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Healthcare-seeking with lung cancer symptoms is a prerequisite for improving timely diagnosis of lung cancer. In this study we
aimed to explore barriers towards contacting the general practitioner (GP) with lung cancer symptoms, and to analyse the impact
of social inequality. The study is based on a nationwide survey with 69,060 individuals aged >40 years, randomly selected from the
Danish population. The survey included information on lung cancer symptoms, GP contacts, barriers to healthcare-seeking and
smoking status. Information about socioeconomics was obtained by linkage to Danish Registers. Descriptive statistics and
multivariate logistic regression model were used to analyse the data. “Being too busy” and “Being worried about wasting the
doctor’s time” were the most frequent barriers to healthcare-seeking with lung cancer symptoms. Individuals out of workforce and
individuals who smoked more often reported “Being worried about what the doctor might find” and “Being too embarrassed”
about the symptoms. The social inequality in barriers to healthcare-seeking with lung cancer symptoms is noticeable, which
emphasises the necessity of focus on vulnerable groups at risk of postponing relevant healthcare-seeking.
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INTRODUCTION

Lung cancer is one of the most common cancers and by far the
most common cause of cancer related deaths worldwide'2 The
prognosis of cancer is highly dependent on the stage of the
disease at diagnosis®. Partly due to great attention to timely
diagnosis of cancer in recent years, the overall prognosis has
improved significantly for several cancers in Denmark, but patients
with lung cancer are still often diagnosed in an advanced stage*”.

The physicians’ suspicion of a potential lung cancer diagnosis is
often raised based on patient reported symptoms and supported
by the patients’ smoking history®. A prerequisite for early
diagnosis and improved survival rates is that patients contact
their general practitioner (GP), when experiencing a symptom
indicative of lung cancer’. The importance of seeking healthcare
when experiencing symptoms has been emphasised to the
general population by several cancer awareness campaigns, e.g.
“The Seven Signs”, a nationwide campaign initiated by the Danish
Cancer Society highlighting seven symptoms of different cancers
through television adds, internet articles and other channels. A
report evaluating the campaign concludes that the awareness for
some cancer symptoms increased from 2017 to 2019 but
emphasises the necessity of further efforts targeting healthcare-
seeking with symptoms like coughing and difficulties swallowing
and barriers to healthcare seeking®. However, healthcare-seeking
is a complex process based upon social life and social network®,
and among others affected by lifestyle factors and socioeconomic
status'®'2, Studies have shown that only about 40% of individuals
from the general population with lung cancer symptoms report
having contacted their GP about the symptoms, and that the
proportion of GP contact is even lower among individuals who
currently smoke where only one third report GP contact with lung
cancer symptoms’' 1314,

Social inequality in lung cancer prevalence and mortality rates
are persistent despite intentions towards the opposite®. The
Danish Cancer Society estimates that most of the social inequality
in cancer prevalence and mortality is due to smoking; however

other factors, such as socioeconomic status should also be
considered'®. With smoking being the main risk factor for
developing lung cancer, the ideal solution to reduce the social
inequality in cancer survival would be to prevent future
generations from initiating smoking. Given that previous smoking
history cannot be changed, focus should also be on optimising
lung cancer diagnostics among individuals who currently smoke
or have formerly smoked. Screening for lung cancer among high
risk groups have overall been found to increase the likelihood of
early diagnosis of lung cancer and to decrease lung cancer
mortality’®'”, however the evidence also point to the fact that
screening for lung cancer is not without challenges and derived
side effects such as false positive results, psychosocial conse-
quences'®'?, and low participation rates among high risk group'’.
Lung cancer screening is currently being introduced and
proposed as clinical trials in several countries, including Den-
mark?®2!, However, not all lung cancers will be detected by
screening, thus seeking healthcare when experiencing lung cancer
symptoms is still of great importance?2. Furthermore, under-
standing the healthcare-seeking behaviour among both indivi-
duals who currently smoke or have formerly smoked may be
relevant regarding participation in the screening programs as well.
Previous studies exploring social inequality in barriers to
healthcare-seeking with lung cancer symptoms have mainly
focused on socioeconomic status*?3>-2>, without considering
smoking status. Thus, studies including both factors are of great
importance to gain a more nuanced knowledge. This will be
valuable in planning efforts focusing on both healthcare-seeking
and awareness of lung cancer symptoms in the general
population, as well as efforts to enhance the chance of the GPs’
recognising the symptoms as potential signs of cancer.
Qualitative studies have implied that individuals who currently
smoke do not contact their GP due to e.g., fear of stigmatising,
neglect, or normalisation of the symptoms?5?’. Patients with lung
cancer have described how they felt blame and shame when
having to present lung related symptoms to their GP, and even
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more when receiving the cancer diagnosis®®. Other patients with
lung cancer describe how they feared receiving a smoking related
diagnosis resulting in immediate healthcare-seeking for some and
postponing healthcare-seeking for others®®. Current knowledge
about barriers to healthcare-seeking with lung cancer symptoms is
based on research among lung cancer patients*>3' or on studies
exploring anticipated barriers to healthcare-seeking®?, which
might be biased and difficult to apply to the understanding of
the healthcare-seeking behaviour in the general population.
Despite improvements in treatments and prognosis, more knowl-
edge about barriers to healthcare-seeking with lung cancer
symptoms is needed to improve early diagnosis and lung cancer
survival rates.

Therefore, the objectives of this study were to explore the
barriers to healthcare-seeking with lung cancer symptoms in the
general population. Moreover, to explore the impact of social
inequality by analysing the association between age, sex, smoking
status and socioeconomic factors and barriers to healthcare-
seeking.

RESULTS

Study population

Of the invited 100,000 randomly selected individuals, 4747 (4.7%)
were not eligible because they had either died, could not be
reached due to unknown address, were suffering from severe
illness (including dementia), had language problems, or had
moved abroad. Of the eligible 95253 individuals, 49,706
completed the questionnaire, yielding an overall response rate
of 52.2%. After exclusion of all individuals younger than 40 years
old and exclusion of 1517 individuals with incomplete data due to
missing this study includes a total of 35,938 respondents (52.0 %),
Fig. 1.

