts suggest varying expe-
riences based on the circumstances of diagnosis 
delivery, and that professional framing of the 
diagnosis served as a protective psychological 
buffer.

Personal and family health histories influ-
enced how participants interpreted their diagno-
sis, acting as frameworks through which new 
health information was understood:

I was scared. I was really scared because. .  . my 
nanny died of cancer. (P5)

For participants with family cancer histories, an 
HPV diagnosis was immediately contextualised 
within personal narratives of cancer-related 
loss, intensifying emotional responses such as 
anxiety and fear. This tendency to relate new 
health information to existing health experi-
ences appeared consistent across participant 
accounts.

The timing and context of result delivery 
also emerged as significant. Participants 
described how unexpected health news created 
conflicting emotional transitions:

Not great. I mean, it was the worst timing as 
well.  .  . I just got back off our holiday.  .  . So after 
feeling relaxed and then opening that was not 
great to be honest. (P7)

The sharp transition from a relaxed state to a 
health-related anxiety created a more pro-
nounced negative emotional impact, indicating 
that the psychological impact of diagnosis 
extends beyond clinical content to include situ-
ational factors.

Additionally, emotional responses extended 
beyond personal feelings to encompass social 
concerns. Participants expressed anxiety about 
disclosing their diagnosis to others and navigat-
ing potential stigma and misconceptions, 
reflecting the socially constructed meanings 
attached to sexually transmitted infections. This 
social dimension added complexity to partici-
pants’ emotional processing of their diagnosis.

Limited pre-existing knowledge of HPV.  Analysis 
revealed a significant lack of pre-existing know
ledge about HPV among many participants prior 
to their diagnosis. This lack of awareness mani-
fested in various ways and appeared to influence 
participants’ ability to process and contextualise 
their diagnosis effectively.

Several participants reported complete unfa-
miliarity with HPV before their diagnosis, high-
lighting a fundamental gap in health literacy 
regarding this common virus:

I’ve heard of cervical cancer. I’ve never heard of 
HPV. (P2)

This comment reflects not just an individual 
knowledge gap but suggests a broader public 
health communication challenge. Despite 
HPV’s prevalence and its established link to 
cervical cancer, basic awareness appeared lack-
ing among participants, leaving them unpre-
pared to contextualise their diagnosis.
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Even when participants had some awareness 
of HPV, their understanding was often limited 
or inaccurate. Medical terminology and risk 
classifications in particular created confusion:

Because they had written I had HPV high risk, 
and I didn’t even know what that meant. (P3)

This statement demonstrates how technical lan-
guage in medical communications often fails to 
align with patients’ existing knowledge frame-
works. The term “high risk” appeared to gener-
ate anxiety without providing meaningful 
context for interpretation, highlighting a dis-
connect between clinical communication and 
patient understanding.

Previous exposure to HPV-related interven-
tions did not necessarily translate to comprehen-
sive understanding. Several participants noted 
having received the HPV vaccine in adolescence 
without fully understanding its purpose:

I knew that we had the injections at school in year 
eight, I think. But I don’t ever remember being 
told what it was for.  .  . I thought it was just for 
cervical cancer. Not that it was actually to stop 
HPV because it obviously leads to that. (P6)

This account reveals how preventive interven-
tions may occur without adequate context, rep-
resenting missed opportunities for health 
education. The educational component of vac-
cination programs appeared insufficient to cre-
ate lasting knowledge about HPV and its 
relationship to cervical cancer.

In contrast, one participant demonstrated a 
more informed perspective about HPV, which 
appeared to buffer against excessive emotional 
distress:

I knew it was something that.  .  . most sexually 
active people get at some point or will have had at 
some point whether they know it or not.  .  . So I 
wasn’t too, you know, it’s that.  .  . you feel a bit 
like, oh, goodness sake.  .  . But I didn’t feel too 
bad about it.  .  . (P7)

This participant’s understanding of HPV’s 
prevalence and typically benign nature appeared 
to provide a normalising framework that 

alleviated psychological distress. This contrast 
implies that accurate knowledge may function 
as a protective factor against negative emo-
tional responses to diagnosis.

The analysis indicates that limited HPV 
knowledge was not simply an individual deficit 
but reflects broader gaps in public health educa-
tion. Participants expressed frustration about 
this knowledge gap, suggesting they felt disad-
vantaged by lack of information about a health 
risk relevant to their lives.

