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The lived experience of people
with psoriasis:
A qualitative meta-synthesis

ABSTRACT

Background: This review explores the lived experience of people
through the lens of their journey with psoriasis. Most of the efforts
to understand the impact of psoriasis on a person’s life have been
quantitative studies focusing on quality of life. There is a need to
understand more about what it is like living with psoriasis. This
understanding may provide insight into the wellbeing and health
priorities of those living with psoriasis and help health professionals
provide them with more holistic care.

Objective: To explore the lived experiences of adults with psoriasis.

Methods: A qualitative meta-synthesis was undertaken using meta-
ethnography. Databases searched included CINAHL, PubMed,
MedNar, Gale and Sociology Source. Qualitative studies published in
English and reporting primary data analysis including the experiences
of people with psoriasis were considered for inclusion.

Findings: Nineteen studies were included. Three themes emerged
from the synthesis about the lived experience of psoriasis, including
the impact on participants’ self-identity, wellbeing and culture.
Participant voices underline the daily struggles they experience,
including how psoriasis is all-consuming, shaping their being, and
how people with psoriasis use isolation as a coping mechanism,
making themselves and their bodies invisible.

Conclusion: Psoriasis affects all aspects of a person’s life. The level
of understanding a health professional has of what it is like to live
with psoriasis underpins and informs their therapeutic approaches
and can play a pivotal role in helping a person with psoriasis
successfully manage their condition.
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INTRODUCTION

he aim of this review was to explore the lived experiences of
Tpeople with psoriasis. Psoriasis is a common chronic debilitat-

ing long-term condition that affects millions of adults worldwide.
It is estimated that approximately 90,000 people in New Zealand
have been diagnosed with this condition (Health Navigator, 2023).
Due to the skin being the largest and most visible organ of the human
body, having blemished skin affects all aspects of a person’s quality
of life and has further implications as it predisposes them to many
other comorbidities. For these reasons, individuals with psoriasis
experience unique psychosocial effects and encounter day-to-day

challenges. Exploring the lived experiences of adults with psoriasis is
an evolving area of research that has the potential to inform current
clinical practice and direct population health initiatives.

BACKGROUND

World Health Organization (WHO) (2016) data suggests that the
prevalence of psoriasis in all countries ranges from 0.09 per cent
to 11.43 per cent of the population. Studies show that psoriasis is
prevalent in adults, affecting approximately 2 per cent to 4 per cent
of both males and females equally (Alzeer et al, 2022; Demir &
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Aksoy, 2019; Nicolescu et al, 2021). Recent literature has shown
that psoriasis is a cutaneous disease linked to comorbidities like
inflammatory bowel disease, cardiovascular disease, mental health
disorders, diabetes mellitus, metabolic syndrome, psoriatic arthritis,
hypertension and hyperlipidaemia (Daniel, 2020). Being a chronic,
incurable condition, psoriasis can stretch from childhood through

to old age, leading to missed opportunities in education, work, and
personal life (WHO, 2016). Psoriasis burdens individuals with stigma
and discrimination, undermining self-confidence and self-image.

Treatment for psoriasis is based on the severity, body surface
area it covers and the clinician. Kalb (2019) suggests that with a
limited surface area of <3 per cent, treatment should be topical
therapy. Another option available for treatment is phototherapy, which
involves using “narrowband” ultraviolet (UVB) light (Oakley, 2001).
For larger affected areas, covering more than 10 per cent of the
body, systematic therapy using medications such as methotrexate,
ciclosporin, acitretin or apremilast (not subsidised in New Zealand)
may be indicated. Biologic systematic therapy is the subsequent
line of treatment, but its usage in clinical practice is limited due to its
high cost (Vather, 2020). Complementary or alternative medicines
(CAM) are also commonly used by people with psoriasis, including
herbal therapies, dietary supplements, mind/body interventions,
climatotherapy (bathing in the Dead Sea and sunbathing for several
weeks) and traditional Chinese medicines (Talbott & Duffy, 2015).