More women (53.2%) than men (46.8%) 40 years or older
answered the questionnaire. Some 20.9% of the respondents were
individuals who currently smoked, and both individuals with low
(14.0%) and high (33.0%) educational level participated. The
majority of the respondents were married/living together (78.9%),
and more than half were working (62.0%), while 4.1% was out of
the workforce. Only a minority of the respondents were
immigrants or descendants of immigrants (0.4%). The respondents
were fairly representative of the study sample with regard to
ethnicity, socioeconomic and demographic. A comparison of
respondents and non-respondents is presented in detail
elsewhere'®,

The most frequent symptom was prolonged hoarseness (8.9%),
while haemoptysis was the least frequent (0.1%). The proportion
of contacts to the GP with lung cancer symptoms varied from
31.3% for prolonged hoarseness to 54.5% for shortness of breath,
Table 1. Detailed multivariate analyses of the symptom experience
and healthcare-seeking behaviour among individuals with lung
cancer symptoms have been published elsewhere''*3, The
proportion of GP contacts with each lung cancer symptom
increased in frequency with 5-20% for individuals experiencing an
additional specific lung cancer symptom. The increase in GP
contacts were highest for prolonged coughing (11.9%) and
haemoptysis (19.9%) and further accentuated by reporting current
smoking. Adding report of a non-specific lung cancer symptom
did not change the GP contact notably, except for haemoptysis,
but the absolute numbers for haemoptysis are small. For all lung
cancer symptoms, the proportion of GP contacts was highest in
the oldest age group, among individuals who formerly smoked
and among individuals with low educational level and individuals
out of workforce, Table 1.
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Barriers to healthcare-seeking with lung cancer symptoms

Table 2 shows the proportion of barriers to healthcare-seeking
with each lung cancer symptom among individuals with no GP
contact regarding their lung cancer symptom. Overall, between
38.2% and 47.7% of the respondents reported no barriers to
healthcare-seeking. “Being too embarrassed” was the least
frequent barrier reported by between 2.3% (prolonged hoarse-
ness) and 3.2% (shortness of breath). For all the lung cancer
symptoms almost one out of six reported “Being worried about
wasting the doctor’s time” and “Being too busy”. The proportion of
“Being worried about what the doctor might find” was highest for
prolonged coughing (15.5%) and shortness of breath (15.1%),
respectively, Table 2.

Social inequality and barriers to healthcare-seeking with lung
cancer symptoms

The associations between barriers to healthcare-seeking and each
covariate are shown in Table 3A-C with both crude and adjusted
odds ratios (OR) and 95% Confidence Intervals (Cl). Individuals in
the oldest age group had significantly lower odds of “Being
worried about wasting the doctor’s time” (Adj. OR 0.48, 95% Cl:
0.32-0.71) for prolonged coughing and of “Being too busy” for all
symptoms, compared to the youngest age group. Individuals who
currently smoked were three times more likely to report “Being
worried about what the doctor might find” for both prolonged
coughing (Adj. OR 3.26, 95% Cl: 2.26-4.69) and shortness of breath
(Adj. OR: 3.40, 95% Cl: 2.28-5.06), compared to individuals who
had never smoked. Furthermore, individuals who currently
smoked reporting shortness of breath were almost five times
more likely to report “Being too embarrassed” (Adj. OR 4.73, 95%
Cl: 1.93-11.61) compared to the individuals who never smoked.
Further, immigrants or descendants of immigrants with prolonged
coughing had higher odds of reporting “Being too embarrassed”
(Adj. OR 3.48, 95% Cl: 1.49-8.13) compared to individuals with
Danish ethnicity. The same tendency was seen for shortness of
breath, however not statistically significant. For prolonged
coughing and shortness of breath, individuals out of workforce
(Adj. ORprolonged coughing 0-33 95% Cl: 0.15-0.69, Adj. ORshortness of
preath 0.29 95% Cl: 0.13-0.62) were less than half as likely to report
“Being too busy” compared to individuals working, Table 3A, B.
The same was found for individuals on pension (Adj. ORgoionged
coughing 043 95% Cl: 0.27-0.68, Adj. ORshortness of breath 0-37, 95% Cl:
0.19-0.72) and individuals on disability pension (Adj. ORgrolonged
coughing 0:43 95% Cl: 0.27-0.68, Adj. ORsportness of breath 0-23, 95% Cl:
0.12-0.47).

DISCUSSION

This study adds to the symptom and population-based knowledge
about healthcare-seeking behaviour and barriers to healthcare-
seeking among individuals reporting lung cancer symptoms in the
general population. In the present study a new aspect of interest
was the influence of reporting more than one lung cancer
symptom on the healthcare-seeking behaviour. We found that
experience of two specific lung cancer symptoms increased the
proportions who sought healthcare, while an additional non-
specific symptom did not change the healthcare-seeking beha-
viour. Further, this study points to groups of individuals, e.g.,
individuals who currently smoke, immigrants and individuals out
of workforce, who report more barriers towards contacting their
GP regarding lung cancer symptoms and thereby are at risk of
postponing relevant healthcare-seeking. Overall, healthcare-
seeking with lung cancer symptoms varied from 31.3% (prolonged
hoarseness) to 54.5% (shortness of breath). Among individuals
with no GP contact, almost two out of three reported at least one
barrier to healthcare-seeking. The most frequent reported barriers
were “Being worried about what the doctor might find” and
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Sampling frame: 100,000 randomly selected
Danish citizens = 20 years old:
Men 48,910 (48.9%), Women: 51,090 (51.1%)

y

Eligible for study: 95,253 (95.3%)

Excluded: 4747 (4.7%)

Dead: 315
Addresses unknown: 961
Suffering from severe ilines: 1972
Language barriers: 885
Moved abroad: 614

Y

Non-respondents: 45,547 (47.8%)
Men: 23,407 (51.4%), Women: 22,140 (48.6%)

Respondents: 49,706 (52.2%)
Men: 23,240 (46.8%), Women: 26,466 (53.2%)

y

Respondents < 40 years old: 12,251 (25.6%)
(Non-respondents < 40 years old: 31,605)

Respondents = 40 years old: 37,455 (39.3%)
Men 17,701 (47.3%), Women 19,754 (52.7%)

y

Missing data: 1517 respondents (4.1%)
Incomplete data on smoking status: 1497
Incomplete data on socioeconomic factors: 20

Respondents included in the analyses:
35,938 (52.0%)
Men: 17,048 (47.4%), Women: 18,890 (52.6%)

Fig. 1 Flowchart. Flowchart of the study sample selection process.

