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Introduction n 

Thiss thesis describes a longitudinal study on health care among patients with 
rheumatoidd arthritis (RA). The high impact of RA on physical and psychosocial 
functioningg often leads to long-term dependency on a wide yariety of health care 
seryices.. We have studied several health care issues to gain better insight into RA 
healthh care. Patients with RA were studied over a five year period, using 
questionnairee surveys in 1997, 1998, 1999 and 2001 and clinical examinations in 
19977 and 1999. This chapter serves as an introduction for this thesis and is 
structuredd as follows. First, the clinical and epidemiological aspects of RA are 
addressed.. Second, the health care disciplines for RA are described. Third, the 
healthh care issues and the study objectives are discussed. And finally, the outline 
off  this thesis is presented. 

Rheumatoidd arthritis 

Rheumatoidd arthritis (RA) is a common, chronic and severe rheumatic disorder 
thatt affects predominantly the joints of patients. It is a progressive disease, 
characterisedd by immune-driven chronic inflammation and a variable course 
involvingg exacerbations and remissions of disease activity. The progressive 
characterr of RA causes irreversible joint damage with consequences for physical, 
sociall  and psychological functioning, resulting in minor to severe disability and 
sometimess premature death.1 The American College of Rheumatology (ACR) has 
specifiedd seven classification criteria for the diagnosis of RA: morning stiffness, 
arthritiss in at least three joint areas, arthritis in the hands, symmetric arthritis, the 
presencee of rheumatoid nodules, the presence of the rheumatoid factor, and 
radiographicc changes in the joints.2 Of these seven criteria at least four must be 
fulfille dd for the diagnosis of RA. 

Thee annual incidence of RA in the Netherlands is estimated at about 0.38 to 2.42 
perr 1000, with increased incidence at higher ages.3 Women are two to three times 
moree affected than men.4 The prevalence of RA is estimated at 1.0". in the adult 
populationn of the Netherlands'1 as well as in diverse other populations world-
wide.11 To date, RA affects about 130.000 individuals in the Netherlands, and the 
absolutee number of RA patients is expected to rise due to demographic aging and 
populationn growth. According to the Public Health Forecasts of the Netherlands 
thee prevalence of RA is expected to rise by 27",, from 2000 to 2020." In 2000, RA 
wass registered as the primary cause of death in 1.17 per 1000 deaths.'1 
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Chapterr 1 . 

RAA causes pain and physical and psychological impairments. In many patients 

thesee impairments mav result in disabilities, leading to restrictions in house 

keeping,, walking or in personal care. RA was found to be one of the largest causes 

off  disability world-wide.7 Follow-up studies among RA patients ha\ e shown that 

thee decrease in functional ability dur ing the course of the disease varies widely 

betweenn individuals. '̂ After ten to twenty years of follow-up about 20 "> of the 

patientss had no or minor disabilities and could still perform all daily actiyities, the 

majorityy of the patients was moderately disabled, and about 10"<. of the patients 

sufferedd from seyere disablement.M l 

Becausee RA causes moderate to severe disability in many patients, these patients 

aree a substantial target group for health care. The health problems that RA 

patientss face are often complex and require therefore treatment and care from 

severall  health care disciplines. 

Healthh care for patients with RA 

AA wide variety of health care services is available for patients suffering from RA. 

Eachh of these services has specific goals and treatment strategies. These health care 

servicess encompass medical care, allied health care, psychosocial care, home care, 

andd institutionalised care. In addit ion to professional health care services an 

importantt and substantial part of the needed care at home is provided by informal 

caregivers. . 

Medicall  care 

Rheumatologistss and general practit ioners focus on diagnosing the disease 

followedd bv pharmacological therapy, guidance, support, and care co-ordination. 