People with psoriasis tend to score lower in studies on subjective
health status and psychological well-being (Reimus et al, 2007).
Subjective wellbeing is defined as how people feel about their lives
and their overall satisfaction with life (Cummins et al, 2009). A high
level of disease severity is strongly associated with lower subjective
wellbeing and depression, while improvement in
skin condition was found to improve wellbeing
(Schuster et al, 2022). Therefore, it is essential to
evaluate the mental burden of this disease to weigh
the impact of psoriasis on people’s lives (Dogan
et el, 2022) and include measures of wellbeing in

Table 2. PICo table

Table 1. Meta-ethnography - seven phases

Phase 1 Identifying a phenomenon of interest that
qualitative research might inform

Phase 2 A systematic review of the literature

Phase 3 Reading the studies

Phase 4 Determining how the studies are related

Phase 5 Translating the studies into one another

Phase 6 Synthesising translations

Phase 7 Expressing the synthesis

PICo (population, phenomenon of interest, context) were identified
as adults, lived experiences and psoriasis during the systematic
literature review. The population was viewed as human adults; the
phenomenon of interest was lived experiences and the context
mechanism cause-and-effect relationship, psoriasis. The PICo is
presented in Table 2 (below).

Phase 2 - Systematic review of the literature: A systematic search
was carried out using five databases in August 2022. The search
used the terms derived from the PICo. The entire PubMed search
string used is shown in Appendix 1 (see p37) and was adapted for
CINAHL, MedNar, Gale and Sociology Source.

Key words Synonym and other terms

therapeutic approaches (Schuster et al, 2022).

Given the prevalence and long-term nature of
psoriasis, along with its complex management, the
objective of this meta-synthesis was to report on

P - Population Adults Adults
I - Interest Lived Attitudes, perceptions, views, feelings
Phenomenon of | experiences emotions, life experiences

the lived experiences of people with psoriasis. This
review will enable us to make recommendations to
inform decision-making in current health practices
and policies. The review question was: “What are
the lived experiences of adults with psoriasis?”

METHODS

Co - Context

Table 3. Inclusion/exclusion criteria

Inclusion

Psoriasis Psoriasis

Exclusion

Study design

The methodological process followed in this review
was informed by the meta-ethnography phases
outlined by Noblit and Hare (1988). There are
seven phases to completing a meta-ethnography,
as shown in Table 1 (above) (France et al, 2019,

p. 2).

Phase 1 - Identifying a phenomenon: A
phenomenon of interest was identified, and a
review question was developed. Elements of the

Psoriasis

Adults > 18 years

“Lived experiences”
Qualitative

English language

Within 10 years (2012-2022)

Peer-reviewed primary research

Children

Eczema and other skin conditions
Quantitative

Non-English language

Grey literature
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Study selection

Phase 3 - Reading the studies: Inclusion and exclusion criteria
were applied to the selection of studies (see Table 3, p26). Primary
research studies published in the last 10 years were included. Articles
found to be exclusive to infants, children, adolescents or other skin
conditions were excluded, along with articles not published in English
unless an English translation was available. Additional relevant
articles were handpicked from the reference lists of secondary
research studies to add completeness and rigour. The PRISMA
process diagram (Figure 1, below) shows the identification of the
studies selected at each stage. Each study was critically appraised
for methodological quality using the Joanna Briggs Institute (JBI,
2020) critical appraisal tool for qualitative research studies (see
Appendix 2, p38-39).

Data analysis framework

The data analysis for this meta-ethnography took place in stages
four, five and six.

Phase 4 — Determining how the

studies. The synthesising of the translations produced overarching
metaphors and themes from the concepts of the original studies.

Characteristics of selected
studies

The characteristics of the 19 studies selected for inclusion in

the meta-synthesis are set out in Table 4 (see p28-30). The 19
studies were published between 2013 and 2022. All studies were
in English and were from differing qualitative designs consisting of:
three phenomenology, two exploratory descriptive, two grounded
theory, one ethnography, one mixed method, and 10 interpretive
qualitative. The settings of the studies ranged from hospital inpatient
and outpatient clinics, health clinics, and their own patient or home
environment. Studies were done in China, Israel, Denmark, the
United States, the United Kingdom, Norway, Brazil, Germany, Iran,
France, Italy, Spain and Canada. No New Zealand- or Australian-
based studies were found.

studies are related: The reviewers
examined each study in detail, colour
highlighting quotes to place the quotes

FIGURE 1. PRISMA FLOW DIAGRAM - Identification of studies via

research databases

from each study into sub-categories; e
along with metaphors, concepts or
themes. Then each sub-category was
synthesised, and common concepts or
themes were identified. This process
identified whether the accounts

were directly comparable (reciprocal
translations), in opposition to each
other (refutational), or related studies \

Identification

Titles identified through
searches (n = 469)

CINAHL (n = 293)
PubMed (n = 22)
MedNar (n = 106)
Gale (n = 16)
Sociology Source (n = 1)
Handpicked (n = 3)

~

_>{

Duplicate records
removed (n = 37)

but dissimilar, which, when taken
together, represented a narrative

Titles and abstracts excluded

storyline.

