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Abstract Early diagnosis and treatment of theumatoid arthri-
tis (RA) depends on the degree of fit between the characteris-
tics of the patients and those of the health services. Ensuring
timely assessment and treatment is the ideal medical care of
RA. The reasons that underlay delays and the help-seeking
trajectories are contextually determined. This study aims to
identify the empirical evidence related to the help-seeking
process and delay in RA in Latin America and to create a
comprehensive model integrating the RA medical care pro-
cesses of help-seeking and delay in a mixed health care system
with variable accessibility. Non-systematic literature review of
studies with both quantitative and qualitative methodology
was conducted. Most of the research about delay and its asso-
ciated variables have been undertaken in European countries
and with White population and cannot be translated to the
Latin America context where this research is almost inexis-
tent. These countries have a completely different social con-
text, and for most of the population, the health services are
insufficient, inaccessible, fragmented, limited, and inequita-
ble. Our results also show that in RA medical care utilization
research, the theories and measurements of the constructs of
illness trajectories, help-seeking, and accessibility are not in-
tegrated. We offer a conceptual framework that integrates
help-secking trajectories, delay, and accessibility of RA
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medical health services. If research on RA service utilization
is to be undertaken in these countries, there is a need for a
comprehensive framework than can enable researchers to in-
tegrate and contextualize the study of the problems within
broad theoretical and methodological perspectives.
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Introduction

Early diagnosis and treatment of rheumatoid arthritis (RA)
depends on the degree of fit between the characteristics of
the patients and those of the health services. It has been broad-
ly demonstrated that a treatment delay of more than 3 months
increases the risk of adverse outcomes [1-7]. In turn, these
outcomes are related to devastating impacts on the individual
and at different social levels. Research on the factors involved
in the delayed seeking of medical attention is highly warrant-
ed. Most of the research about delay and its associated vari-
ables has been undertaken in European countries and Canada
and with White population [8—15].

Research on delay and medical care utilization of RA is
almost inexistent in Latin America. Most of the existing re-
search results documenting the problems of delay, help-
seeking process, and medical care cannot be translated to de-
veloping countries because they describe problems grounded
in local social and health system contexts. The complexity of
these factors in Latin America is bound to have an important
impact on adequate medical care in RA. Efforts directed to the
encouragement of the scientific documentation of these prob-
lems in Latin America (LA) are needed.
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In order to facilitate the translation and utilization of the
existing knowledge about timely and adequate medical treatment
of RA into the Latin American context, we need to analyze the
literature evidences in the light of their relevance for the local
circumstances. The development of a comprehensive conceptual
framework aimed to increase understanding of the contextual
determinants of the study of the relationship between the different
concepts of health care involved can help to map the common or
specific characteristics of the research to be undertaken.

Concepts
Help-seeking process

The help-seeking career has been defined as “a sequence of
stages typically passed through by an individual with some
real or perceived problem who is on the way to formal treat-
ment, rehabilitation, or perhaps death” [16]. Behavior towards
illness and help-seeking are among the most widely used con-
cepts in medical sociology. These concepts range from the
initial perception of symptoms, including all relevant experi-
ences and subsequent actions of the patient towards the dis-
ease and their coping strategies. Help-seeking includes the
need for all kinds of support, medical and nonmedical, to cope
with the disease over the so-called illness trajectory [17].

IlIness trajectory

The concept of illness goes beyond the biomedical terms of
signs, symptoms, and diseases and refers to the cultural di-
mensions of the disease, particularly to the semiotic (how
meaning is created) and phenomenological construction of
the symptoms and other forms of expression. Illness is the
way that the individuals suffer the alterations of their health
in accordance with their biological, psychological, and socio-
cultural individuality [18].

The experience of the illness comprises the perception by
the subjects of the progress of their affliction through time and
actions undertaken to confront it [19]. The lived experience of
illness over time makes illness trajectories.

Strauss and Glaser [20] coined the term “illness trajectory”
to refer “not only to the physiological unfolding of a patient’s
disease but to the total organization of work done over that
course, plus the impact on those involved with that work and
its organization.” This concept revolves around the perception
of'the patients and considers the impact of the disease on them,
together with the responses generated in the course of seeking
medical care [20].

Despite the growing body of empirical work devoted to the
study of adequate medical care for RA, scientific theory on the
integration of social and clinical evidences into a comprehen-
sive model of caring trajectories for the analysis these
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processes in Latin American context remains underdeveloped
[21]. Based on the examination of selected publications on
medical care delay, the help-seeking process, and accessibility
of RA, this paper is an attempt to begin to address this gap.

Objectives

1. To identify all qualitative and quantitative research related
to help-seeking process and delay in RA medical care in
Latin America.

2. To review relevant literature on help-seeking process and
delay in RA.

3. To create a comprehensive model integrating the RA
medical care processes of help-seeking and delay in a
mixed health care system with variable accessibility.

Material and methods

Non-systematic literature review of studies with both quanti-
tative and qualitative methodology was conducted. Methodo-
logical phases proposed by Greenhalgh [22] were followed:

1. Planning phase: The objective was to assemble a mul-
tidisciplinary research team (rheumatologist, medical
sociologist, and anthropologist) and to define the re-
search questions for the development of the review.

2. Search phase: The search was conducted in the databases:
MEDLINE, EMBASE, LILACS, SOCIAL SCIENCE
INDEX, and PSYCOINFO. The key words were help-
seeking behavior, rheumatoid arthritis, and delay. We also
did hand searches in key Latin American rheumatology
journals, books, and theses. The search included qualitative
and quantitative studies published in English or Spanish.

3. Mapping phase: In this phase, the key elements of the
selected studies (conceptual, theoretical, methodological,
and instrumental) were identified and articles meeting the
inclusion criteria were reviewed.

4. Synthesis phase: Data relevant to the objectives of this
study were synthesized using interpretive synthesis
strategy.