“Being too busy”, while reporting “Being too embarrassed” was
rare. Social inequalities were noticeable for several of the barriers
to healthcare-seeking with lung cancer symptoms. For prolonged
coughing and shortness of breath individuals who currently
smoked were three times more likely to report “Being worried
about what the doctor might find” than individuals who never
smoked, and five times more likely to report “Being too
embarrassed” about shortness of breath. Moreover, individuals
not working and immigrants or descendants of immigrants with
prolonged coughing were more likely to report “Being too
embarrassed” and individuals out of workforce were more likely
to report “Being worried about what the doctor might find".

A strength of this study is the large sample of individuals from
the general Danish population. The response rate of 52.0% among
individuals older than 40 years old is higher than in previous
surveys exploring symptoms and healthcare-seeking in the
general population'334, Although more respondents were women
and the respondents were slightly older with higher income than
the non-respondents, the respondents were fairly representative
of the general Danish population'. Despite the large sample
some subgroups, such as individuals who formerly smoked and
immigrants or descendants of immigrants, are small, which make
some of the results less certain.

Another strength of the study is the comprehensive work which
was made prior to development of the questionnaire. The
conceptual framework for the questionnaire and definitions of
essential constructs as symptom experience and healthcare-
seeking behaviour was discussed, evaluated, and defined by a
multidisciplinary group. The conceptual framework was based on
both theoretically and clinically based knowledge as well as
existing literature3>. Furthermore, both pilot-, and field testing of
the study was made prior to distribution to assure comprehen-
sibility and acceptability of each item and the questionnaire in its
entirety, the details are described in Rasmussen et al.3S.

Published in partnership with Primary Care Respiratory Society UK

Individuals with several symptoms or GP contacts may be more
prone to participate in a survey concerning symptoms and
healthcare-seeking, which could give rise to a risk of selection bias
and induce a slight overestimation of the symptom prevalence
and healthcare-seeking. On the other hand, individuals with many
symptoms or GP contacts might not have the surplus of energy to
answer a comprehensive questionnaire, which could counter-
balance the estimate. The participants were asked about
experience of lung cancer symptoms within the preceding
4 weeks, and whether they had contacted their GP about the
symptoms. Individuals with no GP contact were asked about
barriers to healthcare-seeking. Even though it seems reasonable to
assume that symptom experiences can be accurately recalled
within a 4-week time span recall bias cannot be eliminated. This
might slightly underestimate the symptom prevalence, over-
estimate the GP contacts, and underestimate the proportion of
barriers. The most significant symptoms might be easier to recall,
and at the same time they will be the ones leading to most GP
contacts and fewest barriers to healthcare-seeking. The fact that
the survey was web-based may have caused especially elderly
people not to participate, thus a telephone interview was offered
instead, to reduce the selection bias. Data was collected in 2012,
however the results are still relevant. The overall healthcare-
seeking behaviour might have changed somewhat, but neither
the social inequality in the healthcare-system or stigmatising of
individuals who smoke, and smoking-related diagnoses have been
improved’=3°, Thus, results of this study will add to efforts
targeting more equal access to and communication with both the
GPs and the overall healthcare system.

The participants had the opportunity to describe other barriers
to healthcare-seeking with lung cancer symptoms in a textbox. A
profound qualitative data analysis of the comments is beyond the
scope of this article, but overall, the comments included the
following statements: “already knowing the cause of the symptoms
e.g., individuals who currently smoke or individuals having a chronic