Phase 5 - Translating the studies
into one another: The translating
process entailed appraising the

Titles and

Quantitative only studies
Secondary research
abstracts screened . . .
- 432) English translation not available
(n= Psoriatic arthritis

(n=378)

key concepts amid and across the
studies. The reviewers examined

the key concepts amid and across
each study, and each concept was,

Eczema and other skin conditions
Children

Screening

in turn, juxtaposed to all the other
studies to determine similarities or
variances. Similarities and variances
of key concepts between studies
were identified, and the concepts

Full text studies
assessed for
eligibility (n = 53)

were arranged into categories,
encompassing the themes across
the studies (third-order constructs)
(Connery et al, 2020).

Phase 6 — Synthesising
translations: The synthesis was
achieved by preserving each study’s
central metaphors and concepts
and comparing them with the key

Included

Studies
included for review
(n=19)

Studies excluded (n = 34)
19 wrong study design

7 no rich participant voice

5 wrong population

2 wrong patient population

1 not English language

metaphors and concepts from other

(The Prisma Group, 2009)
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Phase 7 - Expressing the synthesis

FINDINGS

Three primary themes emerged from the synthesis, including
psoriasis is all-consuming, hiding my body and psoriasis shapes your
being (see Figure 2, below).

FIGURE 2. THEMES

—1 All-consuming

Hiding my body

with psoriasis

L_| Shapes your being

The lived experience of people

Theme 1 - All-consuming

Narrative storyline — psoriasis is uncomfortable

Psoriasis is all-consuming because it affects every aspect of

a person’s life. Participants in the studies relate stories of the
experience of itching, pain and the shedding of scales, all of which
are constant (Fisher et al, 2020; Gambles, 2016). This intense itch
can be painful and distracting, coupled with the overproduction of
flaky scales that leave a trail wherever one goes, resulting in stress
and anxiety for those with psoriasis (Khoury et al, 2014; Ljosaa et al,
2020).

“There’s never a moment my scalp doesn't itch”
(Taliercio et al, 2021, participant FG P5 294, p. 47).

The sensation of constantly being itchy affects their concentration
and disrupts their ability to work effectively. Participants’ stories
articulate the ever-present sensation of being itchy, which makes it
difficult to focus on anything else except to scratch that itch until relief
is obtained (Fisher et al, 2020). The bleeding caused by scratching
distracts the person, undermining their ability to concentrate
effectively at work (Taliercio et al, 2021; Zhong et al, 2021).

“When | am scratching myself all day, | can’t concentrate
on something else. It keeps my mind busy most of the day”
(Fisher et al, 2020, participant M8pso, p. 663)

“It affects work efficiency. Let’s say if 'm working on
something and touched my hair accidentally. Dandruff would
fall a lot and | would feel dirty and itchy and couldn’t resist

scratching. If it bleeds, my concentration on work would be
directly lowered”
(Zhong et al, 2021, participant Male 2, p. 7)

Participants’ stories depict a vicious cycle of intense itching, the
sort of itching that cannot be controlled, and that drives them to
distraction (Fisher et al, 2020; George et al, 2021). It leaves a trail of
destruction in its wake, including blood, skin, and feelings of despair
and frustration. As one participant's partner noted:

“When he needs to scratch, he will start bleeding, and he
will say, ‘Oh, that’s better.’ And, within minutes, he is trying
to scratch it even more while he is bleeding, and it itches so
bad”

(Taliercio et al, 2021, participant FG4 FM1214-215, p. 45)

“S*'t gets everywhere, like armchairs. It's worse than a dog
shedding. [My wife] asks me why l itch it, but it’s because it
f**ing itches ... Why can’t you just understand? I'm sorry
I'm making a mess. She asks, ‘Why don't you go to the
doctor?’ | have! Nothing works”

(Taliercio et al., 2021, participant FG3 P5 225-228, p. 46)

The following studies observe feelings of revulsion and
embarrassment about the trail of skin that people with psoriasis leave
in their wake (George et al, 2021; Packhouse, 2019; Zhong et al,
2021).