Theme 2: Challenges in the screening 
and support process

This theme explores difficulties patients faced 
during screening, diagnosis, and aftercare, 
revealing systemic issues in the current health-
care approach that compounded the challenges 
of navigating an HPV diagnosis.

Difficulties in screening and diagnosis.  Participants 
encountered various logistical and practical 
challenges throughout the screening and diagno-
sis process. These difficulties appeared to create 
additional barriers to care and sources of anxiety 
beyond the inherent stress of the diagnosis itself.

Appointment scheduling emerged as a sig-
nificant challenge, with current systems often 
conflicting with participants’ work and personal 
commitments:

Either you need to take a day off or work from 
home or something like that. (P1)

This comment highlights how healthcare access 
can present practical barriers, particularly for 
those with limited schedule flexibility or ability 
to take time off work. These structural chal-
lenges potentially create inequitable access to 
screening and follow-up care.

Results communication processes proved 
problematic, with lengthy waiting periods and 
lack of proactive communication necessitating 
patient initiative:

Quite a long time, I had to chase, so I think they said 
six weeks or something like that in the letter that I 
got when I went to the to the see the nurse. (P4)
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This experience reveals how current results 
communication systems may increase uncer-
tainty during an already stressful period. The 
burden of “chasing” results placed additional 
responsibility on patients during a vulnerable 
time, potentially exacerbating anxiety.

Appointment coordination between different 
healthcare settings created additional complica-
tions. Participants described systemic commu-
nication breakdowns that resulted in missed or 
delayed appointments:

I will tell you a negative experience I have had.  .  . 
the letter was sent on the same day as my other 
letter [about result], but wasn’t received until 3–4 
weeks later and the appointment was that day.  .  . 
I missed it.  .  . (P7)

This account illustrates multiple system fail-
ures: delays in postal communication, inade-
quate notice periods, and lack of consideration 
for personal circumstances. Such experiences 
appeared to undermine participants’ trust in the 
healthcare system and added unnecessary stress 
to their diagnostic journey.

Concerns about the comprehensiveness of 
the screening process itself also emerged. Some 
participants expressed confusion about the shift 
to HPV primary screening and uncertainty 
about whether their cervical cells were ade-
quately assessed, revealing a gap between the 
clinical rationale for screening protocols and 
patient understanding of those protocols:

They never check the cells, so even though HPV 
is gone, I don’t actually know that the cells are 
OK and now I have to wait. (P6)

The collective impact of these logistical chal-
lenges appeared to magnify the psychological 
burden of the screening process, creating addi-
tional stressors beyond the inherent anxiety of 
potential diagnosis.

Inadequate post-diagnosis support.  The narratives 
revealed significant gaps in post-diagnosis sup-
port, with current provisions often failing to add
ress participants’ informational and emotional 

needs. This inadequacy manifested across vari-
ous dimensions of care.

Support options, when available, were often 
perceived as too limited in scope or not appro-
priately presented to address patients’ compre-
hensive needs:

Although there was a number [provided], maybe 
that’s, I don’t really feel that if I would call, you 
know, because [the nurse] actually said, you 
know, to call if I have any. .  . if I’m worried about 
any. .  . anything about the procedure.  .  . it wasn’t 
like call if you need more information. I.  .  . I 
[would have] like.  .  . need[ed] that. (P1)

This account highlights how available support 
often focussed narrowly on procedural con-
cerns rather than broader informational or emo-
tional needs. This disparity between provided 
support and patient requirements left many par-
ticipants feeling underserved.

The format and depth of provided informa-
tion frequently fell short of participant expecta-
tions. Written materials were often perceived as 
insufficient to address the complexity of 
patients’ questions and concerns:

No, not to deal with emotions at.  .  . at most they 
just gave me a brochure. (P3)

This statement reflects the limitations of stand-
ardised information materials in addressing the 
nuanced emotional responses to diagnosis. The 
perceived inadequacy of these materials sug-
gests a need for more personalised, interactive 
forms of support.

Statistical information, while factually accu-
rate, often failed to provide the reassurance 
intended, particularly when delivered during 
periods of emotional vulnerability:

I mean like on the letter to be fair, it does say the 
statistic of most women, but when you’re just 
reading that after the shock.  .  .you don’t see that 
positive, you don’t really take that in. And also 
it’s just a number. (P6)

This insight reveals how psychological states 
influence information processing, with 
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emotional distress potentially impairing the 
ability to find comfort in statistical reassurance. 
This suggests that timing and format of infor-
mation delivery require careful consideration.