Thee main goals of pharmacological therapy include a reduction of pain and 

inflammation,, maintenance of functional ability, and slowing disease 

progression.121""  Related specialists, such as orthopaedic surgeons, plastic surgeons 

andd rehabilitation specialists, provide treatment strategies that are directed on 

improvingg or maintaining the functional abilities of patients.1'1 

Allie dd health care 

Allie dd health care services include physiotherapists, occupational therapists and 

chiropodists.. Physiotherapists focus on preservation of the muscle strength and 

thee use of the joints.17 ,s Occupational therapists aim to assure independent 

functioningg of patients bv teaching them to reduce the strain on the joints dur ing 
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dailyy activities and by recommending assistive devices.17'1'1 Chiropodists aim to 
decreasee changes in the position of the feet which cause pain or rigiditv bv 
providingg aids or shoes that improve the foot function or foot position.-" 

Psychosociall  care 

Psychosociall  care is provided bv social workers, psychologists and psychiatrists. 
Sociall  workers can be consulted to help patients with tasks related to employment 
mediation,, disability or benefit payments and financial grants. Psychologists and 
psychiatristss provide mental care to help the patient with problems in disease-
relatedd coping or depression. 

Homee care 

Homee care services are involved when disabilities bring about problems in self 
caree activities or other activities in the home situation. Home nurses help 
predominantlyy with self-care activities, whereas home helpers predominantly 
attendd to the household activities. 

Informall  care 

Informall  care is provided by family, friends, relatives and voluntary workers, but 
mostlyy by the partner. These caregivers provide a substantial part of the care in 
thee home situation.21 

Institutionalisedd care 

Institutionalisedd care comprises care in homes for the elderly and in nursing 
homes. . 

Inn this thesis, all these services are studied with the exception of institutionalised 
care,, because of the small number of institutionalised patients in the study 
population. . 
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Healthh care issues 

Thiss thesis aims to gain further insight into RA health care bv investigating health 

caree issues which cover important areas of the care as provided to patients with 

RA.. The following aspects were taken into consideration in this investigation: 1) 

thee treatment of RA patients involves a wide varietv of medical and non-medical 

healthh care services with chronic and acute health problems alternating, and 2) 

professionalss and patients have complementarv knowledge because RA patients 

becomee experts of their disease.2124 First, we studied the health care use of 

mult iplee disciplines. Second, we evaluated three issues that are important in 

chronicc care: access to health care, underuse of health care and the quality of 

healthh care. And finally, we focused on informal caregiving, namely on informal 

caregiverr burden among partners. 

Informationn on the use of multiple health care services may serve as a basis for 

developingg long-term health care programs. Information on the access to health 

care,, on underuse of health care and on the quality of health care could be used to 

makee health care more responsive to the personal needs of patients. Information 

onn the impact of caregiving on the health and well-being of partners may be 

helpfull  for optimising care provision in the home situation. 

Healthh care utilization 

Previouss studies revealed that patients with rheumatic diseases use a wide variety 

off  health care services,2" and have a higher use of health care than patients with 

otherr chronic diseases.24 2l1 In these studies no information was given for RA 

specifically. . 

Studiess directed to patients with RA focused predominantly on societal costs of 

thee illness burden,2 7 1, on the effectiveness of multidisciplinary team care,2" -v and 

onn the use of a single discipline, such as rheumatology care/1' occupational 

therapy,2,137,, or home care.21 This thesis aimed to quantify the use of multiple 

healthh care disciplines in RA. 

Accesss to health care 

Equall  access to health care is considered a key indicator of high quality care. 

Equityy in access to health care is usually studied with the model of Andersen.34'3" 

Accordingg to this mode! access to health care depends on three types of factors: 

predisposingg characteristics, enabling characteristics and need factors. 

Predisposingg characteristics refer to demographic and social characteristics, such 

ass age, gender and marital status. Enabling characteristics, such as educational 
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level,, income, health insurance, and costs of health care services, reflect the ability 

too use health care. Need factors represent the most immediate cause for health care 

use,, reflected bv symptoms, diagnosis, and disability. The purpose of this model is 

too find evidence for equity or inequity in access to health care. Equity in access to 

healthh care is demonstrated when the use of care is primarily determined bv need 

factors;; this is an indication that patients receive the care they need. Inequity in 

accesss to health care is demonstrated when the use of care is merely explained bv 

enablingg characteristics or predisposing characteristics. 

Thee health care insurance system of the Netherlands is designed to supply equal 

caree for equal needs."*  However, this principle of equity in access to health care 

hass not always shown to be self-evident in daily practice.37 - Previous studies 

observedd inequity in access to health care related to socio-economic status for 

homee care among stroke patients,37 -311 and for specialist care among individuals in 

thee general population.3S 

Equall  access to health care is especially important in RA, because recently it is 

acknowledgedd that early and intensive treatment of RA is of utmost importance 

forr better health outcomes in the long-term.14 Therefore we studied socio-

economicc inequalities in access to health care. 