“Everyone kept saying, ‘Oh my God will you stop itching,
it’s terrible, there’s bits of your psoriasis all over the house’”
(George, et al, 2021, participant 16, p. 4).

“[It is] extremely itchy and always has flakes falling off. In
the worst time, the fallen flakes from my legs would add up
to 50g. A dreadful scene”

(Zhong et al., 2021, participant Male13, p. 4)

People with psoriasis realise that their skin shedding affects not
only them but also their loved ones. Participants’ stories relate their
extreme awareness of their skin flaking off, and the dreadful mess
they leave in their wake, including the extra cleaning involved (Fisher
et al, 2020; Packhouse, 2019).

“When | rise from a chair, | quickly check if there are scales
on it and whip them away quickly. It makes me so ashamed”
(Fisher et al, 2020, participant M8pso, p. 664).

“My poor wife she has a lot to put up with, all the extra
cleaning and things. The bed gets covered in blood and
mess; | drop scale everywhere”

(Gambles, 2016, participant Peter, p. 45).

Participants identified heat and sweat as contributing to an
increased itch (Khoury et al, 2014; Taliercio et al, 2021). They have
found that wearing inappropriate clothing for the weather conditions,
to hide their psoriasis, leads to discomfort and increased itch.

“I have to wrap myself up in a lot of clothes, which is
uncomfortable. The psoriasis flares up and starts itching”
(Khoury et al., 2014, participant M4, p. 4)

“It is more itchy throughout the day if | start sweating [...] or
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like if you are going out to exercise or something, it is more
itchy to me”
(Taliercio et al., 2021, participant IT4 40-42, p. 45).

People with psoriasis tell of sleepless nights, up itching all night,
unable to curtail the uncontrollable desire to scratch, and the impact
of little sleep on their functioning (Fisher et al, 2020; Taliercio et al,
2021; Zhong et al, 2021).

“Even if 'm sleepy at night, | can't fall asleep because it’s
too itchy. Sometimes | wake up in the middle of the night.
It's so uncomfortable and | don’t know how to make it
better”

(Zhong et al, 2021, participant Male 10, p. 4)

“It seems like | can’t remember the last time I slept eight
hours in a row. So, it definitely [...] affects my sleep”
(Taliercio et al., 2021, participant FG2 P3 243-245, p. 46)

“The itch from my psoriasis prevents me from sleeping. It
makes me be agitated most of the time”
(Fisher et al, 2020, participant F3pso, p. 664).

Some participants feel that psoriasis-associated pain is easier to
deal with than itch, as pain can be controlled, whereas they have
found no way to stop the incessant itch (Martin et al, 2015; Taliercio
et al, 2021). Others find that pain distracts them from the itch;
however, psoriasis-related pain also prevents them from doing things
they did in the past (Taliercio et al, 2021; Zhong et al, 2021).

“But I would much rather hurt than itch, and so | do scratch
until it hurts and then it doesn't itch anymore. [...] it's easier
to deal with the pain”

(Taliercio et al., 2021, participant FG1 P1 508-509, p. 47)

“There [are] a lot of things we used to do [that now] we just
can't because she is having pain and itching and she is not
comfortable going out with all of the sores and plaques all
over her body and bleeding all over everything”

(Taliercio et al., 2021, participant FG4 FM2 36-39 41-44, p.
46)

Theme 2 - Hiding my body

Narrative storyline — The notion of visibility

People living with psoriasis struggle with the visibility of their bodies
in the world. The theme “hiding my body” characterises ideas about
making the body invisible, encompassing the feelings and fears
about being visible.

“Living with psoriasis is horrible because it is so visible”
(Kouwenhoven et al, 2019, participant F5, p. 16)

“You can't hide psoriasis; it is like a sign on your face and
hands”
(Fisher et al, 2020, participant M10pso, p. 665)

People with psoriasis hide their bodies because being visible
attracts unwanted attention and rejection, making them feel ugly,
ashamed, stigmatised and like a leper.

“I don’t want to display myself. | have seen how other

people with psoriasis appear. They are white and
disgusting.”
(Khoury et al, 2014, participant W2, p. 4)

They tell stories about hiding their bodies in various ways: covering
up with clothing, controlling how much they expose their body, or
withdrawing from social interactions and activities and isolating
themselves (Fisher et al, 2020; Gambles, 2016). Even the simple
natural movement of an arm is restricted (Gambles, 2016; Khoury et
al, 2014).