5. Recommendation phase: The construction of a conceptual
framework of RA patients for LA (Fig. 1).

Results

Our findings fall into two categories: (1) illness trajectories
based on qualitative synthesis, (2) summary and analysis of
quantitative studies.
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Fig. 1 Methods of review.
Greenhalgh [22]

Research question:

What is known about the help-seeking process and
delay in rheumatoid arthritis?

v

Quantitative studies
(observational design)

Selection (n= 36)
Excluded (n=4)
Data extraction (n= 12)

Synthesis (n= 20)

Qualitative studies (meta-synthesis
and descriptive study)

Selection (n=16)
Excluded (n=1)

Data extraction (n=9)

Synthesis (n= 6)

v

Outcomes

Typology of illness trajectories in rheumatoid arthritis
Synthesis of the studies in help-seeking process and delay

Proposed model of help-seeking process in AR (LATAM
context)

IlIness trajectories based on qualitative synthesis

The empirical findings of the research on help-seeking in RA
patients that are documented in the literature confirm the three
main types of trajectories for RA proposed by Glasser and
Strauss [20]. These trajectories only include the “pre-patient
phase” as they begin with the symptom discovery and end
when medical care is initiated. Figure 2 depicts a chronolog-
ical organization (left to right) of the most relevant elements of
the three trajectories: Trajectory 1 at top, trajectory 2 at the
middle, and trajectory 3 at the bottom (with thick lines). The
first element of the trajectories is at the left and includes the
symptoms, the type of onset, their intensity, and duration. The
way that the illness is experienced within a cultural context (at
the left of the figure) as well as the knowledge, beliefs, and
attributions (at the top) determine the interplay and pace of
following actions graphically summarized in the central and
right part of the diagram. The interactions between the expe-
rience of illness and the internal reactions of the individual are
illustrated in the shadowed box at the middle of the figure
(e.g., normalizing, minimizing, adaptation, credibility). Seek-
ing help from the social network takes place all along the
trajectory and can delay or facilitate early medical consulta-
tion. Lay consultation can begin since the initial perception of

the first symptoms in any of the three types of trajectories.
Subsequent actions are at the right side of the figure and can
range from taking no action to a rapid search for medical
consultation. Self-medication, the use of folk or alternative
treatments, and seeking information are shown in the figure
before seeking medical attention because they have frequently
been mentioned as actions that delay the first medical consul-
tation. However, these behaviors can take place at any time:
before or after the initiation of formal medical care.
The three trajectories have the following characteristics:

1. Thestableillness trajectories. The disease is present but is
not perceived as such. The symptoms are insidious (grad-
ual), with mild pain due to inflammation. There is no
initial impact on daily life activities and there is a mini-
mization of symptoms attributable to quotidian life mat-
ters, e.g., old age or type of work. As symptoms are not
considered serious, they are normalized [11, 23-25].

2. The oscillating trajectories. The disease fluctuates be-
tween phases of activity and improvement until the per-
sistence of the symptoms produces disability. The behav-
ior of the individuals is to “wait and see.” Patient mini-
mizes the severity of the disease and experiences uncer-
tainty and distress. This leads to the use of alternative or
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RA Trajectories of help-seeking at the pre-patient phase
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Fig. 2 RA trajectories of help-seeking at the pre-patient phase

folk treatments and prompts to seek information and ad-
vice from the social network. This trajectory is character-
ized by having “good days and bad days” [11, 23-25].

3. The deteriorating trajectories. Impairment predominates
over improvement. Symptoms manifest abruptly, accom-
panied by increased severity and duration of pain and
swelling. The affection of small joints, morning stiffness,
and fatigue lead to a significant functional impairment,
with an impact on everyday life, emotions, work routine,
and family interactions. Even though the patients do not
have a favorable response to self-care, they “get used” to
pain, but it interferes with their work and daily activities
[11, 23-26].

The trajectories 1 and 2 (slow or vague/transitory symptoms)
are the ones where patient-related delay has been more com-
monly found. Symptoms are normalized or not seen as related
with RA [27]. In trajectory 3 (rapid onset), the severe pain and
the functional impairment accelerate seeking medical attention.

Summary and analysis of quantitative studies

The literature on medical care in RA places a special emphasis
on analyzing the delay in medical help-seeking and the

@ Springer

H
e
-------------- > Normalizing a
Self I
e Denial o
pain gradual:, > \ild Sx 9/ Ignore medication | t
welling \ onset Continue i h
............. 3 Alternative
Treatments
— N\ "!
!\ Oscila S
c ,’ \ ScCllla ) - Seek e
\ tin ~ ; information
o ’l “ g _// ~< uncertainty . distress r
I — \
] . K
n 1\ 3 Help seeking from social networks i
t ,’ TS5\ Severe c
€ ,' % I |
€ 5 ‘\Rapi Disabling e
X ;o2 \hapd MEDICAL || g
t 1 t Gradually | |
1’ onse progressive > HELP
L —— SEEKING
Complexes onset intensity speed HELP SEEKING PROCESS
of Sx

associated variables. However, no quantitative studies have
been found in literature measuring the process of help-
seeking or accessibility to health care services.

The articles distinguish between three types of delay: pa-
tient delay, general practitioner (GP) or primary care physi-
cians (PCP) delay, and delay attributable to hospital or spe-
cialist care. The latter is further subdivided into delayed diag-
nosis and delay within the specialist treatment. Further subdi-
visions are found in the articles but they do not seem to have
been found relevant [2, 4, 7,9, 12, 13, 15].

The quantitative studies reviewed highlighted patient delay
and provider or specialist care-related delay. Most studies
were conducted in European or North American countries,
except for one carried out in Venezuela. No specific studies
addressed the systematic study of RA health care accessibility
[11, 13, 15, 28].

A decrease in delay time has been documented. Irvine et al.
[8] in 1999 noted that the referral periods from a provider to a
rheumatologist significantly shortened over a decade. Raza
et al. [13] reported in 2011 a variance in delay across several
European countries regarding referral to the specialist care,
notably if the primary provider had been an orthopedist.

