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The skin is the largest organ of the human body, 
with an impressive collection of cells, nerves, 

and other structures working together to maintain 
homeostasis.1 As the most visible organ, the skin forms 
a tableau of our lives and memories, from the scars in 
the playground on our knees, the laughter lines in the 
corners of our eyes, and natural wrinkles from ageing. 
How one feels about their skin is diverse and unique 
to every person, forming an important psychosocial 
role in several cultures and can impact an individual’s 
wellbeing. When skin function is altered or impaired, 
this can hugely affect people’s lives – such as loss of 
function, impaired movement, pain, pruritus, stigma and 
psychosocial morbidity.2

From February to May 2024, the BDNG invited people in 
the UK and Ireland with skin conditions to take part in a 
‘What Matters to You?’ survey. Seventy-eight participants 
responded to the survey, which asked them to report 
‘what mattered’ to them in their skin health journey. 
The responses were wide-ranging, covering facets 
from managing day-to-day life, coping with delays in 
appointments and the stigma of those who live with life-
changing skin problems.

As nurses (including healthcare support workers), we 
are regularly involved throughout patients’ journeys 
as they cope with their skin conditions – whether in a 
local health centre, outpatient clinic, or the community. 
However, these journeys can often be difficult for 
patients and staff due to a complex interplay of factors. 
These include time, resources, and knowledge of skin 
conditions. The author believes that understanding what 
matters to those with long-term skin conditions is vital. 
This, in turn, can contribute to the BNDG’s aim to 
improve and promote high-quality dermatological care 
of all patients.
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Background: The BDNG implemented a ‘What Matters to 
You?’ survey for participants living with skin conditions in the 
UK and Ireland from February 2024 to May 2024.
Aims: To understand, learn and reflect on the responses 
provided by participants to aid and enhance nurses’ and 
other HCPs’ understanding of providing person-centred care 
for those living with long-term skin conditions.
Methods: A mixed methods analysis of survey responses 
was undertaken, to ascertain ‘what mattered’ to people 
living with skin conditions in the UK and Ireland. Free-text 
responses to the question ‘what matters to you?’ were 
analysed, coded and interpreted using Braun and Clarke’s 
thematic analysis framework. This resulted in four major 
themes from patients’ perspectives. 
Results: Responses were interpreted by the author 
and grouped into four major themes: 1) Listen to me, 2) 
Holistic approaches with me, 3) Accessibility for me and 4) 
Education and awareness about me’. 
Conclusion: The qualitative data from these responses 
provide a rich subset of evidence on ‘what matters’ to 
patients living with complex skin conditions. Nurses and 
healthcare professionals (HCPs), who are often involved at 
all stages of patients’ journeys with skin issues, would be well 
placed to learn, reflect, and implement learning from this 
evidence, ultimately enhancing our relationships with patients 
to promote high-quality dermatological care.
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Part 1 of this survey is reported in December’s 
Dermatological Nursing and covers the 
implementation of the ‘What Matters to You?’ 
2024 survey.3 This article focuses on an in-depth 
report of the theme analysis and implications 
for nursing practice.

Methods of analysis

All survey participants answered the following 
question: ‘We want to hear what matters to you 
throughout your skin-health journey...what things 
made it good, what things made it bad? We also 
would like to know what is important to you 
throughout your journey, whether this is a small or 
large thing.’

Responses to this question were then 
thematically analysed using Braun and Clarke’s 
six steps to thematic analysis.4 This was used not 
only because of the author’s own experience 
undertaking thematic analysis, but also to 
ensure a systematic approach to interpreting 
the themes arising from the participants’ 
experiences. The standards for reporting 
qualitative research (SRQR) reporting checklist 
serves as a comprehensive guide at each 
stage of analysis, ensuring the highest rigorous 
standards even for researchers who may not 
have extensive experience or formal training in 
qualitative analysis.5 

Stage 1: Familiarisation with data
As the data was obtained digitally, the author 
did not have to transcribe handwritten or 
verbal replies manually. The JotForm platform 
used would automatically keep a record of all 
entries exactly as the person typed them. The 
author would read replies to become familiar 
with the data, simply noting whether there 
were repeated words or themes at the time 
of reading. 

Stage 2: Keyword selection
Data was collated into a word cloud to help 
the author visualise prominent responses and, 
therefore, potential keywords. An example of 
this word cloud is shown in Figure 1.