“I have rashes on the underside of my arm, so I try not to
raise my arm...”
(Khoury et al, 2014, participant W3, p. 4)

“I have been hiding myself for a year, from anyone and from
the outside world. | didn’t invite people over either because
I thought | would have to clean up all the flakes. So nobody
visited me. My home didn't feel like home, it was just the
place where | slept, like a den.”

(Kouwenhoven et al, 2019, participant M3, p. 16)

People with psoriasis expressed anxiety at being seen as a person
covered in a red, scaly, flaky unpleasant rash:

“You're desperate for people not to notice. So, | took my
socks off, and all the kids went ‘Aaah’ ... too late by then. |
had been seen.”

(Gambles, 2016, participant Rose, p. 45)

People with psoriasis feel unable to wear the clothes they want, as
they feel that people are looking at them.

“You can’t wear what you want; you become embarrassed
about going swimming or to the gym, and you feel that
people are looking at you.”

(Gambles, 2016, participant Lisa, p. 45)

Participants reported that other people stare and comment about
their unpleasant appearance of psoriasis, intimating that they are
afraid they may catch something, so they distance themselves
from the person with psoriasis (George et al, 2021; Yaghoubinia
et al, 2019; Zhong et al, 2021). Participants said that because of
the misconceptions associated with this skin condition, people are
revolted and afraid (Newi et al, 2022; Parkhouse, 2019). A participant
told of the experience at a gas station paying for the petrol, handing
over the money.

“She saw my hand, which was covered full-blown in
psoriasis scales, and she looked at my hand, looked at me,
and put my change on the counter.”

(Parkhouse, 2019, participant Beth, p. 250)

Other people’s adverse reactions reinforce the internal struggles
people with psoriasis face about their self-image and worth. This
leads to self-preservation actions, such as hiding their body and
isolating themselves, to avoid further attacks on an already fragile
body image and self-esteem (Gambles, 2016; Narayanan et al,
2015).

“You feel like you should have a bell ringing as you're
walking ... like a leper.”
(Gambles, 2016, participant Jim, p. 46)
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“... l would never shower in a public changing room ... |
won't give people the opportunity to think: ‘Yuk, what’s
that?".”

(Khoury et al, 2014, participant W1, p. 5).

For some, looking at themselves in the mirror is a daily struggle,
even if it is sometimes necessary to ensure they are not bleeding
or the psoriasis patches are not exposed (Khoury et al, 2017;
Narayanan et al, 2015). They hide their bodies as they feel ugly,
ashamed and unattractive.

“l am too embarrassed to be naked, even in the dark.”
(Fisher et al, 2020, participant M11pso, p. 664)

“I don’t want to look at my body ... My eyes focus on my
face, and | control my eyes, so they don't slide down.”
(Khoury et al, 2014, participant W1, p. 6)

Participants say they crave feeling and being normal, not being
abnormal and different (Fisher et al, 2020; Meneguin et al, 2020).
They say that looking “normal” means healthy and that the presence
of psoriasis somehow makes them unhealthy. A participant said that
after taking a shower,

“For a short time, my skin looks normal, without the ugly
scales, and for a few minutes, | look healthy. | really like this
feeling.”

(Fisher et al, 2020, participant F7pso, p. 665)

They express feelings of sorrow and of wanting to vanish — vanish
so that they are alone and do not need to pretend that they are
alright. Alone, they do not need to feel shame as no one can see
them; they can cry and feel sorry for themselves (Fisher et al, 2020;
Parkhouse, 2019).

“You constantly feel like a part of you is broken or different,
nobody wants to feel different.”
(Parkhouse, 2019, participant Alan, p. 248)

Participants paint a picture of psoriasis being a “very hidden
condition” (Parkhouse, 2019), hidden by the participants themselves
and not publicised in the media to promote public understanding.
Participants wish for an understanding they liken to how the media
has facilitated a worldwide understanding of cancer.

“Quality of life could be improved by making other people
aware that a person with psoriasis on their skin does not
have a disease transmitted by sight, by clothing, by soap,
in any way ... Because people stare and are disqusted and
scared, but that is a problem that person has. | think that is
the reason why a lot of people suffer ... to see the prejudice
of others.”