Underusee of health care 

Underusee of health care refers to the discrepancy between health care needs of 

patientss and the actual health care utilization.40 Underuse of health care can be 

studiedd from two perspectives: the professional perspective and the perspective of 

patients.400 The professional perspective is usually reflected in guidelines. The 

perspectivee of patients is related to personal views of patients, their health care 

expectationss and experiences. 

Studyingg underuse of health care for patients with RA according to the 

professionall  perspective is hampered, because the guidelines that have been 

developedd for RA414" mainly focus on pharmacological therapy rather than on 

criteriaa for referral to mult iple health care services. Several researchers have 

stressedd the importance of assessing the patients' perspective in health care bv 

statingg that professionals are unable to recognize aspects of the disease that are 

importantt to patients.444" Moreover, insight into the perspective of patients is 

neededd to adjust treatment and interventions to patient-centred care. Therefore, 

wee studied underuse of health care from the perspective of patients. 
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Qualityy of health care 

Thee importance of good health care quality has increasingly been recognized in 

healthh care organizations, resulting in quality assurance programs.41. Induced by 

thee strong move towards patient-centred care the views of patients on the quality 

off  health care are considered important components oi quality assurance.47 

Qualityy of care has been the subject of studies for many years. For the assessment 

oioi quality of care, Donabedian distinguished three categories in health care: 

structure,, process and outcome.4s Structure refers to the attributes of the settings 

inn which health care occurs; process reflects what is actually done in giving and 

receivingg care; and outcome denotes the effectiveness of care on the health status 

oioi patients and populations.4S The views of patients are usually defined as 

outcomee indicator relating to both health care structure and health care process.4" 

Patients'' views on quality of care are usually investigated with patient satisfaction 

questionnaires."1'" '' Patient satisfaction questionnaires have been criticized,S2 

becausee these questionnaires mostly provide information on a general level of 

qualityy of care. To be able to use the information from patients for improving or 

sustainingg quality of health care, more specific information on several aspects of 

healthh care is n e e d e d . ^4 Recently, an instrument has been developed to assess the 

qualityy of care from the perspective of patients: the Quon-quest ionnai re."3 With 

thiss questionnaire, the quality of care is assessed combining patients' views on the 

importancee of care aspects and patients' views on the performance of health care 

professionalss on the same aspects. Bv means of the QLOTK-approach we studied 

thee quality of health care for both medical and non-medical health care services. 

Burdenn of informal care 

Patientss with RA have to adjust their lives to pain and discomfort and to changes 

inn their capacity to perform formerly routine tasks. These adaptat ions affect not 

onlyy the patient, but also close family members like the partner.21 The partner, in 

mostt cases, is the one to take over the tasks at home which the patient can no 

longerr perform. 

AA number of studies have indicated that the occurrence of serious illness creates 

severall  adverse health outcomes for the partner,"1'1 (l4 but also positive influences 

havee been found.",7h1 To gain further insight into the burden of caregiving, we 

assessedd both the positive and the negative aspects of caregiving among partners 

off  patients with RA. 
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Outlinee of this thesis 

Thee «aforementioned health care issues will be successively addressed in this 
thesis.. In chapter 2, the study design and the research population of the KA+ 
studyy are presented. Chapter 3 describes the health care utilization among patients 
withh RA for a wide variety of health care services. Chapter 4 deals with equity in 
accesss to health care, focusing on the impact of socioeconomic status on health 
caree utilization in relation to health characteristics. Chapter 5 addresses the issue 
off  underuse of health care. We analysed the discrepancies between health care 
utilizationn and health care demands of patients. Chapter 6 focuses on the quality 
off  professional health care services from the perspective of patients. We quantified 
thee importance of several aspects of care and the performance of health care 
professionalss on these aspects. Chapter 7 describes the burden of caregiving 
amongg partners of patients with RA, focusing on both the positive and the 
negativee impact of caregiving. Finally, in chapter 8, the main findings will be 
presentedd and discussed, and the generalisability of the findings and implications 
forr health care and further research will be addressed. 
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