The author then removed common words 
(me, I, us, them, they, and, or) and similar 
phrases (said, saying, sayings) and in some cases, 
changed words that might mean or be used 
interchangeably (for example, variations of the 
spelling or phrase ‘General Practitioner’ were 
changed into ‘GP’) to ensure that the word-
cloud would visually demonstrate the most 
common responses, and act as a jumping off 
point to search the data. 

Table 1. Keyword response and mentions

Keyword
Number of responses 
mentioning that word

Skin 22

Doctor 5

GP (GPs, Primary Doctor, GpS, 
general practitioner)

11

Dermatologist (skin specialist, skin 
doctor, dermatology)

17

Nurse (nurses, nursing) 7

Listen (listening, listened) 22

Support (supporting, supportive) 12

Access (to care, accessibility) 8

Appointment (appointments, 
appointed)

9

Wait (waiting, waited) 6

Know (knowledge, knowing, knows) 10

Topical Treatments (steroid cream, TS, 
topical steroids, emollients, creams, 
lotions)

11

Treatment (topical, 
immunosuppressants, counselling)

19

Mental health (anxiety, depression, 
feeling, feelings)

8

Diagnosis (diagnosis, diagnosed, 
misdiagnosis) 

6

View (preference/ preferences) point 
of view

2

Symptoms (symptom) 6

Flare (flaring, flares) 8

Physical descriptions of symptoms 
(dryness, itch, flakes)

6

Cope (coping, copes, manage, 
managing)

2

Figure 1. Word cloud of prominent responses
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Each prominent response was searched, 
then coloured in the data set to match 
the nearest approximate colour of 
the word cloud. The total number of 
responses mentioning that word was also 
noted to ascertain if specific themes or 
words were repeated across responses.

Step 3 and 4: Identifying and 
reviewing themes
The Microsoft Whiteboard was used to 
‘pin’ these keywords and their context, 
as ‘Post-It’ type notes, to look back 
and re-read the response closely, and 
to group patterns that occurred. This 
process was inductive, allowing the 
author to explore and remain open to 
new themes and ideas that might arise 
from the participants. 

As the main question asked of 
participants was ‘What matters to you?’ 
the author looked for similar patterns 
or responses to that question, rather 
than specific feedback from participants 
about their own local areas or issues. 

Step 5: Naming the themes
All 78 responses were analysed and 
grouped into four distinct themes: 
listening to those in our care, exploring 
more holistic or alternative options, how 
people access that care, and promoting 
awareness and education about the 
impact of skin conditions on people’s 
lives (Figure 2). These have been 
categorised as:

1.	 Listen to Me
2.	 Holistic Approaches to Treatment 

with Me
3.	 Accessibility to Care for Me
4.	 Awareness and Education about Me

The author will discuss these headings in 
analysing this survey’s results. The results 
of this approach and methodology are 
subject to the limitations highlighted in 
‘Implementation of the WMTY 2024 
BDNG Survey’ article in the last issue of 
Dermatological Nursing.3

Theme 1: Listen to Me

Over 30% of the responses mentioned 
‘listen’, ‘listening’, or ‘listened.’ In those 
responses, participants strongly 
emphasised the importance of 

healthcare professionals (HCPs) listening 
to people in their care, understanding 
concerns and involving them in decisions. 
Our NMC Code of Conduct reflects 
this, which requires nurses to ‘listen to 
people and respond to their preferences 
and concerns’.6 This participant explains:

Participant 71: “What matters to me the 
most is being heard every time I attend an 
appointment (Female 30-40, who lives 
with Psoriasis, Northern Ireland).”

In the survey, many participants 
expressed concern, frustration, and 
a sense of being dismissed by HCPs. 
Carers, especially parents, said they often 
knew the child or person’s skin better 
than HCPs.

Participant 2: “I know my son’s skin more 
than they [HCPs do] … If I…have found 
a trigger, I say the plan is not working, I say 
I am worried about creams, I ask a question, 
I am more worried than you are, then listen 
(Male, 30-40 years old,, the primary carer 
for a child with eczem a, England).”