(Meneguin et al, 2020, participant DCS, p. 3)

Theme 3 - Shapes your being
Narrative storyline — Psoriasis has an emotional impact

These stories tell how a person’s being is shaped by the emotional
impact of psoriasis. Withdrawal from social circles commonly occurs,
exacerbated by the reactions and reception of others and the inward
struggles with changes to body image (Fisher et al, 2020; Gambles,
2016).

“It really connects to your being, and then how you evolve
as a human being is with the psoriasis dictating it. It shapes
you.”

(Gambles, 2016, participant Rose, p. 45)

Participants describe how psoriasis shapes their social interactions
with other people in ways that have implications for the whole
breadth and scope of life (Khoury et al, 2017; Meneguin et al, 2020).
They are embarrassed by the appearance of their skin condition
and are subjected to stigmatism because of it. The anxiety they feel
when socialising, defines and shapes them as a person. Participants
express a profound sense of self - this is who | am now, because |
have psoriasis.

“I don’t go to friends’ gatherings anymore. Sometimes

it shows even on my face and | feel embarrassed to go
out. If I go have lunch with my friends, and the skin flakes
keep falling off, | couldn’t be at ease. Even if there were no
flakes, there would be white patches on the skin. | fear it
would disgust others.”

(Zhong et al, 2021, participant Female 17, p. 6).

Socialisation through employment can provide a sense of
accomplishment, identity, and connection with people. Participants
expressed a sense of loss of their former self and their identity within
the community and workplace, and felt a reluctant acceptance that
life would never be the same, that they would never be the same
(Fisher et al, 2020; Narayanan et al, 2015).

“That’s how [ used to look [points at picture on mantelpiece],
it’s like I miss myself. Running things, being in charge,
being in the office, being up in management and now I'm
just like this now.”

(Narayanan et al, 2015, participant Female US, p. 3).

“Can | go to a job interview with face full of scales?
Can | represent myself as a dignified academic person
without shaking hands? Wearing a long sleeve shirt in
summertime?”

(Fisher et al, 2020, participant M10pso, p. 666).

Their appearance had changed and with it their sense of self.

“I wish my body was as before, without psoriasis. My body
was clean and perfect ... | used to be a handsome guy,
and then all of a sudden, | became a completely different
person. | hate my psoriasis.”

(Khoury et al, 2014, participant M1, p. 5)

Psoriasis affects the relationships people with psoriasis have
with others. Participants in the studies reflected on the difficulties
of: putting themselves out there with a prospective partner; telling
their prospective partner that they have psoriasis; showing them
their body; involving them in “life” with psoriasis; or just maintaining
an existing relationship that started before developing psoriasis
(Yaghoubinia et al, 2020; Zhong et al, 2021). They also talked about
internal struggles with body image and self-loathing. As participants
noted:

“... people’s reactions, girls’ reactions ... it's your self-
consciousness of it. That could be quite overwhelming at points.”
(Nelson et al, 2013, participant P1, p. 5)

Kaitiaki Nursing Research

November 2023 vol 14 no 1



“I don'’t sleep on the same bed with my wife. | sleep in
another room. | have my own bed with sheets and blankets
of my own. | isolate myself from my family. There’s no other
way. | loathe myself.”

(Zhong et al, 2021, participant Male 22, p. 6)

Participants reported their partners’ responses to the manifestation
of psoriasis.

“I have a kind husband, who tells me I look pretty, but
it’s difficult to believe ... | definitely prefer the light to be
switched off, and if not, | avoid looking at myself.”
(Khoury et al, 2014, participant W3, p. 4)

Participants highlighted the emotional remodelling and reshaping

that takes place through the reactions of others to their skin condition.

Those reactions help shape how they perceive that society views
them and also in how they view themselves, changing and reshaping
their being (George et al, 2021; Khoury et al, 2017).

“They get uncomfortable and afraid that it might be
contagious. A girl in a fitness centre shouted out loud that |
was disgusting.”

(Khoury et al, 2014, participant W1, p. 5)

“It is quite isolating, it's hard to just deal with the skin
disease and then also dealing with your emotions ... it's a bit
like a split personality.”

(George et al, 2021, participant 10, p. 5)

Participants also said that psoriasis alters their appearance, and in
learning to cope with their “new” appearance, their being is reshaped.