In 2010, van der Linden et al. [2] published a study in
which only 31 % of patients sought specialist care before
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12 weeks since symptoms onset. According to the article, the
main patient-related variables were perception and presenta-
tion of symptoms and their impact on everyday life, especially
in the workplace. Some studies highlight social barriers to
health service utilization such as a low socioeconomic status,
living in a rural area, and geographic accessibility [3, 7, 9, 15,
29, 30]. Gender was another factor associated with delay, e.g.,
there was a larger delay in referral from GPs in female patients
[6, 11]. There are also findings that show that the delay was
larger when patients were seen by a male physician [6].

In a comparison of service utilization in RA patients from
different ethnic groups in a UK city, Kumar et al. [31] also
highlights the importance of the cultural background in the
help-seeking behavior of a population with the same health
service availability. Patient delay was longer in South Asian
patients compared with other group. They proposed that these
patients’ views of the symptoms “strongly influenced their
behavior in response to them.”

Other variables found to be associated to medical care de-
lay were related to primary care and delayed referrals to a
specialist. As part of an effort to improve the early diagnosis,
the results of an intervention in health services with the im-
plementation of early health care clinics in RA are reported.
The result was a decrease in delayed medical care for RA [4].

In most health care systems, PCP acts as the gatekeeper.
PCP’s clinical competence for the initial diagnosis is important
and is directly related to the delay, continuity, and quality of
care. PCP is the one that makes a preliminary diagnosis and
refers the patient to the rheumatologist. Relevant studies have
revealed differences in diagnostic concordance of RA [32, 33].

When reviewing available data concerning Latin America,
we found only one specific study of the delay in a hospital
population of Venezuela. Polanco-Rodriguez et al. [34] found
the mean between the types of delay to be ranging from 40.5
to 69.7 months (Table 1). The variables associated with the
delay were as follows: female, old age, lower education and
socioeconomic level, initial examination by an orthopedist,
and using public health care services. Over 75 % exhibited
erosions in the first 2 years. Another study of poor Hispanic
population in Texas reported a delay of 6.9 years from the
onset of symptoms to diagnosis [30] (Table 1).

Studies published in Latin America shed some light, albeit
indirectly, on the problem of delay. Massardo et al. [35] found
a mean delay of 6 years at the moment of the first visit in
patients of a private university hospital in Chile. Public hos-
pital patients had a shorter time lag between the onset of
symptoms to the date of the first consultation (3 years) and
the patients also had fewer years of formal education. The
authors suggest that the difference in time lag from disease
onset to the first consultation could have been due to the local
patterns of referral. In 2012, Acevedo Vasquez [36] reported
in Peru a delay in the diagnosis of RA of 2.29+5.24 years in
patients seen within the social security system.

In 2001, Kaliski et al. [37] published a study on RA in
Mapuche aborigines in Chile. One hundred and six patients
from a public specialist hospital were included, most of them
(87.7 %) from rural areas. The mean delay in diagnosis was
4.4 years, 46.9 % had functional class III/IV at the beginning.

A study looked at social and demographic characteristics of
RA patients in the province of Cordoba, Argentina, by admin-
istering a questionnaire to patients who accessed to the health
care services, both public and private. They found that the
diagnosis was made later in men; 39.1 % had fewer than
5 years of evolution of the disease, 37.5 % were attending to
a public hospital; 80 % were from urban areas. Only 29.7 %
had paid work and 69 % were economically dependent on
another person [38]. Another study of hospital population in
Argentina reported a delay of 12 months from first symptoms
to a consultation with a rheumatologist [39].

With regard to the public awareness concerning RA, in
Argentina, a representative study of the general population
from different areas of the country (n=24,324) revealed that
29 % did not know that rheumatic diseases could affect chil-
dren and young people, and 19 % did not know that these
diseases could cause deformities and disabilities [40].

Discussion

The help-seeking process of RA poses important challenges:
illness is more than the clinical manifestations of the disease
and the response to illness is a socially constructed process
coherent with the meanings that the patient and his context
give to the symptoms experience. The knowledge about the
symptoms as perceived by the patients is still insufficient. The
illness has also been reduced to the symptoms alone and not to
the whole illness experience within their sociocultural con-
texts [41].

The trajectories and the health service utilization pathways
are linked to the specific characteristics of the health and so-
cial systems that go from the micro to the macro level deter-
minants. Hence, the theoretical framework that we propose
here has to be understood in the light of each context and must
also take into account the individual characteristics of each
patient and his/her disease onset and evolution, i.e., the illness
trajectory. One of the more relevant limitations that the illness
trajectory concept has had on medical care utilization research
on RA is that “the illness trajectory concept has the value of
analytically ordering the events that occur over a sickness
episode...but it cannot explain the link between such events”
[21]. It is not only that social interaction has a descriptive
important influence on the help-seeking process that will
eventually lead to a diagnosis but they can also explain why
this happens.

It has been reported that individuals with RA have little
knowledge of the disease and resort to their immediate social

@ Springer



Clin Rheumatol (2015) 34 (Suppl 1):S17-S28

S22

SIOTAIIS (I[N O} SSIIOE SS[ PUE ‘UONBINP
SSO[ ‘SMJe)S OIUOU0II0IN0S JMO] DFe 10p[O

s)s13o[ojewnay Aq udss Sureq vy s

syuoned ur Aejop oy 1oy suosear [edrourid

oy are suerorsAyd oreo Arewnrd Sunjnsuod
ur Ae[op © 0) SuIped] SI10j0B] paje[aI-juoned

Aderoyy @IVING
3sa1y 03 dwn ey Ay ur SUTUSLIOYS JUBIYIUSIS Y
1s1SojojelunoyI €
0} Te119ja1 10 uerorsAyd ares Arewnid jo AejoQg
WoISAS d1ed YI[eaY Y} 0} A[IqISSI0R
pue DS uo Surpuadap Jo e Pim
uone)nNsuod 03 Jasuo swoydwAs woi Ae[Pq