Participant 2 explains how he feels as 
a carer for a child with eczema and 
the importance of being heard and 
listened to by HCPs. This was echoed by 
Participant 39, who has psoriasis, when 
they expressed that they could see signs 
of similar skin problems on their child 
but that they: “… do not know if anyone 
has ever listened to me about why I think 
that is.” (Female, 40-50, England).
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Similarly, those who had lived with these 
chronic conditions expressed that their 
lived experience was not acknowledged. 
Participant 57, a 50-60-year-old woman 
who lives with psoriasis, demonstrates 
this in her response.

Participant 57: “Not being spoken to like 
a child and patronised by someone young 
enough to be your own child while they 
explain what something is to you when 
you’ve lived with it for over 40 years.” 
(Female, 50-60, England).

Several people revealed that the 
psychological impact of their condition, 
such as reduced self-confidence, 
self-worth, or anxiety, was ‘dismissed’ 
by HCPs. Participant 6, a 60-70-year-
old woman who lives with psoriasis, 
illustrates this:

Participant 6: “… my psoriasis impacts 
how I feel about myself just as much 
as finding a treatment that works. They 
are too quick to dismiss these feelings.” 
(Female, 60-70, England). 

Discussion: Listen to Me
Listening is a crucial communication skill 
for HCPs, particularly nurses. Numerous 
studies have highlighted the positive 
effects of active listening on patient care, 
including improved treatment adherence 
and, in turn, better overall outcomes.7

However, a consultation by 
Hildebrand et al found that patients 
often felt dismissed by HCPs when 
professionals did not provide sufficient 
information, rushed the consultation, 
and appeared not to take time to 
listen to the patients.8 This could be 
further compounded by non-verbal 
cues that patients may pick up – for 
example, crossing arms or filing through 
paperwork – which could be interpreted 
as rude or dismissive.9 

Although communication techniques 
may be taught to HCPs, listening is a 
complex skill often developed through 
practice. It can be observed and refined 
through experience, reflection on 
practice, or the use of tools to open 
dialogue.10 One such tool is the ‘What 
Matters to You?’ questionnaire, which 
was used as the basis for the survey.

When symptoms are dismissed, this 
might erode trust – or perceived trust – 
between HCPs and patients.11 Likewise, 
this communication breakdown may 
impair outcomes.12 Berglund et al. argue 
that this breakdown could lead people 
to avoid seeking help from HCPs in the 
future.12 Using empathetic listening skills 
could rebuild trust and enable patients’ 
concerns to be heard.9

However, many barriers prevent HCPs 
from listening to patients, including 
short appointment times, access to 
appropriate professionals, and HCPs’ 
own communication skills.13 Many 
participants expressed that issues 
with building trust or rapport could 
be helped by having more consistent 
access to care or consistent relationships 
with care providers, such as nurses. For 
example, many participants praised 
their excellent nursing care, such 
as Participant 51: “making them feel 
human.” (Female, 50-60, Scotland, living 
with Bullous Pemphigoid).

Theme 2: Holistic Approaches 
to Treatment with Me

Many participants expressed a desire 
for HCPs to look beyond the medical 
management of their condition and 
consider the broader impact of skin 
conditions on patients’ lives and 
wellbeing. Patients with both eczema 
and psoriasis expressed concern that, 
often, their interactions with HCPs 
in their journeys would only provide 
treatment creams:

Participant 48: “… I just get given a 
cream and topical steroids, but they do not 
work for very long.” (Female 40-50, Wales, 
living with Psoriasis).

Patients might then perceive that their 
ideas, concerns or expectations are not 
being met, as Participant 43 explains: 
“(I want to) … be taken more seriously 

rather than just being packed off with 
steroids.” (Female 40-50, living with 
psoriasis, Scotland). Like many others, 
this lady said it was “frustrating.” 

These experiences were echoed by a 
patient living with Netherton syndrome 
who wished: “…from all the services 
I have had to visit, I have never had one 
ask me how I am feeling/coping/managing 
everything.” (Participant 16, female, 30-
40, England).

Society’s increased awareness of mental 
health might not always translate to an 
understanding of how skin health can 
affect mental wellbeing and vice versa. 
Many areas lack dedicated psychological 
support for people living with complex 
skin conditions. Therefore, patients like 
this lady may feel the need “to learn to 
cope.” (Participant 16).