Participants frequently described a sense of 
isolation following diagnosis, uncertain where 
to turn for support beyond limited provided 
options, illustrating a perceived absence of ded-
icated support pathways for HPV-diagnosed 
patients:

There’s no one.  .  .. I really felt like I could. .  .. I 
mean, luckily it wasn’t to the point where I felt 
like I really needed to.  .  .. But if I did.  .  . Probably 
not.  .  .. Apart from ringing the GP. .  . (P6)

Collectively, these accounts reveal post-diagno-
sis support that frequently failed to address the 
complex, multifaceted needs of patients follow-
ing an HPV diagnosis. Current approaches 
appeared overly standardised and insufficiently 
responsive to individual emotional and infor-
mational requirements.

Theme 3: Information and 
communication needs

This theme addresses how patients sought to fill 
knowledge gaps and their desires for improved 
communication and support. It highlights the 
active role patients played in managing their 
diagnosis and their insights into system 
improvements.

Information-seeking behaviours.  Following diag-
nosis, participants employed diverse strategies 
to gather information and seek support. Per-
sonal relationships emerged as crucial resources. 
One participant described how talking to their 
husband daily and connecting with a friend who 
had similar experiences helped them under-
stand their diagnosis:

I was crying and I talked to my husband every 
day. .  . what helped me actually.  .  .I know a 
friend or someone who went through the same 
thing and then they told me a little bit more. (P1)

These connections offered contextualised infor-
mation and emotional reassurance that clinical 
communications often lacked, serving as both 
problem-focussed and emotion-focussed cop-
ing strategies.

Online information produced mixed results. 
While some participants found validation 
through digital communities:

hearing other looking on forums of other people’s 
experiences, that was that was quite positive 
actually (P6)

Others encountered distressing content:

I did try to Google a little bit, but then I went to a 
forum which was like terrible (P1).

Coping approaches varied: some deliberately 
avoided online research to manage anxiety, 
while others actively engaged with peer forums.

Participants demonstrated critical awareness 
when evaluating information sources, often 
preferring official healthcare websites for their 
perceived reliability:

I mean, often I look at, I try to look at like the 
NHS sites to start with because you hope that was 
kind of been fact checked and things like that 
rather than just some random website. (P4)

This approach reflects an understanding of var-
ying information quality across digital spaces 
and a desire for authoritative guidance. While 
participants recognised healthcare profession-
als as optimal sources, barriers to accessing 
expertise required persistence:

Given the current circumstances, just go out and 
call up the hospital or the GP .  .  . as much as you 
need to until you feel reassured.  .  . (P3).

These varied information-seeking behaviours 
demonstrate participants’ active agency in man-
aging their diagnosis while highlighting gaps in 
current healthcare information provision that 
necessitated supplementary research.
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Improving communication and support ser-
vices.  Drawing from their experiences, partici-
pants offered valuable recommendations for 
enhancing post-diagnosis support. A consistent 
theme was the need for more comprehensive, 
accessible information:

More.  .  . more information I guess if if yeah, if if 
it was more correct kind of information (P1).

This straightforward request demonstrates a 
fundamental desire for accurate, complete 
information about HPV and its implications. 
Many advocated for earlier education in the 
screening process:

I think when you go to have your cervical screen 
that the person doing the screen could explain to 
you what they test for now, explain why.  .  . and 
then you know. .  . and also say you know if.  .  . if 
you do get a positive result, these are things to.  .  . 
you know. .  . don’t be alarmed. (P4)

This suggestion identifies an opportunity for 
preventative information provision that could 
normalise potential outcomes and reduce subse-
quent distress if diagnosis occurs.

Contextualising HPV diagnosis appeared as 
vital for alleviating unnecessary anxiety:

But to understand HPV diagnosis and when to 
actually worry would have been nice to know, 
because I think anytime you hear back from a 
doctor saying you’re positive, it’s pretty terrifying. 
(P3)

This insight highlights how medical terminol-
ogy can trigger alarm without adequate context, 
emphasising the importance of framing diag-
nostic information within appropriate risk 
contexts.

Participants valued human connexion in 
health communication, recommending dedi-
cated support contacts:

Somebody knowledgeable, it doesn’t even have 
to be a doctor, just someone knowledgeable on 
the subject and diagnosis who can just give a 
phone call (P3).