USWOM PUB UoW
ur  Aefop [endsoy,, 3 uey) 03U0[ sem
Ae[op 19p1A0Id,, 9y ], ‘USW Ul UL} USWOM
ur 108uo] APuedyIugis sem  Ae[op IOPIAOL],,
uoneonp? Jo
SIBOA pue ‘Smje)s [ejLIBW ‘SNJe)S 9010J I0qe]
‘1oddns owoy jesuo swoydwiAs je o3e
‘rDS IsI30[0jewNAyI [PIM JISIA JsIj Ul Ae[og
"uoreonpa Jo SIeaK pue JIsIA
js13ojojewunay sy pue jJosuo swoydwAs
udamiaq aum :Aderoy) QYVING 0 Aefog

pannba s jJuowIssosse
Jsi[e10ads Jet)) 9pIodp 03 O 2 10}
oY) oW} AU} PUB JO) B YPIM UOHLRINSU0d
01 Jasuo woydwAs woiy Ae[op ) :So[qeLIeA
o} uo juopuadop ST [erejor Jo) pue

1osu0 swojdwAs ueamiaq s Jo YP3u[ YL,

(87787 90D 6L
(401 sAep uerpay

(rs—1)€eTc
Q) Tl ‘T
(4O syoam ueIpay

(9¢-9) ¥1
(93uer) syyuowr uBIPOIN

FT-0) v ¢
(re0)0°C
(STDv T
(a8uer) syyeom URIPIJA

(rL-L) 61 T
(L) LT T
(93ueI) syyuowr UBIPI]A
I ‘L661—661

8 “‘€661-0661

1T ‘6861-L861

7€ ‘9861 d10jog
SUJUOW URIPIN 'T
¥ ‘L661—1661

L ‘€661-0661

€T ‘6861-L861

1T ‘9861 2100
SUIUOW UBIPIA * [

JSISO[0JRWINAYI O} YPIM UOLEINSUOD
PUE JISIA O1SOUSEIP ISIIJ USOMIIq SWIL],
(s10308]
parejor-uerorsAyd) jsi3ojoretunay
€ 0} 19Ja1 0} SJO) JOJ udye) ouwi], 7
(s10308]
parejorjuaned) Jo I10y) 3nsuod 0}
swoydwAs yym syuaned 10j uaye) swiy ‘|

Aderoyy IVINA
JSI1} pue 3osu0 SwoydwAS Uedam}aq SuIL]
(.Ke1op
[endsoy,,) 193unodud [es130[0yeWNAY
PUB [BLIDJOI UDOMIOq W], *¢
(..Aefop 1op1aoid,,)
JuaunIedap Ino 0} [e1RyaI pue uerdIsAyd
B [)IM IOUNOOUD ISITJ QY USIMIAq dWIL], ‘7
‘(. Aerop Juaned,,)
uerdIsAyd e yym IOyunoouo IsIiy Ay
pue swojduwIAs JO JOSUO UM dWIL], “|

Aderoyy @IVINQ 1819
pue swojduwAs JO JOSU0 udaMIdq dWL], ‘7

I0JUNOOU? JSIS0[0JeWUNAY
181 pue josuo swopdwAs ueamjaq oy, '

Juoumean (Y VINC JO 9sn oy ur sAejoq ¢
JISIA OIUI[O
0} J0)39] [eLI9JI WO ow) Pue Jo) e Aq
[e119Ja1 0} 3osuo swojdwAs woxy Aefo |

puE ‘Suone)nsuod sy ur Ae[op Aue
JUSWINOOP 0} SISO[OJRWNAYL B [JIM
PANSU0D VY 19SU0-Mau Suraey Jo
epeue)  pojoadsns syuoned IOUIOYM QUILIDIO(
Ke[op sy 0}
s10)08} pajeja-uerdisAyd pue juoned
JO SuOnNQLIUOd Y} QUMD O} pue
Vi s syuaned ur jsi3ojoyetunayl
© AQ JUQWISSASSE 0) Josuo swojdwAs [z1]
SN Jo owmn oy) woi Ae[op oy Apmis o, 00T “Te 30 I Jewny|

[62] LooT
“Ie 1 g uewpR

ureds ur sopeosp g ise|
A JoA0 VY JO swoydwAs Jo jasuo

oouts uondiosaid (Y VINQ 181 [o1] ooz

uredg 0y owm Sey oy ur saFueyod dzA[eUR O, “Te 10 QWD
v yim syuoned ur
JIOIUNOOUD [BO1F0[0JWNAYI PUB JOSUO [11] sooz A
KemIoN JSBASIP U0dM)Oq sow Sef ajen[eaq ANzsuLng pue ¢ wied
V¥ s syuoned Jo 11010d e ul
uoneniut Adeloy) VNG Ul Ae[op
I0SUO[ B YJIM POJEIOOSSE SI[qRLIBA [6] 000T “TB 10
uredg [eswrpo pue dryderSowop Apnis 0], D) BIOIBD)-ZOPURUIOH

L661 pue
0861 u2amiaq 2onoe1d Jeorpaw ur
so3ueyo Aue pue Yy Y syuaned ur

3N SAAVING Suntess ut Aeop oy Apmis o, [8] 6661 “[e 10 S dUIAI]

Ke[op 103U0] YIIM PIJBIOOSSE SI[qRLIBA

S)NSoY

Ke[op Jo uonmuyaq

Anuno)) saA1RIqO (Jo1) 1ROA “TOYINY

sa1pmys aaneInuenb Jo sisAjeue pue Areunung | d[qeL

pringer

Ns



S23

Clin Rheumatol (2015) 34 (Suppl 1):S17-S28

Jue)nNsuood i1y se isrpadoyiio

(r'8p) 6°€T ‘¢ dD YA TONE)[NSUOD SIT]