Discussion: Holistic Approaches to 
Treatment with Me
In recent years, complementary or 
alternative treatments (CAM) have 
become more popular. The availability 
of the internet, including social media 
and cultural influences, might lead 
patients to use CAM therapies to 
treat their skin conditions. However, 
CAM are often controversial and 
lack sufficient data on their safety and 
efficacy.14 In a 2021 systematic review 
and meta-analysis by Jones et al., the 
authors failed to demonstrate that 
CAM treatments were superior to 
placebo. However, there was some 
evidence supporting the antimicrobial 
properties of specific ingredients, such 
as honey.14

Similarly, participants reported that 
HCPs did not consider the complex 
interactions between our gut, mind, 
and skin. Increasing research has 
demonstrated these interactions, for 
example, between the gut microbiome 

Professional development

“Many barriers prevent HCPs from listening 
to patients, including short appointment 

times, access to appropriate professionals, 
and HCPs’ own communication skills”

22 Dermatological Nursing  2026, Vol 25, No 1 www.bdng.org.uk

http://www.bdng.org.uk


and health.15 We still do not know 
enough about these connections, but 
future treatments may target them.

It is also essential to consider that people 
living with skin conditions might feel the 
need to resort to CAM due to a variety 
of reasons, including desperation for 
some treatment that might help them. 
Likewise, people living with debilitating 
skin problems may not be able to access 
appropriate support for their mental 
health issues, so they might end up 
seeking help outside of what could be 
considered mainstream practice. 

Research has consistently identified an 
elevated psychological burden among 
dermatology patients for over two 
decades.16 However, there continues to 
be an escalating demand for enhanced 
mental health support for these 
individuals. Likewise, areas throughout 
the UK will have different levels of 
access to mental health support, from 
primary to secondary care, which may 
affect the level of support that HCPs 
can offer patients in their care. Nurses 
could, with sufficient basic training, 
provide some basic mental health 
support or signpost patients to relevant 
resources. 

Theme 3: Accessibility to Care 
for Me

Many participants reported severe 
challenges accessing specialist care and 
receiving help when needed. Participants 
also stressed the importance of obtaining 
a timely diagnosis and treatment, 
particularly for skin conditions that cause 
significant pain, discomfort, and the 
inability to undertake everyday life. 

This lady, who lives with genital skin 
problems, explains: 

Participant 58: “We need timely access 
to specialists who can diagnose and start 
appropriate treatment for our conditions. 
I waited nearly three years to see a 
consultant (a three-hour drive away in 
England when I lived in Wales) to get a 
diagnosis, and that whole time I went 
untreated, and my condition worsened.” 
(Female, 40-50 who described their skin 
issue as genital psoriasis, Wales).

Although a specialist saw Participant 
58, they were discharged back to their 
GP without access to support or help. 
Participant 58 explains more: “It has 
affected my life immensely. I was then 
immediately discharged back to GP care, 
but the treatment they gave me is not 
working very well, and now I have no one 
to ask about it. The GP has no idea, and 
all they can do is refer to dermatology, 
who are now only seeing suspected cancer 
cases, so I probably have to wait another 
2-3 years to see someone again. The 
consequences of this for me and others 
like me are dire.”

Other participants discussed the 
consequences of long wait times for 
access to specialist care. A 40-50 year 
old lady, who lives with psoriasis, states: 
“I had an emergency appointment made 
to see the dermatologist at the hospital 
as I had quite a painful flare-up. It was an 
18-month wait with two cancellations. My 
appointment came around, I had managed 
my flare up, and it had died down a lot 
(it took those 18 months to do that). I was 
amazed as they did not want to see any of 
my psoriasis and said, ‘Oh…put this cream 
on repeat and not use anything on my 
face at all’. Then they discharged me just 
like that! Now I am being referred again as 
another flare-up ten months wait…. I just 
hope they [dermatology team] are not as 
dismissive and rude when I ask questions 
this time because they genuinely made 
me feel so bad last time.” (Participant 65, 
Female, England).

Cancellations of planned appointments 
also led to other issues, such as delays in 
treatments or medications. Participant 
70 reports: “It would be good if my 

booked appointments were not cancelled 
at the last minute and therefore making 
me run out of methotrexate. (Hospital 
only gives two months at a time, and I 
have to go through the rigmarole of getting 
blood tests done before more medication 
is prescribed.” (Female, 50-60, living with 
psoriasis, England).