This recommendation acknowledges the limita-
tions of written materials alone and the reassur-
ance that personalised interaction can provide. 
The possible value of moderated online forums 
was also noted:

It would even be nice and maybe they have this, 
but just a forum. Where people can talk about 
it.  .  . but not really any medical professionals that 
are part of the discourse (P3).

This recommendation proposes online spaces 
that combine peer support with professional 
oversight, addressing limitations of current 
unmoderated forums.

These recommendations collectively display 
a desire for more integrated support following 
HPV diagnosis, combining proactive education, 
contextual explanation, personal connexion, and 
community support. They suggest that improve-
ments in communication could significantly 
enhance patients’ experiences of navigating this 
common but often distressing diagnosis.

Discussion

This section presents a detailed analysis of the 
study’s findings, structured into thematic areas. 
It explores the psychological impact of HPV 
and cervical cell change diagnoses, challenges 
in the screening and support processes, coping 
mechanisms, and information-seeking behav-
iours. Clinical recommendations and directions 
for future research are also discussed.

Psychological impact and knowledge 
influence

The experiences of individuals diagnosed with 
HPV or cervical cell changes through UK cervi-
cal screening reveal a complex interplay of fac-
tors that extend beyond initial expectations. 
While HPV awareness levels significantly 
impacted diagnostic responses, additional fac-
tors, including personal medical history and 
immediate support accessibility, emerged as 
equally determinative. Participant responses 
encompassed a spectrum of emotional reactions, 
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from minimal concern to acute psychological 
distress, corroborating previous findings regard-
ing the psychological burden of HPV diagnosis 
(McBride et al., 2022).

The intensity and duration of emotional 
responses varied significantly, influenced by 
diagnostic timing, oncological history, and sup-
port system robustness. Participants with famil-
ial cancer histories demonstrated heightened 
risk perception and consequent anxiety, inter-
preting their diagnoses through the lens of ele-
vated personal susceptibility. These 
observations align with research on the influ-
ence of experiential and cognitive factors in 
HPV diagnosis responses (Daley et al., 2010). 
The Common-Sense Model of Self-Regulation 
(Leventhal et al., 1980, 2016) provides a theo-
retical framework for understanding the devel-
opment of cognitive and emotional illness 
representations. For instance, one participant 
noted how receiving their diagnosis after a 
relaxing holiday intensified feelings of anxiety, 
illustrating the role of contextual factors in 
shaping emotional responses.

Participants with limited prior understanding 
of HPV were more likely to catastrophise their 
diagnosis, often struggling to comprehend the 
implications. This observation corresponds 
findings regarding the correlation between lim-
ited knowledge and elevated anxiety levels 
(Hagger and Orbell, 2022). Conversely, partici-
pants with a better understanding of HPV’s 
prevalence and typically benign nature reported 
less distress, consistent with research (Waller 
et al., 2007), who found that accurate informa-
tion can alleviate fears.

Past medical experiences appeared to nota-
bly modulate participant responses. Individuals 
with personal or familial cancer histories exhib-
ited heightened anxiety levels, employing these 
experiences as interpretive frameworks for their 
diagnoses. Research (Waters et al., 2011) dem-
onstrated that familial health histories can 
amplify perceived risk and emotional distress, a 
finding strongly supported by our results.

The availability of immediate support also 
played a critical role in shaping emotional 
responses. Participants receiving results in 

non-clinical settings reported increased isolation 
and psychological burden, supporting research 
(Harvey-Knowles and Kosenko, 2012; Nick 
et al., 2021) identification of post-diagnosis sup-
port deficits as significant anxiety contributors. 
Healthcare providers offering immediate reas-
surance demonstrated capacity to alleviate emo-
tional distress, emphasising the significance of 
timely, empathetic communication.

These findings underscore the multifaceted 
nature of emotional responses to HPV diagno-
ses, influenced by individual, social, and infor-
mational factors. Tailored support considering 
patients’ unique circumstances and knowledge 
levels remains essential for alleviating unneces-
sary distress and fostering accurate illness rep-
resentations (Head et al., 2017; Marlow et al., 
2020).

Challenges in screening, support, and 
communication

The study identified multiple systemic and 
logistical challenges within the cervical screen-
ing program contributing to patient distress. 
Appointment delays and extended result wait-
ing periods emerged as prevalent concerns, 
with participants identifying these logistical 
issues as significant anxiety sources. These 
findings support research (Bhati et al., 2023) on 
logistical barriers’ impact on care continuity 
and patient engagement.