npj Primary Care Respiratory Medicine (2022) 48

npj



‘peanwIRd 10U S| €5 siaqwinu jo Bbuniodas uone|siba| ysiueq o1 NQ,
syuesBlwl
('or) (£'sv) (S'v€) (9'65) (5'€9) (L°£9) (0'sS) (8'8S) (LvY) 40 sjuepuadssp
€l 9l (V4 (5'€) 85 - - - - 8¢ €€ 96 (o'oL) 891 €€ ov (44 (9°6) L9L /91 /sueiBiuw
(L°2€) (0'sS) (£'95) 'vs) (z8y) (£'8Y) (0°2€)
(41 (0'9¢) 8€T  (1'LE) v6E (£°€) S9zL - - - - orve 65t 8l (0'8) 0€£T £€6¢ ors 0oELL (6'8) ¥SOE  ¥9TvE Ysiueg
Apuylg
(z9v) (6°Ch) (€'8€) (£'95) (L'9S) (¥'£8) (9°€S) (6°2S) (437 uosuad
o€ €€ 34 (0°2) oL - - - - SS 9 (41} (907) £1€ 09 (44 801 (T9l) 6T 8€SL Aujiqesig
(5'8¢€) (0'£8) (¥'62) ¥v9) (9v9) (8'29) (£29) (529 (S'1¥)
oL oL Sl (5€) LS - - - - 6C LE 98 (L'LL) €91 6C LE L9 (00L) ¥l 69FL d10pjiom jo INO
(5'6€) (8'99) (£'£9) (1'99) (L'£8) (0'8S) (6'71)
96 ('6€) s€L (9°5€) 81T (8'S) €19 - - - - LZL [4°14 6CL (r'oL) €0LlL 0T [403 695 (6'LL) £9TL 9¥90L uolisudd
(6°L€) (0'0€) (€Ty) (ta77] (E'vY) (6'2€) (0'8¢€) (6'62)
6S 9. (¥'s7) ovl (ST Tss - - - - €Lt Sl €89 (6'S) SLEL €EL SLL ov (0°2) TssL  s8zee Bunpiom
uonel|yje
19)4ew Jnoge
(8°£€) (£°€S) (0'sS) (6°€S) (£'9v) (€'2¥) (7'9€) 13y3260)
6CL (9g) LLL  (6'0€) €8T (€°€) LL6 - - - - 44 oge €801 (z'2) L0t [4:14 06€ S8 ('8) 6VET  686LT Buinil/parie
(4] (9°9¢) (6'89) (8'19) (099) (L'eg) (L'vs) (zov)
929 €8 (€79 LEL (1's) 90 - - - - wl [4° L6¥ LL) 288 L 06l 8Ye (6'01) 998  6v6L 3|buis
snjeis |ejlep
(L'v2) (VA4] (VA 4] (£Ly) (L6) (0'05) (LTy) (CX37] (5'€€) (s1eak g1
[43 Ly 06 (z’€) o8¢ - - - - [44 S6 9ee (£'9) TL9 06 Lzl 00¢ (6'01) 568 0/8LL =<) YybIH
(8'1v) (999) (0'89) (€29) (L'09) (26¥) (zL8) (s1eah 51-01)
(49} (6'8€) 951 (9°T€) LlT (S°€) 999 - - - - 861 4T LE8 (€'8) 8851 LET 96C 979 (S'2) €891  T€06L 3IPPIW
(Zep) (€°€p) (8'6S) #'19) (£'¥9) (£'18) (L'pS) (E°€P)
LS L (98€) LOL (5'9) £4T - - - - 86 fa4h €Ly (£'T1) 8€9 SoL LSL 9LT (8'8) LE9  9€0S  (s1edk QL>) mo
[9A3] [euonedNp3
(€'82) (8'52) (0's2) (z'Ls) (€°18) (9°£¥) (E'VY) (ta77] (5'82)
—_ & 0S 8L (Tv) Tie - - - - €€L €LL X0} 4 (TLL) €v8 144" L6l 99¢€ (1°£1) €821 10S2  Bupjows uaund
©
= (r'ov) ¥'z9) (5'59) (8'09) (9€9) (£v9) (3 7]
% 8 (96€) 9LL  (T'€€) 061 (€) TS - - - - vl [<1) 8L (z'6) LETL oL 144 6v (5°£) 000L  8EEL  Bunjows JowIo]
=] (8'h) 6'LY) (€728) (£'¥S) (€729) (r'8v) (T6v) (S'LY)
% 89 88 (€€€) ovL (627) 6£1 - - - - 6 Lzl L€V (5°S) vz8 8LL oL £8€ (z’9) ze6  €S0SL Bupjows 1ansN
wn sniels bupjows
W (EY) (O 47] (8'24) (€'99) (€'89) (6'29) (£'89) (£'69) (¥'Lv)
99 6  (9'8€) LSL (9°9) L6€ - - L (0 6 90L €Sl 99 (9'L1) 989 14} S8l e (€21) 922 L16S s1eak -0L
(€'€€) (Z'9v) (#'95) (¥'£8) (8°£8) (€'8%) (€'8%) (5°2€)
€L (0'€€) 00L  (8'67) 691 (6°€) 89S - - L (1'o) st €91 [444 €99 (82) 6211 98l 09¢ ¥SS  (TOL) 9LvL  TovPL s1edh 69-55
(L°28) (L'eg) (8's2) (2'9v) (8'sY) (99%) 9ty) (S'LY) @1y (0'0€)
9s 6S 6 (€77) ¥9€ - - L (L1'o) St 66 LLL Lot (0'2) €801 SLL Sel 0€ (S'9) €L0L  S9SSL s1eak $5-0t
dnoib-aby
(z'ov) (€'€9) (#'sS) ('es) (0'61) (6'6%) (Lov)
Ll (5'8¢) Tyl (6'C€) 0ZT (S°€) 899 - - 8 (1'0) St (L'vS) ¥8L yAZ4 viL (£'2) 6¥¥7L [444 so€ 6v9 (9'8) 8191 0688L uswom
(6°€€) (ta29) (9°99) (6'8S) (9's9) (€'8%) (£'8%) (9'v€)
18 (Lve) Tl (9°67) v6L (8€) SS9 - - €l (10) ¥T 8L (44 908 (5'8) 6vL 0¢ SLT €8S (r'6) £L6G1 8VOLL Uiy
X35
(9'28) (0'06) (£€0) (8'€9) (€'59) (L'29) (3 29] (2'8¥) (€'6¥) (4]
S6l (7'9€) ¥ST  (€°1€) vlv (L'¢) €TeL 6 14 14 (1'0) 6€ 89¢ (414 08s1L (1'8) 868C 9Ty 08S ozl (6'8) Slze  8€6SE |elol
(%) u (%) u (%) u (%) u (%) u (%) u (%) u
(%) U dO (%) U (%) udD  9dusuadxs (%) u do (%) u dD 01 dusuadxs (%) u do (%) u do 01 dusadxe (%) u d> (%) u do 01 dusadxs N
0] 1DEJUOD  dD 01 102IUOD O} 1DRIU0D) woldwAs  0110€U0) ¢ 01 1EUO)  1DRIUOD woldwAs  0110€U0) ¢ 01 1DeJUO)  1DRIUOD woydwAs 01 10LIUOD  ¢D 0] 1DEIUOD  1DBIUOD woydwAs  |eoL
S dy1dads $D7 dyads $D7 dyads $D17 dydads
-uou pue -uou pue -uou pue -uou pue
oypads +  §7dyads + woldwiAs 3|buls sy oypads +  §272ypads + woldwiAs 3|buls sy oypads +  §272ypads + woldwiAs 3|buls sy oypads +  §)72yads + woldwiAs a|buls sy
ssauasieoy pabuojoid Sisfidowaey yieaiq Jo ssaunoys buiybnod pabuojoid
*(SD1) swoidwAs Jodued bun| Jo uoneuiquod pue 3|6uls yum Bupjess-asedyyesy jo uoniodoid pue adusjeasid woirdwAis  °| 3jqel
O
Cle

Published in partnership with Primary Care Respiratory Society UK

npj Primary Care Respiratory Medicine (2022) 48



npj

LMS Seetre et al.