Discussion: Accessibility to Care 
for Me
Delays in receiving appropriate care 
can and do have a significant impact 
on people’s lives, including potentially 
life-threatening complications like sepsis. 
Furthermore, delays impact the known 
physical symptoms of a given condition 
and mental health. 

Those living with chronic skin conditions 
can have periods of flares and 
remissions – meaning that by the time 
a specialist sees them, they might feel 
like they have been forced to ‘cope on 
their own.’ Likewise, they may feel the 
need to ‘prove’ that they do have a skin 
condition, that they may have been living 
with their whole life. Dermatologists 
might see this when patients bring 
photos, used tissues to cover wounds, or 
other items they feel they need to bring 
to appointments to ‘prove’ that their 
skin condition is ‘bad enough’ to warrant 
secondary care input. 

Delays or cancellations of appointments 
can then heavily impact the management 
of their skin condition. Participant 70’s 
experience reflects this, resulting in 
missing out on necessary medication 
to manage their skin symptoms. 
Frustration, anger and annoyance are 
common emotions when appointments 
are delayed or cancelled. Likewise, 
these emotions can affect HCPs, both 
in dealing with upset patients and in 
managing patient expectations. 

Several factors contribute to delays in 
receiving specialist care. These include 
a UK-wide shortage of consultant 
dermatologists. According to the 2017 
BDNG survey on dermatology services, 
only 29% of the trusts surveyed met the 
British Association of Dermatologists’ 
standards for consultant numbers.17 
Furthermore, inadequate training for 
medical and nursing students, the 
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absence of standardised GP training, 
and the utilisation of medical associate 
physicians can all impact patients’ ability 
to receive care. Many nurses do not 
receive any training on skin conditions; 
rather, undergraduate courses tend 
to focus on pressure prevention or 
wound care.18 This may mean that 
although nurses may be well placed to 
support patients, they may not have the 
knowledge or understanding to do this. 

Theme 4: Awareness and 
Education about Me

Many patients expressed that more 
resources should be devoted to 
awareness and prevention, particularly in 
primary care settings or through public 
awareness campaigns. 

Participant 67: “At present, what matters 
to me is awareness. I’m finding many 
workplaces lack the understanding and 
knowledge of the condition and being 
immunosuppressed. At times it feels like 
I’m hitting my head off a wall.” 

They continued: “There is also a lack of 
understanding with the public, I’ve had 
friends refer to it as “just dry skin” when 
it’s not!” (Female 25-30, living with 
Psoriasis, Scotland).

Respondents often felt that more 
education for all HCPS, particularly in 
recognising rarer symptoms, was needed: 

Participant 59: “Getting a quick diagnosis 
(mucous membrane pemphigoid). Not 
being able to clean my teeth because of 
desquamative gingivitis was very painful. 
I was given no help for this. In the end, 
I had to use my initiative and use my 
husband’s steroid asthma inhaler in my 
gums to get relief. For some reason, it is 
considered OK to let people suffer pre-
diagnosis!” (Female 60-70, Oral MMP).

In addition, a few participants who self-
identified as living with topical steroid 
withdrawal/addiction wanted to highlight 
a lack of support throughout their 
journey. This is reflected in Participant 4’s 
experience: 

Participant 4: “….With distinct differences 
in symptoms, doctors misdiagnose severe 
eczema for TSA [topical steroid addiction]. 

When will this be fully addressed in the 
clinic?” (Female, 50-60, living with topical 
steroid addiction, UK – did not disclose 
further location).

Discussion: Awareness and 
Education
Throughout their replies, people wished 
for greater awareness and understanding 
of skin conditions among HCPs and the 
public. Patients expressed frustration 
with misdiagnosis, lack of knowledge 
about their conditions, and stigma 
often associated with their symptoms 
throughout their journeys, whether 
this was in primary or secondary care. 
Participants highlighted that there is 
a lack of awareness, especially among 
employers and the public, about how 
skin conditions are often more complex 
than they see.

Many patients living with rare and 
complex skin problems, such as mucous 
membrane pemphigoid, bullous 
pemphigoid, and pemphigus (PEM), felt 
that their conditions and the impact 
they have on their daily lives need to be 
taken more seriously by HCPs. Similarly, 
people living with topical steroid 
withdrawal, like Participant 4, might feel 
like their concerns are not being heard 
by HCPs.