The implementation of HPV primary screen-
ing introduced additional challenges. Participants 
frequently demonstrated difficulty comprehend-
ing HPV-positive results absent cytological 
abnormalities. This confusion frequently origi-
nated from suboptimal communication, aligning 
with research (Marlow et al., 2020) emphasis on 
enhanced patient education requirements in 
evolving screening methodologies.

Communication emerged as a central theme, 
with participants emphasising the importance 
of clear, consistent, and empathetic communi-
cation from healthcare providers. The timing 
and delivery method of information signifi-
cantly influenced participants’ experiences. 
Those receiving face-to-face explanations from 
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healthcare professionals reported lower anxiety 
levels, supporting research (King and Hoppe, 
2013) assertion that effective health communi-
cation is fundamental to improving patient 
outcomes.

Long-term psychological effects were 
another significant concern, with participants 
reporting impacts on self-concept, intimate 
relationships, and health behaviours, consistent 
with findings (Aker et  al., 2023; Frederiksen 
et al., 2015). Transmission, fertility, and cancer 
risk concerns further complicated these chal-
lenges, highlighting the necessity for sustained 
support beyond initial diagnosis and treatment 
phases. Research (Reblin and Uchino, 2008) 
noted operational inefficiencies’ potential to 
exacerbate anxiety, emphasising the require-
ment for patient-centred care pathways.

Coping mechanisms and information-
seeking behaviours

Participants exhibited varied coping mechanisms 
and information-seeking behaviours following 
their diagnosis. Many actively sought additional 
information, consistent with the Common-Sense 
Model of Illness Representations (Leventhal 
et  al., 1980). However, coping strategies were 
multifaceted, incorporating both problem-focus
sed approaches (information-seeking, healthcare 
engagement) and emotion-focussed strategies 
(seeking reassurance from loved ones, managing 
distress through social support).

The reliance on personal relationships for 
emotional coping highlights gaps in formal sup-
port provision. While information-seeking rep-
resents an active coping strategy, the need for 
emotional reassurance from friends and family 
suggests that current healthcare support may be 
overly focussed on procedural information 
rather than holistic emotional needs.

For some participants, accurate information 
about HPV’s prevalence and typically benign 
nature provided reassurance. These findings 
align with research (Waller et  al., 2007), who 
noted that accurate knowledge can alleviate 
fears. However, others experienced heightened 

anxiety as they encountered conflicting or dis-
tressing information online. Participants fre-
quently turned to unmoderated forums and 
medical websites, with mixed outcomes.

Healthcare providers demonstrated crucial 
roles in directing patients towards reliable 
information sources. Participants consistently 
expressed preference for comprehensive pro-
fessional explanations, noting these interac-
tions’ capacity to provide both emotional 
reassurance and cognitive clarity. Despite 
increasing reliance on digital resources, partici-
pants emphasised face-to-face communica-
tion’s significance, highlighting unguided 
online research limitations (Chen et al., 2022).

Multiple participants advocated for earlier 
HPV education, suggesting proactive public 
health initiatives. Integration of HPV education 
into school-based sexual health curricula 
emerged as a frequently proposed strategy for 
misconception and anxiety reduction. Research 
similarly emphasised proactive education’s role 
in fostering informed patient populations (Head 
et al., 2017).

Clinical recommendations

The findings of this study underscore the need 
for a more holistic, patient-centred approach to 
HPV diagnosis and management. Key recom-
mendations include:

•• Enhanced Public Education: Proactive 
public health campaigns should address 
common misconceptions about HPV, 
emphasising its prevalence and typically 
benign nature. Integrating HPV educa-
tion into school curricula can help nor-
malise discussions and reduce stigma.

•• Tailored Communication Protocols: 
Healthcare providers should adopt stand-
ardised, patient-centred communication 
strategies to ensure consistent and empa-
thetic delivery of information. Training 
programs for healthcare professionals 
could emphasise the importance of clear 
explanations and emotional support.
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•• Integrated Support Services: Counselling 
and psychological support should be 
incorporated into the diagnostic path-
way. Providing patients with immediate 
access to trained professionals can miti-
gate emotional distress and improve 
overall well-being (McRae et al., 2014; 
Sanchez Antelo et al., 2022).