(z'8y) 'sL) (0¢) (el (tard}
oty (Tvl) vel - (9S1) 9¢€L - 148 (¥'8€) 8/F (£91) €0T 6l (0vl) vLL LE oveL (L'vb) 6¥8 (TVL) vLT 85T (T'Sl) T6T € 6l Ysiueqg
Apiuyig
(199) (Lren) (£'9) (£'07) (LvL) 'v) (5'8) (£L1) (£L1) ¥'9) uoisuad
LE - - 8 e€> 99  (L'€V) 6S 6 8¢ 6L 9 SElL (rs) ¢ 4} 14 T4 6 (345 Aupgesia
(19¢€) (90€) (rol) (691) (s'6l) (VA7) (€6) (6°02) (962) (1'8) 2lopIom
€l - - Ll e€> 9 (1'S€) LT 8 €l Sl 14 1L (L€€) 6T 8 8L [44 L 98 40 1IN0
(029) (6'€L) (8'1) (99) (¥'6) (¥oL) (20 (z9) (s6) (6'1)
144 - - SS L S6E  (6'19) v6L ¥4 S€ 6€ oL L€ (L'TS) 89€ a4 99 (€v1) 00L €l 869 uolsusd
(9'8¢€) ¥'81) (2'1) (8£1) (0¢) (Tst) (07
6G1 - - 9L L vy (S0€) €2 (0'ST) €81 o€l (€91) 6LL (44 zeL (8L8) LIy (L'LY) ogT 91 (0'SL) €91 [44 880L Bunjiom
uoneljyye
19)4e|\ Jnoge
(S°Ly) (Lvl) (88) (a4 (1s1) 87 (0€L) (2 1ay1e603
L0E €6 95  (£91) 901 Sl €9  (8'8€) 09€ (£'£1) ¥9L orL (Evl) €€L 9T 876 (E¥¥) €99 (8'¥l) TTT 6L (€°S1) 6TC 8¢ S6vL  Buial/pauen
('8p) (091) (£'8) (091) (t4d} Orl) (691) (L'st) (L'y) (£°€1) rst) (9's1) (S
€el 144 144 144 9 SLT  (L9€) €vL LS 929 65 9l 06€ (6'LY) LLT 1L 08 18 €l 8lLS 3|buis
snieis |eyuep
(TLg) (o6l) (T2) (691) (g81) (8z1) (£€1) 9€) (5's1) (€°€1) (Ev1L) (02 (s1eaf §13)
801 SS 1z 67 - 067  (€£87) S6 9 34 o9 4} oge  (€L€) TTT 6 6L S8 4} S6S YbIH
(8'8%) (L'st) (8£1) (Lat) (€¢) (8Cl) (97 (s1eak 1-01)
6l¢C 89 (zol) 9v 08 - 6vy (0'6€) S6T (0'8L) 9€1L L 8yl TlL 14 LS. (6'VY) SL¥ (€°S1) 29l SEL (L91) LLL 8T £S01 SIPPIN
(6°29) (z8) (9'2) (el) (zol) (z'8l) (L'st) (tard] (80l) (991) (€'€1) (0'€)
L0L 14’ €l L - 0L (z0S) €11 €C A4 143 S SzT  (L0S) €81 6€ 09 8 LL L9€  (s1eak 01>) MO
|9A3] |euoneonp3
¥'Lv) (z9l) (el (r'sL) (8'8l) (6'92) (z9l) (99) (902 (8'€) Bupjows
LLL 8¢ 6C ja4 - €T (£'9€) 791 €8 6Ll VL 6C Wy (L'6€) ¥9€  (S'SL) Tyl 68l (1'8L) 991 GE L16 usuny
(6'29) (€zL) (1°2) (L'vL) (z€l) (66) L) L) (szL) (€8) (LY (2°0) Bupjows
[4v14 Ly LT S - 8¢ (8'0V) L6L 29 14 SS L €8y  (V6b) TLT 69 4 19 14 LSS Jswiiog
(€'LY) (1) (z'9) (Lr'sL) (€'81) (6'6) (o9lL) (s'L) (osL) (z2) (s (tard}
X4} 45 174 €S - €6T  (99€) il [44 6€ €9 9 €6€  (8'1Y) v¥T 78 6€ €8 4} SbS  Bupjows JanaN
snieys bupjows
(9'69) (1°2) (S'2) (Z'11) (1) (09) (9'8) (£T1) (€7 (09) (9'8) (z6) (€°1)
vl L1 8L 8¢ S ovz (L'vS) 6L1L L 6l 8C S 0Tz (9'£S) 0TT 6l €€ 13 S [4:13 sieak +0/
(109) (8C1) (0'8) (s9L) (€7 iy (eL) (€oL) [(xa] (e (a4l
00¢ LS [43 99 6 66€ (L'€V) SOT €S 9 67 [4) oy (€'sY) 8Ly (0°TL) LLL el (9l) 1St [44 [443) s1eak 69-55
(£€¢€) (9°7) (1) (£07) (92 (8'61) [(037] (891) (S°£1) (7€)
L6 69 o€ 9s L 0Lz (8'870) 641 (TST) LSL €zl (S'8L) SLL 14 7?9 (L've) vz (0°€T) €91 6Ll el 144 60L s1eak 450t
dnoib-aby
(611) (rEL) (8'6) (LroL) (81 vL) (€¢) (os1) (67
10T 09 144 [44 8 8vv (6'S€E) TvT (€°SL) €01 16 (£'SL) 90L 44 S/9 (€£6€) 18E (S€L) LEL Syl (8'91) €91 8¢ 696 uswom
(509) (£91) (8°2) (691) (82) (0£1) (rel) (Le) (rei) (T2
€€T LL 9€ 8L €l L9y (90v) L9 (¥'81) 8LL 601 98 (14 €9 (8'Lv) 667 (S'SL) T9L 6zl (L'vl) Lyl €C ol Usy
PEIS
(£°Lv) (8'8) (€7 (9's1) e (9€l) (50
vey  (L'SL) LEL 08 (S9l) 0SL x4 606 (2'8€) €0S (89l) LTT 90z (9vL) T6l w 8LEL (L'€v) 088 (9¥L) €6C LT  (r'SL) OLE LS €10z |elol
(%) U puy (%) uswn (%) U puy (%) uswn (%) U puy (%) u swn
1ybiw 5,10100p yb1w s,J0100p 1ybiw 5,10100p
1o100p ayl (%) u J0100p ayl (%) u Jo0100p ayl (%) u
(%) U ay) 1eym Bunsem  Buisses u (%) u a3yl 1eym Bunsem Buissel u (%) U 3yl leym Bunsem  Buisses u
s1aLleq (%) u mnoge noge -ieqwj  1deIUO0D siaLeq (%) u nogqe noge -lequd  1JBIUOD s1aLleq (%) u mnoge noge -Jeqwid  }dRIUO0D
ON Asng ool  pauIop paLIom 00|l -d9 ON ON Asng ool  pauIOp paLLOM 00] -d9 ON ON Asng ool  pauIOopM paLIoM 00|l -d9 ON

ssauasieoy pabuojoid

y1ealiq JO ssaunoys

Buybnod pabuojoid

‘swoldwiAs Jadued Hun| JISY3 IN0ge 10RIU0D 4D OU YUM sjenplalpul Buowe swoidwAs 1aoued bun| yum Buiyass-a1edyyesy o3 siatueq jo suontodold

‘T ?|qelL

npj Primary Care Respiratory Medicine (2022) 48

Published in partnership with Primary Care Respiratory Society UK



npj

LMS Seetre et al.