There is a significant increase in anxiety 
about topical steroid use and topical 
steroid withdrawal/addiction (TSW/A), 
driven in part by social media and 
overall anxiety about its potential 
side effects. The British Association 
of Dermatologists and the National 
Eczema Society have released a 
factsheet covering common questions 
regarding TSW/A to help provide a 
reputable source of information.19 
Furthermore, there have been calls for 
more research on this topic, as there 
is limited evidence about the diagnosis, 
treatment and support for people 

with this condition. However, there 
might be a perception within the TSW 
community that dermatologists, amongst 
other HCPs, do not take their concerns 
seriously, despite these and other efforts 
to do so. 

Research demonstrates a lack of skin 
health education in medical, nursing, 
and public health settings. This lack of 
education may also extend to general 
education. A lack of general education 
(for example, in primary and secondary 
schools) about skin and its functions 
may also affect society’s understanding 
of its role and the impact of skin disease. 
Social media’s influences may further 
exacerbate many misconceptions about 
skin conditions and health. 

Resources such as PEM Friends, 
Eczema Outreach Support, the 
Psoriasis Association and other 
patient organisations can help dispel 
misconceptions or myths about skin 
and provide people with access to peer 
support. Many participants felt that 
more HCPs, particularly in primary care, 
should signpost patients to organisations 
such as the Psoriasis Association or 
Eczema Outreach Support. 

In addition, those with rarer conditions, 
such as those living with MMP and 
bullous pemphigoid, reported that 
being signposted to PEM Friends had a 
significant impact on their ability to cope 
and live well with their condition. Based 
on the positive experiences with these 
organisations, signposting or utilising 
these resources can act as a powerful 
tool, in the words of Participant 49, to 
see that they are ‘not alone’. (Female 
60-70, living with bullous pemphigoid in 
England).

Nurses and HCPs play an essential role 
throughout patients’ journeys. They 
are vital team members who care for 
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patients and help to promote positive 
outcomes. More organisations are 
training nurses and HCPs to promote 
healthy skin, such as by preventing 
pressure ulcers in hospitals and care 
home settings. 

Nurses and support workers could be 
ideal targets for training, as they are 
often the people patients interact with 
most directly – for example, for wound 
dressings, blood pressure monitoring, 
sexual health screening, and vaccinations 
– to promote healthy skin habits 
throughout a person’s lifetime. They may 
also be ideal targets as they may already 
have in-built relationships of trust and 
understanding with patients or carers. 

Conclusion

The BDNG’s ‘What Matters to You?’ 
survey of individuals living with skin 
issues in the UK and Ireland emphasises 
the importance of listening to those 
under our care. The survey highlighted 
that listening to patients, promoting 
access to care, considering holistic 
approaches, promoting education and 
awareness were expressed needs and 
are crucial at each point in patients’ 
journeys. It also demonstrates the 
wealth of learning available in patients’ 
experiences to enhance nurses’ 
knowledge. 

The survey demonstrates the need for 
increased awareness and education for 
healthcare professionals across the multi-
disciplinary team to effectively recognise, 
manage, and support individuals with 
skin conditions. It also demonstrates the 
need for professionals to continuously 
develop their communication 
skills throughout their careers to 
consider patients’ ideas, concerns, and 
expectations. 

It also highlights the need to ask patients, 
‘What matters to you?’ and to listen 
with genuine empathy and concern. 
Furthermore, it emphasises the need 
to take patient concerns seriously, seek 
clarification, and make amends when 
communication breaks down. Obtaining 
patient feedback and reflecting on the 
patient experience, as in this survey, 
can help professionals identify gaps in 
their skills.

Listening, reflecting, and learning from 
patients’ responses can help nurses and 
HCPs promote person-centred care 
and decisions. They can also help us 
form what is often a core component 
of nursing – a human connection – 
between ourselves and the patients in 
our care. The kindness, compassion, and 
empathy we show towards our patients 
have, if hard to measure, an impact on 
their lives as the nursing services we 
offer. In the words of a lady living with 
bullous pemphigoid:

Participant 56: “It matters greatly that 
I am treated by informed, skilled and 
empathetic staff.” (50-60-year-old, 
Female, England).
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