ue 10 g0 & Aq u20s Suroq I0uad yiesy (782 €91 ‘¢ pue swoydwAs Jo JosU0 U0IMIAq dWI] T Juouean (YVING Jo
orqnd € ur uone)nsSuod JSIJ ‘U0NLINPI (€09 S0OF ‘1 WV Jo sisouSerp pue uonenul pue ‘sisouserp ‘swojdwAs [¥€l 110T “Te 30
JO [9A9] JOMO] “SSE[O OTUIOUOI0II0S JOMO] (d@s) syuow ueipoly  SwojdwAs Jo UonENIUT U0dIMIdq U], '] B[ONZOUDA  JO JOSUO UdomIoq own Sef oy ojewnsy g 09UB[0J-ZonSLIpoy
@MIVINA
0} [e119J01 1SIS0[0JeWNOYI WO dWI], “f
[e119J01 3SIS0[0YRINAYT
juaned o) £q uoneynsuod ur Ae[op (10+-20'1) 10T v 01 3osuo woydwAs woiy owl], *¢
) PAOUINTFUI UOT)BONPA SSI PUL 35k JOFUNOL #0'8—70°1) €0°€ ‘€ uoneniur (YVINJ O} IsI3ojoyewunayl josuo swoydwAs Jo sypuowr ¢
10suo wojdwAs jo syjuowr ¢ (66°0-000) 0 ‘T & Aq sisouSeIp vy woy swl], ' unm VNG Y paresn
urpm (VNG YA Jusumean jorpard (1021-67°€) SE€9 ‘T uonenIur pue sysrSojojewnayl £q U29s vy JHm
Apueoyrugs 0} punoj sem DS auraseq AluQ  (YOI) sypuowr UeIpa]N (I VINC 03 19suo wojdwAs woly dwi], ‘| epeUR) syuoned jo uontodoid oy outole  [€] 110T ¢ TR 10 S [ewer
(Aueurzon 1SIS0[0jeWNAYI Jey) Aq JUIWISSISSE 0)
-esny) 11— ‘¢ ISIS0[ojeWNAYI € 0) [l Wwolf Ao PUBIOZIMS
(puefod-31N) 71-C ‘€ 1SISO[0JEWNAYI B 0] [ELIQJOI pue ‘puejog
uoo3ins orpadoypio ue Apuanbary (99221D-3N) TI-1 ‘T 03 dDH Aq Juawissasse [eniul wolj Ae[o( *¢ ‘emsny ‘ol SOLIUNOD UIM)q PILIeA AB[op
Sem JOBIU0D JO JOH [eNIUT U} SISO (209210 JDH ey £q juowussasse 0} J0eju0d  -[qndey] yoaz) 10§ suosear [edrourid oy Joypoym
QWS U] ‘AR[9p [[BISAO 0} JOINQLIUOD -Auewron) 77—z ‘1 Jo dOH [entur 99s 0) 3sanbar woxy Aefo g ‘uopams Ajnuopt 0} pue saunod ueadoinyg
jueprodwr ue sem JSISO[oRIINOYT SYo0M SOLIIUNOD 1083000 JO JDH 0} “000010) [eI0A9S SSOIOR WY Y sjuoned [e1]
© 0} SULLIdJaI Ul JOH [entur oy Jo Aefo@  Jojurl (xew-urw) a3uey  )sonbar o3 josuo swoydwAs woy Ae[d( ‘| SN ‘Auewrron JO JUoWISSasse Ul SAB[Op Ajnueng) 110Z ¢ Te 10 I ezey
UOISSIUIAT
2~ VINQ PAUTEISNS JO JUSWOASIYOR
Aq pue uononnsap jurof jo ayer oy}
£q PaINSEIW SE QUIO)NO ISBISIP ISIOM © 0) (Kefop dn)
Spe9] 1SISO[0JBWINAYI B AQ JUSUSSISSE UT AB[O JSI30[0jRWINAYI B AQ USIS SEM /S UYM
S[OAI] o oy pue Jo) IOY/SIy Aq JUSWSSISSE VI m sjuoned ur UOTSSTUIOX 991y
D 19mO] pue ‘TY-]NSI pue g-dDD-nue Is11y s juoned oy UeamIdq dwi], ‘7 -QIVIAQ Suradmyoe jo Anpiqeqord
J0 douoasaxd ‘sjutof [[ews JO JUSWSAJOAUT H#'81-L0) 08 ‘T (Ketop pue ‘uononysap jurof Jo sojer
9asuo swoydwAs [enpeid ‘oFe 19p[o &L-L0) v T juaned) 4o & Aq uoas 3ureq s juoned 9s13o[ojewnayl & AQ JUSWISSISSE Ul [21o10Z ‘TR 30
;s1Sojojetunoyl € £q JUSWISSasSe U Ae[o(] (IOI) SYe2M UBIPIN & pue swojdwAs Jo JoSuo WOy SWI], | pue[[OH Ae[op U9dMJdq UONEIOOSSE AU} SUTUIEXE] JIN Uopur' Iop uBA
Aqrurey pue
SPUSLI JO 9UAN[JUI PUE ‘Y JO 95pojmouy
‘seopt SunsIxo ‘uonen[esd woydwAs jsi3ojoretunay
‘oouarradxd woydwiAs :gn ayy Sunnsuodo © Aq u0as 3ureq juaned ay) 0}
PIOUSNJUT SOWSY) SUINUIIONT IO J Q10 AI1EpPU003S 0 [ELIBJI oY) WK JWI] *¢
JUQIQJJIP 10U AIOM OJEd oIed
Arepuodas pue Arewrid Jo [9A9] oy 1e sAejog (820D ¥ ‘¢ Arepuooas 0) [exdjar & 0} o1ed Arewrid
syuoned @-1940D ¢ ¢ Ul JUSWISSASSE [RIIUI A} WOIJ QWIL], '7
JIoo ur uey) WSLO ULISY yInos Jo syuoned ($01-8 MOD $T ‘T o1eo Arewnid ur passosse Suraq s juoned Kepop [1€]
ur 103uo] AppueoyIusis sem Aejop juoned (IOI) Syoom ueIpaly| & 0} swojdwAs Jo JOsUO A WOy W], | SIN U0 A0IUyIo JO dUANJIUL AU} SUIIARA (107 T8 10 I Jewny]
uoneynsuod jdwoid
()IM POJRIOOSSE S10JOE) QUILLIDIOP 0}
Ke[op 103UO[ )M PIJRIOOSSE SO[qBLIBA Snsay Ke[op Jo uonmuyoq Anuno) saAT)R[qO (Jo1) 18K TOINY