“I once had a session with a psychologist, because |
needed help to accept my body.”
(Khoury et al, 2014, participant W3, p. 5)

Participants have pointed out that help is needed. Education about
psoriasis and the psychological aspects that impact a person with the
condition may be vital in removing some of the stigma around body
image, helping to remove the social isolation they experience daily.

“They need to teach people that have this illness, what this
illness does to you, and what to look out for so that you can
mentally cope with this illness.”

(George et al, 2021, participant 7, p. 6)

“Physically, today, | can say that | am rid of it. But
psychologically I think | am not rid of it. If | really started
thinking about all of this, | think I'd fall into depression. |
can't say that today my psoriasis is in the past — even if it’s
no longer visible.”

(Narayanan et al, 2015, participant Female France, p. 3).

DISCUSSION

This meta-synthesis sought to explore the lived experiences of
adults with psoriasis. We identified 19 studies exploring the impact
of psoriasis on participants’ lives. The findings of this synthesis
reveal how psoriasis impacts every aspect of a person’s life and
wellbeing. There is no universally accepted definition of wellbeing,
due to different cultures valuing different concepts and perspectives
(Mayberry et al, 2022). However, the World Health Organization

(2020) defines wellbeing as “a state of complete physical, mental
and social wellbeing, and not merely the absence of disease or
infirmity” (para. 5). How we know ourselves is through our human
interconnectedness and our position within society.

Wellbeing can be linked to a sense of purpose and belonging.
Everyone wants to belong, in society, as part of a family, in social
circles, and within a work environment. However, having psoriasis
can lead to being socially displaced, excluded or marginalised
and can cause existential health-related ruptures in people’s
lives. Psoriasis influences people’s physical health as well as their
psychological and psychosocial wellbeing. People with psoriasis
often feel like lepers, displaced from where they belong and they
struggle for re/femplacement and refintegration into their places of
belonging (Mattes & Lang, 2021).

Douglas (1966) refers to this social displacement as creating
a marginal state for people with psoriasis, who are perceived as
dangerous. Social displacement results in a loss of belonging,
and self-stigmatisation. This social displacement comes from the
perception that people with psoriasis are dangerous, in terms of
being infectious, contagious or unclean. Self-stigmatisation is the
outcome of negative self-talk. It can lead to feelings of unworthiness,
to the person self-isolating for fear of rejection and to an altered body
image, all of which are associated with depression (Weinberger et al,
2021). People with psoriasis experience a transition in identity from
their old self without psoriasis to the new self with psoriasis. This
transition positions them outside their previous place of belonging
and security, and into a marginal state, with society declaring their
new status as unacceptable and to be feared.

Wellbeing can be affected through diminished identity and self-
esteem. This diminished identity often leads to negative emotions
like shame and self-loathing that lead to withdrawal from leisure
and social activities, which then further diminishes self-esteem,
creating a vicious cycle (Synard & Gazzola, 2018). It can be argued
that the interconnected characteristics of identity, including culture,
community, work, and belonging, are fundamental to wellbeing and
that any disruption to any of these characteristics can be detrimental
(Gall et al, 2021). Therefore, the balance of one’s mental, physical,
emotional and spiritual aspects of life is essential to one’s wellbeing.

Psoriatic skin lesions can appear threatening because they can
be interpreted as being contagious or infectious and therefore
unsafe in proximity (Almeida et al, 2017). Consequently, people
with psoriasis find themselves in what anthropologists call a liminal
space. Liminality is derived from an inability to classify people as one
thing or the other, or to position them in the cultural or social space
in which they are normally located (Douglas, 1966). Multiple factors
contribute to liminality, including the struggle about where self-identity
and psoriasis overlap. The removal of a person from their identified
cultural space has implications for their wellbeing (Gall et al, 2021).