•• Streamlined Care Pathways: Addressing 
logistical barriers, such as appointment 
delays and communication breakdowns, 
is essential to improve patient experi-
ences. Developing integrated care path-
ways that prioritise convenience and 
continuity of care can enhance patient 
engagement (Bhati et al., 2023).

Future research directions

While this study provides valuable insights, fur-
ther research is needed to build on these find-
ings. Key priorities include:

•• Diverse Sample Populations: Future 
studies should include larger and more 
diverse populations to capture a broader 
range of experiences. Expanding demo-
graphic representation would provide a 
more comprehensive understanding of 
the challenges faced by different groups.

•• Longitudinal Studies: Exploring the 
long-term psychological and social 
impacts of HPV diagnoses would offer 
valuable insights into how patients adapt 
over time. These studies could inform 
the development of targeted 
interventions.

•• Mixed-Methods Approaches: Combining 
qualitative interviews with quantitative 
surveys could provide both rich contex-
tual data and broader statistical insights, 
enhancing the generalisability of 
findings.

•• Comparative Studies: Research compar-
ing patient experiences across different 
healthcare systems and screening models 
could identify best practices and inform 
policy development.

•• Healthcare Provider Perspectives: 
Investigating the challenges faced by 
healthcare professionals in communicat-
ing HPV diagnoses could provide valua-
ble insights into improving patient-provider 
interactions.

Limitations

This study has several limitations. First, the 
small sample size (n = 7), while appropriate for a 
pilot study, limits transferability. Convenience 
sampling through social media may over-repre-
sent digitally literate women and under-represent 
those from lower socioeconomic backgrounds or 
with limited digital access.

Second, researcher bias may have influenced 
data collection and analysis. As a female 
researcher interested in women’s health, reflex-
ivity practices (journaling, supervision) were 
employed to mitigate this, though influence 
cannot be entirely eliminated.

Third, remote interviews via Microsoft 
Teams precluded observation of some non-ver-
bal cues and may have affected rapport-build-
ing, though they offered benefits including 
geographical flexibility and participant pri-
vacy. The digital format may have excluded 
women without internet access or technologi-
cal confidence.

Fourth, time since diagnosis was not system-
atically collected, limiting ability to comment 
on how experiences evolve over time.

Finally, recall bias may have affected partici-
pants’ accounts, particularly for diagnoses in 
the more distant past.

Conclusion

This study aimed to explore the experiences of 
individuals diagnosed with HPV or cervical cell 
changes through the UK cervical screening pro-
cess, with particular emphasis on the role of 
HPV knowledge in shaping these experiences 
and the support needs post-diagnosis. The find-
ings reveal a complex array of factors influenc-
ing patients’ experiences, extending beyond 
initial expectations.
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Key insights include the significant impact 
of pre-existing HPV awareness on responses 
to diagnosis, underscoring the need for 
improved public health education. The study 
highlighted diverse emotional responses, from 
mild surprise to intense distress, emphasising 
the necessity for tailored, compassionate sup-
port. Challenges in screening, support, and 
communication processes were identified, par-
ticularly the gap between clinical pathways 
and emotional support needs. The importance 
of immediate diagnosis support and structured, 
ongoing services was evident, as was the var-
ied information-seeking behaviour of patients 
and the potential drawbacks of unguided 
online research.

These findings have important implica-
tions for both theory and practice. They 
affirm the relevance of the Common-Sense 
Model of Illness Representations (Leventhal 
et al., 1980) in understanding patient experi-
ences and highlight the need for health com-
munication theories to account for individual 
differences in information processing. 
Practically, they suggest a need for improved 
public health education, targeted communi-
cation strategies, and more comprehensive 
support services within the UK cervical 
screening program.

Despite limitations, such as a small sam-
ple size and potential biases, this study pro-
vides valuable insights into the lived 
experiences of individuals navigating HPV 
and cervical cell change diagnoses. Future 
research should address these limitations 
through larger, more diverse samples and 
mixed-method approaches.

This research underscores the multifaceted 
nature of patient experiences with HPV and 
cervical cell change diagnoses. It highlights 
the need for a holistic, patient-centred app
roach that considers the full spectrum of 
patient needs, from initial screening to long-
term follow-up. By addressing the gaps iden-
tified, healthcare providers and policymakers 
can improve patient outcomes and experi-
ences within the UK cervical screening pro-
gram, ultimately contributing to better public 

health outcomes in cervical cancer preven-
tion and management.
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