4
T~ —~
o5< <8
ZOoc -2
>
2
&
22 q
m
R < -2
) I
- £, £
.55, ¢
ESr <
50250050
€6 Ec
ST EE |
S
T o vT
Qe o < —
£E35 6o Q
588wl ¢ %
Q o <
ﬁ?mif'c'z -0
S |
o
| . 852
o 8532’
€ |FOCfc |
°
[
2lat
o|lul
o | oS
®
alz8c 0
n N
<
23 )
og< n
ZOoc o~
>
wv
&
o & @
R c &}
) I
3.5..%
Q¥ 50 -
= o= <
5025050 S
e€o0cc |«
S®2TEE | =C
S
T o v
Qo€ BE -
=3B = @ o
owvwaouvyv .
Q88 cOE |k
S®3IFTE | =0
<
© )
[ T C—
5|g858 &
G| |RTCc ne
«
w
clat
(ol
2106 o~
w Il Z20c ~
c 2
U~
S e
O mc~— —
ZOoc m
> ®
2 =
I )
g on |5
(S - aQ
= S
[J] <J
... <
Lerfsec = K
t3xeg< )
58c 822 o vl
a€oegc | o
Sc3ZTEE | ~C Vi
5
S Rl
T o vT
Lo §c — g
=3B = @ [a'] c
S8BYSE | S o
o|3®3Evs | =8 ©
£ =
= Lo £
[o) —_ =]
21,858 s | 5
S|eEBT o ol
Faolc o> k)
-5 g
[
c
2ld 8 S
s|log 5
s |2812§ o 2
Qlxlzocs c© o
> <
£ <
= S «n
: M
~ 9 ©
: 282|8
N ©T © o
el S
9 2321 o
2 EZE|R
L
= ESE]ls

npj Primary Care Respiratory Medicine (2022) 48

respiratory disease, not wishing to talk to the GP about smoking
related subjects, and lack of trust to the GP". These comments are in
line with both the qualitative literature, and a British study
exploring organisational and relational barriers to healthcare-
seeking with colorectal cancer symptoms*®. Future population-
based studies should explore both organisational and relational
barriers to healthcare-seeking as well.

The proportion of barriers to healthcare-seeking with lung
cancer symptoms found in this study were similar to the ones
reported by Jarbgl et al. for healthcare-seeking with symptoms of
colorectal cancer in the general population*' and by Balasubra-
maniam et al. for healthcare-seeking with gynaecological cancer
symptoms in the general population*2. Compared to the present
study, Hvidberg et al. found higher estimates of barriers to
healthcare-seeking®®. The differences might be explained by the
fact that Hvidberg et al. explored anticipated barriers to seeking
healthcare, while we explored the reported barriers when
experiencing symptoms. Similarly, to this study Hvidberg et al.
also found decreasing odds of reporting barriers with increasing
age. Also using barriers from the ABC measures Forbes et al.
compared the beliefs about barriers to healthcare-seeking across
several countries and found that Danish citizens have less
anticipated barriers to symptomatic presentation than citizens in
Norway, Sweden, Canada, United Kingdom (UK) and Australia2.
Based on the same data Donnelly et al. reported results showing
that high barrier score was associated with increased anticipated
time to healthcare-seeking with e.g., coughing**. Even though a
direct comparison is not possible, we find similar tendencies in the
present study, with more barriers reported among individuals who
currently smoke, who also have low likelihood of seeking
healthcare'"3,

In contrast to this study and three other studies exploring
healthcare-seeking in the general population’"'3'%, a recently
published review by van Os et al. concluded that individuals who
never smoked are less likely to perceive lung cancer symptoms as
signs of disease enhancing the time of symptom appraisal and
postponing healthcare-seeking compared to individuals who
currently smoke*. The review is, however, solely based on studies
with individuals already diagnosed with lung cancer inducing risk
of information bias which might reduce the representative of the
behaviour in the general population.

We found that healthcare-seeking was higher among indivi-
duals with combinations of lung cancer symptoms. The difference
was largest among individuals who currently smoked with
prolonged coughing. This may be explained by coughing being
a part of everyday life for many individuals who currently smoke3,
thus not inciting healthcare-seeking, until another symptom
occurs and triggers the awareness. In the update of the Danish
lung cancer guideline in 2018 “change in a known cough” was
added as a symptom of lung cancer. This might emphasize, that in
individuals for whom coughing is a part of everyday life, even
small changes in frequency, intensity or sputum should raise
suspicion of lung cancer. How the general population understand
the symptom “change in a known cough”, and whether it has
been well implemented in clinical practice is unknown and should
be explored in future studies.

The proportion of individuals reporting “Being too embar-
rassed” was rather low in the current study, implying that lung
cancer symptoms, in general, are not embarrassing. However,
individuals who currently smoked were five times more likely to
report embarrassment about shortness of breath than individuals
who never smoked. This is consistent with the qualitative
literature on stigma and blame regarding smoking, lung cancer
symptoms and diagnosis?®2?3%38, Likewise, literature exploring
stigma in regard to smoking and chronic obstructive pulmonary
disease have found that some individuals who smoke are very
embarrassed and feel guilty about their symptoms, which might
lead to omitting healthcare-seeking®. Further, individuals who
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currently smoked were more likely to report “Being worried about
what the doctor might find”, which is illustrated by the statements
in the study by Saab et al.: “Seeking healthcare means being ill and
being ill means death"*®, Another group who was also embarrassed
about the symptoms were individuals with another ethnicity than
Danish. Scheppers et al. published a review of potential barriers to
healthcare-seeking among ethnic minorities and did not find
embarrassment or shame to be an ethnicity-related barriers.
However, they accentuated several other barriers such as
language skills and perceived cause of the symptom or illness as
ethnicity-related barriers, which when individuals is asked to tick
off predefined barriers might be interpreted as a kind of
embarrassment®’.