(panunuod) [ dqeL,

pringer

fHs



Clin Rheumatol (2015) 34 (Suppl 1):S17-S28

S24

aIed
OIS0[0JBWNAYI JIOY) PIAIOIAIT AU} dIOYM
0} dwoy s,juened dy) Wolj 2ouLSIp pue

srendsoy orqnd ‘urSio oruedsiy ‘SHS 1m0

SISIS0[OFRWUNAYIT 0) SHSIA
901330 oARY 0} A[OYI] SSI A1oM SHS MO] IO
JdD 03 $S000€ MO (I SBaTe Ul SUIAI SJUSne

Ke[op [[IOA0 0} }SOW PANGLIUOD
pue swoydwAs jo uondaorad pue
Aysudur oy £q peouonyjur sem Aefop jusned
s1ojowrered A)IoAds
pue KTAIO. 9SBASIP 0} PAJE[or A[OSIOAUT
a1am Ae[o(q Tendsoy orqnd :Aefop [e1o0,
suerorsAyd
A[rurey orewr pue S)SISO[0JEWNAYT
WIOIJ SOOUB)SIP SJOWIAI J& POAI] OUyM
syuonjed :sysia A3ojojewnayl Jo Aouonbaiy
Jomo] ym juopuadopur 3saguons oyJ,

DY VA jo uonejuswddur
Jo yoe] pue swerSoxd Jururen reuorssojord
yeay pue go drenbapeur ‘swoydwAs

oy Surziug0oa1 uo uoneonpe jusned Jo yoe]

[e1I9Ja1 1D Uk PUSTITIOJAT
0} D) Sururen paA[OAUL YIIYM )YV JO
uonejuowo[dur 9y 910§9q IoSU0] sem Ae[o(
snowds jou are swoydwAs jey) uondoorad
o pue ‘udwom ur a3e 1o3unoA ‘swoydwAs
JO 10SUO [enpeId & Yim pajeroosse
sem djoy Sunyeas ur Aefop paduojoid v

(6 as) smwak 69
(@s) steok ueIpa
®+1-81) 69T
(90e-€©) ST
syueyIqequI 000° [

1od oyer (oSue) ueIpIIN

(€+DeT s

(&)1 °L

(T1-) L9
(T-00°s
1994

(€10t ‘¢

W o1 T

(T o1 ‘1

(JOI) syoom ueIPIN

% P8 ‘Spuow 7|
% SL ‘syuou 9
% 6 ‘Syuow ¢

pauodarun

#'81-LD) 8

(93uer) s;joom UBIPIIA

FrL1-60) Tt

(a8uer) sxoom UBIPIJA

Ae[op uonentut CYVING -
,Ae[op ISISo[0jeUNOYT [2)O], *
T Ae[ap Js13ojorewnay

o1 Ae[op 1si3ojojerumorry -

odD U3 0) SurproddE Kejop Judned -
Juaned ayy 03 Surpioode Aejop jusne ]

uonenIul (VNG

pue josuo swoydwAs usomioq ],

S)SIS0[0JetNAYI 0} S)ISIA JO ey T
dD 0} S)SIA JO 91y ']

4A®I9p [e10]. *

ACPP dD

— NN <t O >~

sypuowr 7|

PUE ‘9 ‘¢ UMIM VY UM sjuoned
ur jsiSojojewnoyl & £q ud9s 9q 03 Sy,
Aderoq) (IVINQ JO JUSWOUSTWTIOD

0} JUOWISSISSe AZ0]0jeWNAY WOl

JUQWISSISS®

0} [e119J21 A30]0JeWNAY WOI] "¢
[e110Ja1 AS0]0jeWINSYT 0} JO) WOI] 7

areo Arewnd ur

JUSWISSASSE 0 Josuo swojdwAs 0} wor ']

do

Keop) is130[0reWNAYI & 0} JISIA JSIIJ oY)
pue g0 9y 03 USIA ST Y} USIMJOq WL

dD 2 01 usIA IsTY

Ay} pue Josuo swoydwAs usamiaq o],
uswean AYVING
JO uonenIuI pue SISOUSEIP U0dMIOq dWI], *G

TIVING 81 Jo uonenrur
pue swojdwAs Jo Josu0 uGaMIdq SWI]

sjuoned yf Ul SOINSEOW [EdTUI[d
yum Juouneay Y VINQ W skejop
SN pue SHS JO UONBIOOSSE AU} SUIUEXH
SHLIYE AJojetuejul
PUE SHLIYIE [[& JOJ 918D 0} SSA00.
JO JoyedIpul ue se S)sI30[ojetnayl
epeue) 0} sysiA Jo ojer eyrdeo 1od oy ourwexy

log] s10T
“Ie 30 { BuljoN

(82l s10C
“Te 19 NG Ao[peq

S10)0€J Surousnfyur

210[dx2 0} pue s1ud AJo[orEWNAYT

JUQISIIP UI JUUEAT} VY 210J9q
Keop Jo sa3e)s JUIQPIP oY) Ajnuend)

dD

Aq s1sougerp pajoadsns Jo sypuowr 7|

PUE ‘9 ‘¢ UIIIM ISISO[0JBNIYL

[s1l¥10C

wnifeg “Ie 10 @ 90D o

e AQ U20s a1oM oym VY [o]l ¥10T
epeue) yum syuoned jo a3ejusoiad sy ajewunsy “1e 19 [ PIPLIPPIM
v Tepnonaed ur “yT Jo juswogeue
pue sisouSerp dy) ur sAefop
90NPaI 0) SAIFNLNS AN AJIUIPL [s] €102

SN 0] MIIADI QMBI OBWINISAS
SOLIYE SUIATHUap! ut
Ke[op [€10} a1 2onpar Apuanbasuod
pue Ae[op J0) dy) 258AI0P 0}

pue[oH DYV 9y Jo Aod1yyo oy pajednsoAu]

“Ie 10 J QANJU[IA

[v] €10C
“[B 39 Y[ SAIN UBA

djoy reorpowr yo0s
erS[eryure Y syuoned Yorgm yim
pue[[OH AJuoSIn 9y} pue SUOHBATIOW U} SSOSSY