Wellbeing measures are often underpinned by Western
philosophical concepts and do not consider indigenous concepts of
wellbeing (Gall et al, 2021). People with psoriasis have their own
concepts of health and wellbeing, drawn from their own experiences
and shaped by socialisation and social interactions. Their values and
beliefs are shaped by the environment and worldwide views about
image, and about being clean and touchable. Being healthy means
being seen as “normal”, with normal skin, even if this is an illusion
brought about by a shower or through longer-lasting treatment options.
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People with psoriasis rapidly become aware of others’ aversion
to the sight of their skin rash, and they attempt to hide it. They hide
to normalise themselves, so they do not stand out as a “person
out of place” in their interactions with others (Douglas, 1966). As
a cultural and social concept, stigma is associated with the skin’s
appearance. The visible rash on the skin acts as a mark of something
seen by others as repulsive, and creates feelings of disgust. This
is a form of deep-seated social control constantly reinforced by
social media (Magin et al, 2010). Social media portrays images of
beautiful clear skin as the socially accepted norm, an image that
those with psoriasis fail to meet. Social exposure, and consequent
rejection based on skin appearance, create apprehension, anxiety
and fear of intimacy in people with psoriasis (Lahousen et al, 2016).
Having visible skin lesions causes psychological trauma, as the
person realises they are no longer socially acceptable and feel out of
place, leading to the self-isolating behaviour exhibited by those with
psoriasis (Kowalewska et al, 2019).

Douglas (1966) describes the idea of “matter out of place”, which is
thought-provoking when applied to the shedding of skin experienced
by those with psoriasis. Matter out of place is often perceived to be
unclean in a cultural sense. Socially and culturally, skin shedding
produces feelings of revulsion and a sense of uncleanliness, of
the individual themselves, but also the environment they function
in. The feelings of revulsion and uncleanliness lead to less-than-
ideal situations at work and home where the person with psoriasis
experiences aversion to the skin scale they leave in their wake.

This aversion produces a connection between the marked body and
danger, creating an anxious state of being, as they try to conceal

or get rid of the evidence of uncleanliness which is socially and
culturally unacceptable. The inability to control the visible symptoms
of their skin condition drives people with psoriasis to remove
themselves from situations where they may be stigmatised further,
again generating isolating behaviour (Bundy et al, 2014).

A priority for people with psoriasis may be to try and make the
appearance of the skin look more normal and reduce physical
symptoms like flaking and itching. Health professionals need to
understand what it is like to live with psoriasis daily. If they do, it will
help them understand the priorities of people with psoriasis and the
burdens they face daily. Insights into the lived experience of psoriasis
could lead to improvements in the provision of care, treatment and
support (Nash et al, 2015). If people with psoriasis can access
therapeutic intervention (such as biologic medications) to control the
visible symptoms of psoriasis, creating the appearance of normal
skin, will this then enable them to move out of the liminal space, as
they are no longer a “matter out of place”, a leper in society, but a
“normal person™?

Education is fundamental to the wellbeing of people with psoriasis
and should be seen as a therapeutic intervention to help them
understand and manage their condition. However, education should
not just support the physical condition (Aldeen & Basra, 2011). The

findings of this synthesis highlight that people with psoriasis need
education and support with the psychological and psychosocial
impacts of psoriasis. They need support to enable them to shift from
the liminal and “matter out of place” space. Nurses are positioned

to play a pivotal role in delivering ongoing education and support

for people with psoriasis. Just as psoriasis is multifaceted, so is the
understanding needed to treat and promote wellbeing for people with
psoriasis.

RECOMMENDATIONS

* Primary New Zealand research is needed to further explore the
cultural meanings and implications of psoriasis.

* Research should also explore health professionals’ understanding
of what it is like to live with psoriasis and how that understanding
informs therapeutic approaches.

* Education for nurses is also essential to develop and widen their
knowledge and understanding of skin conditions and the impact they
have on wellbeing. This knowledge could help develop and inform
current clinical practice.

* Health literacy education should be offered to people with psoriasis,
to help them understand the therapeutic purpose of interventions.

+ Health professionals need to be informed about what support
groups are available for people with psoriasis in their region.

LIMITATIONS

This review offers interpretations of the meaning of living with
psoriasis. A limitation may be that only qualitative studies were
included in this synthesis. There may be findings from quantitative
studies that provide different perspectives about living with psoriasis,
including quality of life and wellbeing measures. While psoriasis is
more dominant in people of European descent, it is present in all
ethnicities. The cultural meanings and implications of psoriasis were
not identified in the studies included in this synthesis.

CONCLUSION

This meta-ethnography identified and synthesised primary qualitative
research literature on people’s experiences with psoriasis. The
findings from 19 studies spanning 10 years were synthesised and
developed into storylines. In these stories, participants described

a complex picture with a rich narrative of being all-consumed by
psoriasis, wanting to hide their body and the fact that psoriasis
shaped their being. These powerful narratives reveal important
insights into how people live with psoriasis as a long-term condition.
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