One of six individuals who currently smoked reported “Being
worried about wasting the doctor’s time”, which is almost the
same frequency as among individuals who never smoked. For
physicians, the combination of lung cancer symptoms and
smoking is alarming, but individuals who currently smoke do
not necessarily interpretate the symptoms as signs of potential
severe illness*®. Moreover, they may feel guilty and expect that the
symptoms are self-inflicted by smoking leading to postponed or
omitted healthcare-seeking®°.

In this study we found that individuals out of workforce were
more likely to report “Being too embarrassed” and “Being worried
about what the doctor might find”. Further we found that the
oldest age groups and individuals out of workforce, on pension
and disability pension were less likely to report “Being too busy”.
This is in line with some of the findings in the review by
McCutchan et al. reviewing barriers to healthcare-seeking with
symptoms of different cancer types?>. McCutchan et al. found that
individuals with lower socioeconomic status report more emo-
tional barriers, such as being worried or embarrassed, while
individuals with higher socioeconomic status and younger age
groups report more practical barriers, such as being too busy.
Moreover, McCuthan et al. also describe some other associations
between socioeconomic status and barriers to healthcare-seeking,
which were not found in the current study?°. This discrepancy may
be explained by the inclusion of smoking status in our analyses. In
the crude analyses we found some statistically significant
associations between the barriers and other socioeconomic
factors, but after adjusting for smoking status, the associations
were not significant. This concur with the estimation from the
Danish Cancer Society, that most of the social inequality in cancer
is due to smoking®. Thus, future interventions in addition to
awareness of symptoms could target barriers to healthcare-
seeking, especially among the groups experiencing the most
barriers. For instance, individuals out of workforce, might need
more support already before they contact the GP. This could be
through guidance from social workers or at the public employ-
ment centre®®. Further, if GPs verbalise barriers to healthcare-
seeking when having consultations with e.g., individuals who
smoke and immigrants or descendants of immigrants, it may
decrease the barriers to healthcare-seeking henceforth.

CONCLUSION

Healthcare-seeking with lung cancer symptoms varied from 37.5%
to 53.5% and increased when additional lung cancer symptoms
were reported. Almost two out of three individuals with no GP
contact regarding their lung cancer symptoms reported one of the
predefined barriers to healthcare-seeking. “Being worried about
wasting the doctor’s time” and “Being too busy” were the most
frequent reported barriers for all lung cancer symptoms. For
prolonged coughing and shortness of breath “Being worried
about what the doctor might find” was frequent as well.

Social inequality was reflected by individuals who currently
smoked with prolonged coughing and shortness of breath being
three times more likely to report “Being worried about what the
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doctor might find”, and individuals who currently smoked with
shortness of breath being five times more likely to report “Being
too embarrassed”. Individuals out of workforce with prolonged
coughing were three times more likely to report “Being too
embarrassed” and to report “Being worried about wasting the
doctors time”. Individuals in the oldest age group and individuals
out of workforce or on disability pension were less likely to report
“Being too busy”.

Implications

This study adds to the knowledge about barriers to healthcare-
seeking with lung cancer symptoms in the general population and
highlights several social inequalities. Individuals who currently
smoke, immigrants and individuals out of workforce are in higher
risk of postponing relevant healthcare-seeking due to barriers.
Thus, future interventions and information should be targeted to
aid these particularly vulnerable citizens and address their barriers.
Information should be unprejudiced and emphasize that worrying
about a symptom should lead to healthcare-seeking, not the
opposite, and that evaluation of lung cancer symptoms is never a
waste of the GP’s time. The overall strategies on how to reach the
right individuals, and assure healthcare-seeking when indicated
and relevant, may need some reconsideration in terms of more
focus on interventions when e.g. the social workers in the
communities meet the individuals to e.g., talk about their job
situation. More individualised interventions may also be of great
value to individuals with low health literacy in terms of e.g., lack of
a social network or difficulties talking to the healthcare profes-
sionals. One suggestion could be a community-based mentor
scheme, where the support is not limited to either healthcare- or
community services but includes both®°. A support system aimed
to alleviate the challenges that may occur when individuals move
from one sector to another, e.g, from primary healthcare to
secondary healthcare or vice versa, may enhance the chance of
individualized and coherent diagnostic paths for vulnerable
patients. The current knowledge about the interplay between
health literacy, socioeconomic status, smoking history, healthcare-
seeking behaviour and how the latter can be supported by
individualized initiatives is sparse and should be explored in future
studies.

Further, knowledge about individuals who are at risk of
postponing relevant healthcare-seeking with lung cancer symp-
toms is of utmost importance to the GPs who play a key role in the
Danish healthcare system. By disseminating this knowledge the
GP’s may be more aware of reaching out to vulnerable citizens.
Thereby the likelihood of appropriate healthcare-seeking will be
largely increased and the chances of timely diagnosis of lung
cancer improved.

METHODS

Study design and population

This study is part of a nationwide cohort study called the Danish
Symptom Cohort (DaSC) designed to explore symptoms,
healthcare-seeking and factors affecting healthcare-seeking beha-
viour in the general population. In 2012 a total of 100,000
individuals aged 20 years or older, randomly selected from the
Danish Civil Registration System (CRS) were invited to participate
in a survey. The selected individuals received an invitation by
letter explaining the purpose of the study and containing a login
to a secure web page. On the first page of the online
questionnaire respondents consented to participation and agreed
that their data could be used for research. Participants who could
not access the online questionnaire were offered the option of
completing over the telephone with a study member. Individuals,
who had not responded within two weeks, received a new letter
with a reminder, and those who had not responded after
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additional two weeks were contacted by telephone and encour-
aged to participate. Participation was voluntary, and all partici-
pants gave informed consent at the first page of the
questionnaire. Participants stating not wishing to participate were
excluded from the reminder procedure. Data was collected from
June to December 2012. Individuals who were too ill, who
migrated or died during the study period was excluded.
Information on death and migration were obtained by register
linkage, while information on severe illness was obtained by the
invitees or their relatives contacting the project group and
providing the information. Severe illness was primarily reported
as dementia and terminal illness.