[v1] €10T
“[B 39 Y[ SAIN UeA

WLsoverss sisouSerp
(L'69) 6'9S ¥ puE UONE)NSUOD ISITJ UM SWI] “¢
Ke[op 103UO[ )M PIJRIOOSSE SO[qBLIBA Snsay Ke[op Jo uonmuyoq Anuno) saAT)R[qO (Jo1) 18K TOINY

(panunuod) [ dqeL,

pringer

Ns



Clin Rheumatol (2015) 34 (Suppl 1):S17-S28 S25

) Y g
2 =8 network to get information and help [24]. This is in line with
£ 5 52 g P
o £ 2 g § the results of the Argentinean survey and the English study,
§ § S e § g which describe a limited knowledge of the rheumatic diseases
= @ . .
5= 2 E g S [27, 40]. The social network members do not always give
8 § 8 2 § " support or speed up medical care but extend the time to seek
| PL,EQ .- medical help. On one hand, in RA, rapid onset episodes or the
S| 258 |4 P i P
- | 88%a % 82 resence of severe or disabling symptoms activate prompt
3| 2% 25 .- p g symp promp
R g é gfj; £ 3 help-seeking both from the network and from the doctor
% 8 % SIS g S [24]. Similar to many other studies, the role of social factors
3 Z S . ; . .
g | &3 §¢c| =3 as mediators of medical help-seeking decreases with extreme
= o2 >3 | 23 p g
Tg Té 2 8 B § g 2 situations: symptom severity and disabling progression [42].
S| 2 @ 5 ? On the other hand, Kumar et al. found that compared with
< E British patients, the South Asian social networks delayed
a % ¢ RA patients’ medical attention because the latter extensivel
7 5 5 p y
;uf 8 k= discussed their problem with their family and friends from
E=C 5 *§ %‘3 both, the UK and from their native countries. This patients
Ex—C 8 and social network behavior is not surprising as they belon
2| EnvTx - p g y g
ER Py :ﬁ g B to a collectivist culture whereas England is an individualistic
[} 7] .
g 2222 gbé society [31].
],
cz
. égﬁ Model of help-seeking process in RA in LA
z &
£Z 5= . . . .
2= 2 The results of our review show that in RA medical care utili-
2 g S — @
g : % g g . zation research, the theories and measurements of the con-
S 9 i=l7 o g structs of illness trajectories, help-seeking, and accessibili
S & £E8 E 8 J p g
z| 2 § 5 g 2 g are not integrated. Clinical and biomedical research has pro-
:? c = é g é @ duced an important body of knowledge about the ideal med-
Q an . . . o . .
S 2 T S %ﬂ ical treatment of RA, especially when the disease is identified
2| 8§ E73 s E early. However, medical treatment of RA involves the contact
=) o .S Q= GO)D E y . .. . .
5| ET 58 & O between the individuals and the health services and thus their
= F S E iy study requires theories and frameworks that allow for the un-
5 2 e 2 = derstanding of these relationships as complex social phenom-
=8 = 3 5 & P P P
=z £ 2 g ena. Many of the social and contextual aspects have been
QF I 3 5 o . : .
z f‘é = £ % B ?D B = studied with isolated traditional social variables that are only
‘D + o = Qo . . . o0
§ 5 2 % 2 E 22 S £ the tip of the iceberg of complex social realities that need to be
g g g s . . .
©1e 5= § TEEGZE considered and connected. There is a need of a multilevel
D < . . . . . .
35 % E 2 & é é g ki £ E perspective (e.g., the individuals, the social environment, the
< QO o — . . . .
k) 50 8= P é £ £ health system), together with the examination of the links
2 2@ U8 € xgo @ S B Y &
5EZ s 2 »~EZCS 2B EE between the different levels and dimensions of the problem.
goﬁ 2 O E T ¢ 5 g g _‘;30 2 2 Many aspects of the illness experience, of the help-seeking
=~ N o < .
= gﬂé £.E § 2 g 5 g = g :; process, and of access and delay of RA medical care have
258 § g 2 g E 7 g g § been studied, but it is not easy to locate or to explain the
C = 3 2 2 2 (:2 ol 5 =5 2 research problems and the different results obtained within a
) o =1 = .
2| €290 2% 2SS g 8E =% ¢ broad theoretical frame of reference. Furthermore, the concept
Sl eS8 | 2L EE-23882g¢&E L
5| EL8 2 ER: g 8% 5 5= & 8 of RA help-seeking is frequently used as a synonym of med-
8| Evn8® »nS S8 > E 2 F g & . . . Y Y
g L%‘ AR 8 S EEzZE B & g E ical help-seeking. This is an example of the conceptual con-
s © g g E % E o g g fusions due to the lack of clarity of the theories underlying
.z o . - . .
3 g § Sz ¢ H - health services utilization and medical care research.
E|lB| = 22 5 % é é £ 2 é é The research in RA medical care utilization in different
= Ra¥ = .
§ 5| B % i 222 2 2 é 2 2 contexts other than very few European countries and Canada
= O - = o . . .
- 2| s E 5E Tt e o= e o is almost nonexistent. Most of the literature covers the study
= |Z i =] . . oge . . .
= g; 53 o :%‘g g E8EE g g g 8 of the medical care service utilization of RA patients in coun-
el <l A Qe S EELDE tries with universal public health care systems that covers all

@ Springer



S26

Clin Rheumatol (2015) 34 (Suppl 1):S17-S28

population. Problems such as health care inequity and cultural
competence, availability, affordability, and accessibility of pri-
mary care physicians and specialists have not been specifical-
ly studied within a comprehensive health service framework.
They do not seem to be relevant problems in the research
agenda. However, for most of developing countries, this needs
to be a priority. They have a completely different social con-
text and most of the health services are insufficient, inacces-
sible, fragmented, limited, and inequitable in both quantity
and quality. If research on RA service utilization is to be un-
dertaken in these countries, there is a need for a comprehen-
sive conceptual framework than can enable researchers to in-
tegrate the study of the problems within broad theoretical and
methodological perspectives.