The questionnaire

A questionnaire concerning experience of 44 symptoms with
specific and non-specific cancer symptoms as well as frequent
symptoms was developed. For each reported symptom additional
questions regarding healthcare-seeking behaviour, and barriers to
healthcare-seeking were asked. Symptoms of several cancers
(lung, colorectal, gynaecological, and urological) were selected
based on literature review including national and international
cancer guidelines®'2, The questionnaire was based on standard
rating scales, validated questionnaires, and ad hoc items. The
methodological framework including details about the conceptual
framework and the developing, pilot- and field tests is described
in detail elsewhere?®,

Participants were asked about symptom experiences, onset of
the symptoms and healthcare-seeking behaviour, e.g., GP contact.
For each symptom not presented to the GP questions concerning
barriers to healthcare-seeking were asked. The included barriers
originated from the Awareness and Beliefs About Cancer (ABC)
measure>, which has been translated into Danish and validated in
a Danish context>®. The barriers were chosen based on the
literature exploring anticipated barriers to healthcare-seeking®”
and an already validated international measurement tool®>. We
included the following four predefined barriers in the study:
“Being too embarrassed”, “Being worried about wasting the
doctors time”, “Being worried about what the doctor might find”
and “Being too busy”. Moreover, respondents were given the
opportunity to describe other barriers in a free-text box. At the
end of the questionnaire respondents were asked about lifestyle
factors, such as smoking status. The phrasing of each question
from the DaSC survey used in this study is presented in the
Supplementary methods.

In the present study we included symptoms which might be
signs of lung cancer. In the Danish lung cancer guideline specific
lung cancer symptoms are defined as prolonged coughing
(>4 weeks), shortness of breath, haemoptysis, and prolonged
hoarseness (>4 weeks) among adults older than 40 years with a
relevant smoking history. In addition, non-specific symptoms such
as weight loss, loss of appetite and tiredness should raise
suspicion of lung cancer, both alone and in combination with
the specific lung cancer symptoms>®. Based on the self-reported
smoking status individuals were divided into three categories:
individuals who never smoked, individuals who formerly smoked
and individuals who currently smoke>’.

Register data

Socioeconomic data were obtained from statistics Denmark by
using the individual identification numbers in the CRS*®-5°,
Further, data on death or migration in the period of data
collection was obtained. The data were obtained through register
linkage, to keep the number of questions in the comprehensive
survey low, and because the Danish registers are extensive and
valid®®8=%%. The variables of interest were highest obtained
educational level, marital status, labour market affiliation, and
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ethnicity. Details of the variables are described under statistical
analyses.

Statistical analyses

According to the Danish guideline lung cancer should mainly be
suspected in individuals older than 40 years, presenting with lung
cancer symptoms, who have a current or former history of
smoking®®. Thus, we chose only to include respondents older than
40 years in the analyses. To be able to compare barriers towards
healthcare-seeking between different risk groups, we both
included individuals who never-, formerly-, and currently smoked
in the study.

For each of the four specific lung cancer symptoms; prolonged
coughing, shortness of breath, haemoptysis, and prolonged
hoarseness, we used descriptive statistics to calculate the
prevalence of the symptoms and the proportion of GP contacts.
Furthermore, descriptive statistics was used to calculate the
proportion of GP contacts with each specific lung cancer
symptom, when reporting an additional specific lung cancer
symptom, and when reporting both an additional specific and a
non-specific lung cancer symptom (weight loss, loss of appetite
and tiredness). These analyses were made to evaluate whether the
combination of specific and non-specific lung cancer symptoms
affected the healthcare-seeking behaviour.

Among individuals reporting each of the four specific lung
cancer symptoms and no GP contact, we calculated the
proportion of each of the four predefined barriers and the
proportion of individuals reporting no barriers to healthcare-
seeking by using descriptive statistics. Due to Danish legislation,
reporting of the data for a number of individuals less than three is
not permitted, thus results regarding barriers to healthcare-
seeking with haemoptysis are not reported®’.

For each of the symptoms; prolonged coughing, shortness of
breath, and prolonged hoarseness we analysed the association
between each barrier to healthcare-seeking and sex, age, smoking
status, and socioeconomic factors, respectively. Multivariate
logistic regression models were used to calculate both crude
and adjusted odds ratios. The analyses were adjusted for age,
smoking status, labour market affiliation, educational level, and
ethnicity, which were the covariates showing significant associa-
tions with one or more barriers in the crude analyses. We
calculated 95% confidence intervals using binomial distribution.
Due to a small number of individuals reporting “Being too
embarrassed” to contact the GP with prolonged hoarseness only
crude analyses were made. We tested for interaction between sex,
age, and smoking status. No interactions were found.

The covariates included in the analyses were categorized as
follows: Age-groups: 40-54 years, 55-69 years, and 70 years or
older. Smoking status: Individuals who never smoked, individuals
who formerly smoked, and individuals who currently smoke.
Highest obtained educational level: low (<10 years, i.e., primary/
lower secondary school); middle (10-14 years, i.e., vocational or
higher secondary school) or high (=14 years, i.e. short-, medium-,
or long-term higher education). Marital status: single or married/
living together. Labour market affiliation: working, pension, out of
workforce and disability pension. Ethnicity: Danish or immigrants/
descendants of immigrants.

Data analyses were conducted using STATA statistical software
16.1 (StataCorp, College Station, TX, USA). All tests used a
significance level of p < 0.05.

Inclusion and ethics

The respondents were informed that participation in the study
was voluntary. In the invitation letter thorough information about
the purpose and content of the questionnaire was given.
Respondents who had questions to the study had the opportunity
to contact the project group by phone or email for clarification.
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The respondents were informed there would be no clinical follow-
up and instructed to contact their doctor in case of concern. The
Regional Scientific Ethics Committee for Southern Denmark was
notified prior to the survey and found that no further approval
was needed. The project has been approved by the Danish Data
Protection Agency (j.no. 2011-41-6651) through the Research and
Innovation Organisation (RIO), University of Southern Denmark
(Project number 10.104).

Reporting summary

Further information on research design is available in the Nature
Research Reporting Summary linked to this article.

DATA AVAILABILITY

The datasets generated and analysed in the current study are not publicly available
and cannot be shared due to the data protection regulations of the Danish Data
Protection Agency. Access to data is strictly limited to the researchers who have
obtained permission for data processing. This permission was given to the Research
Unit of General Practice, Department of Public Health, University of Southern
Denmark. Further inquiries can be made to the Pl Dorte Jarbel email:
DJarbol@health.sdu.dk
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