In order to have a more clear perspective of the problems
that fall under the broad concept of health service utilization of
RA patients, we propose a conceptual framework that graph-
ically synthesizes the intersection between the help-seeking
processes and the domains of the concept of accessibility
(Fig. 3). There is much confusion between these two concepts
mostly because they partly overlap in a time sequence and
because they are commonly used in two fields with their
own definitions: the social sciences and health service
research.

On the one hand, the concept of accessibility (or access) is
restricted to formal health services and pertains to the field of

health services utilization. Under a broad perspective,
Donabedian [43] includes service accessibility as part of qual-
ity of health care. On the other hand, the notion of Zelp-
seeking belongs to the social sciences and covers all stages
and process of seeking any kind of help useful to meet the
health needs [43]. However, this process has a sequence in
time and is dynamic in nature as many elements interact si-
multaneously (e.g., symptom perception, individual behavior,
and family advice).

The two main phases of the help-seeking process are
depicted at the top of the diagram: the pre-patient and the
patient phase. The characteristics of the population are at the
left side and those of the health services are at the right. The
domains of health service accessibility are specified at the
right side and comprises the three (not strictly) sequential as-
pects of accessibility: geographical, economic (costs), and
organizational accessibility. The latter is subdivided into
two: the entry process and the continuity of care. As the pa-
tient phase includes what happens from the initial contact with
the health services, the accessibility problems coincide with
the second part of the help-seeking, namely medical care help-
seeking.

Following McKinlay [42], the pre-patient phase comprises
the range of behavior and contacts that occur prior to encoun-
tering professional, formal health care. Hence, the notion of
help-seeking does not stop or start at the entrance to

Conceptual framework of the intersection between the help-seeking processes
and the domains of accessibility

Pre-patient phase _—>
1] | ————— Patier
ness ! R S
R ~ 7| Help-seeking
experience: beforethe
- Pai <> entrance
= ain to formalcare | €—>
2 Swelling
= Stiffness T
g Fatigue .
S :
LT RN
W
(;J Denial
E Invisibility -No action
» Normalizing -Self-medication
H Minimizing -Alternative
< Adaptation and folk Tx
l:‘:'l Aware -Seek infomation
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| Il I
- INDIVIDUAL/ POPULATION

Patient phase

Patients’ social network

_E Professional helping network

Medical care help-seeking

= Decisionto seekcare =

Geographical

Organizational

S|
entrance consultation

Medical
attention

continuity

| B

| ACCESIBILITY ‘
HEALTH SERVICES

| SOCIO CULTURAL CONTEXT |

Fig. 3 Conceptual framework of the intersection between the help-seeking processes and the domains of accessibility
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professional health services and it is not restricted neither to
formal nor medical health services, as it is commonly as-
sumed. In fact, as shown in Fig. 2, the transition from the
pre-patient phase to the patient phase is an important step in
help-seeking because it is the point at which the two different
social networks get together. Then the professional helping
network begins to exert greater social control than the social
network. The notion of “social network” refers to “that set of
contacts with relatives, friends, neighbors, etc., through which
individuals maintain a social identity and receive emotional
support, material aid, services and information and develop
social contacts.” The functions of the “social network” acti-
vated by the illness experience do not stop after medical care
starts, as it is part of the broader permanent web of interper-
sonal relations and social capital of the individual.

Access is not synonym of availability or use of services.
The latter is the evidence of access, and availability is the mere
existence of the service. Health service availability placed at
the left side is the first element of medical help-seeking and of
accessibility to formal health services. Accessibility is placed
at the second half of the figure, as it is the result of the degree
of fit between the characteristics of the individual or popula-
tion and those of the health services [43].

After the individual decides to ask for available medical
care, he faces geographical accessibility problems because
s/he has to be able to travel and has to have the means to do
it. The next type of accessibility to be faced are all types of
costs (monetary and opportunity cost): problems such as trans-
portation, medical fees, waiting times, service interruptions,
medicines, lab tests, time out of work (e.g., younger popula-
tion faces longer delays to specialized RA care because they
might have less time than the retired or the elderly to seek
medical care) [43]. The components of the organizational
accessibility are the entry to the system (e.g., if they struggle
to get an appointment or they have to wait long between they
are given an appointment and the appointment itself) and the
continuity of care, i.c. subsequent service utilization.

We propose this conceptual integrated framework for the
study of RA in order to join the elements of the pre-patient
help-seeking to the medical care help-seeking (or patient
phase) together with the specification of the different types
of accessibility problems of the social and health services
contexts. However, this framework can also be used for any
other type of rheumatologic diseases or can be linked to other
diseases such as cancer [44, 45]. The experience of chronicity
in theumatologic diseases also needs to be considered. Chro-
nicity can be seen as an irreversible event in the experience of
a disease. A relationship between time and discomfort, with-
out the chance of going back to the previous stages of life,
foments irreversibility, which is experienced with anguish and
sadness. Suffering becomes part of the patient.

The cultural context of this model should also be consid-
ered before implementation. This requires incorporating

elements such as medical pluralism, which refers to the mix
of health care systems with the processes that the individuals
undergo to attend their discomfort or suffering. The combina-
tion or use of different care systems allows individuals to
cover the diverse expressions of their illness, which vary ac-
cording to many factors such as severity or chronicity.

The study about the problems for the ideal medical care
utilization for RA is also a challenge because it is located at
the intersection of clinical, sociomedical, epidemiological,
and health care research. Research efforts are needed to ana-
lyze and integrate the accumulated knowledge on this subject,
to facilitate the understanding of a comprehensive perspective
of this phenomenon, and for the identification of the research
areas that are needed in order to improve the response of
health care services to RA patients needs.

Open Access This article is distributed under the terms of the
Creative Commons Attribution 4.0 International License
(http://creativecommons.org/licenses/by/4.0/), which permits un-
restricted use, distribution, and reproduction in any medium, provided you
give appropriate credit to the original author(s) and the source, provide a
link to the Creative Commons license, and indicate if changes were made.
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